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A B S T R A C T 

Title The Illness Career of Family Subsystems Experiencing Dementia: 

Predominant Phases and Styles of Managing 

By: Carole-Lynne LeNavenec 
Doctor of Philosophy, 1993 
Graduate Department of Sociology 
University of Toronto 

A two-year exploratory study using a self-selected sample was conducted to gain an 

understanding of the illness career of thirty-nine family subsystems having an elder 

member with dementia at home. This qualitative study focused on two questions that 

have been relatively unexplored in previous research: (1) what is the nature of the family 

context during the illness career (e.g., definition of events, definitions of self, 

interaction/relationship styles); and (2) what is the interdependence of the identified 

patient, other family members, and their external context in regard to the contextual 

changes that occur over time? Two theoretical frameworks guided this study: a symbolic 

interactionist-phenomenological perspective and a family systems perspective based on 

the Calgary Family Assessment Model (CFAM). 

Three sets of findings are presented: (1) the background context or pre-illness phase 

characteristics of the family subsystems; (2) the six phases of the illness career that were 

identified, including the salient types of destabilizing and restabilizing processes for those 

phases; and (3) the context and process-based typology of styles of managing that was 

developed on the basis of a thematic analysis of the family's predominant ways of 

dealing with the various events during the illness career. The classification of styles of 

managing on a continuum from Open to Closed highlights the importance of definitional 

and family boundary processes derived from the theoretical perspectives that informed 

i 



this study. The nature of the pre-illness phase attachment patterns of these families is 

suggested as one possible reason for their predominant style of managing. 

This study has implications for sociological theory and methods by affording insights into 

the distinction between coping as process and coping as outcome. Also elucidated were 

the nature of, and the interdependence between, the family's perceptions of their situation 

and the identity of the elder, and their corresponding styles of managing. This study also 

draws attention to some important research and practice issues with regard to long-term 

care for contemporary elders and their families. The ways in which sociological insights 

may help to transform current practice dilemmas, and implications for the education and 

recruitment of formal care professionals are outlined. 
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C H A P T E R ONE 

O V E R V I E W OF T H E STUDY 

The home care experience is only dimly understood. [Many] 
conceptualize the home as a kind of black hole . . . [and] 
the simple task of defining what is caring-how it is variously 
understood by those concerned-seems to be furthest from the 
minds of most researchers. . . . None seems to have 
wondered whether caring and caregiving are the same or 
contrasting orders of experience (Gubrium & Sankar, 1990, p. 

8). 

I N T R O D U C T I O N 

In recent years there has been increased research interest in, and media attention given 

to, the health problems and social conditions of the community elderly. Foremost among 

these concerns is the problem of the progressive, degenerative dementias, including 

diseases like multi-infarct dementia, post-stroke dementia, and the much publicized 

irreversible dementia known as Alzheimer's disease (AD). The biological search for the 

cause and cure of these conditions has often deflected attention away from studying another 

aspect of this situation, i.e., how families living with a relative with dementia go about 

managing relationships during this type of illness experience. 

The purpose of this exploratory, descriptive, two-year study of the phases and styles 

of managing of family subsystems (subgroupings of the family) during the illness career of 

dementia is to address this dimly understood area (as indicated in the above illustration 

from Gubrium & Sankar, 1990). This qualitative study describes the nature and quality of 

the family's experience when one of its older members is suspected to have what is referred 

to here collectively as a dementia illness condition (that is, dementia is used as a "residual" 

category in the sense proposed by Scheff, 1966, cited in Schur, 1980, pp. 34-35). 

According to most medical descriptions of patients having a diagnosis of Alzheimer's 
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disease (hereafter abbreviated to AD) or one of the related dementias such as those 

mentioned above, these patients display three central manifestations: varying degrees of (1) 

losses in cognitive capacities-particularly memory, which initially affects recall of recent 

events; (2) difficulties in performing personal and instrumental activities of daily living (P-

A D L and I-ADL); and (3) declines in their interpersonal functioning, which sometimes 

includes a "loss of social graces" (Mace & Rabins, 1981). Although circulatory or vascular 

problems secondary to other conditions (e.g., hypertension or substance abuse) have been 

identified as the cause of some dementias, the cause of AD, which is alleged to be the most 

prevalent type of dementia, is unknown and a definitive diagnosis can be made only on 

postmortem autopsy (Cummings & Benson, 1985). 

For this study, no attempt was made to choose participants according to one or 

another type of medical diagnosis of dementia. One reason for this was the considerable 

difficulty physicians have in establishing a "clear-cut" diagnosis in this regard. A second 

reason was that the families who participated in this study highlighted in their accounts, 

first and foremost, various behavioral indicators, particularly the index person's difficulties 

with "remembering and doing things" (#C15) and related functional changes mentioned 

above. Regardless of whether the illness was sudden or gradual in onset (using Rolland's, 

1987, psychosocial typology of chronic illness), the participants in this study expressed 

thoughts and feelings about their relative's condition in ways resembling mass media 

portrayals of it; for example, a view of elder as having a neurological or circulatory 

condition, "but not a mental illness," and/or as having a condition that "steals the mind and 

breaks the heart" (brochure on Alzheimer's disease, Alzheimer's Society of Canada, no 

date), and "you cannot fight it alone" (ad in Toronto Transit Commission subway train 

which this researcher noted in January, 1991). 
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In order to set this research in the context of other investigations, a brief overview of 

trends which have directed attention toward individuals with dementia, and latterly their 

families, is indicated. 

1.1 BACKGROUND OF THE STUDY 

Four major trends in North American society appear to account for the increased 

attention accorded patients with dementia since the late 1970s. One major trend pertains to 

the findings of epidemiological studies which have identified a high prevalence rate of AD 

and related types of dementia among the population over the age of 65. Although still a 

matter of debate, these studies estimate that AD affects anywhere from 5-15 percent of 

people over 65 (Barclay, Zemclov, Blass, & Sansone, 1985) and almost 50 percent of 

people age 85 and over (Hirsch, Davies, Boatwright, & Ochango, 1993, p. 523). Hence, 

dementia has been described as a "silent epidemic" (Beck, Benson, Spar, Rubenstein, & 

Schiebel, 1982) and a "major killer" (Katzman, 1976) because it is purported by some 

sources to be the fourth leading cause of death among those aged 65 and over (pamphlet on 

AD, Alzheimer's Society of Canada, no date). 

A second trend pertains to the development of computerized technology, for example, 

computerized tomography (CT) and positron emission tomography (PET) scans. These 

types of medical diagnostic tests have stimulated the search for abnormalities in the 

patient's brain structure and function which might be altered by drug therapy in much the 

same way as Parkinson's disease (Sacks, 1985). 

A third trend which has highlighted the problem of people with dementia followed the 

mental hospital deinstitutionalization movement of the 1960s. Prior to that time, older 

people with a diagnosis of 'cerebral arteriosclerosis' or 'senile psychosis' or 'senile 

dementia' (as opposed to a diagnosis of AD because the latter was considered to be a type 
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of 'pre-senile dementia' among people under 65 years of age) were often admitted to "total 

institutions" (Goffman, 1961) such as mental hospitals. However, by the 1970s, they 

were being admitted to nursing homes and related institutions with a diagnosis of AD 

(Baum, 1974; Scull, 1977). Studies of these non-psychiatric institutions emphasized the 

difficulties such centers had in providing effective care for these people, related to 

inadequately trained and/or limited numbers of staff, the physical environment therein, and 

a host of related concerns (Alberta Nursing Home Review Panel, 1982; Forbes, Jackson, 

& Kraus, 1987; Knight & Walker, 1985; Mirosh, 1988). There is some research evidence, 

however, that nursing home admission may become more difficult because of the rapid 

increase in the group most at risk for developing AD, i.e., those age 80 and over 

(Mechanic, 1987, p. 211). Given this trend, as well as the finding that families feel 

caregiving is primarily their responsibility, these caregivers (especially among wives) may 

experience greater pressures in the future (Alberta Ministry Responsible for Seniors, 1993, 

p. 5; see also Barusch & Spaid, 1989). 

Lastly, and among the most important reasons for the attention accorded this health 

and social problem affecting the elderly population, are the findings of the numerous 

outcome studies pertaining to the types of family caregiving 'burden' (objective/subjective; 

or social, emotional, financial, and physical burden; see summaries by Caro & Blank, 

1984; Gwyther & George, 1986; Kraus, 1984; and Mace & Rabins, 1981). Such studies 

also highlighted that the much heralded community mental health care movement actually 

equated "total family care" (Gilhooly, 1986), leading at least one researcher to refer to 

families in these situations as "the new nursing homes" (Wells, 1981). 

A fundamental factor underlying the four trends mentioned above is the finding by 

researchers in the fields of demography and population study. These studies indicate that 

the anticipated increase of the Canadian population age 65 and over (which, as previously 
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mentioned, is the group considered most 'at risk' for developing dementia) is expected to 

rise from the 1991 estimate of 11.8 percent to 23.8 percent of the population by the year 

2031 (McKinnon & Odynok, 1991; see also Denton, Feaver & Spencer, 1987, p. 21). 

Such findings also became a concern for family sociologists and other social scientists who 

concur with both medically and socially-orientated researchers who claim that dementia is 

one of the major "generators of family breakdown and crisis and demand for institutional 

care" (Arie, 1984, p. 12; see also Morris, Morris, & Britton, 1988; and Rabins, Mace, & 

Lucas, 1982). 

Although these four major trends have highlighted important questions about the 

diagnostic process, as well as the impact of dementia on the family and the particular types 

of social support and community-based, long term care services these families may need, 

one important dimension that has not been fully addressed pertains to a more holistic view 

of the family context. Such a view would encompass the interpersonal context—both 

within the family subsystem and their outside contacts—in which the defining, interpreting, 

and evaluating processes, medical treatment plans, and other social interactions and 

relationships are constructed and acted upon. The family context is viewed here as 

including not only the biological family of the index person, but also the numerous medical 

personnel, agencies, and/or institutional staff, who enter into, and in unknown ways affect, 

its nature and quality. This "organizational embeddedness" and the qualitative nature of the 

family context of many older people have received only limited attention in recent studies 

(e.g., Gubrium, 1987). A second important aspect of the family context addressed in this 

study, and neglected in many previous investigations, is the change in it during what is 

referred to here as the 'illness career' of families experiencing dementia, or what some 

families in this study referred to as "a journey" with many "bridges to cross." As used in 

this study, illness career (Freidson, 1970; Goffman, 1961) refers to the nature and 
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qualitative aspects of that journey, including the family's definitions of their overall 

situation and their perspectives regarding self, particularly the elder's (the identified 

patient's or index person's) status as a person, during a particular course of time. This 

illness career focus is further elaborated on in the statement of the purpose of this study, 

which is presented next. 

1.2 P U R P O S E OF T H E STUDY 

As indicated in the quote by Gubrium and Sankar (1990) at the beginning of this 

chapter, little is known about such basic aspects of family caregiving as its 'context' and 

how people go about 'caring'. The purpose of this short-term longitudinal study was to 

explore and describe the nature of, and qualitative changes in, the family context and the 

family's usual ways of interacting or relating, when one of the members of the household-

the elder-came to be defined as suffering from an irreversible type of dementia. 

The course of the illness experience of the families was viewed from a symbolic 

interactionist-phenomenological perspective and has been variously referred to as an illness 

trajectory, status passage, or illness career. The illness career was viewed as beginning at 

the time that the family subsystem first defined the elder as not his or her usual self based 

on the latter's various types of behavioral displays (e.g., cognitive, affective, interpersonal, 

etc.). The illness career of families-as opposed to Goffman's (1961) use of this concept to 

study individuals-experiencing dementia can be viewed as encompassing two sides: 

a) a public side, such as the various events that were associated with a change that 
the family experienced as upsetting, or conversely, as helping to restore a sense 
of order or balance in their daily routine and relationships, both within and 
outside of the household. These two types of changes, as discussed later, were 
categorized as either destabilizing or as restabilizing in nature (see Key Terms 
section in this chapter). 

b) a personal or moral side; that is, the "identity transformations" or changes in a 
person's self and the "framework of imagery" used by self and various others for 
judging and shaping those transformations (Goffman, 1961, p. 127). 
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Other researchers refer to these two sides—or faces—as the objective and subjective 

dimensions of a career (e.g., Freidson, 1970, p. 285; Hughes, 1958; Stebbins, 1970; 

1986). In Hughes's (1958) view, the critical property of the career concept is its 

"ontological duality" and thus, both sides should be studied together. Yet in recent 

research this is not apparent (Barley, 1989, p. 49). This study should help address that 

void, and will assist in identifying the salient career contingencies, career time tables, and 

career lines that previous researchers have found for chronic illness situations other than 

dementia (see review by Conrad, 1990). 

Such a purpose thus encompasses exploration and "thick" description (Geertz, 1973) 

of: 

(1) The salient contextual features of the illness career based on the family's 
definitions of the situation. 

(2) The different conceptions of identity or selfhood of subsystem members, in 
particular the identity accorded the elder, as she or he moved from the status of 
"ordinary person," to "impaired person," i.e., not his or her usual self, to 
"dementia patient." 

(3) the interplay or interdependence between those definitions and the affective and 
behavioral responses of the family subsystem during the illness career. 

It was hoped that further understanding would be gained about the objective and 

subjective aspects of the career, particularly how social constructions or meanings about the 

illness experience are generated, maintained, and changed through interaction within the 

family subsystem, with their informal social network, and with the formal care system 

through social and physical time and space. 

This focus on defining and responding through time directs attention to the 

processual or dynamic aspects of the situation, of each interactant influencing the other in a 

circular, reciprocal, or interdependent manner. Furthermore, the emphasis on definitional 

processes points to the particular events that come to be perceived as either upsetting (i.e., 
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destabilizing) or helping to restore (i.e., restabilizing) the family's usual routine and mode 

of operation. In addition, it makes explicit the ways in which the 'significant others' (i.e., 

those most involved with the elder on a day-to-day basis), as well as the elders themselves, 

viewed their own self or identity. The primary focus was on the significant others' 

perceptions of the elder's identity, a focus which has been referred to as the moral aspect or 

personal side of the career (Goffman, 1961, p. 127; Hacker & Gaitz, 1969). This personal 

side of the illness career has been relatively neglected in the literature on family caregiving 

involving elders with dementia. This researcher, and others (e.g., Buzzell, 1991; Correli & 

Schulz, 1993; Kitwood & Bredin, 1992) maintain it is an issue that needs to be addressed 

in order to promote the provision of holistic care not only for the caregivers, but also for 

the elders. 

Similarly, the notions of defining and responding direct attention to the need to study 

the interdependence between the family subsystem's definition of the situation and their 

particular 'styles of managing.' These styles of managing, which are conceptualized as 

relationship patterns, focus on the ways that the families went about shaping their situation 

during various phases of the illness career. This approach is in contrast to many existing 

studies of family caregiving which neglect the interdependence of temporal, contextual, and 

relationship aspects of the situation and focus instead on cross-sectional studies of 

caregivers. Family caregivers are often depicted as those who are concerned primarily with 

meeting personal and instrumental activities of daily living (P-ADL & I-ADL) and related 

tasks that culminate in a "36 hour day" (Mace & Rabins, 1981) involving various types of 

objective and subjective burden. 

Hence, investigation of the problem of this study required a focus on the family's 

context—both internal and external (Boss, 1988; and Wright & Leahey, 1984; see also Key 

Terms section of this chapter). Such a focus required a shift from the family's "presenting 
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problem" to the family's "presenting situation," i.e., the significant concerns, issues, 

constraints, and resources at a given time or place, as defined or experienced by the family 

(Benner & Wrubel, 1989, p. 412). 

This study also directs attention to the importance of exploring the views of the family 

subsystems regarding their context or situation in order to examine the broader issue of 

"finding meaning." In relation to a chronic illness like dementia this involves dealing with 

ambiguity-including 'ambiguous loss'-and uncertainty (Boss, Caron, & Horbal, 1988; 

Farran, Keane-Hagerty, Salloway et al., 1991; Mischel & Braden, 1988). 

Consistent with the symbolic interactionist-phenomenological perspective (Blumer, 

1969; McLain & Weigert, 1979) and the family systems model (Tomm, 1980; Wright & 

Leahey, 1984) that guided this study, these symbolic processes or constructions of reality 

are viewed as being established and transformed through interaction, both within the family 

subsystem (i.e., that subgrouping of the family sharing a household with the elder) and 

with those in their external context (e.g., extended family, friends, formal care system, 

community). It was expected that this approach would afford an understanding regarding 

how meanings are generated, maintained, and transformed during the illness career, and the 

interplay between those meanings or definitions and the affective and behavioral responses 

of the families. 

1.3 STATEMENT OF THE PROBLEM 

The problem which was the focus of this study was the identification of the patterns 

of change and the linkages among them, based on inferences that were derived from the 

family's definition of the situation and definition of self on the one hand, and their affective 

and behavioral response patterns, i.e., styles of managing, on the other hand. This 

problem also included investigation of how these changes compared to the way things were 
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perceived to have happened in their family context during the Pre-illness phase. The 

following two questions guided this study: 

During the illness career of families experiencing dementia . . . 

1. How do the various contextual features change through time? (e.g., Definition of 
the situation; Definitions of self; Interaction/Relationship styles of managing). 

2. What is the interdependence of the family subsystem and their linkages with 
outside systems in regard to those changes? 

1.4 S I G N I F I C A N C E O F T H E STUDY 

This study has potential significance in four areas. Understanding the interpretations 

that families accord their experience of having a relative with this type of chronic illness 

will clarify the distinction between dementia as a disease and dementia as an illness, i.e., as 

a social phenomenon. This is important for the further development of theory pertaining to 

the sociology of health and illness and stress-adaptation models pertaining to the adjustment 

of the family to chronic illness (Gubrium, 1986, 1988; Strauss et al., 1984; Thoits, 1982; 

Thompson & Walker, 1982). Similarly, the focus on the qualitative relationship between 

the significant other and the elder, and how it affects and is affected by both of them and by 

others in their informal social network and/or in the formal sector, will contribute to further 

understanding of the sociological study of the family, particularly the much neglected 

'moral' aspects of the illness career of these families and the nature of their 'boundaries' or 

patterns of relating with outsiders. 

Secondly, this study has significance for research methods in sociology. For 

example, understanding the styles and phases of managing interaction during the illness 

career of families experiencing dementia should facilitate the development of comparative 

studies of family care of older people with other types of chronic illness. This would 

include investigations that employ a longitudinal design and qualitative methods to 
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investigate such diverse areas as cross-cultural, intragenerational, and/or intergenerational 

differences in terms of the family's ways of being involved, as well as explorations of then-

reasons for becoming or remaining involved, or conversely, identification of their reasons 

for giving up involvement in this type of role (Kreisman & Joy, 1981; Little, 1983; 

Stephens & Christianson, 1986; Wilson, 1989). A greater understanding of the reasons 

for involvement may be useful for policy planners, because it appears that long term care 

policy is substantially based on the not extensively researched assumption that families are, 

on the whole, deeply committed to providing at-home care of their older relatives 

(Government of Ontario, 1990: Strategies for change report, pp. 9-10). 

Thirdly, on the practical level, this study will afford some insights about the 

provision of holistic care. This includes the importance of gaining an understanding of the 

family context and the family's views of the nature and quality of social support received 

from others, as well as their own appraisal of managing during the illness career. This 

would also include assessment of "where the family is at" in terms of its readiness to accept 

various types of professional intervention, including suggestions about nursing home 

placement, as meaningful. This in turn may facilitate the development of psychosocial 

interventions and programs that are perceived by the family as addressing their needs and 

well-being as a family unit, as opposed to addressing only an individual's needs. In the 

words of one of the participants: 

Your illness is my illness; you suffer, then I suffer (#C16: The Aobes). 

A fourth potential implication, also of a practical nature, is the understanding which 

this study will afford gerontological associations and related advocacy and political action 

groups regarding some of the salient community service needs as perceived by the family, 

services not only to prevent premature institutionalization (which is variously defined by 
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professionals; Forbes, Jackson, & Kraus, 1987), but also services that the families 

perceive as contributing to their quality of life (Mukherjee, 1989). This is an important area 

to be addressed because it is generally acknowledged that families constitute the principal 

sources of the much heralded community care for older people, care that is both intensive 

and extensive, and often done without help from the formal care system (Abel, 1990; 

Askham, 1991; Government of Canada, 1983a & 1983b). 

At present, the community services most readily available for these families are 

medical in nature. However, many accounts of family caregivers during family support 

group sessions and similar meetings that this researcher attended indicated that a lot of their 

needs are not for medical services; instead, they mentioned things like private insurance or 

tax reforms that would subsidize the services of visiting homemakers; the need for a 

companionship or "nannies for grannies" type of sitter program; and a well-developed day 

center program (as opposed to the more medically-run day hospital). In summary, most of 

the programs family members mentioned pertained to social kinds of needs (Field note 

data, subsection 7.2, p. 12). Although some families would like to see special units 

established for patients with Alzheimer's disease, many still fear having to place their 

relative in a nursing home, even as a respite admission in some of the allegedly better types 

of homes (Gold, Sloane, Mathew, et al., 1991). 

In summary, the intent of this study is to increase our understanding of the four areas 

mentioned above, all of which will hopefully contribute to increased knowledge of the 

salient theoretical, methodological, and practical issues pertaining to the illness career of 

families experiencing dementia. It is possible that the findings and particularly the model of 

styles of managing developed in this study may prove useful beyond the domain of care for 

people with dementia. 
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1.5 D E F I N I T I O N O F K E Y T E R M S 

In this study a number of key terms are used. The five most salient ones are briefly 

described here. A more expanded discussion of these, and other additional, terms are 

provided in the Glossary at the end of this study. 

Family or Family Subsystem: The term 'family' is used interchangeably with the term 
family subsystem in this study. Family subsystem refers to the subgroupings of the 
nuclear family, which in this study were drawn from thirty-nine different families. The 
majority of the participants were dyads involving a Marital subsystem (MS; N=25) or a 
Parent-Child subsystem (PCS; N=9). However, a few of the PCSs consisted of triads, as 
did all of the Parent-Extended Family subsystems (P/EFSs). Each subsystem involved one 
member who was judged to be suffering from dementia, i.e., the elder (the index 
person/identified patient), and another member of the dyad (or triad), the primary 
significant other (SO), i.e, the elder's spouse or adult child. The P/EFSs most often 
consisted of the elder, the primary significant other, and the latter's spouse. 

Illness Career: as used in this study, drew on Goffman's (1961) natural history 
approach for examining both the personal (or moral) and public sides of that social strand 
of the family's life cycle that was viewed as beginning at the time when the index person 
(i.e., the elder) was first judged as "not his/her usual s e l f and as ending with the death of 
the elder. Of particular importance for this study were the moral aspects of this career-or 
"identity transformations"—and the basis for these changes that evolved in, and through 
time; that is, the sequence of changes that the career entailed in a person's self (not only of 
the significant others but also the identity of the elders) and in the "framework of imagery" 
used by various others (e.g, the elder, significant others, outsiders) for judging and 
shaping a person's self. Two central notions regarding the sequences of these changes in 
self-identity and the patient-family relationships associated with them are those pertaining to 
time and social context, both of which are described next under the heading of 'Phases' of 
the illness career. 

Managing: is used here in the sense of "shaping," a concept which Strauss, Corbin, 
Fagerhaugh, et al. (1984) employ to refer to the use of a variety of responses so as to "do 
one's best," as opposed to having full control of the situation at home (p. 64). A similar 
view of managing is implied by Boss (1988), who recommends use of that term-rather 
than coping-for the outcome variable in situations where, despite high levels of stress, a 
'crisis' is avoided (see also Antonovsky, 1987). Although some researchers may object to 
the concept of managing on the grounds that it sounds as if it is a very deliberate process, 
including a lot of planning being done on the part of the family subsystems, that is not how 
it is considered here. Instead, the concept of managing as employed in this study is 
assumed to be more useful than the currently used concept of coping for the following 
reasons: 

(1) Managing is more in tune with how families described their situation as 
indicated by expressions like: "we're managing fairly well"; or "we're dealing 
with it one day at a time" or "we're carrying on" (Field Notes, Part 1, 
subsection 6.2, p.24); 
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(2) It is more explicitly holistic than the concept of coping, as the latter term is often 
used in the sense of psychological coping (e.g., Lazarus & Folkman, 1984; 
Pearlin & Schooler, 1978). However, families often spoke of how they 
managed spheres like leisure time: "we managed to get away for the weekend to 
visit the grandchildren" (Field notes for #C2, subsection 2.6, p.l 1), as well as 
numerous other interpersonal transactions that would be difficult to describe by 
the term coping (e.g., "dealing with her bossy sister" as with Family #C16; or 
with the daughter-in-law, as with Family #C4); 

(3) Managing appears to be an appropriate metaphor for understanding the 
processes regarding the experience of illness as a "social construction" (Berger 
& Luckmann, 1966) that is ongoing (Lynott, 1983) and changing. Hence, it 
refocuses attention away from viewing dementia solely in disease terms and the 
inherent medical management of symptoms to a focus on the family 
subsystems' definitions of, and attempts to control or shape, their experience 
during the illness career (Boss, 1988, pp. 56-71). 

(4) Managing is a more neutral (i.e., less judgmental) term than coping in the sense 
that it does not imply to lay people an "all or none process" and concomitant 
sense of failure or performing poorly if one is not found to cope according to 
the standards established by professionals (Canam, 1987; Cohen, 1987); 

(5) It is useful in terms of comparing the literature on nursing management of 
patient care with that of the majority of those who are providing community care 
for dementia patients, i.e., their families. Hence, one can compare and contrast 
the managing styles of both groups, whereas research regarding how hospital 
and nursing home staff go about "coping" remains largely unexplored. 
Furthermore, the concept of managing should facilitate the development of 
studies regarding what happens when there is a mismatch of styles between 
professionals on the one hand, and families on the other. 

(6) Finally, as Boss (1988) has noted, the term managing helps clarify the present 
confusion and potential for circular reasoning when the term 'coping' is used as 
an outcome variable (p. 69). 

Phases of the Illness Career: refer to the temporal component of the career, based on 
the family's perceptions of when significant happenings, events, new demands, and related 
aspects of their overall situation occurred, as well as when the family subsystem perceived 
significant changes in themselves. Although for some of the families these phases emerged 
in a more or less "orderly" fashion, the sequences revealed considerable variation in terms 
of range, duration, intensity and amount of overlap. 

Each of the six phases (or "checkpoints" to use the term coined by Spitzer, Morgan, 
& Swanson, 1971, to emphasize the definitional, evaluational, and relational processes 
occurring at particular points in time) of the illness career that were identified are listed 
below. They were named in a manner that drew attention to the following questions 
pertaining to the nature of the illness career of these families: what was the nature of the 
checkpoint as defined by the family?, who in the family or outside of it was involved at a 
particular checkpoint?, and what types of influences did the latter have? The six phases 
were: 
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( 1 ) Symptom Appearance phase (SAP) 
(2) Problem Definition phase (PDP) 
(3) Definition-as-Case phase (DACP) 
(4) Maintenance phase-1 (MP-I) and 

Maintenance phase-2 (MP-2) 
(5) Post-Nursing Home/chronic Hospital Admission phase (PNHAP) 
(6) Ex-Patient phase (i.e., Death of the elder) (EPP) 

Styles of Managing: are viewed here as equivalent to a pattern or interrelated ways of 
interacting or relating with others. Radley (1988) puts it this way: 

(Styles refer to) a mode of relationship which coordinates all of 
the channels along which it is given. Style, in the words of 
Gregory Bateson (1972) 'sets context' so that features of the 
problem which might be held to be distinct (such as social rules, 
individual attitudes to illness, the patient's bodily comportment) 
are treated as elements within a single system of relations. Two 
principles of organization are thereby highlighted: first, the 
relational character of what can appear as distinct features, and 
secondly, the circularity of the illness experience (p. 167). 

This definition serves to highlight that the styles of managing involve a range of 
relational modes (e.g., affective, communicative, behavioral) which are emergent, and 
reciprocally related to how families define and respond to the situation and/or negotiate 
reality. Hence, these co-created styles or patterns of interacting are not considered as 
family traits for, unlike the latter, they are viewed as changing according to the definitions 
of the contextual or situational circumstances most significant to the families at particular 
points in time during the illness career. 

1.6 O U T L I N E OF T H E THESIS 

The next six chapters of this thesis all represent an attempt to gain an understanding 

of the illness career of family subsystems experiencing dementia. As previously indicated, 

the term 'family' is used interchangeably with the term family subsystem throughout the 

study (see Key Terms section). 

In Chapter Two, three theoretical perspectives that underlie many studies of family 

caregiving are reviewed. These include a family stress perspective, a family systems 

perspective based on the Calgary Family Assessment Model (CFAM), and a combined 

symbolic interactionist-phenomenological perspective (hereafter referred to as an 

Interactionist perspective). The rationale for the use of two perspectives in this study can 
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be briefly stated as follows: whereas the Interactionist perspective is useful for 

understanding how definitions of the situation and definitions of self arise in and affect 

interaction, the CFAM is more explicit about the circular connections between the thoughts 

(cognitions) and feelings (affect) of the interactants on the one hand, and the actions 

(behavior) associated with them on the other hand (see Circular Communications Pattern 

diagram in Appendix 7 for how this process can be presented pictorially). Some illustrative 

examples of the theoretical issues addressed in Chapter Two include: 

(1) the conceptions of care, caring, and caregiving in terms of specific tasks, as opposed 
to viewing those concepts as "embedded in intimate personal relationships" and how 
"various types of relationships affect not only the allocation of specific tasks, but also 
the nature of the care that is rendered" (Abel, 1990, pp. 141-142); 

(2) the focus on the impact of the (patient's) illness on the family to the neglect of the 
other side of the picture, i.e., the impact of other aspects of the family's internal and 
external context on the index person's responses; 

(3) The use of the concept of social support in a multidimensional sense, and devoid of 
the contextual grounding necessary to providing an understanding of the following 
question: what specific types of social support are needed by families with what 
kinds of styles of managing and at what point in the illness career? (LeNavenec, 
1990; 1991; 1992). 

As for the methodological issues, a literature review is presented of those issues 

pertaining to the need for more longitudinal studies that are contextually grounded in order 

to better understand the basic meanings and concepts of the home care experience, an 

emphasis that has been recently put forth by Gubrium and Sankar (1990). The review of 

these, and related methodological issues is based on a fundamental assumption offered by 

those authors: 

Caregiving may defy meaningful measurement (that is, 
informative and conceptually accurate measurement). If 
meaningful measurement is possible, however, then it will only 
be after far more basic research on the phenomenon has been 
conducted. Zarit (1989) is correct in highlighting the complexity 
of the problem; but the solution is to delve into that complexity 
so as to understand it, not control it (p. 9). 
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The research process and methodology of this short-term longitudinal qualitative 

study is discussed in Chapter Three. In addition to the pilot work and ethical 

considerations, discussion focuses on the self-selected, non-clinical sample consisting of 

thirty-nine subsystems, which are all drawn from different families; the two related 

methods of data collection (interviews using an interview guide approach and the 

participant observation component of those in-depth interviews and/or other contacts with 

the family); the five types of field note data compiled; the nature of the coding categories 

used for the development of the case study based on Bogdan and Biklen's (1982) family of 

theoretical codes and the Interaction/Relationship codes based on the C F A M . Also 

presented in Chapter Three are the methodological limitations of this study. These are 

discussed using Lincoln and Guba's (1985) four criteria for assessing rigor 

('trustworthiness') in qualitative studies: Credibility, Transferability/Fittingness, 

Dependability/Auditability, and Confirmability. 

Chapter Four, entitled 'Meet The Families: Selected Case Histories,' is designed to 

introduce the reader to the participants in the study. Because of space limitations, not all of 

the thirty-nine families are presented in that chapter; instead, descriptions of the remaining 

twenty-five families are given in Appendix 12. The fourteen families chosen for 

presentation in Chapter 4 are those who are quoted at several points in the following two 

chapters (i.e., Chapters 5 & 6) and whose case histories most clearly illustrate the phases 

and styles of managing described in those chapters. In order to ensure confidentiality and 

anonymity of the families, pseudonyms are used and some of the information has been 

altered or modified. Also included in the descriptions of the families are selected details 

regarding their health status, and their situation at Time 2 (i.e., two years after the first 

home interview and time of the last interview). 
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Chapter Five outlines the findings regarding the contextual features of the illness 

career of these families experiencing dementia. The chapter begins with an elaboration of 

Goffman's (1961) notion of the career concept (which was introduced in both Chapters 1 

and 3), as well as a discussion of the two terms the researcher used to classify the nature 

and quality of events mentioned by the family: i.e., the destabilizing processes, which refer 

to those happenings which the family described in ways that indicated to the researcher an 

upset in their usual routine and/or ways of relating; and conversely, the restabilizing 

processes, which were based on those happenings or events which the families described 

in more positive terms, happenings which indicated that their situation was "settling down" 

and which often involved receiving one or more of the three types of social support 

outlined in Norbeck et al.'s (1983) typology. 

Prior to the discussion in Chapter Five of the six phases of the illness career, the Pre-

illness phase is presented in order to provide the sociohistorical context of the families, 

focusing on their past experience of situations they defined as involving 'stressor events' 

(Boss, 1988) and their ways of managing these happenings, as well as past communication 

and relationship patterns of these families. This is followed by a discussion of the findings 

regarding the six phases of the illness career in terms of: (1) the salient features of the 

situation as defined by the family, and the researcher's classification of the nature of these 

happenings (as destabilizing or restabilizing, and changes in these aspects); and (2) the 

images of the elder held by those in the family subsystem, as well as those outside the 

household who were significantly involved with the family at particular points in time 

during the career. 

In Chapter Six, a description is given of the findings regarding the Open-Closed 

typology of managing styles of the thirty-nine family subsystems during the illness career. 

This chapter is divided into four parts: Part 6A includes (1) a review of the definition and 
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conceptualization of the concept of managing that was introduced in Chapter One, and (2) a 

description of the ideal type typology that was used to classify the styles of the families 

along an Open-Closed continuum, based on the nature of their involvements with outside 

systems (informal social network and the formal care system). Pan 6B and Part 6C include 

a description of the Open styles and Closed styles respectively. These two types of styles 

are described in terms of their salient characteristics, the consequences for the subsystem 

based on the participants' perceptions of their situation at Time 2 (T2, or two years after the 

first interview and end of the study), and some tentative reasons for these patterns, 

including the changes in the latter by T2. Part 6D consists of a summary of the Open-

Closed continuum of styles and a brief discussion of illustrative strengths and limitations of 

this approach for theory development and future research in the fields of the sociology of 

the family, and the sociology of health and illness. 

The final chapter of this thesis, Chapter Seven, presents a summary of the research 

process, the major findings of the study, and a discussion of the theoretical, 

methodological, and practical implications. Some illustrative hypotheses for future 

research are outlined in the concluding section of this chapter. 
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C H A P T E R TWO 

LITERATURE REVIEW 

It is somewhat ironic that when we discovered the family 
caregiver we seemed to forget about the older person as a 
recipient of care (Barer & Johnson, 1990, p. 28; see also 
Cottrell & Schulz, 1993). 

Most studies of informal care for the disabled elderly are based 
on structured interviews, which are analyzed statistically, and 
they focus on two issues that lend themselves to quantification-
the tasks caregivers perform and stress they experience 
. . . (and thus) compels researchers to miss essential 
aspects of the care-giving experience and restricts the range of 
policy implications (Abel, 1990, p. 139). 

Another priority for future research should be the development 
of a strong theoretical focus. As Kahana and Young (1990) 
point out, we must begin to investigate more elaborate 
paradigms, such as the caregiver-care-recipient relationship and 
its consequences for each party. These dynamic, or relational 
models (may) enlarge greatly our understanding of the factors 
that Umit or shape the caregiving situation (Raveis, Siegel, & 
Sudit, 1990, p. 70; see also Kitwood & Bredin, 1992). 

I N T R O D U C T I O N 

This chapter provides a review of the strengths and limitations of the conceptual and 

methodological trends underlying recent research on family caregiving involving older 

relatives with dementia or a related condition. Two fundamental trends of many past 

investigations of family caregiving, including the illustrative studies that were briefly 

presented in Chapter One, as well as a desired future trend, are indicated in the three 

illustrations above. 

This is not to say, however, that recent studies about family caregivers involved with 

a relative with dementia have not been useful. Based on an extensive review of the 

literature on this topic, this researcher has identified six important theoretical and 

methodological contributions of past studies of family caregivers: (1) identification of the 
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intensive and extensive range of tasks they perform; (2) differences in stress and coping (or 

objective and subjective burden) by age, gender, and relationship to the index person; (3) 

exploration of the concept of social support and its effects on caregiver well-being; (4) 

service utilization patterns; (5) the mental and physical health effects of caregiving; and (6) 

their motives, or more precisely, reasons (Lazarsfeld, 1982) for involvement in this type of 

situation, or conversely, their reasons for giving it up and having their relative admitted to a 

nursing home. A seventh possible contribution of this research on family caregiving is that 

it has likely served as a stimulus for a new movement in family sociology research, a 

recognition of the need not so much "to count the number of families exhibiting some set of 

characteristics, but to understand how some families give insight into the meanings of their 

experience" (Gilgun, Daly, & Handel, 1992, p. 4) and the nature of the 'caring 

relationship' (Qureshi & Walker, 1989), both within the subsystem and between the latter 

and various outside systems, in situations involving families having a member with a 

chronic illness such as dementia (Askham, 1991). 

An overview of the theoretical underpinnings of many of the family caregiving 

studies is given in the first part of this chapter. This is followed by a thematic overview of 

concepts addressed in those studies and some illustrative unanswered questions. Next, 

some salient aspects pertaining to methodological trends and issues are presented, including 

the problems of sample bias and the dearth of longitudinal studies. The chapter concludes 

with a discussion of the two guiding theoretical perspectives used for this study of the 

illness career of families experiencing dementia: a symbolic interactionist-phenomenological 

perspective (Blumer, 1969; McLain & Weigert, 1979) and that family systems perspective 

referred to as the Calgary Family Assessment Model, or C F A M as it is commonly referred 

to as by its developers, Tomm (1980) and Wright and Leahey (1984). 
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2.1 C O N C E P T U A L T R E N D S O F R E C E N T R E S E A R C H O N F A M T T Y 

CAREGIVING AND OLDER RELATIVES WITH DEMENTIA 

2.1.1 THEORETICAL UNDERPINNINGS OF THE LITERATURE 

Given that the Uterature on family caregiving is voluminous, the focus of this section 

will be limited to a critical review of three theoretical perspectives that have guided many of 

these studies, i.e., a family stress, a family systems, and a symbolic interactionist-

phenomenological perspective. 

2.1.1.1 The Family Stress Perspective 

Although the family stress perspective could be discussed under a symbolic 

interactionist view of the family because of the similarities of some of the central concepts, 

its association with the work of Reuben Hill's (1958; 1965) ABC-X family stress model 

merits separate discussion. According to Hill, family stress represents a change or upset in 

the family's steady state, which may reach 'crisis' proportions (the X factor in his stress 

equation) depending on the interaction of the ABC factors: 

(1) Stressor event(s)--the A factor-which may be normative (or expected life 
cycle) events and/or non-normative (or unexpected) events, either of which induce 
changes in "patterns of family interaction, family boundaries, family goals, roles, 
and/or values. Such changes may be viewed as demands . . . which have the 
potential for upsetting the balance necessary for effective family functioning 
depending on the family's resources" (Zimmerman, 1988, p. 96). 

(2) Family resources—the B factor—refers to what in the 1970s came to be referred 
to as 'family coping resources,' which Boss (1988) depicts as follows: 

. . . (the family's) individual and collective strengths at the 
time the stressor event occurs. Examples are economic security, 
health, intelligence, job s k i l l s , relationship s k i l l s , 
. . . network and social supports. The family's resources, 
therefore are the economic, psychological and physical assets 
upon which members can draw . . . (but) does not imply 
whether or how a family will use them (p. 54). 
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Furthermore, as Zimmerman (1988) notes, "whatever the resources, they must be 

appropriate to the demands of the situation and what the situation requires to maintain the 

necessary demand/resources balance" for the family (p. 96). 'Family strain' is the concept 

that Boss (1988) has used to depict what occurs when a mismatch exists between the 

perceived pressures on the one hand, and the available supports on the other (pp. 52-54). 

(3) The family's perception (definition) of the event(s)--the C factor--
which, like the symbolic interactionist perspective, reflects the family's values and 
belief systems and "previous experience in dealing with change and in meeting 
unfamiliar situational demands, (and) whether the source is part of the external or 
internal context of the family" (Zimmerman, 1988, p. 97). 

Two notable modifications, or updatings have been made by McCubbin and Patterson 

(1981) and Boss (1988) to bring Hill's model into the preventive or health promotion focus 

of the last two decades. As Zimmerman (1988) notes, McCubbin and Patterson developed 

the 'Double A B C X model' in order to afford a longitudinal perspective with respect to 

family stress and crisis by extending Hill's ABC-X model over time and by adding several 

additional factors: 

According to these researchers, the course of family adaptation 
relative to a stressor event appears to be influenced by four 
additional factors: 

(1) additional stressors, or stress pile-up, the aa factor; 

(2) family efforts to generate new or additional resources to 
being to bear on the situation, the bb factor; 

(3) modifications in family perceptions and views of its entire 
situation, the cc factor, and 

(4) family coping strategies that facilitate adjustments and 
adaptations to the situation (p. 97). 

On the other hand, Boss (1988) has modified Hill's model by developing what she 

refers to as a 'contextualized model' of family stress, that includes an extended elaboration 

of the dimensions of the family's "internal context," which is under their control, and their 
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"external" context, which is not (p. 29). The external context refers to the "time" and 

"place" in which the family finds itself. The three dimensions of the family's internal 

context are (1) the structural dimension, which includes the form and function of the 

family's boundaries, role assignments, and rules regarding "who is within and who is 

outside" those boundaries and the problem which arises when those are not clear, or what 

Boss refers to as 'Boundary ambiguity'; (2) the psychological dimension, which refers to 

the family's definition, appraisal, or perception of the event(s); and (3) the philosophical 

dimension, which includes the family's values and beliefs. The five dimensions of the 

family's external context include "the constraints of development (or stage of the family life 

cycle when the stressor event occurs) and genetics (heredity), as well as economics, 

history, and culture" (p. 29). 

The above-mentioned reformulations of Hill's model have afforded several theoretical 

insights for the fields of the sociology of health and illness and the family. For example, 

McCubbin and Patterson's (1981) longitudinal perspective afforded the study of both pre-

and post-crisis variables such as the notion of stress 'pile-up.' The latter concept has 

special relevance for understanding the stress process for families having a member at 

home with a chronic illness such as dementia. Similarly, Boss's (1988) reformulations of 

the family stress perspective have emphasized the need for studies to focus on those areas 

that are still poorly understood and neglected in much of the current research on family 

caregiving, i.e., the C factor in the stress equation (the meaning which the family attaches 

to a stressor event). Boss (1988) maintains that the latter "is a powerful, if not the most 

powerful variable in explaining how the family defines and reacts to a stressful event" (p. 

36). Two of the major strengths of the work by Boss for studies of families having a 

relative with dementia include: (1) highlighting the centrality of the C factor in regard to the 

various parameters of the internal and external family context and its interplay with the 
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family stress management process and/or the family's recovery from a crisis state; and (2) 

expansion of the classification of stressor events from a normative/non-normative and/or a 

strictly environmental classification (e.g., Holmes and Rahe, 1967) to a twelve-fold 

descriptive scheme of paired opposites (e.g., internal versus external; ambiguous versus 

non-ambiguous, including a new type of internal context stressor event referred to as 

boundary ambiguity; cumulative versus isolated; for others see Boss, 1988, p. 40). This 

should afford both family researchers and practitioners a more holistic understanding of 

salient stressor events that may be affecting the family's perception of the situation, and the 

corresponding "degree of stress" (p. 40) they experience. Boss's use of the notion of 

degree of stress as a continuous variable thus supplements Hill's X—or outcome-factor, 

and also affords some useful distinctions to correct inaccuracies in the use of several 

concepts in the chronic illness literature that heretofore have been considered to be 

synonymous (e.g., family stress versus family strain or burnout, crisis versus managing, 

and managing versus coping as an outcome variable). 

Boss (1988) challenges another frequent assumption in the literature by emphasizing 

that "crisis is not always negative; coping is not always positive" (p. 65) since "coping at 

all costs" may mean passive acceptance of the status quo in situations which are not life 

enhancing, as with a wife who remains at home despite the physical abuse of her spouse 

(p. 64). Similarly, a family who experiences and resolves a crisis "may recover to a level 

of function even higher than the one they had before the crisis, or what Watzlawick, 

Weakland, and Fisch (1974) refer to as a second order change (Boss, 1988, pp. 64-65). 

Similarly, the coping versus managing distinction that Boss has made is useful for avoiding 

the circular reasoning commonly found in the stress and coping literature. Boss puts it this 

way: 

This distinction between coping as family resources and coping as 
the dynamic outcome of a process is critical if we are to avoid 



26 

circular reasoning. The two are not the same. To avoid 
confusion, therefore, I recommend the term managing for the 
outcome term. "The family is managing' is, I believe, a clearer 
statement than 'the family is coping' . .. unless crisis occurs, 
the family is managing its level of stress (p. 69). 

One conceptual limitation of some versions of the family stress perspective might be 

briefly mentioned. For example, Zimmerman (1988) notes that the nature of the coping 

strategies, or the coping process, is not always clearly spelled out. Commenting on 

McCubbin and Patterson's (1981) Double ABCX family stress model, Zimmerman states 

that : 

In a different formulation, coping strategies might be viewed as 
a bb factor—or an aa factor—since particular coping strategies, 
such as alcohol abuse, would contribute to family strains and 
tensions and hence be an added stressor, while other coping 
strategies, such as therapy or volunteer work might alleviate 
them, and hence be an added resource (p. 97). 

In closing this section on the family stress perspective (FSP), one might conclude that 

this approach afforded a shift from the previous trend of relying on an individual 

developmental approach. Unlike the latter, the FSP views family concerns as part of an 

interpersonal, and latterly, transactional aspect of a stress and coping process that involves 

the use of various coping mechanisms and coping resources in order to prevent crises of 

various types (e.g., maturational and situational). Various versions of the family stress 

perspective have formed the basis for much of the recent research on caregiving burden, 

including its objective and subjective aspects (see summary provided by Pearlin, Mullan, 

Semple, & Skaff, 1990). 

2.1.1.2 The Family Systems Perspective 

The Whole Is Greater Than The Sum Of Its Parts 

Whereas the salient question underlying the family stress perspective focused on what 

factors influence the meaning or perception of stressor events for the family, the central 
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question of what has come to be known as a family systems approach is: "How and why 

does this system as a whole operate as it does?" (Patton, 1990, p. 78). Although variously 

defined, system refers to "a complex of elements or components directly or indirectly 

related in a causal network, such that each component is related to at least some others in a 

more or less stable way within any particular period of time" (Aldous, 1978, p. 25). 

Furthermore, a system is characterized by its property of wholeness or nonsummativity. 

Thus, a view of families as social systems, or interactional units, includes the notion that 

they are interrelated to make a whole that is greater than, and different from, the sum of its 

parts (McGoldrick & Gerson, 1985, pp. 4-5). One illustrative example of what this means 

in terms of family stress theory is provided by Boss (1988): 

In family stress theory, . . . systems theory helps us to 
understand why one person has a particular response when he or 
she is alone but another when (other members are present). The 
stress level of the whole is qualitatively different from the sum 
of the individual stress levels of the family members (p. 16). 

The implication of this system characteristic for researchers doing qualitative family studies 

is the importance of focusing on the interaction among various parts of the system rather 

than on the function of the parts themselves (Gilgun et al., 1992). 

Open and Closed Family Systems 

Another central characteristic of family systems is that, unlike mechanical systems, 

they are what Kantor and Lehr (1975) refer to as semipermeable systems (p. 116). They 

indicate that all families are structurally "open" systems because of the constant exchanges 

of materials, energy, and information that occurs between the latter and their physical and 

sociocultural environment. They note, however, that there are times when the family 

boundaries, both within the family unit and between the latter and its external environment, 

may be, relatively speaking, "closed" in terms of the degree of interaction or exchanges of 
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space, time, and energy (p. 119). This notion of Open and Closed family systems is of 

central importance for this study, and it is further discussed in the following section on 

boundaries, and in Chapter Six, where the findings for the Open-Closed continuum of 

styles of managing of the families are presented. 

Interdependence of System Parts 

Several other systems assumptions flow from the view of the family as an organized 

whole. One such assumption is the interdependence of the system's parts, its members. 

Given the characteristics regarding the physical, social, and emotional operation of the 

family, it follows that "a change in one member affects all family members in varying 

degrees" (Wright & Leahey, 1984, p. 13). This notion has formed the basis of several 

studies regarding the impact of illnesses such as dementia on the family, including the 

specific activity and relationship changes among its members and the changes in the whole 

family system's usual organization and functioning (e.g., Niederehe & Fruge, 1984). 

Hierarchical Arrangement-Suprasvstem and Subsystems 

Like other systems, the family system does not operate in a vacuum and hence, 

family researchers need to study both the suprasystem and subsystems that are described 

next. One central aspect of the organization and structure of all systems, including the 

family system, is its hierarchical arrangement "in which each more advanced level is made 

up of systems at lower levels" (Miller & Miller, 1980, p. 143, cited in Wright & Leahey, 

1984). Wright and Leahey (1984) describe a family system as "part of a larger 

suprasystem and, as well, composed of many subsystems" (p. 10). Whereas the former 

equates the family's external context consisting of those parameters previously outlined in 

the discussion of the family stress perspective, the various subsystems of the family 

represent the family's level of differentiation in terms of performance of system functions 
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or tasks, skills used, and level of power. Subsystems can be delineated by gender, interest, 

function, and perhaps most commonly, by generation and thus one can refer to a Marital 

(MS), Parent-Child (PCS), Sibling (SS), and/or an Individual subsystem (IS). 

Alternately, one might refer to all of those subsystems collectively as the Whole Family 

system (WFS). As noted in Chapter Three, the majority of the subsystems in this study 

were MSs and PCSs. This researcher has used the term 'Parent-Extended Family' 

subsystem (P/EFS) to refer to those families consisting of the elder, the elder's children 

and/or grandchildren, and/or in-laws. 

Boundary. Boundary Maintenance, and Boundary Ambiguity 

Systems may be arbitrarily defined by their boundary, which is another key concept 

associated with the family systems perspective guiding this study. Following Boss (1988), 

Wright and Leahey (1984) note that this notion aids in specifying "what is inside or 

outside" the family system, such as the number of people in a family, or less tangible 

things like belief systems, expectations, and systems of multiple roles of a person (p. 11). 

In addition to helping to separate systems and subsystems from each other and from their 

environment, the structure of the boundary can be described on the basis of how much 

energy is expended in maintaining it. Viewed this way, as Wright and Leahey emphasize, 

a boundary includes the rule defining "who participates and how." These 'boundary 

maintenance' functions, which serve to protect the differentiation of the system or 

subsystem, might include rules regarding system inputs (or obtaining functions), outputs 

(or disposing functions), and/or what people or products are prevented from entering the 

family (or containing and retaining functions) (p. 27). 

Boundaries are described in terms of their degree of clarity and permeability. An 

'ideal type' boundary might be described as a situation where there are clearly defined rules 
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that are appropriately permeable; that is, there are rules but they are flexible, or can be 

modified if the situation warrants it (Kantor & Lehr, 1975, pp. 117-118). Examples 

include the modifications that occur during various life cycle transitions, or with lifestyle 

changes, such as helping one's wife with the elder's care "now that I'm retired" (#C32: 

Mr. Fox). On the other hand, diffuse boundaries would represent those that are not clearly 

defined in the sense that they are too permeable. This may result in a decrease of 

differentiation of the family system, as with "enmeshed" families wherein "there is a 

heightened sense of belonging to the family group at the expense of individual autonomy" 

(Wright & Leahey, 1984, p. 27). Another example of a diffuse subsystem boundary is 

"when a child is parentified or given adult responsibilities and power in decision-making" 

(p. 27). By contrast, rigid boundaries are described by Wright and Leahey (1984) as 

resulting in subsystems becoming "disengaged," or peripheral to the members therein (p. 

27). Another way of describing permeable, diffuse, and rigid types of boundaries has been 

provided by Kantor and Lehr (1975), who describe it in terms of three types of family 

structure: open, closed, or random. 

The final point that should be included in this discussion on boundaries pertains to 

Boss's (1988) notion of 'boundary ambiguity and how that relates to ambiguous loss.' 

Equating 'boundary maintenance' to mean that the perimeters of a system are secure and 

clearly defined, Boss argues that if they cannot be maintained, the boundaries are unclear or 

'ambiguous' (p. 73). She adds that there are two types of high boundary ambiguity: one is 

illustrated by physical absence with psychological presence, such as military families in 

which the husband-father is missing in action (Boss, 1977), and a second is illustrated by 

physical presence with psychological absence, which has special relevance for this study: 

(With this type of high boundary ambiguity) the family is 
physically intact but one member is emotionally unavailable to 
the family system. Examples are families having a member in a 
coma or chronically i l l with drug or alcohol addiction, 
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Alzheimer's disease, or other forms of dementia. . . . The 
main point of this type of high boundary ambiguity is that the 
family member is physically present but his or her mind is 
somewhere else (p. 74). 

Boss (1988, pp. 83-84) offers four conclusions regarding the implications of 

boundary maintenance-and its opposite, boundary ambiguity-that have special relevance 

for the problem addressed by this study. These include the notions that (1) clearly defined 

boundaries enable a family to resolve inevitable, normative loss and change as its members 

develop over time, as well as manage unexpected events or situations; (2) in order for a 

family system to maintain its boundaries, they must know who is in and who is outside the 

family; (3) the critical variable in determining the existence and degree of boundary 

ambiguity and subsequent effect on family stress stems primarily from the family's 

perception of the event (C factor). In this regard she notes that: 

. . . it doesn't matter whether the ambiguity results from 
unavailable facts surrounding the event or from the family's 
distortion of those facts . . . thus therapists and 
researchers must be careful not to be misled by what they see as 
the presence or absence of facts about an event of loss because 
the family gives that event its own meaning and reality. The 
family's perception ultimately determines the degree of boundary 
ambiguity, which is indicated by the congruence between their 
psychological perception of who is in and who is out with the 
physical reality of who is in and who is out of the system (p. 
77). 

The fourth point in regard to conclusions made by Boss about the concept of 

boundary ambiguity is that, although some degree of ambiguity is normal given the events 

that occur throughout the family's life cycle, "long-term ambiguity is a severe stressor and 

will make vulnerable even the . . . strongest families" (p. 84). 

In summary, Boss's development of the boundary ambiguity concept and her theory 

of ambiguous loss represents an important contribution to the field of sociology of health, 

illness, and the family, both theoretically and methodologically. That is, whereas the 
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former directs attention to the notion that it is not so much the events of loss (or 

acquisition), but the perceived ambiguity accorded it by the family, the methodological 

contribution pertains to the importance for the researcher to incorporate interviewing 

questions which tap diverse aspects of the family's perceptions regarding boundary 

ambiguity. Some illustrative questions include: Who is in the family and who is out?; 

Who performs what roles?; Who carries out what tasks?; and Who is included in the 

family's rituals (e.g., weddings, graduations, holidays) (Boss, 1988, p. 77). Latterly, 

Boss has incorporated Figley's (1989) notion of the 'family's healing theory' into her 

theory of ambiguous loss to account for the ways a family manages the stress associated 

with having missing children (Fravel & Boss, 1992, pp. 126-145). This laner study has 

both practical (or clinical) and theoretical relevance for this study in two ways: (1) that 

extended hope after ambiguous loss is possible, and its occurrence is not necessarily 

"maladaptive"; and (2) there is a need to consider some of the findings regarding 

ambiguous loss in the literature pertaining to the critical attributes of the concept of 'chronic 

sorrow' that have been identified by some researchers of elderly caregivers of spouses with 

dementia (e.g., Lindgren, Burke, Hainsworth, & Eakes, 1992). For example, one of the 

four critical attributes, that of progression and intensification of sadness over time, 

indicated in the Lindgren et al. study (p. 31) seems questionable to this researcher, given 

the findings of Fravel and Boss's (1992) study. 

Circular Rather Than Linear Causality 

An additional assumption that is central to the family systems approach is that family 

members behaviors are best understood from a view of circular rather than linear causality 

(Wright & Leahey, 1984, p. 14). Becvar and Becvar (1988) maintain that causality is a 

reciprocal concept that is found only in the interface between individuals and between 

systems as they mutually influence each other (p. 62). They add that: 
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In the world of systems theory, linear causality (A causes B in a 
straight line or unidirectional fashion) does not exist. Instead 
. . . A and B exist in the context of a relationship in which 
each influences the other and both are equally cause and effect of 
each other's behavior (p. 10). 

Furthermore, relationships tend to be patterned and repetitive, a feature that has encouraged 

some researchers to track such patterns through time by use of visual gestalts, such as 

genograms (Bowen, 1978; McGoldrick & Gerson, 1985) and circular communication 

pattern diagrams, or CPDs (Tomm, 1980; Wright & Leahey, 1984). These, and additional 

types of visual gestalts, were extensively used in this study. 

Process is Always Modified bv Feedback 

Wright and Leahey (1984) indicate that families may be viewed as possessing self-

regulating ability through the process of feedback, which is another salient characteristic of 

family systems (p. 16). This concept, which was originally coined by a mathematician, 

Norbert Weiner, has been derived from the science of communication and control theory 

(cybernetics). Wright and Leahey, following Keeney (1982, p. 155), maintain that: 

whereas general systems theory is primarily concerned with 
changing our conceptual lens from parts to wholes, cybernetics 
changes focus from substance to form . . . both parts 
and wholes are examined in terms of their patterns of 
organization (p. 16). 

Feedback, as defined by Becvar and Becvar (1988), refers to "the process whereby 

information about past behaviors (the output) is fed back into the system in a circular 

manner" (p. 63). They add that "indeed, feedback is behavior and thus all-pervasive for 

we know nothing of our own behavior but the feedback effects of our own inputs" (p. 63). 

In other words, there is a circular flow in which outputs become inputs. At the level of 

simple cybernetics, feedback can be described as either positive (i.e., deviation-amplifying 

or orientated toward change or morphogenesis) or negative (i.e., deviation-reducing or 
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orientated toward maintaining the status quo, homeostasis, or morphostasis; Hoffman, 

1981, p. 56) ). Both of these types of regulation are viewed as value free, and thus are 

unlike those patterns of control referred to as positive reinforcement (e.g., praise), or 

negative reinforcement (e.g., criticism). Wright and Leahey (1984) conceptualize positive 

and negative feedback as occurring in a family system when: 

part of the system's output is returned into the system as 
information about the output. Specifically, with positive 
feedback, information serves to increase or amplify the output, 
whereas with negative feedback the same information may serve 
to decrease that output. . . . For example, i f nagging a 
withdrawing husband tends to increase the withdrawing 
behavior, then positive feedback has occurred. However, if 
nagging results in the husband withdrawing less, then negative 
feedback has occurred (p. 16). 

2.1.1.3 The Symbolic Interactionist-Phenomenological Perspective 

Although commonly considered as two approaches, the symbolic interactionist-

phenomenological perspective is viewed here as one which expresses: 

a concern for the generation, persistence, and transformation of 
meaning in our perceptions of reality. Further, meaning for the 
individual can only be established through interaction with 
others. For human beings, interaction is symbolic, involving 
the use of language. Hence the term "symbolic interaction." 
Individual action is a construction and not a release, being built 
up by the individual through noting and interpreting the features 
of the situations in which he acts [in, and through, time]. Thus 
social interaction between two or more persons involves 
processes of interpretation and definition, as well as 
reinterpretation and redefinition. . . . In short, a process 
of negotiation of meaning regularly occurs, (modified from 
Blumer, 1962, p. 186; Denzin, 1989, p. 12; and Jones & Day, 
1977, p. 75). 

The above quotations pertaining to this social psychological approach suggests its 

major substantive emphases, all of which are related to understanding how people create or 

construct social reality. The more expanded focus, or what is referred to here as a 

symbolic interactionist-phenomenological perspective, is to highlight the phenomenological 
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assumption that the subjective experience incorporates both "the objective thing" and a 

person's reality; in other words, there is no separate or "objective" reality for people 

(Patton, 1990, p. 68). This combined perspective, hereafter referred to as an interactionist 

perspective in ways similar to the interpretive point of view offered by Denzin (1983, p. 

129; 1989, pp. 12-13) is most closely associated with the work of George Herbert Mead 

(1934), Herbert Blumer (1962; 1969), and, as applied to families, with the works of 

McLain and Weigert (1979), Psathas (1973), and Rollans (1984). The assumptions of this 

perspective that are most relevant to understanding the illness career of families 

experiencing dementia are described next. 

Interaction and the Creation of Meanings and Identities 

As in the family stress perspective discussed previously, the central focus of the 

interactionist approach is on the role that ongoing interaction plays in creating social reality; 

that is, the creation of meanings-about acts, objects, and behaviors~and identities, or our 

sense of self. Viewed this way, meanings—or social constructions, definitions of the 

situation and/or definitions of self-are not intrinsic to objects or persons, but rather 

develop and emerge from the ways in which persons interact and interpret their world 

(Denzin, 1983,1989; see also McLain & Weigert, 1979). Outlined next is a description of 

some of the central assumptions of the interactionist perspective pertaining to self-

definitions. This is followed by a description of some of the central assumptions regarding 

the 'definition of the situation' concept. While it is recognized that this is an artificial 

division, it is assumed that this format will afford greater clarity of the relevant issues 

pertaining to the illness career of families experiencing dementia. 
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Concept of Self or Identity 

A central assumption of the interactionist perspective is the notion of meanings about 

self or identity; that is, one's perception of who one is, including a sense of one's 

competencies and feelings of self-worth or, conversely, a lack of them. Like other 

meanings, as Sampson and Marthas (1981) indicate, identity is also considered to be 

socially defined and socially located. Those authors emphasize that identity is not based 

only on one's role-or the things that people do that place them within a social network-

such as work roles, or sick role, or an identity based on formal and informal roles within 

the family. They maintain that it also involves appearance, gestures, mannerisms and 

related "cues" that help locate the individual as "a particular kind of person" (p. 108). 

Thus, from an interactionist perspective, statements regarding a person with dementia as 

"being" not capable of dressing, talking, or behaving appropriately would be considered a 

faulty formulation because identity is assumed to be a function not only of our behavior but 

also of others' responses: 

It is the responses of others that complete the social act initiated 
by the person's gestures and which thereby render it meaningful 
(Sampson & Marthas, 1981, p. 108). 

Sampson and Marthas (1981) provide an illustrative example indicating how it would 

not be valid to assume that someone is "being" passive, lacking in initiative, and so on, 

since: 

. . . [the identified patient] does not have the passive 
qualities independent of the way others treat him. If his 
behavior lacks initiative and he seems to be passive, we must 
examine the ways in which the responses of others help confer 
this meaning. Indeed, other people's response of ignoring him 
and taking on the initiative themselves clearly helps sustain his 
identity as one without initiative (p. 108). 
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Applying Sampson and Marthas's notion regarding the creation of identity to studies 

of the family's experience of dementia would mean viewing family life as "a flowing, or 

continually evolving, process" within which its members "create, sustain, or undermine 

their own and others' identities" (p. 89). Hence, if a loss of self (Cohen & Eisdorfer, 

1986) occurs among patients with dementia, it is at least partially due to the latter 

processes, as opposed to being solely a result of brain deterioration " i n " the index person 

(Kitwood & Bredin, 1992, p. 273). Both identity formation and identity maintenance are 

assumed to be substantially dependent on the primary relationships within the family. 

Sampson and Marthas view the maintenance of identity as an especially critical issue 

because: 

. . . our identity, the very person we are, is not simply 
something we carry about within us, but rather, as with all 
matters we have considered [about the creation of 
meaning/construction of reality], it gains [and] maintains its 
meanings as an outcome of social interaction. . . . our 
identity is accomplished, established, and maintained in and 
through the acts of others. It is their response to our preliminary 
gestures and indications of our identity mat either confirms us as 
having that identity or refutes . . . [it] (p. 109). 

Before closing this section, a few words should be noted about the relevance of 

communication for identity assignments of older people with memory problem. One point 

noted in the literature is the observation that many families and practitioners define an elder 

as "going senile" and/or as having Alzheimer's disease almost solely on the basis of the 

elder's use of linguistic symbols, or verbal communication. The latter are used to the 

exclusion of a range of other behavioral indicators, which, if they were considered, might 

evoke very different self-definitions vis-à-vis the elder. Thus, one prevailing view appears 

to be that the identity of a dementia patient is that of someone with a defective brain, and 

hence unable to verbally communicate and "clue in" to what is going on around him or her. 

Kitwood (1990) maintains that the latter view may be related in part to an adherence to 
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widely held stereotypes that are part of a 'malignant social psychology,' perhaps most 

explicitly epitomised in a phrase like "the person who used to be there has already gone." 

He also indicates one fundamental consequence of that process for a person's identity: 

If such beliefs determine the kind of mental set that a caregiver 
has, he or she becomes attuned to those pieces of evidence that 
suggest non-personhood. Evidence that points in the opposite 
direction is ignored or overlooked (p. 185). 

Chappell's (1978) study challenges the notion regarding the identity assignments of 

those diagnosed as senile as being "confused" and "irresponsible" (p. 67). She maintains 

that reality is largely subjective and quotes Thomas's well-known statement "what is 

defined as real, is real in its consequences"; that is, everyone is assumed to have his or her 

own reality, and those diagnosed as senile are simply living in a different reality" (p. 67). 

One major strength of her study is the model that she outlines regarding how caregivers 

might enter this reality and thereby communicate with the index person. However, recent 

studies of family caregiving involving patients with dementia rarely consider this aspect. 

Furthermore, the theoretical implications of her approach to research point to some useful 

considerations for contemporary studies of family caregiving, namely the use of concepts 

derived from some of the now classical investigations, such as Mead's (1934) definition of 

irrationality as a lack of verbal communication; Schutz's (1971) discussions of 

interpersonal mist and faith as necessary prerequisites for communication; Simmel's (1950) 

concept of 'sociability'; and Goffman's (1961) depictions of the "stripping process" or 

depersonalization (pp. 20-21). 

Clusters of Symbols. Roles, and Reference Relationships 

Although already briefly mentioned, the term 'role' has been used to refer to: 

a cluster of related meanings and values that guide behavior in a 
given social setting; common roles are those of a father, service 
club member, . .. friend. A person plays one of these roles 
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in each social setting . . . and role playing constitutes 
much of his behavior (Rose, 1980, p. 43). 

Rose (1980) adds that one's definition of oneself as a specific role player in a given 

relationship is what Mead (1934) calls "me," and that we have a defined "me" 

corresponding to each of our roles. Rose notes also that some roles have more positive 

value associated with them than others and thus "the . . . relationships in which we 

play these more highly valued roles are called reference groups," or reference 

"relationships" because role-taking (which is discussed in the next subsection) is involved 

(p. 44). On the other hand, Mead calls one's perception of oneself as a whole the " I , " or 

"self-conception," and subsequently the laner takes on characteristics and attributes which 

are not necessarily part of its constituent roles. Rose (1980) described it this way: 

That is, the self-conception acquires a purely personal aspect 
once the individual establishes a relationship to himself. 
. . . The " I " is the response of the organism to the attitudes 
of the others; the "me" is the organized set of attitudes of others 
which one himself assumes. The attitudes of the others 
constitute the organized "me," and then one reacts toward that as 
an " I " (p. 44). 

The relevance of those assumptions to this study is two-fold. First, although the 

personal self-conception~or "me"—is usually subject to change, "it is often stable enough 

for another person to predict fairly accurately what behavior the individual will engage in, 

even aside from the cultural expectations for his roles" (Rose, 1980, p. 44). Secondly, as a 

person's reference group changes, one forms new conceptions of oneself and others on the 

basis of the former, resulting in identity being "actively shaped and reshaped" (Haas & 

Shaffir, 1978, p. 16). Similarly, with changes in a family's reference group come changes 

in the family's ways of relating with, for example, the elder, based on the new identity 

accorded him or her, a point made vividly clear in Kitwood's (1990) dialectical model of 

the dementia process. 
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R o l e - T a k i n g As a Factor Which Affects Whether Definitions of the 

Situation Come to be Shared bv the Interactants 

Another key concept of the interactionist perspective is 'role-taking,' or the ability of 

people to take the viewpoint of the other when constructing their actions, thereby enabling 

one to anticipate another person's reaction and adjust one's behavior accordingly. Rose 

(1980) equates role-taking to empathy. Haas and Shaffir (1978) summarize this social-

cognitive ability this way: 

(Role-taking is) a process in which we "see" or attempt to 
appreciate the perspective of others in the situation 
. . . taking the role of the other is . . . imagining the 
other's view of one's own act in terms of its typicality, its 
likelihood under the circumstances, its relationship to cause and 
effect, its status as a means to an end, its moral or normative 
stature, and its congruence with a presumably shared definition 
of the situation (p. 7). 

Porter (1987) describes how the concept of role is used to measure many aspects of 

interrelationships within the family, including two salient ones: 

(1) Role Expectations, which guide role performances and which are often used to 
evaluate them. For example, the degree of husband-wife consensus on role-
expectations is an important dimension of relationships. 

(2) Role Strain, which is defined as the sense of discomfort or tension felt by a 
person who is experiencing difficulty in fulfilling role expectations (p. 53). 

The concept of role strain has been a predominant focus of many of the studies of 

caregiving burden (e.g., Cantor, 1983; Sheehan & Nuttall, 1988). Similarly, the notion of 

role expectations has been identified as one of the salient practical implications of the 

caregiving burden studies. An illustrative example of the latter is the alleged need for 

caregivers to modify (or lower) their expectations vis-à-vis the index person, which some 

would argue contributes to a sense of 'disempowerment' for the elder (Kitwood, 1990). 
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Motives or "Accented" Justifications for Our Actions 

Haas and Shaffir (1978), following Mills (1940) and Schutz (1967), have noted that 

societal groups not only provide us with definitions, meanings, and expectations about 

appropriate beliefs and behavior, but also with the rationales or vocabularies of justification 

for action, or what some researchers refer to as motives: 

Motives are "accepted" justifications for present, future, or past 
progress or acts. Our motive for doing a particular act may be 
seen as a socially learned and adopted expression that provides 
our audience (others or ourselves) with a reason for our actions 
(p. 9). 

These researchers, following Schutz (1967), outline three related distinctions that 

researchers should consider when assessing motives, which in slightly paraphrased form 

include: 

(1) "Because of motives, which are similar to C Wright Mills' (1940; p. 907) 
concept of motives as rationalizations for behavior, as when we may have acted 
unquestionably and without a calculated motive, but need an explanation of our 
conduct; and "In order to" motives, which are plans of action. 

(2) Since the rationale, explanation, or motive used often depends on what we 
perceive is expected of us, researchers should be aware that families may give 
different motives for the same act depending on who their audience is; and 

(3) It is important to distinguish between those motives that are applied after the act 
and those that are part of the consideration that precedes it. Our behavior is 
motivated to the extent that we determine in advance how to act to achieve our 
goal. We act "in order to" accomplish our end (Haas & Shaffir, 1978, pp. 10-
11). 

An alternate way of referring to the "because o f motives mentioned above might be 

to use the term 'reasons for involvement' (Lazarsfeld, 1982). To this researcher's 

knowledge, no previous family caregiving studies have utilized this approach for 

categorizing the responses of the families about their reasons for becoming or remaining 

involved with their elder, using one of the following "values" (Frankl, 1963) 

subcategories: altruism, reciprocity, responsibility, including filial loyalty (Gubrium, 
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1987), and self-interest (Stebbins, 1982). Hence, little is known about how families go 

about rendering their actions meaningful "after the fact" (LeNavenec, 1992). 

The Importance of Processual Factors: The Need for a Career Annroach 

Implied in each of the major substantive emphases of the interactionist perspective 

that have been described thus far is the importance accorded processual versus structural 

features. House (1977) sums up this characteristic in a way that indicates the 

methodological implications: 

. . . the interpretation of situations and the construction of 
behavior are processes occurring in the context of human action, 
which must be studied as such and not reduced to a set of 
relationships between static structural variables (p. 167). 

This would mean that studies about social interaction, or more specifically, family 

process, need to be designed in such a way as to "capture" the formative process in which 

families formulate their respective conduct through a constant anticipation and interpretation 

of each other's action. Several previous investigations have attempted to capture salient 

family processes by using a career perspective to explore changes in situations involving 

kin with such diverse conditions as mental illness, visible handicaps, alcoholism and 

related health or social problems (see summary by Barley, 1989). 

A Further Look at Definitional Processes. The Definition of the Situation 

Concent 

As previously mentioned, one concept that is very central for the interactionist 

perspective is 'definition of the situation'; that is, "how or what the individual perceives 

something to be or the subjective meaning that a particular situation has for the person" 

(Burr et al., 1979, p. 64). An elaboration of this concept is provided by Thomas (1978): 
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Preliminary to any self-determined act of behavior there is 
always a stage of examination and deliberation which we may 
call the definition of the situation. And actually not only 
concrete acts are dependent (on it), but gradually a whole life-
policy and the personality of the individual himself follow from 
a series of such definitions (pp. 58-59). 

An important aspect of Thomas's elaboration of this concept which has relevance for 

this study is that although our perceptions or définitions of me situation are learned in social 

contexts, both from and with others, our behavior and self-conception are intimately related 

to our socialization into, and adoption of, the perspectives of others. Thus, this point 

directs attention to the need for researchers of family caregiving to study the interplay, or 

more precisely, the interdependence of patient and family in regard to the various types of 

relationship changes that occur during the illness career. It also indicates a need for further 

research into what this concept means; that is, as Boss (1988) points out, although 

researchers and practitioners are now acknowledging that "family perception matters, we 

still don't know what all the indicators of that perception are" (p. 21). 

As for the effects of those definitions, Burr et al. (1979) outline this in their first 

proposition: 

The definition of the situation influences the effects of those 
situations in such a way that the effect tends to be congruent 
with the definition (p. 64). 

This idea, as Burr et al. add, does not mean that definitions are the only things that 

influence the effect of events or situations; instead, it means that definitions are one 

important determinant of such effects. 

On the other hand, as Burr et al. (1979) emphasize, definitions do not emerge in a 

vacuum. Among the many phenomena that influence the definitions constructed by 

families is "the value dimension" (pp. 64-65). Viewed this way, one can speak of "valuing 
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processes" to refer to factors pertaining to how important or salient something is to 

individuals (p. 49). They elaborate on the value dimension in their second proposition: 

The greater the perceived value of a phenomenon, the greater the 
effect it tends to have in social processes (p. 65). 

This value notion is relevant for understanding many of the theoretical ideas presented 

in the family caregiving literature, although its role is not always made explicit. For 

example, although the immense literature on caregiving burden points out many 

"correlates" of such strain, the latter are often based on discrete aspects pertaining to the 

alleged disabilities of the elders and/or the lack of social supports for the families. These 

studies thus overlook almost entirely the notion that this contextual feature-the value 

system of the family—could make a difference in the definition of reported burden of the 

families. 

Stated more concretely, one could argue that many events come to be perceived as a 

strain if they are viewed as interfering with a valued activity of the significant others, such 

as occupational goals, social-recreational pursuits, or vacation plans, and so on. Indeed, 

Macmillan's (1969) study on the salient features of 'senile breakdown' makes this point 

vividly clear, including his assertions about the interplay between neurological factors on 

the one hand, and definitional processes on the other. In a way not too different from 

Kitwood's (1990) dialectical model of dementia, Macmillan indicates how such 

"interference" may culminate in an attitude of complete rejection of the index person: 

(such interference becomes felt as a strain). . . . Emotional 
interpersonal tensions develop, and the old person reacts to these 
and is adversely affected. The attitude of the relatives at this 
stage may be described as one of partial rejection of the old 
person. . . . the degree of emotional reaction by the 
relatives bears no relation to the extent of the disability of ¿Se old 
persons. A very mild disability can excite a strong degree of 
rejection (from some families), while (others) may not consider 
the presence of marked disability as an undue burden. The 
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reaction is psychologically determined and is not usually 
attributable to only one factor (p. 112). 

Variables that are Antecedents of the Mentalistic Phenomena: Feedback 

Processes 

As Burr et al. (1979) note, the interactionist perspective does not hold that social, 

cognitive or "mental" processes are the only explanation of human behavior, "even though 

the mental variables are always viewed as intervening processes between external stimuli 

and behavior" (p. 49). They note that interaction theory also pays attention to a number of 

variables that are antecedents of the mentalistic phenomena such as: 

the nature of the feedback from intimate associates in primary 
groups (or reference groups/reference relationships) . . . 
because . . . what occurs in the mind is in large measure 
a function of what occurs in these interactions (p. 49). 

One could argue, however, that perhaps one of the significant limitations of the 

interactionist perspective is its lack of clarity regarding these feedback processes. This is in 

contrast to the previously mentioned family systems model known as C F A M (the Calgary 

Family Assessment Model), which (in this researcher's experience in using it in clinical 

research) affords a more precise delineation of the circular connections between the 

perceptions of the family (including both cognitive and affective processes) and the 

corresponding behaviors of the interactants. 

2.1.1.4 Summary of the Three Theoretical Perspectives: 

The three theoretical perspectives discussed in this chapter included a family stress 

perspective, a family systems perspective, and a symbolic interactionist-phenomenological 

perspective. It was noted that various aspects of these perspectives constitute the basis for 

many of the recent studies of family caregiving. The many conceptual similarities of the 

three frameworks were also indicated. Perhaps the most salient similarity is their 
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epistemological underpinning associated with the notion that reality, that is, meanings and 

identity, is a social construction and not some objective feature inherent in the situation that 

can be understood in terms of linear causation, and accurately and adequately explained by 

conducting cross-sectional studies involving the use of a range of statistical measures. 

Instead of measuring and "controlling for" variables pertaining to caregiving burden, which 

the majority of recent studies of family caregiving have involved, these perspectives imply 

the need for a more holistic or contextualized approach in order to understand the nature of 

the "experience of having a relative with a chronic illness like dementia" (Gubrium & 

Sankar, 1990). They urge that the focus of future studies shift from the "one way" 

relationship of a caregiver providing assistance to a care-recipient to the relational and 

dynamic aspects of caregiving, which is a view similar to the one described by Kahana and 

Young (1990). 

These three perspectives have several methodological implications. For example, 

methods of data collection and analysis considered appropriate would be those that could 

"yield valuable explanations of process" (Marshall & Rossman, 1989), a facet which 

would most likely include longitudinal studies, participant observation and/or informal 

interviews, and thick description (Geertz, 1973; Denzin, 1989, pp. 83-103) about the 

family's physical and sociocultural environment (e.g., traditions and rituals, values and 

beliefs, rules or roles, and related aspects). 

However, as Zimmerman (1988) has noted, although these separate frameworks 

relate to one another in different ways, and have several concepts which are similar in 

meaning, "the patterns in which the concepts are arranged are different" (p. 98). For 

example, although the family's definition of the situation is a central concept for the three 

perspectives that were discussed here, they differ in their emphasis regarding the processes 

involved. Thus, whereas the family stress perspective emphasizes variables like stressors 
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or stress pile-up, resources, and past and present coping strategies, the family systems 

perspective focuses on identifying the behavioral outcomes of these definitions, and 

explaining how each person is affecting the other in a circular or recursive way through 

processes like positive and negative feedback. 

Although the interactionist perspective also emphasizes feedback processes in its 

consideration of the role of reciprocity in regard to interpretive processes, the family 

systems perspective is more explicit in terms of specifying the nature of these circular 

connections. For example, the latter approach has afforded knowledge regarding the role 

of feedback processes in maintaining family system equilibrium and adaptation, as well as 

the various types of boundary maintenance problems that may arise in situations involving 

chronic illness like dementia in the family (e.g., boundary ambiguity; enmeshed or closed 

systems; or distant or disengaged systems). 

2.1.2 A T H E M A T I C O V E R V I E W OF C O N C E P T S A D D R E S S E D A N D 

I L L U S T R A T I V E U N A N S W E R E D Q U E S T I O N S I N S T U D I E S OF 

F A M I L Y C A R E G I V I N G 

This subsection will address four conceptual areas that have been identified as still 

problematic in the contemporary family caregiving literature. Several illustrative questions 

that remain to be addressed will also be outlined. It is assumed here that the most pressing 

issues pertain to the three interrelated aspects outlined in the illustrations given at the 

beginning of this chapter: limited attention to relational processes, focus on tasks and stress 

of the caregiver, and almost total neglect of the elders. This narrow focus of many recent 

family caregiving studies reflects what Gubrium and Sankar (1990) refer to as the "care 

equation," namely, the hypothesized covariations between such caregiving attitudes as 

perceived burden, felt stress, and the decision to institutionalize a relative (p. 8). 
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Furthermore, it is argued here that studies are needed that conceptualize care and caring, 

(and perhaps omitting completely the term "caregiving") in terms of their relationship and 

experiential components, including elucidation of the salient family dynamics and processes 

in much the same way as previously done in some of the now classic studies of mental 

illness and the family (e.g., Clausen & Yarrow, 1955; Goffman, 1961; Laing & Esterton, 

1964; Sampson, Messinger, & Towne, 1962; Yarrow, Clausen, & Robbins, 1955). 

2.1.2.1 Conceptions of Family "Care" and "Caregiving" 

One of the central issues that persists in the literature on dementia and the family 

pertains to the conceptualization of care and caring as caregiving and the view of caregiving 

outcomes in terms of burden. Schulz (1990) illustrates these views in his recent work on 

theoretical perspectives on caregiving: 

The central feature of virtually all caregiving studies is the 
measurement of burden . . . (and) since the concept of 
burden lies at the heart of caregiving . . . (the central 
questions are) . . . who provides what type of care to 
whom, and what are the costs and benefits of providing that 
care? . . and . . . (the) often overlooked, question, 
namely, why do people provide care, despite the often high 
costs associated with doing so? (p. 27). 

What the above quote implies is that care and/or caregiving should be conceptualized 

in terms of specific tasks performed for a dependent elder and thus studied as a 

unidimensional and unidirectional process primarily reflecting the burdens and health 

problems (both physical and mental) experienced by those performing the tasks, i.e., the 

caregivers (Kahana & Young, 1990, p. 67). The issue this approach ignores is that "the 

chores that family and friends perform do not exist in a vacuum; rather they are embedded 

in intimate personal relationships" and this relational aspect needs to be addressed (Abel, 

1990, p. 141; see also Graham, 1983). 
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Abel (1990, p. 142) recommends that researchers extend their focus beyond the 

exploration of specific tasks, or what she refers to as the domestic labor approach, and 

instead explore how various types of relationships affect not only the allocation of specific 

chores, but also the nature of the care that is rendered. Two illustrative examples which 

she cites indicate the utility of qualitative methods for this purpose: Miller's (1990) study 

involving in-depth qualitative interviews in which it was found that wives caring for 

husbands with dementia find it especially difficult to assert control, because they are 

accustomed to defer to their husbands' authority; and secondly, a British study which 

found that adult daughters find themselves more overwhelmed than spouses by the 

emotional aspects of care, and they can continue to render services only by ignoring the 

intense feelings aroused (Ungerson, 1987, cited in Abel, 1990, p. 142). These types of 

studies contribute to the much needed enlarged understanding of the experience of 

caregiving. 

The conceptualization of caregiving has also been critiqued by a University of 

Toronto family sociologist, Dr. N.W. Bell (personal communication, August 27, 1991). 

He maintains that a central problem is the tendency of researchers "to individualize 

caregiving" (i.e., putting it "inside" what one person does or the particular attitude with 

which the person carries out various activities), thereby creating a dichotomy of an actor 

(the caregiver) and an object (the care recipient). In order to address the distortion of the 

nature of caregiving that approach evokes, Bell suggests that an alternate way to think 

about caregiving would be in systemic terms, as representing particular kinds of 

relationships. If caregiving was viewed in this way, it would redirect researchers to 

explore some of the major relationship difficulties, or "problematic interaction" (Denzin, 

1989, p. 13) experienced by these families. One illustrative difficulty in this regard which 

Bell emphasizes is the "loss of predictability" in the relationship, which in turn helps us 
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understand why the same behaviors (actions or tasks) carried out with the same kinds of 

attitudes on the part of the family, work sometimes and not at other times. In sum, Bell 

indicates that if we start to think about caregiving as a way in which the giver and receiver 

are joined together, perhaps this will facilitate thinking about the whole relationship and the 

place of certain kinds of activities or certain kinds of attitudes within that relationship as a 

dynamic whole involving a range of presenting processes. 

Two major limitations of present family caregiving research for understanding the 

relationship aspects of caring are the narrow conceptions that are accorded the experience of 

caring and the contextual variables. In regard to the former, Abel (1990) points out that the 

many researchers omit description of the actual behavior and/or attitude of the caregivers, 

focusing instead on analyzing the impact of caregiving on family members, and then 

attempting to measure their experience of a range of physical, emotional, social, and 

financial problems (p. 143). In regard to the contextual aspects of family caregiving, these 

are often "packaged" in the family caregiving literature according to content and/or amount 

of these "mediating variables" (e.g., Schulz, 1990, p. 38), as opposed to including a 

description of their qualitative aspects. 

Thus, what appears most needed at this time are studies involving "thick description" 

(Geertz, 1973; Denzin, 1989, pp. 83-103) of 'caring' in the broader sense, such as ways 

of "being involved" and showing concern (Benner & Wrubel, 1989) and formulations of 

relational and dynamic models of caregiving along the lines of those by Kahana and Young 

(1990). In terms of the latter, a start has been made as illustrated in a number of recent 

qualitative and family systems research on the caregiving process during the family's 

experience of dementia or a related chronic illness (e.g., Bowers, 1987; Corbin & Strauss, 

1988; Niederehe & Fruge, 1984; Phillips & Rempusheski, 1986; Rolland, 1987; Wilson, 

1989). 
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2.1.2.2 Depictions of the " F a m i l y " and the " C a r e g i v e r " . . . But 

What About the "Loved One—the Index Person?" 

Just as the basic question of "what is caring" and/or "caregiving" has not been 

adequately answered, the nature of three other concepts remains largely unclear: what is 

"family," what is a "caregiver," and what is the status of the "care-recipient"~or "loved 

one," to use a term frequendy used in the literature on Alzheimer's disease and the family. 

In addressing the question regarding "what is family?", Gubrium (1987) maintains 

that given the "organizational embeddedness" of many older families, a variety of 

community agents and/or agencies could be considered as family because they are making 

any number of decisions for them (e.g., the elder's placement in an institution or related 

referrals and/or treatment decisions). By contrast, according to the family caregiving 

literature, family appears to refer to only to the most commonly studied unit, i.e., the 

"caregiver/care-recipient" dyad. Such a practice thus tends to distort the qualitative aspect 

of the "total family context" involving the surrogate decision-makers that Gubrium has 

referred to above. 

However, as Kahana and Young (1990) indicate, closer examination of the family 

caregiving studies reveals that they focus not so much on the dyad, as they do on the 

caregiver and outcome data pertaining to his or her well-being and/or effectiveness in 

caregiving. Like the concept of caregiving, there is no standard definition for a caregiver. 

Most often the term is defined on the basis of who assumes total responsibility for the elder 

and thus is considered to be the primary caregiver. The term, secondary caregivers has 

sometimes been used to refer to others who are involved but not as extensively as the 

former (Stone, Cafferata, & Sangl, 1987). Other synonyms used for caregivers include: 

"caretaker," "carer," "unpaid helper," "case manager," "responsible other," or "emergent 
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versus designated caregiver" (see useful summaries by Askham, 1991; Barer & Johnson, 

1990, pp. 26-27; Chenoweth & Spencer, 1986; Dillehay & Sandys, 1990, pp. 264, 266-

267; George, 1984; 1987; Horowitz, 1985a &b). 

When the index person, or whom this researcher refers to as the elder, is included, 

discussion focuses primarily on this "care-recipient's" sociodemographic characteristics, 

dependency needs, and/or behaviors that create a variety of demands, pressures, or 

conflicts for the caregiver (Sheehan & Nuttall, 1988). This tendency of not considering the 

elders as worthy of any in-depth study, nor as part of an interdependent system of 

relationships, has led at least one researcher, Kitwood (1990), to point out that this 

approach is consistent with the broader societal stereotype of "the dementia patient." He 

maintains that the corresponding "malignant social psychology" views the identified patient 

not as a person, but in a way which is epitomised in such phases as "there is a death which 

leaves the body behind" (p. 185). Kitwood adds that from the standpoint of the standard 

paradigm (or medical model), and among some researchers as well, the elder is viewed 

simply as a patient who has "a disease process in the brain, but who, as a person remains 

unknown and irrelevant . .. (and) not deemed to be worth rigorous analysis" (p. 

196). Cotrell and Schulz (1993) have also noted how the perspective of the patient with 

A D has been a neglected area of dementia research. Another way in which the lack of 

personhood accorded the identified patient is reflected in the frequent use in the literature of 

the term "loved one" (e.g., Dillehay & Sandys, 1990, p. 282). 
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2.1.2.3 Caregiver "Burden" and the "You Can't Fieht It Alone" Approach 

. . . But What Are the Costs of Social Support. A n d What 

Types Are Needed hv Whom? 

Another set of questions which remains unanswered in much of the caregiving 

Uterature pertains to the family's perceptions of social support, including the types they 

perceive as needed for the elder only, the types needed for the significant other, and who 

they believe should provide it and when. Instead of addressing these questions, however, 

many of the existing caregiving studies have approached this topic by developing 

researcher-specific types of caregiver burden scales and then measuring how effective a 

particular type of social support, provided by those outside the subsystem, was as a 

"mediating variable" (Pearlin et al., 1990). Other studies have focused on the directionality 

of the support and related characteristics or individual constraints to mobilizing social 

supports (see overview of the volumes of research done in this area by Cohen & Syme, 

1985; Eckenrode, 1983; Gottlieb, 1989; Kasl & Cooper, 1987). 

Recently, a number of studies have challenged that approach by noting the family's 

perceptions regarding not only the "costs" (or negative aspects; see overview provided by 

Cicirelli, 1990, pp. 221-223) involved in receiving support, but also the incongruencies of 

perceptions of what is supportive that exist both within the family, and/or between the 

family and professionals (e.g., Braun & Rose, 1987; Miller & Goldman, 1989; Molzahn & 

Northcott, 1989; Pagel, Erdly & Becker, 1987; Polliti, O'Connor, & Anderson, 1989; 

Schmidt, 1982; Stephens, Kinney, Norris, & Ritchie, 1987; Townsend & Poulshock, 

1986; Zweibel & Lydens, 1990). 

Based on this researcher's review of the literature, it appears that a number of related 

areas regarding the conception of burden and social support have received very little 
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attention in past studies. One illustrative example is that the burden that the elders are 

experiencing remains largely unexplored. Similarly, the degree of "cognitive types of 

support" (as described by Niederehe and his colleagues; see Cavanaugh et al., 1989) that 

the significant others, as well as community agencies like day centers, have been 

providing—or could provide-to the elders has not been extensively addressed in recent 

studies. Hence, we have very little knowledge regarding how the elders could function in a 

"maximally supportive cognitive environment" and how that might alter the various types 

of burden the significant others and the elders experience (Cavanaugh et al., 1989, p. 158). 

Thirdly, very little exploration has been done regarding what types of non-instrumental 

social support the family subsystem may perceive as needed and when such data are 

provided, it is not always clearly delineated (e.g., what does "having a confidante" mean to 

the families?). 

2.1.2.4 Caregiver "Satisfaction" . . . But What About " M u t u a l i t y " and 

Also Elder's Satisfaction With Care? 

Caregiver satisfaction has been described by some researchers in social exchange 

theory terms; that is, as "a condition of congruence between the expectations one has" on 

the one hand, and perceptions of "the rewards that one actually receives" on the other 

(Zimmerman, 1988, p. 95; cf. also Burr et al., 1979, p. 67). In several past studies 

involving families with a relative with dementia, it has been used to measure how satisfied 

family caregivers are with the help received from their informal social network (e.g., Pagel, 

Erdly, & Becker, 1987) or various types of support from the formal care system (see 

diverse works by Zarit; also Everett & Nelson, 1991; Gottlieb, 1989; and Reifler, Cox, & 

Hanley, 1981); and/or as an outcome of the family's perceived 'self-efficacy' (e.g., 

Townsend & Noelker, 1987). Other studies have included the notion of caregiver 

satisfaction along with aspects pertaining to objective and subjective burden (e.g., George 
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& Gwyther, 1986; Motenko, 1989). Only a few studies could be located that explicitly or 

implicitly described satisfaction in terms of mutuality in the elder-significant other 

relationship (e.g., Farran, Keane-Hagerty, Salloway, et al., 1991; Hanson, 1989; 

Hirschfeld, 1983). And apart from the personhood, empowerment, and quality of life 

literature dealing largely with institutional environments, few studies were found that 

explored the interpretations of the elders in regard to satisfaction with care (e.g., Kitwood 

& Bredin, 1991; Mukherjee, 1989). 

In summary, those studies of satisfaction share the same limitation as the studies of 

caregiving burden; that is, the individualistic character, or bias toward the caregiver, 

displaces discussion of the relational aspects. This would suggest that perhaps the notion 

of satisfaction needs to be redefined and explored in future studies as "relational 

satisfaction," "mutuality," or "relational stability" (Dr. N.W. B e l l , personal 

communication, August 29, 1991). 

2.2 METHODOLOGICAL TRENDS AND ISSUES 

A number of methodological problems in the family caregiving studies may already 

be evident. This section outlines those which have been identified as most salient. 

2.2.1 Samnle Biases 

After reviewing the family caregiving literature from the mid-1980s, Barer and 

Johnson (1990) concluded that one major methodological problem of the studies is sample 

biases. They found that the majority of caregivers being studied are self-selected in the 

sense that they have volunteered to participate in response to being informed of the study 

by a formal service with which the participants had been linked at one time or another (e.g., 

Usts of self-help support groups, mailing lists of formal service providers; referrals from 
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health and social service agencies, senior centers and churches). Barer and Johnson have 

noted that there are two problems associated with these self-selected samples: they are not 

representative in ways described below, and secondly, little, if anything, is known about 

those elderly people who rely solely on their families and hence have no contact with, or 

even awareness of, the formal care system (p. 28). The problem of representativeness 

associated with the use of convenience samples is that it allegedly under-represents a 

number of groups, such as: male caregivers; those in rural areas; non-Caucasian families; 

those in lower socioeconomic groups; and those families having a relative with non-

Alzheimer's types of dementia (Raveis, Siegel, & Sudit, 1990, pp. 57-58). The 

significance of under-representation of patients with non-Alzheimer's types of diagnosis 

has been pointed out by those who argue that the problems that families experience are 

affected by factors which transcend disease categories (e.g., the degree of predictability of 

the patient's behavior and/or the extent of perceived control one has), and hence, argue for 

a noncategorical approach to the study of caregiving strain (Dring, 1989; Dura et al., 1990; 

Hamburg, Elliott, & Parrón, 1982; Pless & Perrin, 1985; Stein & Jessop, 1982). Biegel et 

al. (1991) conclude that since there is a dearth of studies which transcend disease 

categories, our understanding of general factors affecting the adaptation of families in 

chronic illness situations remains unclear (pp. 199-213). 

2.2.2 Cross-Sectional Versus Longitudinal Studies 

As Raveis et al. (1990) point out, the majority of studies of family caregiving are 

cross-sectional in nature, thereby making them "ill-suited for addressing some of the most 

pressing issues" in this area (pp. 61-62). One central issue, as Niederehe and Fruge 

(1984) note, is the need to explore "what is most stressful to the family and whether this 

changes over the course of the illness" (p. 14). Thus, longitudinal studies are needed in 

order to examine adequately the "qualitative features of the patient's behavior and the 
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interpersonal relationships surrounding the patient" as they occur and change through time 

(p. 14). 

2.2.3 Triangulation: Recent Trends in Combining "Hard" and "Soft" Data 

Methods 

According to Lincoln and Guba (1985), one way of increasing the credibility (or 

internal validity) and applicability (or external validity) of the findings and interpretations of 

a research study is triangulation. Briefly stated, triangulation in a study refers to validating 

one's data against at least one other source (e.g., a second interview) and/or a second 

method (e.g., an observation in addition to an interview) (p. 283). Of the four different 

modes of triangulation that Denzin (1970) has suggested, few family caregiving studies 

have used more than one (i.e., the use of multiple and different sources, methods, 

investigators, and/or theories). 

One noteworthy study involving triangulation of methods and investigators is the 

work done by Niederehe and his colleagues (1982,1983, 1984, 1987; see also Cavanaugh 

et al., 1989). They maintain that an important facet of their longitudinal studies involving 

stratified clinical samples (with one half having a relative with dementia and the comparison 

group having a relative with a non-dementia problem) lies in combining, in the same study, 

both subjectively reported perceptions of family life and more observer-based data about 

actual interactions. Not unlike the methods used by Reiss (1981) and Reiss & Oliveri 

(1980,1983), Niederehe et al. videotape the family's interactions during their performance 

of a number of discussion and helping tasks, and subsequent coding and quantification of 

the data from the tapes are done by their multi-disciplinary research team using a number of 

modified checklists outlined in the caregiving literature (e.g., Folkman & Lazarus, 1980; 

Holmes & Rahe, 1967; Moos & Moos, 1976). 
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2.2.4 Summary of the Methodological Trends and Issues 

As indicated in the illustration from Gubrium and Sankar (1990) in the introduction to 

this chapter, and as noted over a decade ago by Niederehe et al. (1982), rather than 

continuing the growing trend of formal hypothesis-testing of theories, and/or using the 

very global or multidimensional concepts of burden and social support, the field of family 

caregiving very much needs more careful and systematic descriptions of interpersonal 

processes in these families. They conclude that researchers must therefore work in "a 

descriptive and exploratory mode." Zarit (1989) notwithstanding, it is this researcher's 

view (as well as Chappell's, 1991) that we do need more family studies in this area. 

However, such studies should use data sources and methods that would provide the 

contextualized data and thick description that will facilitate a more holistic understanding of 

how families define their situation and their corresponding interpersonal responses within 

the subsystem as well as between the subsystem and outside systems, when one of their 

older members is suspected of having dementia. 

2.3 THE GUIDING THEORETICAL FRAMEWORKS FOR THIS STUDY 

Two of the previously described theoretical frameworks guided this study: first, a 

symbolic interactionist-phenomenological perspective (referred to as an interactionist 

perspective) and secondly, a family systems perspective based on the Calgary Family 

Assessment Model (CFAM) (Tomm, 1980; and Wright & Leahey, 1984). The 

interactionist perspective was used because, as indicated in several of the studies reviewed 

in this chapter, it directs attention to the importance of the family's constructions of reality, 

and how those perceptions or definition of the situation influence the behavioral and 

affective responses of the family, both within and outside of the subsystem, in and through 

time. However, in order to more clearly conceptualize the interdependence of the family 



59 

and the index patient, as well as their exchanges with outsiders, the C F A M was used. 

Viewed this way, the family's responses and experience during the illness career were 

conceptualized as an outcome of a circular, as opposed to a linear, causation process as 

outlined in the Circular Partem Diagrams (CPDs) in Appendix 7. 
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C H A P T E R T H R E E 

RESEARCH METHODOLOGY AND PROCESS 

This chapter begins with a description of the qualitative methods constituting the 

design of this study and the rationale for this selection. The organization and flow of the 

research plan is outlined in Figure 3.1. The sampling and data collection procedures are 

then presented along with the ethical considerations. The next section describes the 

thematic analysis of thirty-nine data sets, each composed of two or more interview 

transcriptions and field notes, the case studies that were completed for each of them, 

including the visual gestalts and two instruments used. This chapter concludes with a 

discussion of methodological issues and how each was addressed in this study. 

3.1 RESEARCH DESIGN 

This study followed an exploratory and descriptive design utilizing a multiple-case 

study approach and a career model of illness based on concepts derived from a symbolic 

interactionist-phenomenological and a family systems perspective. This type of qualitative 

multiple-case study design was found to be especially useful for the purpose of this study; 

that is, to identify and describe the predominant phases and styles of managing interactions 

or relationships during the illness career of families experiencing dementia. The 

characteristics of this design are outlined next to illustrate the specific ways it was useful 

for this study. 



*0 FIGURE 3.1: QUALITATIVE RESEARCH DESIGN 

THREE COMMUNITY SETTINGS: SITE 1 (Urban Area, N = 31); SITE 2 (Semi-Urban & Rural, N = 5); SITE 3 (Urban Area, N = 3) 

SELF-SELECTED SAMPLE 
N = 39 FamiIySubsystems 

Length of Participation: 2 years 

1. Marital Subsystem (N = 25) (64%) 2. Parent-Child Subsystem (N =9) (23%) 3. Parent-Extended Family Subsystem (N = 5) (13%) 
1.1 WifeVHusband (E) (N » lé) 
1.2 HusbandVWife (E) (N = 9) 

Total Elders - 25 
Total SOs - 25 

2.1 DaughterVFather (E) (N=2) 
2.2 Daughter'/Mother (E) (N=1) 
2.3 (2) Daughters'-'VMother (E) (N=2) 
2.4 SonVMother (E) (N=2) 
2.5 (2) Sons*-**/Mother (E) (N=1) 
2.6 Daughter*, E's Spouse'VMother (E) (N=1) 

Total Elders = 9 
TotaISOs =12" 

"(9 Primary SOs & 3 Secondary SOs) 

3.1 Daughter-in-law*, Son**/Mother (E) 
3.2 Son*, Daughter-in-law**/Mother (E) 
3.3 Daughter*, Son-in-law**/Mother (E) 
3.4 Daughter'(D), D's Spouse**/ Mother (E) 
3.5 (2) Daughters', E's Spouse**/ Mother (E) 

Total Elders = 5 
TotaISOs = 11" 

"(5 Primary SOs & 5 Secondary SOs 
& 1 Tertiary SO) 

DATA COLLECTION (Fall 1983-1987) 
1. Interviews (Home) 2. Participant Observation 

CODES 

E = Elder 
'or SO » (Primary) Significant Other or the one most 
involved with elder 

"Secondary, & Tertiary SO = 
the Subsystem member second most involved, or 
third most involved, with elder respectively 

*-*' = In these triads, one SO was primary and the 
other was a secondary SO 

—DATA ANALYSIS: STEPS IN CATEGORY 
DEVELOPMENT 

1. Level 1 or Starter-List Descriptive Codes 
2. Construction of the Case Study for each family 

and Development of Level 2 codes: 
Categories 

3. Construction of Cross-Category Descriptive 
Grids and Delineation of Level 3 codes/Key 
Linkage or Core Category: A Context & 
Process-Based Open-Closed Continuum of 
Managing Styles during the illness career. 

\. Validation & verification methods (to establish 
Credibility, Fittingness, Auditability & 
Confirmability) 

L FINAL REPORT 
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A n exploratory descriptive study attempts to construct a picture or account of 

evolving events or situations as they occur naturally. One major objective of exploratory 

research is to evoke, identify, and/or refine ideas about the research questions pertaining to 

a relatively little-understood area (Miller, 1986, pp. 31-32). This mode of inquiry was 

chosen as part of the research design because very limited family caregiving research has 

been done that provides a process-oriented, and context-based description of the illness 

experience of families experiencing dementia. 

A second characteristic of exploratory studies is the common practice of organizing 

the data by specific "cases." A multiple-case study approach was included as part of the 

research design of this study because of the advantages it has been found to afford, such as 

"first hand knowledge of real-life situations and processes within naturalistic settings 

. . . and an understanding of the subjective meanings that actors give to the behaviors 

and events being observed and discussed" (Jarrett, 1992, p. 176). Stated more 

specifically, the case study approach was considered appropriate for this study because it 

affords: 

1. intensive study of a single social unit, which is the "case" (Yin, 1984, p. 31). In this 

study, the case or unit of analysis was the family subsystem, which was (primarily) a 

dyad consisting of the elder and the significant other. Because this study consisted of 

thirty-nine such cases, it is referred to as a multiple- (versus single) case study 

approach (see Y i n , 1984, pp. 47-53). 

2. a holistic account of the phenomenon (or "the Gestalt": Patton, 1990, p. 101) that fits 

well with studies employing a (family) systems perspective. This approach thus 

affords a contextualized view of family caregiving as a set of interdependent 

'relationships' involving family members and non-members alike, as opposed to a 

conception of it in more narrow or individualistic, and measurable, terms (i.e., 

viewing family caregiving as a specific kind of activity or as a particular kind of 

attitude with which an actor-the caregiver—carries out the activity for another-the 

care-recipient, who is "often relegated to the status of object"; Cotrell & Schulz, 

1993, p. 205). 
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3. expanded discussion on process and 'temporality' (Strauss, 1987, p. 218). The time 

span covered by this study (i.e., two years) would be what Miller (1986) describes as 

a 'short-term longitudinal study' (pp. 33-34), thereby affording a greater 

understanding of the perceptions of the families regarding the major happenings that 

had occurred, or were occurring, as well as their views about their anticipated future, 

and their concomitant affective and behavioral responses. 

4. cross-case analysis is readily possible because of the extensive data collected for each 

case. The case studies developed in this study were an average of thirty (legal size) 

pages in length, and contained multiple types of indicators (or "evidence" to use 

Yin's, 1984, term) about the nature of the relationship styles of the subsystem 

members with each other, and with those outside the subsystem. 

5. a useful reporting mode, particularly for addressing issues pertaining to "internal 

consistency and transferability" (Lincoln & Guba, 1985, p. 357). 

3.2 RESEARCH SETTINGS AND SAMPLE 

3.2.1 Selection of Research Settings 

The settings of this study were two urban communities and one semi-urban area and 

its surrounding rural setting in a Canadian province. These areas are referred to as Sites 1, 

2, and 3 respectively and each of them were about ninety miles apart. 

Three considerations influenced the choice of these particular settings: the presence 

of a substantial elderly population; the similarity of the types of institutional care and home 

care services available; and matters of a practical nature such as: minimizing travel time, 

combining professional meetings and related events in sites 2 and 3 with home visits, and 

obtaining additional key and general informants. 

3.2.2 Sample Selection 

3.2.2.1 Self-Selected, Non-ÇHnicaJ Sample 

The sample for this study was a self-selected sample. The limitations of this type of 

sampling strategy were indicated in Chapter Two (see Section 2.2.1, Sample Biases). 
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Some of the likely characteristics of those who did not volunteer have been identified by 

Barer and Johnson (1990), who note that such samples under-represents a number of 

groups, including male caregivers, non-Caucasian families, and those with more limited 

incomes (p. 23, see also Ravels, Siegel, & Sudit, 1990, pp. 57-58). However, unlike 

many previous investigators of family caregiving, this study used a non-clinical sample that 

were acquired in several ways (see Section 3.2.2.3, Sample Acquisition). In addition, an 

attempt was made to maximize the variation in sites and cases. That is, variation was 

achieved in this study by including (1) different types of family subsystems—Marital (MS), 

Parent-Child (PCS), and Parent-Extended Family subsystems (P/EFS) (see Figure 3.1 at 

beginning of Chapter 3); (2) elders with and without an official medical diagnosis of 

dementia; (3) elders having either a sudden onset or gradual onset type of condition, which 

was thought to be a type of dementia; (4) families from urban, semi-urban, and rural sites 

(albeit, most were from urban centers; see Figure 3.1); and (5) families that varied in regard 

to sociodemographic characteristics, including differences in financial and other resources. 

3.2.2.2 Selection Criteria 

Given the above-mentioned ways for attaining maximum variation in the sample 

selection, participants for the study were chosen on the basis of the following flexible 

criteria at Time 1 (Tl, i.e., time of the initial home interview with the participants): 

(1) the significant others were family members living with an elderly relative 

(i.e., the elder, age 55 or over) at home in one of the three sites selected for 

the study; 

(2) the elders were either suspected of, or officially diagnosed as, having a 

dementia condition that was either gradual in onset (e.g., Alzheimer's disease) 



65 

or a vascular type of dementia that was variable in onset (e.g., multi-infarct 

dementia) or one that occurred suddenly (e.g., post-stroke dementia); 

(3) the significant others were able and willing to provide informed consent to 

participate in the study (see Appendix 9). 

3.2.2.3 Sample Acquisition 

The thirty-nine family subsystems (i.e., subgroupings of the nuclear family, which in 

this study were primarily dyads) were all acquired by self-referrals. That is, the families 

responded to announcements given by the researcher in the mass media and public lectures, 

or in response to an information letter about the study given to them by a variety of general 

informants (e.g., health-social service professionals, including personnel from 

homemaking agencies; Office of the Public Trustee or Public Guardian's Office; members 

of the Alzheimer's Society and various associations for older people). Several of these 

general informants were friends of the researcher, who in turn mentioned the study to 

families who they thought might be suitable. 

Three points deserve mention about this self-selected, non-clinical sample: 

(1) Since the sample consisted of persons who volunteered to participate in the study, 

there were no refusals in the usual sense of the term. However, an unknown number 

of appropriate potential participants may have simply ignored the information letter 

given to them by the professionals. 

(2) Two informants (#C1: Miss Jones and C25: Mrs. Nose, Jr.) dropped out of the 

study before the end of the two-year period, and this was the result of a death (of the 

significant other) and a geographical move respectively. 
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(3) Although it was initially decided (by the thesis supervisor) that a minimum of 30 

participants were required, an extra nine were interviewed as they met all of the 

criteria of the study, and were deemed by the researcher to offer further sample 

variation in terms of subsystem type. 

Sample acquisition was a very slow process in that the first two participants were 

selected in the Fall of 1983, and the last two participants (#C38 and C39) were acquired 

only by the Fall of 1985. This was in part related to the selection criteria of "living with 

elder," for dozens of telephone calls were received from relatives whose kin had been 

admitted to an institution. Nevertheless, this lengthy time period turned out to be 

advantageous, for it afforded the time needed for ongoing analysis, including the writing of 

detailed case studies for each of the thirty-nine family subsystems selected for the study. 

Perhaps more importantly, it created the idea to do a longitudinal study (of two years 

duration) as opposed to the cross-sectional study that was initially planned. 

3.2.3 Sample Characteristics 

The study sample consisted of thirty-nine family subsystems. Numbers and types of 

family subsystems from each site are outlined in Figure 3.1 (at the beginning of this 

chapter). Selected sociodemographic characteristics of the subsystems are presented in 

Table 3.1 at the end of this subsection. 

The average age of the elders was 78 years. Those elders in PCSs tended to be older 

than those in MSs (M = 85.3 and 75.1 years respectively). The average age of the 

(primary) significant others was 65 years. As might be expected, the average age of the 

significant others in MSs (M = 72.4) was greater than those from PCSs (M = 56) and 

P/EFSs (M = 50). 
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The average length of time married for the MS participants was forty-five years. Two 

wives and two husbands had been married previously. In contrast, none of the primary 

significant others from the PCSs were currently married: three were divorced, two were 

widowed, and four were never married. Five significant others from PCSs had lived 

almost continuously with the elder (N = 3 sons and 2 daughters), and all of these 

participants had experienced the loss of their father (the elder's spouse) through death when 

they were still in their adolescent years. 

The average number of years the significant others had been providing personal and 

instrumental activities of daily living (P-ADL and I-ADL) types of care for the elders 

revealed no marked differences by subsystem type nor by sex of spouse in the MSs: MS = 

3.62 years; PCS = 4.33 years; P/EFS = 3.9 years. Nor were any sizeable differences 

found between the subsystems in terms of the elders' abilities to perform P-ADL and I-

ADL tasks based on the OARS Multidimensional Functional Assessment Questionnaire 

(Duke, 1978) (see Appendix 4). 

Resources commonly cited in the literature regarding the family's capacity to 

effectively manage during the experience of chronic illness often include variables like pre

retirement occupation, education, and number of health problems. In this study, the 

majority of the members of the three subsystems had a high school diploma or equivalent, 

while twelve of the significant others had a university degree or professional training. 

Using the Blishen (1958) occupational prestige scale, the pre-retirement occupation of the 

household head in the Pre-illness phase of all three types of subsystems primarily in the top 

two occupational classes. Health problems were found to be more frequent among the 

significant others in the MSs in comparison with the other two subsystems. At Time 1 

(Tl), twenty-three spouses reported one or more health problems in contrast to only five of 

the children in PCSs. By contrast, none of the significant others from the P/EFSs reported 
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any current health problems. With regard to the ethnic composition of the sample, they 

were all Caucasian Canadians. Although the majority were of British origin, several other 

European backgrounds were represented among five family subsystems. 
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T A B L E 3.1 

SEX, A G E & M A R I T A L S T A T U S O F T H E E L D E R S A N D T H E I R S I G N I F I C A N T 

O T H E R S B Y S U B S Y S T E M T Y P E A T T I M E O N E ( N = 39 S U B S Y S T E M S ) * 

ELDERS: SEX AGE M A R I T A L S T A T U S 

MALES FEMALES 

N % N % RANGE MEAN 

SINGLE MARRIED WIDOWED DIVORCED 

N % N % N % N % 

Total 18 46 21 54 59-97 78.6 0 -- 27 69 11 28 1 3 

Marital Sub

system (MS) 

16 41 9 23 61-85 75.1 0 — 25 64 0 — 0 — 

Parent-Child 

Subsystem 

(PCS)** 

2 5 7 18 59-97 85.3 0 1 2.5 8 20.4 0 

Parent-

Extended 

Family 

Subsystem 

(P/EFS)** 

0 5 13 71-95 83.8 0 1 2.5 3 7.6 1 3 



T A B L E 3.1 (Continued) 

SIGNIFICANT SEX AGE M A R IT A L S T A T U S 

OTHERS: 

MALES FEMALES 

N % N % RANGE MEAN 

SINGLE MARRIED WIDOWED DIVORCED 

N % N % N % N % 

Total 16 41 23 59 25-80 65.7 4 10.3 28 71.8 3 7.7 4 10.2 

Marital Sub-

System (MS) 

9 23 16 41 63-80 72.4 0 — 25 64.1 0 — 0 --

Parent-Child 

Subsystem 

(PCS)" 

3 8 6 15 25-66 56.0 3 7.7 0 2 5.1 4 10.2 

Parent-

Extended 

Family 

Subsystem 

(P/EFS)" 

4 10 1 3 30-65 50.0 1 2.6 3 7.7 1 2.6 0 

These 39 subsystems were primarily dyads, made up of the elder and one significant other, i.e., the primary significant other. Note: 

Single = never married. 

These data refer to the 'primary' significant other, i.e., the family member most involved with the elder. However, in the PCSs and 

P/EFSs there were a few families with a 'secondary' significant other (i.e., a member who was second most involved with the elder) or 

a 'tertiary' significant other (i.e., the member who was third most involved with the elder). These secondary and tertiary significant 

others were 9 in number: 

(1) Secondary Significant Others: (2) Tertiary Significant Others: 

- PCS N = 3 (1 male and 2 females) - P/EFS ... N = 1 (1 female) 

- P/EFS ... N = 5 (4 females and 1 male) 
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3.3 P R O T E C T I O N O F H U M A N RTGHTS 

The comprehensive plan for protection of rights of subjects participating in the study 

was based on guidelines described by Brink and Wood (1983, pp. 161-167), who follow 

the Code of Federal Regulations (1978; see also Hastings Center Report, 1981). Also 

noted were the ethical dilemmas facing researchers doing qualitative family research (e.g., 

LaRossa, Bennett & Gelles, 1981; Gilgun, Daly, & Handel, 1992, pp. 10-11). 

At the first interview, the consent form (Appendix 9) was explained, including the 

right of the participants to consult with the Social Sciences Human Ethics Committee at the 

University where the investigator was employed and which approved the study protocol 

(Appendix 10); the steps taken to ensure anonymity and confidentiality of the audiotaped 

and written data; the participants' right to not answer any questions that they did not want 

to answer, their right to withdraw from the study at any time; as well as their right to a copy 

of a summary of the results of the study. 

Following this explanation, signed informed consent was obtained from the 

informants according to the criteria outlined in the consent form and each informant was 

given a copy of it, as well as the researcher's business card for future reference needs. 

3.4 DATA COELECTiON PROCEDURES 

Pilot studies were conducted in the Summer and Fall of 1983 with ten families having 

a kin who was thought to have dementia. Data collection for the study followed and 

continued up to October, 1987. 
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3.4.1 Interviews Using an Interview Guide Apnroach and Related Modes 

of Data Collection 

The principal mode of data collection were interviews done in the home (and later, at 

Time 2, some were done in nursing homes) using an Interview Guide approach (see 

Appendix 6.1). The informants were primarily the significant others and only secondarily 

the elders. All interviews were conducted by the researcher and audiotaped, and on 

average were two hours in duration. Each family was interviewed at least twice, and most 

three times: at Time 1 (Tl), or the initial interview, a visit one year later, followed by the 

final interview at Time 2 (T2), which was two years after the Tl interview. Two elders 

had families who were not available for a T2 interview (one significant other, #C1: Miss 

Jones, had suddenly died, and another family, #C25: The Noses, had moved). In these 

instances, the follow-up interview was held with the elder and the nursing home staff 

where each was now living. Many of the probing questions for these open-ended, focused 

interviews were based on the typologies of Patton (1980, p. 210), Spradley (1979), and 

'circular' types of questions based on CFAM (see Appendix 6.2). 

Additional data were collected by observations made in the home setting and during 

social and educational sessions in which many of the families and the researcher 

participated. A third mode of data collection came from the regular telephone contacts 

and/or written correspondence which occurred between the participants and the investigator 

over the two-year period of the study. In order to capture and retain the maximum amount 

of rich detail of the participants all interviews were audiotaped. The researcher made notes 

during the interview on a small lap top computer (Radioshack TRS-80, Model 100 Portable 

computer). 
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3.4.2 I n s t r u m e n t s : O A R S M u l t i d i m e n s i o n a l F u n c t i o n a l Assessment 

Questionnaire (OMFAO) 

Two questionnaires pertaining to the functional capacities of the elders in terms of 

mental status and activities of daily living (ADL) were completed. These instruments, 

which both constitute part of the OARS methodology or Multidimensional Functional 

Assessment Questionnaire (OMFAQ), were the 'Short Portable Mental Status 

Questionnaire' (SPMSQ) developed by Pfeiffer (1975) and the ADL questionnaire 

respectively (Duke, 1978). However, these questionnaires were used primarily to establish 

rapport with the family and to gain an understanding of this aspect of the family's 

'definition of the situation' and the set of expectations associated with those perceptions, as 

opposed to gathering an "official" assessment of elder's "functional status." Both of these 

instruments are outlined in Appendix 4. 

3.5 DATA ANALYSIS 

3.5.1 Some Reflections on Qualitative Data Analysis 

Qualitative data analysis was conceptualized here as inductively identifying basic 

descriptive units, themes, and patterns across cases as suggested by the data, as opposed to 

"testing" or "proving" them. It also involved interpretation, or attaching meaning and 

significance to the analysis, explaining descriptive patterns, and looking for relationships 

and linkages among descriptive dimensions (Patton, 1980, p. 268). Furthermore, data 

analysis was iterative or an ongoing process with preliminary analysis occurring at the 

same time as data collection, followed by the final analysis phase after data collection was 

completed. 
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As Schatzman and Strauss (1973) imply, three related challenges faced by the 

analyst of qualitative data are the tasks of inductively developing valid and reliable, or 

"trustworthy" (Lincoln & Guba, 1985) classes or categories, establishing their linkages to 

each other, and eventually discovering a "key linkage" (overriding pattern or core category) 

which represents the phenomenon that is suggested or mandated by the data (p. 110). A 

more fundamental challenge that this researcher discovered with families having a kin with 

dementia was the nature of the data that this qualitative approach produces. One family 

sociologist who served as what Lincoln & Guba (1985) refer to as an 'auditor' (i.e., an 

"experienced protagonist" who provides a series of checks on the inquiry process; p. 308) 

summed up his review of the audiotaped data this way: 

The data are not well-organized and complete 

There are a lot of gaps, non sequiturs, contradictions. The nature 

of this kind of data is that it is very complex. In fact, some of the 

families which . . . has been interviewing . . . i f 

you just changed the information about the problems, I could 

easily make a case for the fact that they are schizophrenic 

. . . because they communicate and they relate in a very 

schizophrenic way. 

(Contact Notes, SUP, 890803, Gestel, p. 6.) 

In order to facilitate analysis of the available data, as well as address the other related 

challenges, a comprehensive plan for coding the data was developed. This three-step 

process is described next. 

3.5.2 Preparation of the Data for Analysis and Initial Coding of Data: 

Level 1 Descriptive Codes and Field Notes 

The audiotaped interview data were transcribed verbatim on legal size sheets, leaving 

a space at the bottom to attach post-it notes for recording five types of field notes, which 

are described in the next section. A filing system for storage of both types of data was 
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created based on the types of files recommended by Lofland (1971). (See Appendix 5.1 for 

an example of the materials in an 'analytic' file.) 

The initial placement of units of data was into topically-arranged, descriptive "starter 

list" coding categories (Miles & Huberman, 1984), or what Glaser (1978) refers to as 

Level 1 codes. These codes were slightly modified versions of the eleven "coding 

families" outlined by Bogdan and Biklen (1982, p. 156-167). Assistance for this phase of 

data analysis was obtained from a total of fifty, fourth-year Bachelor of Nursing students 

enrolled in a required research course, all of whom were familiar with the two theoretical 

perspectives that guided this study. 

The definitions of, and topics covered by, these starter codes and their subsequent 

modification as analysis progressed, are outlined in Appendix 5.2. A segment of a coded 

transcript of interview data is included in Apppendix 5.3. The six most frequently used 

codes included: 

(1) EventCodes(EC) 

(2) Setting /Context (Internal or External Context) Codes (S/C.C-I or S/C.C-E) 

(3) Definition of the Situation/Perspectives Held by Subject Codes (DOTS.C/PHBS.C) 

(4) Definitions of Self/Participant's Ways of Thinking/Feeling About Identity of People 

(Elder, Significant Other, Others) Codes (DOS.C:E, or SO, or O) 

(5) Phase-Oriented Process Codes (P-OP.C) 

(6) Interaction/Relationship Codes (I/R.C) 

Whereas the first five coding categories were based largely on some of the central notions 

of a symbolic interactionist-phenomenological perspective of the family (Boss, 1988; Burr 

et al., 1979; McLain & Weigert, 1979), the sixth coding category was based on pre-

assigned codes from the CFAM model as outlined by Wright and Leahey (1984). 
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F i e l d Notes and Memos 

As Lofland (1971) indicates, field notes consist of "a more or less chronological log 

of what is (observed or thought to be) happening to, and in, the setting, and to, and in, the 

observer" (p. 104). Following Schatzman and Strauss (1973) and Wilson (1985) five 

types of field notes were compiled: 

(1) OBSERVATIONAL NOTES (ONs)--or the descriptions of events experienced 

through watching and listening. The ONs thus contained the who, what, where, and 

how of a situation. These notes included primarily observations made of the family 

(including their pets) in the home and secondarily, observations of the families while 

in diverse community settings (e.g., at social and educational gatherings, or during a 

hospital or nursing home visit). 

(2) CONTACT NOTES (CNs)--or notes pertaining to telephone conversations and/or 

letters to and from the participants, news clippings they had given me pertaining to 

drug treatments, or issues like lack of day centers, legal costs, over-medicating of the 

elderly. Contacts with general informants involved with the family were also 

included, such as visiting homemakers, nurses, and/or staff involved with 

organizations like home care departments, placement agencies, or Societies like the 

Alzheimer's Society. The media contacts (all three types) I was involved with, and 

briefs I had presented to local government bodies on topics pertaining to long-term 

care were also included as part of the CNs. The CNs also contained notes on the 

meetings with various "auditors," i.e., outside knowledgeable evaluators of the 

researcher's work (Lincoln & Guba, 1985, p. 308). 

(3) PERSONAL NOTES (PNs)--or notes about the researcher's reactions, reflections 

and experiences. These PNs thus included the researcher's feelings and thoughts 

about what was observed and the observer-participant relationship. In addition, as 

Wilson (1985) notes, field work relies on the investigator's ability to "take the role of 

the other and to be introspective" (p. 225). Thus, entries were indicated in the PNs 

section about the researcher's reflections regarding the meaning and significance of 

the field experience. 

(4) METHODOLOGICAL NOTES (MNs)-included various instructions for the 

researcher (myself); critiques of (my) approaches, particularly the formulation of 

interview probes pertinent to Level 1 research questions (Wilson, 1985, p. 225); 

reminders about alternate methodological approaches that might be fruitful; and 
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related comments for preventing specific types of "threats to procedural rigor" 

(Burns, 1990, pp. 48-49). 

(5) THEORETICAL NOTES (TNs)-or "mini-propositions" which represented the 

preliminary analysis that occurred simultaneously with data collection (Schatzman & 

Strauss, 1973, p. 110). These purposeful attempts to derive meaning from the ONs 

and CNs contained tentative interpretations, inferences, and conjectures that 

ultimately helped build the analytic scheme that was further developed during the 

formal analysis phase. 

Approximately every two weeks, the information from the field notes was used for 

developing memos. These memos consisted of a one to two-page summary, tying together 

major themes or patterns, or what Huberman and Miles (1988, p. 365) refer to as "the 

emerging descriptive or explanatory concepts that cluster events and processes in the field, 

keeping them anchored to the context in which they appear." 

3.5.3 Development of Level 2 Codes and Construction of Case Studies 

Because there was still a lot of overlap between the six types of coding categories, the 

coded transcripts were analyzed again, and it was found that some of the Level 1 codes 

could be subsumed into broader "categories" or Level 2 codes. This resulted in three major 

categories: Definition of the Situation, Definition of Self, and the Interaction/Relationship 

category (see Appendix 5.2). 

The twenty-five to thirty page case study which was compiled for each family was 

based largely on these three major categories. The completed case study for each family 

consisted of the following sections: 

(1) A VIGNETTE section, which like an Abstract, was placed at the beginning of the 

csae study and served as a two to three page thematic summary of the family and their 

situation. 

(2) A REFERRAL SOURCE section for recording data provided by those general 

informants—friends of the family or agency staff—who had informed the participants 
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about the study, either by word of mouth, or by sending the mailout letter describing 

the study to families. 

(3) A CONTACT NOTE SUMMARY section for summarizing every contact with the 

family subsystem, as well as contacts with their relatives, friends, and/or neighbors, 

agencies, government bodies and/or the media. This section also contained any 

contacts with "auditors" who had reviewed the case study (which is Lincoln & 

Guba's, 1985, way of referring to outside experts who reviewed the steps of the 

research process with the researcher). 

(4) A SUMMARY OF MAJOR THEMES section, which was by far the largest section 

and contained the thematic analysis findings pertaining to the previously mentioned 

three types of categories and subcategories which were found to fit all the data and 

which are outlined in Appendix 5.2. 

(5) AN APPENDICES AND REFERENCE LIST section. The appendices contained the 

various visual gestalts used for recording background information on the family: 

genogram, ecomap, lifeline guide; circular pattern diagram (CPD); and an attachment 

pattern diagram. The reference list section served as a checklist for the analyst to 

compare which of the case study subcategories were supported, refuted, or not 

covered in related studies regarding chronic illness and the family. 

3.5.4 Delineation of the Core Category or Level 3 Codes 

Once each family had been in the study for two years, data collection ceased. In the 

following year, i.e., the latter half of 1987 and the first half of 1988, the researcher had 

five research assistants (BA graduates with a background in Sociology and/or Psychology) 

work part-time on the project. Weekly "case study conferences" were held to identify the 

areas of overlap within and between the three major categories used for the case studies. It 

was in this way that the development of the key linkage or core category, 'styles of 

managing' arose. Using managing styles as the core category, coding of the case studies 

began in order to develop a process and context-based Open-Closed continuum of 

managing styles. 
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A series of steps were involved in developing this typology. First, the case studies 

were examined to determine how the families were similar and how they were different 

along the Level 1 codes. Areas of overlap were identified and the Level 1 codes 

incorporated into broader Level 2 categories. Considerable discussion with the research 

assistants was involved to reach agreement on the "goodness-of-fit" of particular segments 

of data into a category, a happening that resulted in constantly going back to the original 

audiotaped data and transcriptions of the field notes and memos to "recapture the context." 

These discussions continued until agreement was reached. The next step was to identify 

the overall style which these categories represented, i.e., the family's place on the 

Open/Closed continuum that is discussed in Chapter Six. Another step involved 

identifying changes over time and comparing families with respect to continuity or change 

in managing style during the illness career. 

The final step involved writing a descriptive report of the predominant phases of the 

illness career, thereby providing the context in which these styles of managing of the 

families were embedded (see Chapter 5). In addition, a report was made about each of the 

subcategories within each style category that included salient characteristics (behavioral and 

affective) and the phase(s) of the illness career when a particular style was most evident. 

Once these reports were prepared, validation sessions were arranged. The families 

who participated in the study were given a copy of the results and were invited to comment 

on them, either by letter or by phone, or by coming out to meetings where these results 

were presented. Once this was done, the final changes were made and recorded. 

3.5.5 Summary of the Steps of Data Analysis 

A summary of the steps of data analysis used in this study included: 
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(1) identifying the major coding categories (Definition of the Situation, Definition of Self, 

and Interaction/Relationship categories) and recording these in a code book which 

indicated: the abbreviation (as opposed to a numbering system) used for each one; the 

criteria for applying these categories to the data to be coded; notes regarding the 

additions or related revisions made in the criteria for defining and/or applying each 

category. These category revisions were made on an ongoing basis in order to 

eliminate areas of ambiguity, overlap, and lack of clarity. Illustrative examples of 

data that fit each major category were outlined in the code book. 

(2) using the codebook abbreviations, coding of the transcribed interview and field note 

data by the researcher and at least two "outsiders" (e.g., research assistants; faculty 

colleagues; and other auditors previously indicated). 

(3) writing the case study for each family to first identify subcategories and themes 

within each of the coding categories, and subsequently identifying themes across 

coding categories by searching for areas where families were similar to, or different 

from, each other along a particular category and subcategory. 

(4) transferring coded segments of data from each family case study into manila folders 

labeled by the title of the major coding category and subsequent examination of these 

categories in order to identify how they all fit together, that is, identification of the key 

linkage or core category, which in this study was found to be the styles of managing. 

(5) constructing a process and context-based Open-Closed typology of managing styles 

during the illness career of families experiencing dementia, using cross category 

summary grids and matrices (Miles & Huberman, 1984; Patton, 1980, pp. 318-320). 

(6) writing a descriptive summary of each of the managing styles and phases of the 

illness career. 

3.6 METHODOLOGICAL ISSUES: CREDIBILITY. TRANSFERABILITY. 

DEPENDABILITY. AND CONFiRMABILITY 

Qualitative research, such as the study reported here, is frequently criticized for 

"failing to pass tests of methodological rigor" (Sandelowski, 1986, p. 27). Two specific 

limitations of this study are acknowledged: (1) the difficulties to obtain the elders' views 

about their situation and relationships inside and outside of the household, thereby having 

to rely primarily on the perceptions and accounts of the significant others regarding these 
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aspects; and (2) the significant others may not have remembered certain events, particularly 

those happenings pertaining to the Pre-illness phase, or they may have reinterpreted them in 

light of their present situation (Thompson & Walker, 1982). These limitations should be 

kept in mind when interpreting the definitions of the situation and/or the phases of the 

illness career (described in Chapter 5) and the styles of managing (described in Chapter 6). 

Very often this alleged lack of rigor is based on the various types of validity and 

reliability tests that are used for quantitative studies (Yonge & Stewin, 1988). Noting how 

many of the "conventional" measures of reliability and validity undermine many of the 

central cannons of qualitative research, some researchers, particularly Lincoln and Guba 

(1985) and others who have adopted their framework (e.g., Rosenbaum, 1988; 

Sandelowski, 1986), have developed more appropriate criteria for assessing rigor in 

qualitative studies. These alternate criteria are used in this study and include: Credibility 

(instead of internal validity); Transferability or Fittingness (instead of external validity); 

Dependability or Auditability (instead of reliability); and Confirmability (instead of 

"objectivity"). These criteria are defined in the Glossary at the end of this study. How 

these four areas were addressed is outlined next. 

3.6.1 The Researcher's Responses To Address Issues Related To 

Credihilitv And Transferahilitv/Fittingness 

Some illustrative strategies used by the researcher during data collection and analysis 

to maximize the credibility and fittingness of the study included: (1) Triangulation; (2) 

Prolonged engagement and observation; (3) Researcher-Participant relationship, ongoing 

documentation of; (4) Negative case analysis; (5) Peer debriefing; and (6) Host verification 

(or consensual validation). 
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(1) T r i a n g u l a t i o n (Methods. Perspectives, and Sources) 

One common mode of achieving greater credibility and fittingness is by 

Triangulation, which in this study was threefold: use of (1) different methods of data 

collection; (2) two guiding theoretical perspectives; and (3) a variety of data sources 

(although some argue the latter is really "multiple copies" of one type of source, such as 

interview informants; Lincoln & Guba, 1985, p. 305. However, as indicated below, there 

was variation in the "multiple copies" sampled). 

This study utilized both interviewing and participant observation, thereby providing 

triangulation of methods of data collection. Whereas the interviews were confined to the 

home setting, the observations were made not only in the latter context, but also at various 

dinner meetings and other social or educational events. This mode afforded the opportunity 

to check for similarities and differences among the data derived from these different 

contexts. 

An additional source of triangulation pertained to sample selection, a sample which 

included three different types of subsystems: marital, parent-child, and parent-extended 

family subsystems. In addition, there was variation in terms of the type of illness onset of 

the elders (with some having sudden versus gradual onset types of memory and related 

changes). 

There was also triangulation of theoretical perspectives in the sense that this study 

was guided by some of the major tenets of a symbolic interactionist-phenomenological 

perspective (especially the family's constructions of reality or 'definitions of the 

situation/self) and that family systems approach referred to as the Calgary Family 

Assessment model (CFAM). The latter model was useful for categorizing the relationship 

patterns of the family subsystem and for identifying possible patterns of circular causality. 
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(2) Prolonged Engagement and Persistent Observation 

Data were collected over a two-year period. In addition to the home interviews, 

ongoing contact was maintained with the participants by telephone and/or by written 

communication. This period of close contact with the participants afforded scope to the 

study in the sense that there was ample time to study the diverse aspects of the family's 

social context or 'situation' (as defined by Benner & Wrubel, 1989, p. 412), and the 

corresponding changes in the definitions regarding the happenings, as perceived by the 

significant others. The two limitations, however, were as previously mentioned, (1) the 

difficulty to obtain the views of the elders in this regard, thereby relying almost exclusively 

on the perceptions of the significant others, and (2) the significant others may have 

forgotten and/or reinterpreted information, particularly in regard to the Pre-illness phase. 

Nevertheless, this time period afforded the compilation of illustrative quotes from each of 

the thirty-nine family subsystems, thereby serving as a check against possible 

unrepresentativeness of the quotes included in the final report. Furthermore, the persistent 

observation over this two-year study enabled the researcher to avoid premature closure, 

thereby facilitating the discovery of, and ultimate focus on "the key linkages"; that is, 

discovering, and zeroing in on, the interdependence between the family's definition of the 

various happenings and definition of self during the illness career on the one hand, and 

their "place" on the Open-Closed continuum of styles of managing on the other. In this 

way, the nature and changes in the family context were identified, as well as the 

interdependency between family, elder, their external context connections, and the affective 

and behavioral responses of the family subsystems. In summary, depth as well as scope 

was afforded by the close and prolonged contact with the participants. 

A final and crucial element afforded by prolonged contact with the participants 

during this study was the development of a trusting relationship with them, as indicated by 
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the increased tendency on their part to disclose a broader range of feelings as the study 

progressed. An illustrative example of greater disclosure was the tendency of the 

informants to include not only their thoughts regarding various sources of informal and 

formal support, but also their feelings of annoyance with the system ("it's just not old-

people friendly") or sadness, and related expressions of grief and frustration regarding their 

perceptions of, and responses to, perceived alterations in the elder's cognitive skills and 

interpersonal behaviors. 

(3) Researcher-Participant Relationship 

The nature of the researcher-participant relationship is important in terms of 

understanding the status of observer, observer biases, and observer and/or participant 

effects (Gilgun et al., 1992, pp. 7-10). Ongoing documentation of the researcher-

participant relationship was kept in the form of PNs (personal notes) as outlined in the 

previously mentioned field note section of this chapter. Some of these notes described 

"researcher-self-monitoring" aspects, including checks for personal distortions and any 

indications of committing the three major threats to credibility and fittingness (i.e., the elite 

bias, the holistic fallacy, and "going native"; Miles & Huberman, 1984, p. 230). In 

addition, the PNs also contained any hunches that the researcher had regarding the potential 

distortions (either intended or unintended) introduced by the respondents, and possible 

reasons for them (e.g., the researcher not "speaking the language," or not having 

developed a trusting relationship, or factors pertaining to "the effects of the site on the 

researcher"; Miles & Huberman, 1984, pp. 232-233). 

(4) Negative Case Analysis 

Negative case analysis may be described as: 
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a process of revising [hunches] with hindsight. The object 

. . . is to continuously refine [them] until [they] account for 

all known cases without exception (Modified version of 

definition provided by Lincoln & Guba, 1985, p. 309). 

One illustrative example of the usefulness of this type of activity for this study was the need 

to develop the subcategory 'Rehabilitation' pattern for the Closed style. This was 

discovered during analysis of an "exceptional" case (#C25: The Noses). Once this 

subcategory was delineated, it meant having to re-examine all the previous twenty-four data 

sets that had been analyzed to assess if that type of response pattern was evident. 

(5) Peer Debriefing and Phenomenon Recognition: The Role of the 

tDehriefer' or tAuditor' 

One activity that provides an external check on the inquiry process has been 

described by Lincoln and Guba (1985) as peer debriefing. They maintain that this process 

involves having a debriefer who is an "experienced protagonist" serve as an 'auditor' to 

probe the researcher's biases, explore alternate meanings, and clarify possible biases in 

interpretation (p. 308). In my study, this was done primarily by ascertaining the degree to 

which various outsiders (notably the research assistants and others described below) 

recognized the particular phenomenon (e.g., subcategories used for the styles or details 

regarding the phases) as corresponding to that which was reflected on the particular 

audiotape or case study they independently analyzed, and also asking them if any of the 

descriptions represented their own family's experiences with illness. 

For the research reported here, numerous debriefers (i.e., auditors) were involved, 

including University of Calgary colleagues from the Department of Sociology and the 

Department of Psychology, who were specialists in gerontology; selected members from 

the University of Calgary Group for Advancement of Research with Families (GARF); a 
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thesis supervisor with expertise in Sociology of Mental Health and the Family; a sociologist 

who is a specialist in qualitative methods (University of Calgary professor, R. Stebbins); 

University of Calgary professors specializing in family nursing and family therapy 

(Wright, Leahey, and Tomm), and four professor colleagues with a special interest is in 

qualitative family research methods (Bowers, Chao, Harrisson, and Stainton; see 

illustrative studies by them in reference list), as well as other interested research colleagues 

(e.g., Fennell, Phillipson, & Evers, 1988; Kitwood, 1989; Koch, 1990; Radley, 1988). 

Many peer debriefing sessions often involved just the researcher, her research 

assistants, and the auditor. However, two Facilitation meetings were held at the University 

where this researcher is employed, at which time a larger group of auditors were present 

for the purposes of giving the researcher feedback on the categories developed for the 

styles and phases of managing. 

(6) Host Verification or Consensual Validation: 

A final and crucial strategy used to achieve more credible findings involved what has 

been variously referred to as Host Verification, Consensual Validation, or Member Checks 

(Lincoln & Guba, 1985, p. 314). The two-year study period afforded the time needed to 

check out with the participants a myriad of queries regarding the accuracy of the 

interpretations made regarding the coded interview data and selected segments of the field 

notes, on an ongoing and terminal basis. In addition, this proved to be a very useful way 

of identifying the salient themes of the data, and eventually focusing on the latter to identify 

the predominate phases of the illness career and to develop the Open-Closed typology of 

managing styles. 

The validation sessions with the participants that were held shortly after the first 

interview and final interview were conducted primarily by telephone, or by mail. 
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However, when home interviews were used for this purpose, often segments of the tape 

were replayed to the participants and/or segments of the coded interview transcripts were 

reviewed to check for omissions or obtain their alternate interpretations. In addition, prior 

to the final draft of this thesis, validation sessions were held in November 1988 (for those 

at Site 1) and in January 1989 (for those at Site 2 and 3). Those who could not attend the 

session were sent a copy of the handout distributed at these "town hall" validation 

meetings. This was followed by telephone contact to obtain their feedback regarding the 

researcher's interpretation of the predominant style of managing and phases of the illness 

career which was outlined in the handout. 

3.6.2 The Researcher's Responses to Address Issues Related ÍÜ 

Dependabilitv/Auditabilitv and Confirmabilitv 

Two key strategies used by the researcher to increase dependability/auditability of the 

accounts of the study and confirmability of the study's "product" included: (1) a descriptive 

overview of the research process; and (2) "thick" description. These are further described 

below. 

(1) Descriptive Overview of the Research Process 

A descriptive overview of the research process was given in an earlier part of 

this chapter (see sections on Interviewing, Field Notes, and the Coding process). 

This included discussion of the interviewing protocol, particularly the use of an 

interview guide approach (see Appendix 6.1) which helped to ensure that each 

family subsystem was asked the same general topics and also facilitated the 

subsequent cross-case analysis that was done, as well as the various types of 

probing questions used (see examples in Appendix 6.2). This researcher concurs 

with Fetterman (1989) that these types of questions, which derive from symbolic 
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interactionism (Blumer, 1969), "help organize the field worker's perception of how 

others define reality" (p. 54). 

Illustrative references to these aspects of the research process are given in text in 

Chapters Five and Six. 

"Thick" Description: Use of the Career Concept and the Case Study 

Approach 

Although debate exists about what exactly is meant by "thick description" 

(Gilbert Ryle, cited in Geertz, 1973, pp. 5-6), how it differs from "thin" and/or 

"quick" description has been documented in several accounts (Emerson & Shaw, 

1984, pp. 104-105; Fetterman, 1989, pp. 114-116; Lincoln & Guba, 1985, pp. 

125, 316, 359-360; Sanday, 1983, pp. 29-31; Schein, 1987, p. 42; Wolcott, 1985, 

pp. 188-189, 200). As used in this study, thick description was viewed as 

specifying in a thorough, yet focused manner, salient background information 

necessary for the reader to understand the findings regarding the phases and Open-

Closed continuum of styles of managing during the illness career of families 

experiencing dementia. Using a career model of illness, the thick descriptions were 

written up in the form of case studies, supplemented by several visual gestalts (see 

Appendices 1-3, 7, and 11). The final report was derived by taking verbatim 

quotations from the case studies to support the assertions the researcher had made 

regarding the predominant phases of the illness career, and the Open-Closed 

typology of styles of managing of the families during this experience. 

By way of summary, the thick description provided in this study is useful for 

the reader or evaluator in several ways which are outlined in point form below. 

Thick description afforded: 
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(1) contextualization of the data, thereby providing "the feel as well as the facts" of 

the situation (Fetterman, 1989, p. 114). Or, as Schein (1987) puts it, the detail 

can "bring the particular situations vividly to life so that the reader can 

empathize with i t " (p. 42). Or, as Denzin (1989) states, "the voices, feelings, 

actions, and meanings of interacting individuals are heard" (p. 83). 

(2) the information necessary for others to make judgements regarding 

'transferability' or 'fittingness'; that is, the contextual description is such that it 

"provides a sufficient base to permit a person contemplating application in 

another receiving setting to make the needed comparisons of similarity" 

(Lincoln & Guba, 1985, p. 359). 

(3) an ernie perspective; that is, a "reconstruction of the respondents' constructions" 

of reality (Lincoln & Guba, 1985, p. 359). 

(4) a holistic and lifelike description, thereby "building on the reader's tacit 

knowledge" (Lincoln & Guba, 1985, p. 359). 

(5) an opportunity for the reader "to probe for internal consistency . . . because 

each new item of information provides another point of leverage from which to 

test interpretations" (Lincoln & Guba, p. 359). 

(6) demonstration of the interplay between inquirer and respondents, which as 

Lincoln and Guba (1985) point out, affords the reader "an opportunity to judge 

the extent of bias of the inquirer, whether for or against the respondents" (p. 

350). 

3.7 SUMMARY OF THE RESEARCH PROCESS 

The purpose of Chapter Three was to give a full and complete disclosure of the 

research methods and process used for this dissertation. This researcher concurs with 

Wolcott (1990) regarding the importance of providing "more careful data about our data" 

(p. 27) in order for the reader to be able to credit, or discredit, our contributions. In regard 

to the latter, Wolcott adds: 

You should give readers enough information about how the 

research was conducted to enable them to discount your findings. 

. . . Albert Einstein was properly cautious in his purported 

observation that 'no amount of evidence can prove me right, and 
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any amount of evidence can prove me wrong' (Miles & 

Huberman, 1984, p. 242, cited in Wolcott, 1990, p. 27). 

With that caveat in mind, an introduction to the participants is given in Chapter Four. The 

findings regarding the phases and styles of managing of these families are presented in 

Chapters Five and Six respectively. 
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C H A P T E R F O U R 

MEET THE FAMILIES: SELECTED CASE HISTORIES 

The purpose of this chapter is to give an introduction to the families who participated 

in this study. Because of space limitations, the case histories described in this chapter 

pertain to those fourteen families whose style of managing most clearly illustrates the 

opposite ends of the Open-Closed continuum of styles that is discussed in Chapter Six. In 

order to ensure anonymity of the participants, pseudonyms have been used to designate the 

surname of each family. Furthermore, although the characteristics and experiences of these 

descriptions of the families ring true, some of the detail of these elements have been either 

omitted and/or camouflaged for purposes of confidentiality. A complete list of participants 

by set and case number, pseudonym, and subsystem type is presented in Table 4.1. In 

section 4.1, a brief description is given of the Open style of managing, followed by eight 

case histories of families in this group. The next section (4.2) contains a brief description 

of the Closed style of managing, followed by six case histories of families in that group. 

4.1 FAMILIES WITH AN OPEN STYLE OF MANAGING 

The families in sets 1 and 2 were identified as displaying an Open style of managing, 

which for most was a continuation of pre-illness patterns of behavior. The most salient 

aspect of an Open style was a tendency to maintain close contacts with both the informal 

and the formal social system, to seek information, and to adopt new behaviors and new 

ways of relating with the elder and members of the extended family. In the early phases of 

the illness career, these families sought a diagnosis for their elder's memory problems and 

perceived decline in functioning, many did research on Alzheimer's disease, and several 

attended meetings of the local Alzheimer Society. Some families subsequently shared this 

information with physicians and pressed the physician to have the elder undergo further 
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TABLE 4.1 

LIST OF THE PARTICIPANTS* 

S E T * CASE # PSEUDO 

NYM 

SUB

SYSTEM 

TYPE** 

SET* CASE # PSEUDO 

NYM 

SUB

SYSTEM 

TYPE** 

ONE: C2 ADAM MS THREE C3 XAVIER MS 

(N-12) C6, D1 BALL PCS (N=16)*" C12 YEW MS 

C7 CAMP PCS C15 ZARD MS 

C8 DEAN MS C16 AOBE MS 

C13 ELM MS C18 BOND MS 

C29 FAX MS C28 COLE MS 

C36 GAIN P/EFS C30 DOWN MS 

C4 HALL MS C31 EOCAT MS 

C11 INKS MS C32 FOX P/EFS 

C21 JET MS C35 GOVE MS 

C23 KEG MS C37 HOLT MS 

C39 LANG MS C38 IONS MS 

TWO: C9 MAP MS C1 JONES PCS 

(N-II) C10 NOON MS C5 KOCH PCS 

C14 OAK PCS C6,D2 LOAD P/EFS 

C17 PARK PCS C19 MOSS MS 

C20 QUIZ PCS C25 NOSE P/EFS 

C22 RAE P/EFS 

C24 SNOW PCS 

C26 T A T E MS 

C27 USER MS 

C33 VAN MS 

C34 WAX PCS 

*The case histories of the families included in Chapter 4 are underlined. The remainder of 
the families are included in Appendix 12. 

••Subsystem types: MS = Marital Subsystem; PCS = Parent-Child Subsystem; 
P/EFS = Parent/Extended Family Subsystem 

***Although the number of subsystems in Set #3 totalled seventeen, the Load family (#C6, 
D2) is not included in this total because the elder, Mrs. Ball spent only 
one to 2 months each year with this daughter. The rest of the year she 
spent with her other daughter (see C6, D l in set #1) 
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testing. These families utilized help offered by their informal support systems, and they 

organized and mobilized support services available in the community. The relationships 

with the elder were characterized by unconditional acceptance and accommodation to the 

elder's memory loss and behavioral changes. 

4.1.1 SELECTED FAMILIES IN SET ONE 

The families in set one were social system-centered in that their efforts were directed 

not only at ensuring that the elder's physical and social needs were met, but also at 

continuing their own involvements with the informal social network and/or various formal 

organizations. 

4.1.1.1 The ADAM Family (#C2) represents a Marital subsystem consisting of the 

identified patient, Mrs. Adam, who was in her early seventies, and the significant other, 

Mr. Adam. The Adams, who had always lived in this province, had been married for just 

over fifty years, and described these years as "happy ones." Their two children and several 

grandchildren all lived nearby and all were in regular contact with each other. 

As for the health history of this family, Mr. Adam described his health as good, but 

believed that Mrs. Adam's numerous hospitalizations for surgery of various types "may 

have been a source of trauma for her." She was diagnosed as having Alzheimer's disease 

(AD) after a battery of tests was done at a geriatric center which their daughter had 

suggested to their family doctor. Mr. Adam stated that she presented with a number of 

changes at that time, all of which had increased in severity, and which he attributed to 

treatment she had received for "water under the knee . . . that water pill (Diazide) 

was a real curse." These signs included: "dizziness problems, headaches, trouble putting 

sentences together, or starting a new sentence before she finished the last one, forgetting 
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things that just happened, becoming very startled with the least bit of noise, and not so 

good in crowds." Following the diagnosis, both of them read as much as they could about 

AD. 

Prior to her illness, Mrs. Adam had been very involved in church work and other 

community organizations, and according to her spouse, "socially she was a real spark 

plug." Mr. Adam, now eighty, had his own business prior to retirement, and stated that 

financially "there's no problem there." He continued to be quite involved with various 

community organizations. At Time 1, he stated he did "most everything around the 

house," and believed that he "fe l l into that role quite easily because I'd been the dominant 

figure in the family all our lives" (FNs, #C2, 4-201). 

By Time 2, Mrs. Adam had been admitted to a nursing home. She had difficulty 

speaking and ambulating, but smiled frequently. Mr. Adam sold their large, beautiful 

home and was enjoying the social activities and other aspects of life at the senior citizens 

apartment where he had recently moved. He also attended the social and recreational events 

of the local Alzheimer's Society. Mr. Adam and his daughter alternated their visits to Mrs. 

Adam so that "she sees one of us every day for a couple of hours." 

4.1.1.2 The CAMP Family (#C7) represents a Parent-Child subsystem consisting of a 

triad: the index person, Mrs. Camp, who was in her early eighties and widowed almost 

forty years, and two daughters ( D l and D2) in their mid-fifties. Another important member 

of this household was the pet dog, which Mrs. Camp "really cherishes." Although Mrs. 

Camp came from a family of over a dozen children, the siblings had for a number of 

reasons, elected not to maintain contact with this triad. 

In 1984, at the suggestion of the youngest child (Dl), Mrs. Camp had undergone a 

series of tests that suggested she was suffering from AD. According to D1, their mother 
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had displayed several changes in functioning since about 1980, such as "her memory for 

recent things was slipping"; she had difficulty working in the garden, preparing meals, and 

often forgot to turn off the gas stove; she experienced continuous weight loss; and was 

"cantankerous at times." Her previous health had been "quite good despite major surgery 

for cancer of the bowel some years ago." Her arthritis condition, which was now also in 

her back and her hands, prevented her from pursuing some of her major interests such as 

painting and playing the piano and violin. 

The members of this family subsystem described themselves as always having been 

very "close-knit," which may have been related to Mrs. Camp losing her husband to brain 

cancer when the daughters were very young. Apparently, Mrs. Camp worked at a variety 

of jobs in this province, and was described as being a good "budgeter," including "putting 

both of us through university." At Tl, both daughters were single, although previously Dl 

had been married for a few years and subsequently divorced. They both worked full-time. 

Because of their increasing concern about Mom's safety while she was alone during the 

day, they had recently hired a part-time homemaker. They found some difficulties with that 

arrangement as they had some concerns about the homemaker's competence and particular 

lifestyle practices. 

This family mentioned at Tl that they had "always loved gardening and the outdoors" 

and their very large garden was witness to that. For many years, they had grown and 

canned "almost all our vegetables and fruit." Despite changes in elder's memory and 

related functioning, the daughters attempted to involve Mom in most of the home activities 

and some of their community activities. Both Dl and D2 were involved with a number of 

community groups, including the church choir. As a family, they had for many years 

enjoyed going out to the mountains in their large recreational vehicle (RV) to events 

sponsored by the RV club. 
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By Time 2, Mrs. Camp appeared much the same as when I interviewed her two years 

previously. However, Dl stated that Mom had "gone downhill" in terms of her cognitive 

functioning, walked with more of a stoop because of the arthritis, and was by this time 

incontinent of urine at night. D2 had retired from her job, a decision that was made in part 

to be able to assist mom on a full-time bases, and in part because of some difficulties with a 

co-staff member. They continued their involvements with the church and their weekend 

outings in their RV, but did not attend the RV club as the latter had asked Dl "not to bring 

Mom for safety reasons." 

This family, although they had a lot of contact with outsiders, did not have much 

assistance from the formal care system. The two daughters seemed to be able to manage 

their mother's care with the help of the part-time homemaker. They had made some 

enquiries about Home Care services, but had not explored nursing home placement, 

because their plan was to keep their mother at home as long as possible. 

4.1.1.3 The ELM Family (#C13) represents a Marital subsystem. Married for over 

fifty years, both spouses had emigrated from Europe at a very young age. The index 

person, Mr. Elm, a retired entrepreneur in his early eighties, described their marriage as "a 

very good partnership" and their relationship with two married children as "well, we keep a 

pretty darn close relationship with the family," to which Mrs. Elm added: "they're second 

to none, they're friends really." Up until about one year before the Tl interview, they 

enjoyed spending each winter at their place "in the warm south." They were avid readers 

and golfers, enjoyed classical music, going out for walks or dinners, and they took 

pleasure in visits to their children, grandchildren and a "small network" of close friends. 

Mr. Elm's health had been good until about 1983. At that time, Mrs. Elm noticed that 

he had difficulties like "getting lost while driving," remembering recent events and 
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difficulty forming sentences. During the same time period, he had occasional bouts of 

extreme shortness of breath, which required oxygen treatment at a hospital emergency 

department. 

Shortly before Tl, they had hired a homemaker on a full-time basis to alleviate the 

worries of family members who believed that both of them should be in a nursing home 

because of Mr. Elm's "forgetfulness" and Mrs. Elm's "frailty" (referring to her heart 

condition and a respiratory problem). However, Mrs. Elm did not agree. She wanted to 

remain in their large apartment and did not think her spouse's care was "that demanding." 

She did, however, express sadness about Mr. Elm's changes in functioning, noting how 

he "had always treated us with such respect and had such a meticulous mind," but now was 

like his late mother who, prior to her death, had "also lost her sense of recognition." She 

added that "I would say that in today's world, perhaps you'd say she also had Alzheimer's 

disease." 

By Time 2, Mr. Elm had been dead for two months. He had suffered a stroke some 

two months after the first interview, from which he made a good recovery. He did lose his 

speech, but was still able to comprehend and interact with his family by non-verbal means. 

Mrs. Elm believed that his death was due to a second stroke. 

Mrs. Elm planned to remain in the present setting and pursue her former interests, 

including trips south the coming winter. She seemed pleased that the two of them did not 

have to go into nursing home and were able to remain together at home "right to the end." 

She added: 

We (she and her homemakers) had vowed we'd keep him at 
home and we did and I'm glad we did, for his sake and 
mine. 
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4.1.1.4 The G A I N Family (#C361 represents a Parent-Extended family subsystem 

(P/EFS). Mrs. Gain, the index person, and her husband were both in their seventies. The 

other members of this subsystem included their 30-year-old widowed daughter (Dl) and 

her two children, as well as another daughter (D2), who worked full-time outside of the 

home. They lived on a farm near a large city. Their "more than half a dozen" married 

children Uved nearby and helped Mr. Gain with a lot of farm work. 

Beginning in 1978, Dl found that Mrs. Gain would "get us (the children) mixed 

up, name-wise," had difficulty preparing meals, could no longer drive, was very tearful, 

and fearful about being alone. The physician they contacted initially informed them that "it 

is often that way when you have so many children." Since Mrs. Gain was very afraid to 

stay alone in the house, Mr. Gain would take her out in the fields as he did his work. When 

that did not help, they went to a health spa in the U.S. In 1980, "she had a couple of small 

seizures and was put on Dilantin." Finally, one of their daughters, who was in a 

medically-related field, recommended to the physician that Mom be referred to a geriatric 

assessment center, and this was done in 1983. According to Dl, the doctor said "it was a 

premature dementia, so I suppose that could be more or less in the Alzheimer's line." 

At Time 2, Mr. and Mrs. Gain were still together on their farm. Although 

Mrs.Gain was described as being a little weaker, she still was "very much part of all that 

goes on here." They intended to keep her at home because "present nursing home setting 

would not understand all her needs." Dl had remarried and was living in a neighboring 

province. However, D2 and her father, as well as other members of the extended family, 

friends, and a homemaker each weekday, were "all pitching in to make sure Mom is 

happy.' Furthermore, D2 and her other sibling, who lived nearby, were becoming quite 

involved with the local Alzheimer's Society. 
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4.1.2 S E L E C T E D F A M I L I E S I N S E T T W O 

The families in set two were more family-centered in that their primary goals were to 

keep the family together as a unit and to enhance the abilities that the elders were perceived 

to still have. The significant others were therefore more likely to put their own outside 

involvements on hold and to discontinue their contact with those members of the formal 

system who did not share these goals. They did, however, maintain frequent and close 

contact with members of their informal network. 

4.1.2.1 The MAP Family (#C9) represents a Marital subsystem. Mr. and Mrs. Map, 

age 82 and 74 respectively, had been married for over fifty years and had three married 

children all living nearby. One daughter, who lived in the same apartment building, had a 

chronic illness necessitating wheelchair use. At Time 1, Mrs. Map's recently widowed 

sister had also moved to this apartment complex. Mr. Map, the index person, was 

described by his wife as "one who worked hard on our farm since 1929" (except for 

military duty overseas in the Second World War). He was reported to have enjoyed 

excellent health until 1979, when "he began to have a heart problem and subsequently 

needed to sell the farm and move into town here." She added that "he was a very good 

husband and father . . . and loved to have a good time, which usually involved 

music, as he played several instruments." In addition, both of them enjoyed doing 

volunteer work like "providing musical sessions in old folks homes." Mrs. Map presented 

as someone who strived to be as self-sufficient as possible. She derived considerable 

satisfaction from watching "Billy Graham types of TV programs" and often sent cash 

donations to related religious groups. She expressed regret that other members of the 

family "don't get together very often," adding that: 

My whole family, my brothers and sisters, were all very, 
very close together. But we don't get together that much 
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excepting at something like sickness or maybe at a funeral or 
wedding, but it shouldn't be (like that). 

Mrs. Map indicated that their contact with friends was limited because many of them 

were "still back near the farm we left," which was some distance from their current 

location, and "none of us drive." 

According to Mrs. Map, her husband "suffered extensive brain damage after having a 

cardiac arrest during a pacemaker insertion in October, 1981." Shortly afterwards, and 

without consulting Mrs. Map, the hospital staff sent Mr. Map to a chronic care hospital. 

However, within a year, Mrs. Map insisted on bringing him home "against medical advice" 

because she perceived "a lot of don't careness." Some illustrative examples she cited were 

being told that "you must be crazy" (to want to bring Mr. Map home) and "to get another 

doctor" and being "forbidden" to continue to bring in the remedy that she had been using to 

treat his skin ailment. 

At the Tl visit, Mrs. Map was "proud to say" that she had now been caring for her 

spouse for two and a half years. Although she received some partially subsidized 

assistance from the formal care system, her main sources of help were her sister ("my right 

hand man"), daughter, and hired help which (at T2) she estimated to have cost about 

$60,000.00 

By Time 2, Mr. Map was in a chronic care hospital. Apparently, Mrs. Map had to be 

hospitalized for some surgery, and her "right hand man" had died suddenly of cancer. 

However, Mrs. Map still very much directed her spouse's care, and put in daily twelve-

hour shifts at the center. If for some reason she could not attend, she hired a private duty 

nurse. Although she focused a lot on his instrumental care needs, she also expressed 

concern about his emotional well-being, by saying: "I know he is very observant and aware 

of what's going on, even if he doesn't say it." Hence, she spent some of the time "just 
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singing and talking to him." As well, Mrs. Map comforted him when he verbalized a few 

words about dying, and felt that she could accept his eventual death: 

I would be happy for him if without too much suffering that 
he could go, because I am sure that in his own mind and in 
his own thoughts that's what he wants. And I can accept 
that. One of the first things I would do i f that happened, I 
would get involved with a real good church. 

4.1.2.2 The SNOW Family (#C24) represents a Parent-Child subsystem consisting of 

the index person, Mrs. Snow, an eighty-nine-year-old widow, and her youngest child, a 

never-married son in his mid-fifties. Mrs. Snow's two other married children, a son and a 

daughter, were living in the U.S., and one daughter had died of cancer in 1983. The 

Snows maintained regular telephone contact with, and enjoyed the summertime visits from, 

their kin in the U.S. Mrs. Snow and her son had always lived together, mainly at this farm 

which her late husband purchased in the early 1900s. 

According to the son, Mrs. Snow was diagnosed as having congestive heart failure 

when she was in her early seventies. At that time, the physician thought "she might be 

trying to have a stroke, not the incapacitating kind, but possibly some small ones in the 

brain." She then began taking a heart pill (Digitalis) and a water pill (Diazide) for her 

hypertension and swollen ankles. These pills were discontinued a couple of years prior to 

Tl, which pleased Mrs. Snow as "there are three things she really doesn't like: using her 

walker, taking pills, and going to the doctor." 

At Time 1, Mrs. Snow was reported by the family doctor to have a "strong heart" and 

was suspected to have AD. However, no lab tests were done to explore those claims 

because "we didn't want to put her through that, knowing how she feels about doctors." 

The son wondered if perhaps his mother had a reaction to the digitalis, for he noted that 

some of her current functional changes began shortly after she began taking it, particularly 
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the "spells of disorientation," and a tendency to speak to strangers, and to verbalize things 

in such a way that it was difficult to understand (e.g., repeating words in rapid succession 

like: "it's alright for, for, for him to do, do, do, that but . . ."), alternated with very 

clear speech patterns ("Oh, I'm alright"). This researcher's hunch was that she had several 

small strokes (in the brain) as indicated by her speech pattern (which was very similar to 

Mrs. Holt, #C37, where also the AD diagnosis was assigned). 

Mrs. Snow was described by her son as "always being very outgoing, great sense of 

humor, musical, had lots of friends who joined in on the many family dinners and other 

celebrations, enjoyed church work, played the piano for school concerts, did crocheting, 

was a great cook . . . actually, she did everything." 

Mr. Snow, Jr. described himself as having formed "an alliance with Mom" early in 

life, because his father died when he was still a teenager, and he was the only child at home 

at that time. He worked primarily on their farm except for engaging in his university-

prepared career during the twelve-year period when they lived in the U.S. When Mrs. 

Snow's health started to change in 1977, they returned to their farm home. They rented out 

the farm land, and he had been unemployed since that time. At Tl, he did "everything in 

the house" and assisted his mother with all personal activities of daily living. He 

mentioned that he enjoyed reading (including research articles or books on AD), and had 

attended several of the Alzheimer's Society meetings. He was described by some general 

informants known to the researcher as a gifted singer and piano player, and active in the 

church and the church choir. This son described his health at Tl as good, except that he 

believed he needed more physical exercise. 

At Time 2, Mrs. Snow was in a chronic care hospital. She had fallen and broken her 

hip some months previously, necessitating hospital admission for hip surgery. She 
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subsequently went into a coma, which the son thought might have been connected to the 

large doses of Librium she was given post-operatively. The medical staff did not think she 

would "live overnight," but he "never gave up hope." He suggested to the medical staff 

that his mother be put on an intravenous drip so as "not to dry up," and the staff agreed. 

Now, some seven months later, Mrs. Snow "had made a real comeback," and Mr. Snow, 

Jr. hoped that her walking would improve enough so that he could soon bring her home. 

He added that "I'm really thankful for these days we have together . . . I'm very 

happy every day of my life now." 

4.1.2.3 The USER Family (#C27) represents a Marital subsystem, consisting of 

a couple in their late seventies who were born in the East but moved to this province in the 

early 1960s. They had been married over forty-five years. Mrs. User, the index person, 

was described by Mr. User as being "very bright, outgoing, and conscientious about doing 

a good job when she was well." He added that she had a history of depressive episodes 

dating back to her first pregnancy. Subsequent depressive episodes, during which time she 

became "almost completely mute and stayed in bed," occurred "anytime there was any kind 

of change out of her ordinary routine, like moves, difficulties with her job, and so on." 

their son, daughter-in-law, and grandchild lived in the same town and maintained a close 

relationship with the Users. 

Mr. User was suffering from cancer. Since his recent retirement, he felt "cut-off," 

and missed the leadership roles he previously played. However, he had attempted to 

remain "intellectually stimulated" by writing. He enjoyed the social contact of their many 

friends and their son's family. He described their son as "very conscientious, just like his 

mother and anytime anything happens, they are always there when you need them." Mr. 

User always derived considerable support from his spiritual beliefs, and found some 

members of a nearby church very supportive in terms of their regular visits. 
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At Time 1, Mrs. User communicated primarily by non-verbal means. Mr. User 

mentioned that he could tell by her facial expressions when she "felt crushed" or "scared." 

He dated her changes in recent memory, "speech blockage," and "gradual withdrawal"--

changes which the physician implied constituted "going senile"~back to his hospitalization 

in 1984 for diagnosis and treatment of his cancer condition. He maintained that his 

hospitalization "just seemed to knock her out." What he did find bewildering though, was 

"how she can look so alert but has made a 180 degree turn" in terms of her increasing 

withdrawal from social relationships. 

At Time 2, Mr. and Mrs. User were in a multi-level care center, with Mrs. User in the 

nursing home section and Mr. User in the residential section. Although he expressed regret 

about having to give up their home, he felt consoled to know that here, care was available 

for his wife should "anything happen to me." He was also deeply appreciative of "having 

enough health" to be able to visit with and help his wife at meal time, pursue his writing, 

and visit with family in this province and in the East. In summary, he was attempting to 

make "the most out of life in the time I have left." 

4.1.2.4 The WAX Family (#C34) represents a Parent-Child subsystem consisting of 

the index person, Mrs. Wax, in her late eighties, her husband of more than 63 years, and 

their never-married daughter, Miss Wax, now in her mid-fifties. Since Mrs. Wax's 

diagnosis of AD in 1983, Miss Wax had withdrawn from full-time employment. 

During the Time 1 interview, Mrs. Wax's communication consisted primarily of 

grunting, slapping her daughter's arm or pulling her hair, which the daughter tolerated or 

ignored. Miss Wax described at some length the difficulties they had experienced in the 

past with the formal care system, especially physicians. For example, one physician had 

dealt with Mrs. Wax's complaints about severe abdominal pain by stating "there's nothing 
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wrong, just go home and lose 15 pounds." After seeing another doctor, however, Mrs. 

Wax was immediately hospitalized for removal of a cyst "almost as large as a football." 

Miss Wax also had "strong feelings" about the hospital and nursing home care her mother 

received in the past after fracturing her hip, as well as the care provided by homemaker and 

visiting nursing services. However, Miss Wax mentioned that, after much effort on her 

part, things had recently "settled down" in that regard. Unlike her other contacts in the 

Alzheimer's Society, Miss Wax believed that what is needed most are not special care units 

for AD patients, but more home care services and supplies. 

Miss Wax mentioned that contact with her two siblings had been limited because they 

"have trouble accepting Mom's illness." As for the choice she made long ago to remain 

single and live continuously with her parents, Miss Wax added that "I was one of the 

smarter ones." She characterized the happy family relationship in their subsystem by 

saying "I didn't know that parents fought until I saw it happen with many of my friends." 

At Time 1, Miss Wax was involved in several community organizations, including the 

Alzheimer's Society. According to some of the researcher's other informants, certain 

people had concerns about "her particular views" regarding community services. 

Several months prior to Time 2, Mrs. Wax died after a bout of pneumonia. An 

autopsy revealed a diagnosis of AD. Miss Wax had always suspected AD, because three of 

her maternal relatives were thought "to have it also." She was pleased that her mother "only 

had to spend the last two days of her life in hospital." Miss Wax subsequently resumed 

part-time work because "when Dad goes, I do not want to be left with a total void." She 

described Mr. Wax as still very alert and ambulatory: "despite being almost a hundred, he 

still does little chores around the home." 
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4.2 F A M I L I E S W I T H A C L O S E D S T Y L E O F M A N A G I N G 

The families in set three displayed a Closed style of managing. In contrast to those in 

the Open style group, their patterns of information seeking and utilization of outside 

resources were more limited. Their contacts with the extended family were less frequent, 

they had less opportunity to express emotions with them, and the range of emotions 

expressed was narrower. For most families this was continuation of Pre-illness 

relationship patterns. The families in the Closed style group were elder-centered: the efforts 

of some of the families were directed at performing P-ADL and I-ADL tasks for the elder, 

whereas others aimed their efforts at the elder's rehabilitation. These families are discussed 

on the subsequent pages. 
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4.2.1 S E L E C T E D F A M I L I E S I N S E T T H R E E 

4.2.1.1 The XAVIER Family (#C3) represents a Marital subsystem, consisting of Mr. 

Xavier, the index person, and his wife. They were both in their seventies and had been 

married for over fifty years. They had been separated several times due to Mr. Xavier's 

years of "heavy drinking," although he was always able to maintain his work role. Mrs. 

Xavier described her spouse as sometimes being "very loving and warm," but also at times 

"predictably unpredictable," thereby making him "a hard man to live with." She added that 

he was "also a very jealous man," and "was never one to express his feelings except when 

he would blow up and there would be so much hell raised," including both verbal and 

physical abuse. This couple had limited contact with their two older children, both of 

whom are "well established in the business world," used to drink heavily, and lived within 

a fifteen-minute drive from them. At Tl, their youngest son was newly divorced, 

unemployed, and apparently drank heavily for several years. He also lived nearby and one 

grandchild wondered if he was taking advantage of Mrs. Xavier's "meagre finances" while 

"working under the pretext of needing her for emotional support." 

At Tl, Mr. Xavier was reported by his spouse to be spending most of his time in 

bed and consuming alcohol only occasionally as "he seems so very weak." Mrs. Xavier, a 

short, very slim, and quiet-spoken lady, emphasized how her religious upbringing inspired 

her to keep her marriage vows, even "for worse." She stated that she took Librium for 

what was thought to be an ulcer, and which the doctor said was caused by "not what you 

are eating, but what is eating you." Although the two sons often advised Mrs. Xavier to 

leave her spouse, she stated that "I feel sorry for the poor thing . . . and at his age 

how could I?" Unlike the children, she wondered if his memory problems and "hearing 

voices" were related not so much to his past drinking as perhaps to AD. 
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Mr. Xavier died two months after the T l interview. Apparently, he became 

increasingly weaker, and was sent to the hospital for a "check-up." His death was thought 

to be due to "a blood clot in the brain." At Time 2, Mrs. Xavier planned to try and make a 

life of her own, including plans to visit two sisters who live in a neighboring province and 

who both have multiple sclerosis. Their youngest son visited with her regularly. 

According to a granddaughter, Mrs. Xavier may have started to drink "as more than once 

when I have visited I smelled alcohol on her breath." As for Mrs. Xavier, she summed up 

her major dilemma at Time 2 in this way: 

I've never had much choice in life during our marriage. 
Now I would like to do my own thing. But I don't know 
what that is. 

4.2.1.2 The YEW Family (#C12) represents a Marital subsystem. They were both in 

their seventies and had been married for almost forty years, this being the second marriage 

for each of them. Mr. Yew, the index person, was born in central Canada and worked as a 

farmer most of his life. Mrs. Yew, who came from central Europe, worked in a medically-

related field. Prior to his illness, they went on twice-yearly trips down to the U.S. 

However, Mrs. Yew still managed to "sometimes go down to our local casino." They 

described their marriage as "good" and although they each had two children from their 

previous marriages, their closest ties at Tl were with their son, who was a deaf-mute, as 

was the son's wife and six-year-old daughter. Some Pre-illness phase stressors for this 

family involved Mrs. Yew's three children: one was recently killed in a bicycle accident, 

another was not long ago divorced from "her alcoholic husband," and the youngest, who 

had married a couple of years before Tl, had "disowned" them because "we're not good 

enough for his wife." 

Mr. Yew's diabetic condition was well controlled with insulin. He had also been 

treated a few years ago for cancer of the bladder. His wife stated that since 1980, Mr. Yew 
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had been "getting more forgetful" about recent events, had increasing difficulty doing even 

the littlest chores around the house, and had become increasingly "touchy . . . would 

blow off steam for the slightest little thing." In 1982, Mrs. Yew insisted that he see the 

doctor, who in turn informed Mr. Yew that it was "just aging" and "prescribed some pills 

that I later found out are for children who are slow learners." She mentioned that they 

rarely went to the doctor because "we are not pill freaks." Mrs. Yew's major health 

problem was high blood pressure, which she blamed on having to go up and down the 

basement stairs to do the laundry, as well as the long walk it took to go grocery shopping. 

They did not have a car, and public transportation was not perceived as readily available. 

At Time 2, the Yews were living in an apartment for senior citizens. They had sold 

their home a few months after the Tl interview and because Mr. Yew refused to go into a 

nursing home, both of them moved to a Lodge at that time. Although they initially enjoyed 

living at the Lodge because of the numerous social activities available, Mrs. Yew later 

found that they "didn't have enough privacy there, so we moved here." Apparently, 

relationships with the son who was cut-off from them had "mended" with the help of their 

divorced daughter. Mrs. Yew mentioned that she was pleased that their eldest son and his 

family had their father over to their home for short periods so she could have some free 

time. One of the items on her immediate agenda for this free time was a trip to the United 

States. 

4.2.1.3 The BOND Family (#C18) represents a Marital subsystem consisting of Mr. 

and Mrs. Bond, who were eighty and sixty-three respectively. They had been married for 

six years, and this was the second marriage for each of them. The index person, Mr. 

Bond, who appeared about twenty years younger than his stated age, had been diagnosed 

as having 'mild dementia' following a major cerebrovascular accident in 1984. Except for 

a longstanding gout condition, Mr. Bond was described by his wife as very active and fun-
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loving. He had a successful career in sales, and enjoyed the company of younger people. 

However, with his first stroke in 1981, his wife noted "two related changes" which 

involved "going for periods without talking to me if he wasn't able to get his way, and he 

always wanted to be boss." Because of his increasing agitation regarding his wife's full-

time employment, Mrs. Bond resigned from the position she had held for almost twenty 

years. This represented a significant loss for her because of the "considerable satisfaction" 

she derived from her work, friends, and income. 

She also regretted not being eligible for any retirement income and experienced some 

"feelings of resentment." Furthermore, Mr. Bond had cut all ties with his siblings, and 

eventually objected to Mrs. Bond receiving telephone calls from her two children. 

The situation at Time 2 was "not easy" and Mrs. Bond perceived herself as "a totally 

changed person," which she thought was due to boredom. Although she found daily life 

"monotonous," Mrs. Bond felt committed to it ("I think a commitment is a commitment, 

and I also have a conscience, which I am sorry to say gets in my road sometimes"). She 

also suffered from a number of health problems (arthritis, hypertension, and diabetes), 

feelings of loneliness related to her limited contact with her children and friends, and 

feelings of sadness about her late mother's death. Mrs. Bond experienced her mother's 

death as a considerable loss, because (1) she was an only child; (2) her parents divorced 

when she was still quite young and she had no subsequent contact with her father; and (3) 

she also underwent a divorce, after which she and her mother lived together up until the 

latter's death: "in sum, she was really all I had." It was following her mother's death that 

she met, and eventually married, Mr. Bond. 

At Time 2, Mr. Bond was in a chronic care hospital where he was sent by the doctor 

for "a check-up" regarding his increasing urinary incontinence. His diagnosis was now 
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senile dementia and he rarely communicated verbally with anyone. Mrs. Bond continued to 

find it difficult to manage financially. She hoped to eventually get involved with a senior 

citizen's group, which she admitted might be difficult as she had "never been a joiner." 

One of her goals at T2 was to get her diabetes under control, something for which she 

blamed herself: "I haven't been take are of myself." She also found her spouse to be 

difficult, both in a physical sense (e.g., having to take 3 buses) and in a psychological 

sense, because he "rarely says anything" during the visit. 

Mrs. Bond also mentioned that "his memory is really gone, like when they were 

asking him questions, and got to his age, he replied a hundred." She still experienced 

feelings of boredom, and added "but now it's my fault." However, she derived enjoyment 

from visiting with her son and family who lived in this city, and whom she described as 

her "security blanket." 

4.2.1.4 The FOX Family (#C32) represents a Parent-Extended Family subsystem 

made up of the index person, 95-year-old Mr. Fox, a widower for over two decades; his 

only son, who at Tl had recently retired from a managerial position; and the son's wife. 

The latter found elder's hearing impairment such that she no longer cared to verbally 

communicate with him. Mr. Fox had been living with his son's family since shortly after 

his wife's death because he was viewed as unable to take "proper care of himself," no 

longerrecognized his grandchildren, and had become quite forgetful. At Time 1, he was 

reported to "get mixed up as to the location of the bathroom, and where he is living." This 

may be related to the fact that they all had only very recently moved out west. The rationale 

for this move was to find a drier climate because Mrs. Fox, Jr. had arthritis. During the Tl 

interview, Mr. Fox Jr. presented as a very sociable man ("unlike Dad, I'm an extrovert just 

like my mom was") who, despite being retired, still likes to "schedule things." By contrast, 

his wife was quiet-spoken, and gave several indications that she would be glad when Mr. 
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Fox went into the nursing home that his son was arranging for him. She mentioned, for 

example, that he (elder) "is not able to be reached in an emotional sense." His son summed 

up the situation at Time 1 in this way: "as far as Fm concerned his life is no life at all, so he 

would be just as well in a nursing home." He added that "we want to do some travelling, 

just take off when we want to," to which his wife added: "yeah, be free of responsibilities 

and (have it) easy to do something." After mentioning some of the problems Mrs. Fox Jr. 

had dealing with her husband's retirement, Mr. Fox, Jr. stated that he was "learning that 

we should each have time to do things on one's own." At that point, his wife added, "yes, 

but not through you," referring to not needing to ask his approval. Mr. Fox, Jr. summed 

up the family's hierarchy at Tl by stating: "as far as I'm concerned, she's first, I'm 

second, and Dad's last." 

By Time 2, Mr. Fox had been dead for about one year. He had gone to a nursing 

home shortly after the Tl interview. The tragedy of the situation was that now Mrs. Fox 

Jr. was the dementia patient after having suffered two "silent strokes." She had difficulty 

with recent memory and speech. Once again, Mr. Fox, Jr. was busy with plans to have 

her enter the same nursing home where his late father had been. No mention was made of 

any exploration of home care services for her, as he believed "she needs the full-time help 

of professionals." Shortly after the Time 2 interview, Mr. Fox Jr. telephoned to inform me 

that his wife entered the nursing home where "she is doing quite well." He was still living 

in their retirement home, was busy writing a book pertaining to his experience in World 

War 2, and planned to visit with their children back east. He ended this conversation by 

stating, in a very matter-of-fact way: 

It does get very quiet in the house so I put the radio on all the 
time. Oh well, I guess that's li f e . However, I have a 
routine. I've always been that way. A l l my activities are 
mapped out in advance. I'm going all the time. 
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4.2.1.5 The K O C H Family (#C5) represents a Parent-Child subsystem which included 

Mrs. Koch, the index person, who was close to 90 and widowed since 1978, and her 

daughter (DK), now in her mid-sixties. DK retired from her "two careers" due to "being a 

pack of nerves." This was largely because she was forced to make decisions regarding 

financial matters since her husband's sudden death in the same year that her father died. 

According to DK, her mother and her late father (a transportation worker) were very strict 

with their two children, but she now realized "it was for our own good." She added that 

Mrs. Koch was also "very gracious, and kind, and affectionate, a caring, loving person" 

who was "very, very with it" until 1974. At that time, Mrs. Koch had a stroke that left her 

with some weakness on her left side, which made walking, talking, and hearing difficult. 

It also left her with "some brain deterioration," which was DK's way of referring to her 

mother's difficulty remembering recent events. When the researcher at Time 1 mentioned 

to DK that her mother seemed very well today (e.g., she invited me in, told me that her 

daughter was out, and thanked me for some compliments I made), DK appeared to want to 

help me see that this behavior did not mean she did not have Alzheimer's disease but that 

"Mother was always polite." 

In early 1980, DK experienced suicidal ideas following the loss of considerable sums 

of money. She was subsequently hospitalized for treatment of what she refers to as a 

"major depression." Upon discharge she moved into her mother's home. At Tl, DK 

found that at times she resented not being able to go out to certain events, and, if she did, 

she felt guilty "spending her (mother's) money (to hire a sitter) for my benefit." According 

to DK, if her mother would die, she would be "as free as a bird." 

Other psychosocial matters of concern for the daughter included a phobia of travelling 

by car, panic attacks, being overweight, lack of companionship with younger people and 

the desire to find "a nice man." She also expressed sadness regarding her very limited 
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informal support system, because her only child was married to a person who was "not 

friendly and still owes me a considerable sum of money," and because her only sibling 

lived in the U.S. DK added that both she and her mother had always been "dependent on 

our husbands" for dealing with all the financial transactions associated with having a home. 

However, since the death of her husband, DK felt she had "no choice" in having to assume 

that responsibility. 

At Time 2, Mrs. Koch had been dead about one year. She had been in a chronic care 

facility for some time prior to that because her daughter did not want to have to deal with a 

death at home. The cause of Mrs. Koch's death "was obviously Alzheimer's disease" as 

indicated by her "not being able to recognize anyone, nor remember anything." Apparently 

no autopsy was done "because it was just so obvious." As for DK "being free as a bird" 

now that her mother had died, this did not appear to be the case. She still expressed many 

of the same concerns as during the Tl interview, expressed a view of life as being "very 

hard," which referred to the death of a son at a young age, and then the death of her 

husband, and worries regarding new financial transactions (e.g., buying her mother's 

house). However, with the help of her sibling, as well as an accountant and a minister, the 

latter matter was "falling into place." DK continued to express her strong desire for 

companionship, including the wish to meet a man or future husband to share her interests. 

These included piano and organ music, church services, and possible trips by train. Near 

the conclusion of the last home interview she summed up her feelings at Time 2 in a 

succinct way: 

I just don't want to be tied down anymore. I just want to be 
able to go when I want to go. 

4.2.1.6 The NOSE Family (#C25) represents a Parent-Extended family subsystem 

composed of a triad. The index person, Mrs. Nose, was a widowed lady in her mid-
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seventies who was recently brought out here (or "kidnapped," as she puts it) from Eastern 

Canada. Mrs. Nose's only child, a son (SN), was a well-established businessman in his 

early fifties and who had "undergone (several) disastrous marriages." He had not had 

much contact with his mother for the past twenty to thirty years, something which the son's 

wife thought might be altered by bringing Mrs. Nose to live with them. Mrs. Nose's 

daughter-in-law (D-I-L) was in her early thirties and had recently taken a leave of absence 

from her professional career because of her first pregnancy, as well as to "police her 

(elder's) every movement" and implement "the curriculum" that she had created for Mrs. 

Nose, Sr. something which has apparently resulted in elder's "behavior (now) being much 

better." 

Just prior to the Time 1 interview, the researcher was informed by other sources that 

Mrs. Nose's diagnosis was senile dementia/query atherosclerosis. She previously had 

difficulty walking related to a deep vein thrombosis, which was apparently aggravated by 

her longstanding neglect of her insulin-dependent diabetes mellitus condition. By the Tl 

interview, Mrs. Nose had been living with SN and D-I-L for six months. According to the 

D-I-L, the change in Mrs. Nose's behavior was "incredible" and "she is now fit." The D-I-

L attributed this change to the environment they had created for her and "having the right 

attitude." She found that the last two hospitals where Mrs. Nose had been admitted were 

not helpful and therefore she had discharged Mrs. Nose against medical advice. The D-I-L 

happily summed up the situation at Time 1 this way: 

She has changed from a total carrot, almost comatose, with 
little communication with anyone, and that was her choice 
(voices rises), to changing immediately upon coming here. 
She bathed, did her hair, enjoyed her chic new glasses, 
hairdo, wardrobe, walks four miles a day, goes out to fancy 
restaurants, goes to the theatre, plays on the office computer, 
doesn't wet the bed or any of those awful things she would 
do in hospital. 
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At Time 2, Mrs. Nose was in nursing home. A couple of months after the T l 

interview she was reported to have accidentally set a fire in the home by forgetting a pot on 

the stove. This upset the son, who took her to a hospital emergency department, from 

where she was subsequently sent to a psychiatric unit. At that time, Mrs. Nose was not 

able to give me the details of why she was there, but stated she was unhappy to be "in this 

mental hospital." She mentioned that her memory was "a little foggy" and that she was 

quite concerned about not being able to get an answer when she attempted to contact her 

son and daughter-in-law by phone. Her diabetes was apparently well under control, her 

diagnosis was now Alzheimer's disease. Once in the nursing home, she was described (by 

staff) as "always pleasant, takes part in some of the arts and crafts, dresses in fashionable 

suits, pays close attention to her grooming, and has a few lady friends." Mrs. Nose 

informed the researcher during the nursing home interview that she wanted to "go back 

home, with my two sisters." That desire might account for her "constantly packing" 

behavior which the nursing staff reported to me. According to one of the nursing home 

staff, the son and D-I-L visited once or twice a week, and took Mrs. Nose out for the 

occasional afternoon. The researcher was not able to obtain the D-I-L and son's views of 

the situation at Time 2, as they had moved. Although messages were left at the nursing 

home for them to telephone me, no call was returned. 

4.3 SUMMARY OF CHAPTER FOUR 

Fourteen of the thirty-nine families in this study were described in this chapter. The 

remainder are included in Appendix 12. As indicated in Table 4.1 at the beginning of this 

chapter, the families were grouped into three sets according to similarities in their styles of 

managing at the time of entry into the study. Each family was given a case number for 

filing purposes and was referred to by a pseudonym for reasons of confidentiality. In 

addition, the descriptions were modified and some of the identifying details were omitted. 
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These case histories should help the reader put into context the findings and quotations that 

are presented in Chapters Five and Six. 
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C H A P T E R F I V E 

T H E P H A S E S O F T H E I L L N E S S C A R E E R : 

SIGNIFICANT CONTEXTUAL FEATURES OF THE 

SITUATION OF THE FAMILIES 

For Hughes . . . the critical property of a career was its 
ontological unity including an objective face or the structural or 
public aspects which could be studied in terms of career 
lines. . . . On the other hand, the subjective face—or 
what Goffman (1961) refers to as the 'moral' career- [pertains 
to] the individuals' experience of the career's unfolding [as 
represented in their] accounts or definitions of the situation [and 
definitions of self] . . . which changed with time as these 
individuals shifted their social footing and reconstrued their past 
and future in order to come to terms with their present. 
(Modified from Barley, 1989, p. 41.) 

I N T R O D U C T I O N 

The above quotation regarding the career concept as developed by Hughes (1937) and 

others from the Chicago School of Sociology serves to illustrate that the two faces or sides 

of the career concept—the objective and subjective-must be studied together. As indicated 

in the discussion of the career concept in Chapters One and Two, Hughes maintained that 

these two sides were inseparable and that only by attending to both could one fully grasp 

the social processes to which careers give analysts access (Barley, 1989, p. 49). Unlike 

many previous studies of family caregiving, which consider only one side of the career, the 

findings regarding both sides of the phases of the illness career of family's experiencing 

dementia are described in this chapter. In the next chapter, a description of their 

predominant styles of managing during these phases of the career are outlined. 

Goffman's (1961) career-phase approach was used as a point of departure for 

describing the findings pertaining to the significant contextual features of the situation of 

the families. While his model focused on individuals who share a common set and 
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sequence of experiences by virtue of "the common path they travel in getting to and through 

the mental hospital" (Rains, 1982, p. 30), the use of the career concept in this study 

focused on the family subsystem, but drew on Goffman's important notion of that aspect 

of the subjective career referred to as the 'moral' or personal side. 

Chapter Five is divided into three parts: Part 5A presents an elaboration of three 

central concepts briefly introduced in Chapter One: Illness, Career, and Phases of the 

illness career; Part 5B outlines the findings regarding the Pre-illness phase; and Part 5C 

describes the findings regarding the illness phases of the career of the thirty-nine family 

subsystems experiencing dementia. The notions of 'context' or situation and 'temporality' 

are viewed as central to understanding the range and changing nature of the definitional and 

evaluative responses displayed by the families as they experienced one or more of the six 

phases of the illness career that were identified. These aspects also provided the contextual 

background necessary for enhancing the understanding of the findings presented in Chapter 

Six regarding the Open-Closed continuum of styles of managing (or relationship styles) 

displayed by these families during the illness career. 
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P A R T 5A 

CONCEPTIONS OF ILLNESS, CAREER, AND THE PHASES OF THE 

ILLNESS CAREER OF FAMILIES EXPERIENCING DEMENTIA 

In order to understand how the illness career is conceptualized in this study of 

families experiencing dementia, the concepts of illness and career are defined first, 

followed by a brief definition of 'destabilization' and 'restabilization,' which were the 

terms the researcher used to describe the nature and quality of the family's overall situation 

during various phases of the illness career. The final section of Part 5A outlines the 

conceptualization of the phases of the illness career that were identified. 

5A.1 The Concept of Illness 

As mentioned in Chapter Two, dementias like Alzheimer's disease and related types 

of disorders may be viewed as a disease, as with DSM3-R's 'Organic Mental Disorder' 

category, or as an illness. Whereas the former categorization usually refers to dementia in 

terms of aberrations at the cellular, tissue, or organic level, and as having a series of stages 

which culminate in a global alteration of bio-psychosocial functioning of the patient, 

dementia as an illness is viewed here as referring to: 

the human experience of loss or dysfunction. In fact, illness is 
the disease understood in terms of its meaning for the self. This 
understanding is bodily as well as a mental grasp. Also each 

. . . illness has its own temporal nature (Benner & 
Wrubel, 1989, p. 131). 

As may be obvious from the above quotation, two central aspects of illness are 

'context' and 'temporality.' The contextual features discussed in this chapter refer to what 

the families considered to be significant aspects of their 'situation,' which is viewed here as 

referring to: 
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The relevant [i.e., significant]* concerns [both instrumental and 
interpersonal], constraints, and resources at a given span of time 
or place as experienced by particular person [s]. 

•Significance [refers to] meaning as it is lived, 
and the world as it is experienced in a 
qualitatively differentiated way. Significance 
allows some things to show up as relatively 
important or relatively unimportant [that is, the 
latter can be ignored]. (Modified from Benner & 
Wrubel, 1989, p. 412.) 

The other central aspect of the concept of illness, temporality, has been described in 

several previous studies of chronic illness (e.g., Clausen & Yarrow, 1955; Davis, 1963, 

1972; Roth, 1963; Sacks, 1984). As Benner and Wrubel (1989) point out, this concept 

does not refer to the mere passage of time, nor to a series of events arranged historically; 

instead, they maintain that: 

. . . Temporality means being anchored in a present made 
meaningful by past experiences and one's anticipated future. 
The present moment is connected to all the past moments of a 
person's life because the present moment is infused with 
personal understandings of past lived experiences. And this 
meaningful connectedness of past and present enables the 
emergence of the possibilities of the future (p. 117). 

Benner and Wrubel elaborate on the above notion, noting that "the person both 

constitutes and is constituted by meaning; that is: 

Past experience infuses understanding and limits the range of 
what is possible in the present without determining which of the 
available possibilities w i l l be chosen. Furthermore, present 
experiences can open new possibilities for the person in the 
future (p. 118). 

5A.2 The Illness Career Concept 

As indicated in Chapter One, according to Goffman (1961), the concept of career, 

broadly defined, refers to: 

any social strand of any person's course through life . . . 
the perspective of natural history is taken (whereby) unique 
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outcomes are neglected in favour of such changes over time as 
are basic and common to members of a social category, although 
occurring independently of each other (p. 127). 

Although Goffman's perspective of career is based on individuals—patients 

hospitalized in psychiatric facilities—one important aspect of his model for this study 

pertains to his notion of the personal or "moral" aspects; that is, "the regular sequence of 

changes the career entails in the person's self, and in his framework of imagery forjudging 

himself and other" (p. 127). Viewed this way, the moral career of the patient includes a set 

of experiences of self that are importantly linked to the arrangements and practices of the 

hospital situation, as opposed to some innate property of the person. As indicated in the 

findings outlined in this chapter, and in some of the findings presented in Chapter Six, the 

images of, or identity accorded elder differed among the families depending on who was 

making the assignment (e.g., the index person, the significant others, other family 

members, or members of the formal care system), what behavioral criteria were used, or 

when (which phase) the assignment was made. With few exceptions (e.g., Bell, 1990; 

Phillips & Rempusheski, 1986), these data are seldom described in the literature on the 

family's experience of dementia, thereby maintaining the dearth of knowledge regarding the 

interdependence of the family context and its external context and the types of responses of 

the index person during the illness career. 

The other side of Goffman's formulation of career pertains to the 'public' domain. 

He summarizes the two-sided nature of the career concept as follows: 

whereas the personal side is concerned with internal matters 
such as image of self . . . the public side concerns official 
position, jural relations, and style of life and is part of a publicly 
accessible institutional complex (p. 127). 

Goffman notes the usefulness of the career concept for research purposes: 

. . . the concept of career allows one to move back and 
forth between the personal and the public, between the self and 
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its significant society, without having to rely overly for data 
upon what the person says he thinks he imagines himself (or 
others) to be (pp. 127-128). 

In ways similar to Goffman's (1961) conceptualization of career, other researchers 

use terms like objective career to refer to the significant issues and events, and subjective 

career to refer to how people go about "making sense" of those happenings; that is, 

constructing reality on the basis of them (e.g., Marshall, 1980; Stebbins, 1970). Similarly, 

the term 'status passage' has also been used to connote "not only a temporally staged shift 

from one social side to another but also a fundamental change in an individual's identity or 

conception of self (Barley, 1989, p. 50; Glaser & Strauss, 1971; Lubkin, 1990). 

However, the career concept, as formulated by Goffman (1961) and as used in some 

previous studies (e.g., Hacker & Gaitz, 1969; Johnson & Johnson, 1983), was chosen for 

this study, rather than those related terms, because it more explicitly emphasizes not only 

style of life considerations and the previously mentioned aspects of the public side of the 

illness career, as perceived by the elder-significant dyads, but also because of the emphasis 

it puts on the personal or moral career; that is, the image or identity of the person, which in 

this study focused primarily on how the family subsystem and various "third parties" 

perceived the index person (the identified patient). This inclusion of aspects of the personal 

career thus facilitated a more holistic understanding of the nature of the family's situation, 

particularly the changing definitions of self accorded the elder during the illness career. 

These changes have often been depicted in the media as involving a major "loss of self 

and/or view of the index patient as "someone I once knew" (Cohen & Eisdorfer, 1986) or 

as one who has undergone a death which left the body behind (Kitwood, 1990, p. 185). 
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5A.3 D e s t a b i l i z a t i o n and Restahilization Processes: Significant Changes 

in the Family's Situation During the Illness Career 

Destabilization and Restabilization were the two terms used in this study to describe 

the types of qualitative changes that were identified in the family's total gestalt, or overall 

situation during the illness career. In contrast to the family's Pre-illness 'steady state' or 

pattern of stability (Spiegel, 1960), destabilizing processes as used in this study referred to 

a diverse range of aspects of the situation depicted in the family's accounts which the 

researcher identified as involving disruptions of the family's usual ways of relating and 

patterns of interacting with others, both within, and outside of the household. Several 

salient types of destabilizing processes were identified, and discussion in this chapter will 

focus on them, particularly the new demands the family perceived as occurring in their 

situation, their definitions of what was wrong and what should be done, their definitions 

regarding the adequacy and availability of various resources/support systems, and their 

images of the elder in terms of social competence, as well as competencies in regard to the 

performance of instrumental and personal activities of daily living (I-ADL and P-ADL 

respectively) and the corresponding reconstructions of the elder's identity or personhood 

based on those, and related appraisals. 

By contrast, the events, relationships, and related processes that are described here as 

restabilizing in nature refer to those aspects of the family situation which were inferred by 

the researcher as having contributed to a revival of a greater sense of order or balance in the 

family's daily routine, patterns of interaction or relationships, and related aspects of daily 

life. As will be outlined in the discussion of the various phases of the illness career, these 

restabilizing processes were highly variable, and ranged from having a particular image of 

elder (e.g., as "someone I once knew") to various types of social support-particularly Aid 
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types of support, as exemplified by the Wax family (#C34), who viewed the commode 

chair provided by the Home Care Department "as a real God-send." 

5A.4 The Specific Phases of the Illness Career 

The notion of phases of the illness career directs attention to what comes to the fore, 

or what is considered most significant by the family in, and through, time or conversely, 

what is pushed to the background or sometimes even pushed out of awareness. As was 

discussed in Chapter Three, such data were obtained through the use of interviewing 

approaches involving various types of open-ended, focused questions (see Appendix 6.2). 

One illustrative example would be: "In thinking back about that (particular happening), 

what two words would best describe how (you/elder/others) felt about it? ... And 

then what happened?" 

Although the phases of the illness career are presented separately, this is not to say 

that they are viewed as a linear process involving fixed progression. Instead, the phases 

were conceptualized only as salient "markers" upon which diverse definitions of the 

situation were constructed by the families, definitions that were viewed as shaping, but not 

totally determining the family's responses during the illness career. Viewed this way the 

phases represent, as Reiss and Oliveri (1980) note, "conceptual vantage points" for the 

researcher to use to reconstruct the family's 'gestalt.' This gestalt included not only the 

family's perceptions regarding their losses, new demands, and related events of a 

destabilizing nature, but also those definitions having more personal implications, i.e., the 

images which were constructed by the families, and/or their informal and formal network, 

regarding the identity or personhood of the identified patient, and, in some cases, the 

significant other. Illustrative examples of such images that have been described in previous 

studies include a "deified," "normalized," or a totally reconstituted and "stigmatized" image 



126 

of the index person in the sense described by Goffman (1963) and Phillips and 

Rempusheski (1986). 

In Part 5B, which follows, the findings pertaining to the salient contextual features of 

the Pre-illness phase of these families are described. This is followed by Part 5C, where 

the findings regarding the six phases of the illness career are outlined. The name assigned 

to each of the following six phases reflects a salient aspect of the "objective side" of the 

illness career: Symptom Appearance Phase (SAP), Problem Definition Phase (PDP), 

Definition-As-Case Phase (DACP), Maintenance Phase (MP, which was subdivided into 

MP-I for the early post-diagnosis period and MP-2 for the later period), Post-Nursing 

Home Admission Phase (PNHAP), and the Ex-Patient Phase (i.e., death of the elder) 

(EPP). 
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P A R T 5B 

ANTECEDENTS OF THE ILLNESS CAREER: THE PRE-ILLNESS PHASE 

"He was always predictably unpredictable" (#C3: The Xaviers). 

"She was . . . a very, very quiet person, but extremely 
sincere, and . . . very anxious to help others" (#C27: The 
Users). 

The Pre-illness phase refers to that time period prior to any family definitions of 

"unusual" changes in the elder's cognitive and interpersonal functioning as the above 

illustrations indicate. This phase thus represents what has been sometimes referred to as 

the family's steady state, which implies some degree of stability, equilibrium, or 

homeostasis (Spiegel, 1960; see also summary by Christie-Seeley, 1984, and Goldenberg 

& Goldenberg, 1985). Regardless of the terms used, none of them imply that family 

relationships at this time were "totally secure," or "stable" in the sense of being free of 

discordance (Clements & Buchanan, 1982, p. 173); instead, the Pre-illness phase is 

viewed as a time during which the families believed they were more or less able to manage 

the interpersonal and instrumental demands, and other concerns (e.g., physical health 

problems like arthritis or ulcers, substance abuse, spouse abuse and related aspects) given 

their existing resources and patterns of using them. Their resources included those of a 

concrete nature (e.g., finances, housing, transportation, educational level, and health 

status), as well as the family's belief and/or value system regarding aging, health, illness, 

help-seeking, capacities for provision of "at home care" versus utilization of nursing home 

and/or related institutional placements, and similar types of resources which Antonovsky 

(1987) refers to as 'generalized resistance resources' (GRR). 
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The findings regarding the Pre-illness phase thus provide the background or social-

historical context of the families and direct attention to a number of salient areas, which 

have been largely unexplored in previous studies, including the following: 

(1) The nature of "the family scene" into which the person with a diagnosis of 
Alzheimer's disease or a related dementia condition "enters"; that is, the nature and 
quality of the established pattern of interaction or relationships of the subsystem 
members, and their pattern of relationships with those outside the subsystem; 

(2) Some of the "typical behaviors" and descriptions of the elders and the significant 
others, as revealed in the "description of ten words or less" data on the genogram (see 
Appendix 1). These findings are useful for affording insights into the extent to which 
some of the behaviors of the elders that were viewed as "typical" during the Pre-
illness phase were reinterpreted during the illness phase in such a way as to either 
validate or negate a medical and/or lay "diagnosis" of dementia; and 

(3) The family's perceptions, albeit retrospective, regarding their abilities to manage 
situations defined as stressful (as defined in Chapter One, section on Key Terms) 
during the Pre-illness phase (e.g., unanticipated and/or major life events). 

The Pre-illness phase was examined in terms of the following categories pertaining to 

'Background Factors': 

(1) Major Life Events/Situational Demands and Past Illness Experiences; 

(2) Family Communication/Interaction, or Relationship Patterns; 

(3) Prior Caregiving Experiences; 

(4) Family Beliefs and Help-Seeking Patterns. 

The findings regarding the first two aspects are discussed in this section while the 

findings for the latter two categories are incorporated into relevant sections of the 

presentation regarding a particular phase of the illness career, as well as relevant sections of 

the styles of managing chapter (see Chapter Six). 
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5B.1 M a j o r L i f e E vents/Situational Demands. I n c l u d i n g Past Illness 

Experiences 

Considerable variation was found among the thirty-nine family subsystems in terms 

of their Pre-illness experience with different types of major life events (Holmes & Rahe, 

1967), or what some researchers prefer to call 'life cycle situational demands' (Benner & 

Wrubel, 1989, pp. 117-118), including past illness experiences in the family. Some of 

these significant situational demands are indicated in Table 5B.1. (For ethical reasons the 

family numbers are not indicated.) 

In order to indicate one way these situations were defined and acted upon by the 

families, one illustrative quote is given from a Parent-Child subsystem triad (#C7; FN data, 

PIP, p.4). Their views reflect having had a hard, but happy and satisfying life, and a 

positive image of elder in the Pre-illness phase: 

We learned to survive on our own . . . my sister, Mom, 
and I ever since our dad died of a brain tumour in 1941. Mom's 
family—brothers and sisters more or less forgot about us. Then 
after we got our education and . . . jobs, and the fact that 
we were not married, they just put us down even more. But we 
managed. Mom had worked very hard doing various jobs. And 
she played the violin and used to do a lot of paintings before the 
bad arthritis set in her hands and now in her back (#C7: The 
Camps). 
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T A B L E 5B.1 

MAJOR LIFE EVENTS/SITUATIONAL DEMANDS OF THE FAMILY 
S U B S Y S T E M AND/OR T H E I R E X T E N D E D F A M I L Y 

D U R I N G T H E P R E - I L L N E S S P H A S E 

D E A T H O F S P O U S E / P A R E N T / S I B L I N G 

MARITAL/FAMILY DIFFICULTIES of the subsystem. In some cases, this was 
related to a spouse's pattern of heavy drinking. In other cases, it was related to the "strict 
discipline" elder accorded the children and/or spouse (i.e., physical and/or verbal abuse). 

MARITAL DIFFICULTIES of the subsystem's children. In some instances, this 
involved divorce, while in other instances it involved one of the marital pair wanting to 
disengage from, or "cut ties" with, the elder-significant other subsystem. 

FINANCIAL DIFFICULTIES related to the World Wars, the effect of drought on 
farm income, death of husband/father, or unemployment. 

CHILDREN LEAVING HOME for educational programs/marriage and/or residence in 

distant places. 

BEING AN ONLY CHILD in a family which later was divorced, followed many years 
later by death of the adult-child's only involved parent and the former's own divorce. 

BIRTH OF A RETARDED CHILD who died at an early age and whose diagnostic 
tests and institutional care were very costly. 

CARDIAC-RELATED ILLNESSES among the elder-significant other subsystem. In 

some cases, this occurred shortly after the couple's marriage. 

CHRONIC ILLNESSES among the elders, or among the siblings of the elders such as 
cancer, multiple sclerosis, arthritis, brain tumors, mental illnesses such as depression, 
which in one case began after birth of the first child. 

CHRONIC ILLNESSES of the subsystem's children/grandchildren (e.g., Crohn's 
disease or multiple sclerosis). 

BEING A VICTIM OF ATTEMPTED RAPE 

BEING A 'PARENT-CHILD' after the elder's divorce. 

RUNNING AWAY FROM HOME as a teenager related to unhappiness with a step
father's "occupational" goals for the teenager. 
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5B.2 Communication/Relationship/Interaction Patterns 

The family's communication, interaction, or relationship patterns were another aspect 

of the social-historical context that was explored in order to identify the continuities or 

discontinuities of those previous patterns during the family's illness career. 

Past family communication or relationship patterns were found to fall into two major 

categories: those characterized by a lot of affectionate statements and those which were very 

limited in that regard. Affection was defined in this study using the criteria provided by 

Horowitz (1982) and Horowitz and Schindelman (1983): how close the family considered 

themselves to be with each other, how enjoyable was the time they spent together, and who 

would confide in whom regarding a personal problem. One illustrative quote is given 

below to indicate the nature of the affectionate relationships mentioned by many of the 

families (N=23) in this study. Particularly noteworthy were the themes of a very strong 

'partnership,' 'alliance,' or sense of commitment and loyalty in these families for many 

years (e.g., some fifty plus years in many instances). 

#C13: TheElmFamily: 

ELDER (E) "My wife and I have a very good partnership." 

E's WIFE (W) "He's trying to tell you, Carole-Lynne (CLL), that I'm a very good 
wife. 

C L L (to the elder) "Your wife said that you are telling us she is a very 
good wife . . ." 

E :Why she i s " (!!! Voice rises and he smiles and looks at her) 

W "And our children have always been second to none. They have 
always been most supportive—emotionally, the finest young people 
you could ever find. They are friends really." 

E "Well, (pause) we have a pretty darn close relationship with the 
family." (Content Process Analysis folder, Pre-illness Phase 
relationships, Virtuous Circular Patterns, p. 9). 
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The quote of the Elm family (#C13), like the other families who expressed 

affectionate statements regarding their life in the Pre-illness phase, represents a pattern of 

family relationships that are variously referred to as 'cohesive' (McCubbin, Cauble, & 

Patterson, 1982; Moos & Moos, 1981; Olson & Killorin, 1985), or highly 'meaningful' in 

the sense described by Antonovsky's (1987) 'sense of coherence' (SOC) concept, or high 

on 'coordination' or 'solidarity' as described in the diverse works of Oliveri and Reiss (see 

reference list for several illustrative studies by these two authors). Secondly, the elder's 

past identity was also described in a positive way, as exemplified in the following 

illustrative descriptors which the families used in their portrayal of the elders: "always 

pleasant," "a real spark plug," "sang and played the piano for church and school concerts," 

and related statements of positive regard. Thirdly, the particular circular communication 

patterns of these families, based on the terminology of Wright and Leahey (1984) and 

Tomm (1980), revealed a predominant "virtuous" (as opposed to a "vicious") type; that is, 

a mutually satisfying circular communication pattern involving open and direct 

communication, as indicated in the illustrative CPD examples provided in Appendix 7. 

The converse of these types of relationships were found among the accounts of some 

of the other families N= 16), where statements pertaining to affection were very limited or 

absent. The predominant theme of their accounts indicated that Pre-illness relationship 

patterns were somewhat conflictual in the sense that verbal communication was not clear 

nor direct (as defined by Wright & Leahey, 1984), individual autonomy was limited, and 

occurrences of competitiveness, including sibling rivalry, were frequent. Although many 

of these families were readily able to provide data to illustrate what Wright and Leahey refer 

to as "vicious" circular communication patterns, they "had to really think to come up with 

something for that ("virtuous" pattern) one" (see example in Appendix 7). In other words, 

these families gave accounts of their relationship patterns in the Pre-illness phase in ways 
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which some family researchers would describe as 'disengaged' and/or 'undifferentiated' 

(Bowen, 1978; Wright & Leahey, 1984). The following quote is an example (albeit an 

extreme one) of the pattern of communication and relationships during the Pre-illness phase 

for several families in which displays of affection were limited. 

(a significant other, whose pseudonym is purposely omitted, describing the elder): 

He's always been a belligerent man and he's always dominated. 
He was cruel to both my brother and I while growing up and 
with my mother . . . very violent temper (which may be 
related to a war injury). He used to beat my brother and I and 
Mom too. . . . You never knew when it was going to 
be. . . . A lot of unpredictability also in my life. I've got 
depression which is chemical, but I'm sure it probably stemmed 
from the years that I'd lie awake . . . (not knowing if) 
we'd be beaten again. And he would go for about 
. . . weeks without speaking (to any of us). But you got 
used to it after a while, what could you do? However, he'd go 
to church twice on Sunday, played the organ for about seven 
churches, and uh, choir practice too. We would always be 
afraid of him. But Mother was our strength. 

5B.3 Summary of the Pre-illness Phase 

This presentation of the two salient aspects of the family's situation-major life events 

and communication/relationship/interaction patterns—during the Pre-illness phase was 

described in order to provide the background or social-historical contextual data necessary 

for a more holistic understanding of the subsequent illness phases experienced by the 

thirty-nine family subsystems. The types of major life events many of them had 

experienced were found to be diverse, as were the perceived demands they imposed on the 

family, and the effectiveness with which they believed they were able to deal with such 

changes, given their existing resources, and tendencies to utilize them. Similarly, the 

qualitative aspects of relationships and communication patterns, both inside and outside the 

family subsystem, were found to differ; that is, some families (N=23) viewed them as 

positive in an affective sense, while others (N=16) viewed them as negative. The 
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significance of these two related aspects of the operation of the families in the Pre-illness 

phase raises one central question that has been implied by family stress researchers, such as 

Boss (1988) and Rolland (1987): 

To what extent do the family's previous ways of defining and 
managing unanticipated or untoward events, as well as their 
patterns of relating with kin and non-kin, carry over to the 
illness phase? 

The findings presented in this chapter provide background or contextual data for insights 

regarding that question, which is addressed in the Chapter Six findings regarding the styles 

of managing of the families during the illness phase. 

By way of closing this section, one might reiterate that it was assumed that in order to 

gain a fuller understanding of the phases of the illness career of families experiencing 

dementia, researchers must first give some consideration to the various types of Pre-illness 

characteristics of the family, two of which have been described in this section. These 

background factors of the family are also useful for the researcher for subsequent analysis 

of the interplay between, or interdependence of, the family's definitions of the situation and 

patterns of relating on the one hand, and the index patient's physical and psychosocial 

ways of functioning on the other. In other words, how their definitional and relationship 

patterns are co-created in ways that are discussed in the presentation of the findings for the 

six phases of the illness career that are described next, beginning with the Symptom 

Appearance Phase (SAP). 
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P A R T 5C 

PHASES OF THE ILLNESS CAREER 

5C.1 SYMPTOM APPEARANCE PHASE (SAP): "Something unusual is 

happening" 

The Symptom Appearance phase (SAP) is viewed here as marking the beginning of 

the illness career of the thirty-nine family subsystems experiencing dementia. It refers to 

that time period when the elder was first recognized by others as "not his or her usual self 

based on their interpretations of a variety of behavioral displays of the elders, the most 

salient ones being those that are outlined in Table 5C.1. These behavioral displays thus 

constitute one central feature of the "objective" side of the SAP and direct attention to what 

various others-family subsystem, other kin, or friends, and subsequently, the formal care 

system—"selected out," most often retrospectively, to be indicators of significant changes 

in, or signs and symptoms of alterations in the elder's cognitive and interpersonal 

functioning. 

The discussion of the subjective face of this phase of the family's illness career is 

presented next. As indicated in the illustration by Barley (1989) at the introduction to 

Chapter 5, this side of the career concept involves the 'definitions of the situation' 

(McHugh, 1968) or 'accounts' (Scott &Lyman, 1968) regarding how individuals go about 

making sense of the happenings in their situation in a way that enables them "to align 

themselves with the events of their biographies" and which evidence themselves in the tales 

people tell "to lend coherence to the strands of their life" (Barley, 1989, p. 49). 
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T A B L E 5C.1 

SYMPTOM APPEARANCE PHASE: SIGNIFICANT CONCERNS 

OF THE FAMILIES REGARDING BEHAVIORAL AND RELATED 

CHANGES OF THE ELDERS BY TYPE OF ONSET OF ILLNESS 

C H A N G E D I M E N S I O N S T Y P E O F O N S E T O F I L L N E S S * 
Gradual: Abrupt: 

1. I N S T R U M E N T A L : 

1.1 Driving (e.g., on wrong side of road, 
or going very slowly, or conversely, 
very quickly) X 

1.2 Difficulties with financial transactions 
(e.g., making change for customers; 
decline in sales; banking) X 

1.3 Taking more time than usual to per
form Instrumental Activities of Daily 
Living (e.g., meal preparation) X 

1.4 Inability to perform hobbies 
(e.g., painting) X 

1.5 Personal habits (e.g., not as tidy as 
usual; poor table manners; or careless 
smoking habits) X X 

2. PHYSIOLOGICAL/SENSORY-PERCEPTUAL 

C H A N G E S : 

2.1 Forgetting (e.g., the names of long 
time friends or where one put 
things; questions which had been 
answered/repetitive questioning) X 

2.2 Being tired/spending a lot of time in bed X 

2.3 Prostate problems (e.g., #C15; C19; 
C28; C35) or cataract problems, head
aches (#C4; C32) X X 

2.4 Incontinence of urine X X 
2.5 Heightened sensitivity to noise/groups 

of people X X 
2.6 Getting lost (either while driving or 

out walking) X 
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T A B L E 5C.1 (Continued) 

C H A N G E D I M E N S I O N S T Y P E O F O N S E T O F I L L N E S S * 
Gr a d u a l : Abrupt: 

E X P R E S S I V E : 

3.3 
3.4 

3.5 
3.6 

3.1 
3.2 

Irritable at work and/or at home 
Fear of being alone (especially #C36-
a mother of "many" children) 
Crying a lot/query depression 
Putting spouse "down" in presence 
of others/suspiciousness regarding 

spouse's activities with others 
Increasing social withdrawal 
"Chatting" with strangers in restaurants 

X 
X 
X 

X 
X 

X X 

X 

•Based on Rolland's (1987) Psychosocial Typology of Chronic Illness 

Several points deserve mention regarding the findings pertaining to the subjective 

career of the families during the Symptom Appearance Phase (SAP). First, for those elders 

whose illness was gradual in onset, the families usually described the changes as involving 

"a series of petty things" like "forgetting to turn the kitchen taps off," or "not being as tidy 

as usual." These behaviors were noticed for some time, but no action was taken because, 

among the marital subsystems in particular, such changes were often assumed to be due to 

the elder likely "being tired" or just changing in his or her life habits. Even in the category 

'driving' (see Table 5C.1), one participant made mention of how both she and the children 

"noticed" how the elder often made a wrong turn at a stop sign in their neighborhood, but 

"it wasn't until about five months later when he started to drive on the wrong side of the 

road that we started to pay attention" (#C4: The Halls). Medical causes of the elder's 

behavioral displays were more often found in the definitions offered by members of Parent-

Child or Parent-Extended Family subsystems (PCSs & P/EFSs). This finding may be 
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related to the fact that these elders were, on the average, somewhat older than the ones in 

the marital subsystems (85 years versus 75 respectively). 

Other definitions of the situation made by the families represented one or more of the 

same types of accommodative patterns that were similar to those described in some of the 

now classic studies of the careers of mental patients, such as the studies by Clausen and 

Yarrow (1955), or Sampson, Messinger and Towne (1962), or others summarized by 

Rubington and Weinberg (1973, p. 52). These researchers describe four broad categories 

that would fit many of the types of definitions constructed by the families in this study 

during the SAP, namely optimizing, neutralizing, normalizing, and pessimizing. One 

illustrative example of optimizing, or thinking that the particular behavior that the elder was 

displaying was just a transitory episode that would pass, is a family who saw this as a 

possibility "after he got over his drinking binge" (#C3: The Xaviers). A second example is 

neutralizing or accommodating to the behavior in such a way that neutralizes it, as depicted 

in the statement of one spouse who noted that "I even forget things sometimes, and I 

haven't gone through any of the extensive surgery and radiation that she has" (#C29: The 

Faxes). 

A second finding regarding the subjective career of many families during the SAP 

was that these perceived changes regarding the elder's behavior were usually made in 

retrospect; that is, their comments were prefaced with words like "now that I think 

back . . ." Often their accounts included a behavior that the elder had displayed in the 

Pre-illness phase but which now was perceived in a new light. For example, among one of 

the PCSs, "Mom's increasingly talking to strangers when we go out to the restaurant" was 

now perceived as inappropriate and a source of embarrassment (e.g., #C24: The Snows). 

However, the researcher later discovered that during the Pre-illness phase this elder had 
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"always been friendly and outgoing and cooked for many of the farmers during hay 

season" (FNs, #C24, PIP, p. 4). 

Usually the turning point, or triggering event, or when the family "knew it wasn't 

fiction anymore," involved one of the expressive change dimensions outlined in Table 

5C.1. These displays of the elders often evoked a number of feelings on the part of the 

significant others, particularly among the marital subsystems, including feelings of 

uncertainty, fear, embarrassment, extreme "hurt," and/or anger. One spouse's summary of 

her experience during the Symptom Appearance phase is illustrative of several of the 

families: 

I was in a complete black forest. . . in terms of not knowing 
what all was going on or where to turn . . . and many times 
I contemplated suicide . . . or else fighting back, since if he 
hurts me, I'll hurt him too" (#C35: The Goves). 

For those elders whose illness was abrupt in onset (i.e., a sudden stroke), one of the 

most marked contrasts from the gradual onset group was the presence of physical 

incapacitation, particularly difficulties with ambulation. Definitions of the situation offered 

by these significant others included fears that the elders might harm themselves as a result 

of a fall (especially the Downs, #C30). Mention was often made of the social withdrawal 

of these elders, who were reported to be increasingly spending long periods of time in bed, 

or dozing in a chair (#C18: The Bonds). Such happenings evoked concern for the family 

including whether the elders were "getting enough exercise," or "not wanting to do 

anything around the house" (#C15: The Zards). These happenings were sometimes 

interpreted as evidence of a "lack of motivation" on the elder's part (#C18: The Bonds) and 

subsequent concerns arose about whether one was "pushing (the elder) too hard" (#C15: 

The Zards) to do little things around the house, or conversely, finding "it easier and faster 

to do most things for him, even though I know I shouldn't" (#C30: The Downs). (FN 
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data, SAP: Elders with Abrupt/Stroke types of memory changes: #C9; C15; C18; C29; 

C30; pp. 21-24). 

5C.2 PROBLEM DEFINITION PHASE (PDP1: "Knowing it isn't fiction 

anymore" 

Whereas the SAP represented a time during which the families (with elders whose 

illness was gradual in onset) were coming to recognize that something unusual was 

happening in the sense that the elders were perceived as not behaving as they "should" 

and/or "once did" (Goffman, 1969), the Problem Definition phase (PDP) represents, as 

indicated in the above subheading consisting of a quote from one of the families (#C13: 

The Elms), a shift toward an interpretation that "something is wrong," i.e., a distinct 

problem or "trouble" exists (Mills, 1959, p. 8). 

Following Emerson and Messinger (1981), 'problem definition' was not viewed here 

as a linear, direct process as is posited by a "define-then-simply respond approach" (p. 

171); instead, it was seen as "the emergent product, as well as the precipitant of remedial 

actions" in the sense that the families not only defined the problem of "what was wrong," 

but also simultaneously defined "what was to be done" about the problem (p. 171). Thus, 

from this perspective, the PDP might be best conceptualized as a time during which the 

vague and amphorous set of interpretations regarding changes in elder's behavior made 

during the SAP were now becoming more "organized" in the sense described by Balint 

(1957); that is, the elder's alleged symptoms were progressively elaborated, analyzed, and 

specified as to type and cause by an increasingly wider circle of the family's informal 

network. Taken collectively, these aspects of the problem definition process represent 

what have sometimes been referred to as 'coalescence' and 'consolidation' (Emerson & 

Warren, 1983). 
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Three related themes were identified regarding the findings pertaining to the family's 

definitions of "what is/was wrong" and "what should be done" First, the definitions of the 

situation made by the family and their informal social network (extended family and 

friends) were subject to ongoing shifts, reconstructions orreinterpretations regarding either 

the extended duration of the problem and/or the perceived intensification of it, or both. A 

second important theme, albeit not made explicit in the accounts of all the families, was that 

some of these changes in their perceptions of what should be done involved not only 

factors pertaining to the elder's behavior, but also involved happenings in the lives of the 

significant others (e.g., a newly retired couple whose vacation and related plans for outings 

were viewed as not always possible given the elder's presence in their home: #C32: The 

Foxes). Thirdly, the definitions of what was wrong varied considerably, both within the 

family subsystem and between the latter and their extended family, thereby necessitating 

considerable time and negotiation, and sometimes conflict, regarding what should be done. 

Some illustrative examples of the types of interpretations that were made are outlined next. 

5C.2.1 Definitions of "What is wrong" 

The definitions of what was wrong with the elders was found to pertain to the 

following areas: changes in memory, interpersonal functioning, and task performance 

abilities. The perceived causes of these changes were viewed by the families largely in 

individualistic terms; that is, as something that "happened to" the elder. Furthermore, the 

responses of the families to the question "what were some of the other things that were 

going on at this time—when you were deciding that indeed something NOW (emphasis 

added) had to be done?"-revealed that the event that appeared as a sort of "landmark" for 

the majority of the families was that the elder had "come down with" a "tangible" illness 

(#C13: The Elms). Although not stated explicitly by them, it was as if this happening 
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served as a "triggering event" in terms of increasing their concern and perceiving the 

behaviors of the elders in a new light. 

The discussion which follows will focus on the following four circumstances of the 

family during the time that the shift into the Problem Definition phase occurred: the 

elder's. . . 

(1) "coming down with" a "tangible" medical condition - or experiencing increased 
side-effects from the treatment for a condition. Thus, the cause of the problem 
was not perceived as "senility" nor mental illness. 

(2) stage in the life cycle - as exemplified in statements like "it's normal given 
his/her age." 

(3) lifestyle patterns - such as the elder's noncompliance with a required diabetic 
diet and/or a longstanding pattern of substance abuse. 

(4) unresolved grief reaction - associated with recent losses (e.g., deaths in the 
family, retirement, relocation, children leaving home). 

Examples of medical conditions, or treatment for them, that the families reported as 

occurring either just prior to, or during the time of the elder's early behavioral changes 

included: a bad bout of the flu or a cold, seizures, shingles, prostate or gall bladder 

conditions requiring surgery, cancer, and emphysema. Others mentioned various pills 

(cortisone, 222s, antacids, "water or heart pills") the elder had been taking and wondered if 

these might be responsible for the elder displaying, for example, a heightened sensitivity to 

noise (becoming "very startled"), "suspicious ideas" (delusions), and/or "seeing all sorts of 

strange things" (visual hallucinations). When tangible medical conditions were not 

immediately present, some families searched the past and wondered if the elder's previous 

war injury, bad fall, or car accident could be somehow related to how the elder was 

behaving now. Finally, when such factors were absent, several families again reverted 

back to the past and remembered how the elder's parent had "gone that way" before 

"needing to be sent to the home for the incurables" or what today would be referred to as a 
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mental health centre (e.g., #C6, DI: The Balls and C6, D2: The Loads; C l 3 : The Elms; 

C27: The Users). 

On the other hand, less "tangible" medical causes were evident in the definitions of 

the problem made by some of the other families to explain the gradual changes of memory 

and behavior of the elders. For example, the category 'Stage in the Life Cycle' or "it's 

normal for one's age," included a wife who was in her mid-fifties and was thought to be 

going through menopause (#C16: The Aobes), as well as elders who were in the eighties or 

nineties, who were viewed as suffering from conditions like "hardening of the arteries" or 

"senility" (e.g., #C17: The Parks; C32: The Foxes). However, the latter two families also 

described the elder as suffering from an illness condition: Mrs. Parks had fallen and broken 

her hip, and Mr. Fox apparently displayed "further decline" in his hearing and vision (due 

to cataracts, which the son decided should not be removed because of his age, 95). 

Psychosocial factors constituted the remaining category pertaining to the definitions 

of the problem offered by the families to explain what was wrong with the elders. This 

category included 'Life Style' factors of the elders which were negatively evaluated by 

some family members, such as a Pre-illness view of the elder as someone who was 

"always self-indulgent," did not follow required diets, and who now was viewed by the 

significant other as one who "had simply given up" trying to deal with a recently diagnosed 

diabetic complication (#C25: The Noses). The category referred to as 'Unresolved Grief 

Reaction' was also an explanatory factor for several families. In these families, the elders 

who were noted to be crying a lot and/or feared being alone were usually referred to the 

family physician who prescribed antidepressants for them, a treatment which turned out to 

be ineffective in terms of improving their affective status; indeed, several families defined 

the antidepressant treatment as having "just made matters worse" (#C36: The Gains; also 

C6, Dl: The Balls; C27: The Users & C37: The Holts). 
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Other families did not experience a Problem Definition phase in the sense just 

described, which involved those with elders whose changes in behavior and cognitive 

functioning were gradual in onset. These were the five families of elders whose illness 

condition was abrupt in onset as a result of a sudden stroke (the index persons consisting 

of four husbands and one wife). However, these families were still faced with that aspect 

of problem definition pertaining to "what should be done" because elders with this type of 

condition often experience paralysis and/or muscle weakness, and related changes which 

make self-care difficult. Furthermore, happenings of this type often are experienced as 

very destabilizing in nature because the suddenness of onset often precludes any planning 

phase. All of the families in this group reported an absence of prior planning regarding the 

question "what will we do if . . . (this or that happens)" until they were suddenly 

faced with this type of dilemma (FN data, Families With Elders Having Sudden Onset 

Types of Memory Changes: #C9: The Maps; C15: The Zards; C18: The Bonds; C29: The 

Faxes; C30: The Downs). This is in obvious contrast to families having a member with a 

debilitating illness condition that is gradual in onset, such as Alzheimer's disease, where 

often that type of question has been posed over a period of several months or years. This 

salient aspect of the Problem Definition phase-"what should be done?"—is presented next. 

5C.2.2 Definitions of "What should be done": Temporal and Content 

Aspects 

One set of salient findings regarding the definitions of "what should be done" was the 

circumstances at the rime of their occurrence. That is, these definitions often evolved not 

so much in conjunction with perceived escalations in the elder's illness condition, as they 

did with changes pertaining to the circumstances of the significant others during the PDP. 

Once again, one of the most frequently mentioned turning points were health problems 

among the significant others, which were reported to have become more accentuated at this 
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time. For example, Mr. User (#C27), who was newly diagnosed as having cancer and 

whose walking "was not that steady," thought something should be done "as my constant 

fear is who will be there to care for her if anything happens to me." Although the Users 

had a married child in the area, the option of the elder living with that family was viewed as 

"not suitable." On the other hand, some of the significant others who had health problems 

were not so much concerned about who would care for the elder, as they were about 

themselves. For example, Mrs. Yew's (#C12) high blood pressure problem and Mrs. 

Zard's (#C15) shortness of breath attacks were perceived by each of them as being 

aggravated by having to assume almost total responsibility for various instrumental 

activities of daily living. 

Some of the health problems of the significant others were of a psychological nature. 

For example, Ms. Koch (#C5) had gone through a period of hospitalization for treatment of 

her suicidal thoughts, which she dated back to the loss of her spouse some two years prior 

to moving in with the elder. The subsequent death of her father meant that she "had to" 

move in with the elder, and give up her home which she had spent several thousand dollars 

renovating in order to "erase the memories." A second example was Mr. Snow Jr. (#C24), 

whose mother's "disorientation" was becoming quite noticeable around the time that he was 

prescribed minor tranquilizers to help him deal with "the tensions of big city living" and 

"pressures associated with working" in an inner city setting. 

The other salient circumstantial aspect in the lives of some significant others around 

the time that they were deciding that something must be done regarding the elder involved 

situations where the elder's level of functioning was perceived as interfering with the plans 

of the family. Some of these situations involved interference with vacation plans, as with 

the previously mentioned newly retired couple (#C32: The Foxes). This was also the case 

for Mrs. Moss (#C19), who was unable to find a live-in homemaker, and yet could not 
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arrange temporary nursing home admission for the elder as a respite admission because she 

did not yet have legal guardianship, and her spouse objected to leaving home. Four 

families mentioned how the elder's behavior was such that it interfered with their continued 

employment and they subsequently withdrew from the work force (#C16: Mr. Aobe; Cl8: 

Mrs. Bond; C24: Mr. Snow, Jr.; and C34: Miss Wax). 

A second set of findings pertained to the content aspects of the "what should be done" 

question. What the families and their informal social network thought should be done 

regarding the elder's changed behavior clustered into five categories. The first category 

included "non-medical remedies" (Emerson & Messinger, 1981) such as going to a health 

resort in the United States (e.g., #C36: The Gains) or going on a vacation (#C23: The 

Kegs). When these types of remedies did not change the problem as defined, new 

remedies arose, each of which was associated with its own set of problems or issues. 

Some of the major remedies and/or issues that were identified for subsequent phases of the 

illness career included: 

(1) The type of professional help to be sought: 

(2) The type of residence needed for the family subsystem or for elder; 

(3) Resource allocation/Types of supports needed: 

(4) Legal rights to be sought, particularly Trusteeship and Guardianship, as well as 
those pertaining to having the elder's driving permit cancelled. 

The findings regarding the first issue, 'type of professional help to be sought,' is the 

subject of discussion in the 'Definition-As-Case' phase which is outlined next . The 

remaining three issues are discussed in the section on Maintenance Phase-I (MP-I) and 

Maintenance Phase-2 (MP-2). 



147 

5C.3 D E F I N I T I O N - A S - C A S E P H A S E ( D A C P l : " F r o m person to 

dementia patient" 

The Definition-as-Case Phase (DACP) refers to the time period during which the 

families sought and/or obtained an official (i.e., medical) diagnosis for the perceived 

discontinuities of functioning of the elders. One central contextual aspect of this phase of 

the illness career is that it represents a time during which negotiations on the part of the 

family and their informal social network expanded to involve members of the formal care 

system; that is, those third parties made up of professionals like physicians, specialists 

(especially neurologists), placement coordinators, and other "officially licensed trouble 

shooters" (Johnson & Johnson, 1983, p. 88). The DACP phase thus represents a major 

turning-point encounter for these families in the sense that their "personal troubles" now are 

becoming "public issues" (Denzin, 1989, p. 18). 

Like the SAP, the DACP phase was also characterized by a number of discrepant 

views regarding the question of what should be done among the interactants involved, 

including both within-family discrepancies and those between the family and various third-

party consultants. The significance of the latter for the subjective side of the career was that 

many of the elders were moving from the status of person to becoming a dementia patient, 

and increasingly his or her behaviors were being redefined on the basis of that newly 

created status. For some of them, this shift would be followed later in time by increasing 

restrictions being placed on what the elders were and/or were not permitted "to do, say, or 

see." These latter aspects are discussed in Chapter Six, which outlines this type of style of 

managing. 

Two other salient characteristics regarding the subjective side of the career for 

families during the early DACP were the mounting "uneasiness" and increased feelings of 
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uncertainty. Many families indicated that the process of seeking and/or obtaining a 

diagnosis of the elder's illness condition was a major destabilizing process for the 

following four reasons: 

(1) Being given a vague, "on the spot," and/or inaccurate diagnosis; 

(2) Being told that "nothing could be done"; 

(3) Negotiating further testing and/or getting a second opinion, negotiations which 
also involved addressing the objections of the elders and/or extended family 
members regarding the necessity for the elder to have the initial examination 
and/or specific tests; 

(4) Obtaining a clear, complete (versus vague), and understandable account of the 
results of the tests from the family physician. 

A description of how some of the families experienced these happenings is given 

next. 

(1) Being given a vague, "on the spot." and/or inaccurate diagnosis: 

The professional who was most often initially consulted by the family was the family 

physician. Some families reported that the type of diagnosis they were given by the 

physician was an "on the spot" diagnosis, referring to the fact that no neurological or 

neuropsychological testing was done. Furthermore, their accounts indicated that such 

diagnoses were often "vague," such as "it's his age," or a similar type of non-specific 

label. This information was evaluated by some of these families as "not meaning much of 

anything" (FNs, Sets 3-5, DACP, p. 2). 

The medical diagnosis assigned to some of the elders revealed several contrasts. For 

example, for Mrs. Gain (#C36), depression was implied, but not made explicit to the 

family, by the physician. Apparently, he simply informed them that "this (referring to the 

elder's fear of being left alone) sometimes happens with women who have had many 

children." However, this family indicated that the doctor did not elaborate on his statement 
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by, for example, making a connection between children leaving home and the onset of 

mood changes. Similar issues of how physicians go about dealing with older families 

experiencing depression have been emphasized by Rapp and Davis (1989). In another case 

involving a younger elder (#C16: The Aobes), the family thought she might be 

experiencing menopausal changes. However, the on-the-spot diagnosis she was given by 

one physician was "urinary tract infection." Subsequently, they went to see "a more 

reliable doctor" recommended by one of their friends, followed by the elder undergoing 

extensive neurological testing, the outcome of which was a diagnosis of Alzheimer's 

disease (AD). 

Another family mentioned how the elder had been given three diagnoses over a ten-

year period: first, multiple sclerosis; next, possibly AD; and finally, after seeing a 

neurologist, a malignant brain tumor. When the elder underwent surgery for removal of 

the tumor, a brain biopsy was also done and revealed no evidence of the first two 

diagnostic types (# and pseudonym purposely omitted). 

(2) Being told that "nothing can be done" 

Some families reported that the person(s) doing the evaluations of the elder's 

functional status implied that "nothing could be done," as exemplified in a statement by one 

professional that "it's a no-win situation from here on in." Very often families were 

advised to place the elder in a nursing home. In one case, the hospital simply transferred 

the elder to an institution, and, after this was done, telephoned the elder's spouse to inform 

her that "we needed the bed," and that "there is also a long waiting list there so we were 

fortunate in getting that bed for him" (#C9: The Maps). This theme of the "long waiting 

list—about two years" was a frequent comment made by professionals to many of the 
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families and was cause for considerable concern to them. This "long waiting l i s t " 

phenomenon is addressed in the discussion of the Post-Nursing Home Admission phase. 

One illustrative exception to the preceeding discussion was a family (#C31: The 

Eocats) who reported that the physician's recommendation to have the elder sent to an 

institution was interpreted by her as meaning that "something could be done." That is, Ms. 

Eocat thought that this move would help her mother learn to perform various ADL tasks 

and eventually function more independently upon returning home. However, after the 

elder had been for some time in what Ms. Eocat thought was "a rehabilitation institution," 

yet "seemed to be getting worse," she was informed by staff that "people usually stay here 

once they come in." The significant other subsequently brought her mother back home 

with her even though it was "against medical advice." This "against medical advice" way 

of discharging the elder occurred with several other families whose kin had been judged by 

professionals to be in need of the high level of physical care provided by a chronic care 

unit/hospital (e.g., #C9: The Maps; C19: The Mosses; C25: The Noses; C34: The Waxes). 

(3) a. Negotiating with physicians to get tests done, or for further 

testingi and/or to get a second opinion; a n d 

b. Negotiating with elder/extended family members to have elder 
undergo the exam/test session(s) 

The third set of findings regarding some of the salient destabilizing aspects of the 

DACP pertained to the negotiations the families reported in order for elder to undergo 

further tests, or to have particular types of tests done. These negotiations, often involving 

physicians, elders, and extended family members, evoked a number of discrepant 

perceptions. The initiator of this request for getting tests done was most often a member of 

the family subsystem, who followed upon the suggestion given to him or her by a member 

of the extended family, and approached the physician with a request for "memory tests" or 

"special X-rays of the brain," or for the elder's admission to a newly developed geriatric 
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assessment center, or to be seen by a physician in a particular geriatric clinic. It was found 

that in most cases the family doctor complied with these requests. One exception, 

however, was the physician whose statement implied a rather different interpretation of one 

family's request for neuropsychological testing for the elder. That is, in response to what 

the family described to the researcher as wanting the elder to undergo a mental status 

assessment interview, the physician responded: "But you wouldn't want a needle inserted 

in his brain would you?" (#C12: The Yews). 

Other families, who wondered if the elder's memory and related changes were not so 

much a problem "of one's head as one's heart," were able to convince the physician to do 

more testing. However, the elder prevented this by either making statements like "you just 

worry too much" (#C8: The Deans) or by emotional displays that indicated to the family 

that they should not "subject her to the possible discomforts involved" (#C24: The Snows). 

(4) Obtaining a clear, complete, and understandable account of the results 

of the tests 

Several families made comments about not receiving adequate information (especially 

in terms of clarity and completeness) from the family physician regarding the results of the 

tests the elder underwent. In such instances, the family's account usually included a 

description of their perceptions of the family physician. One illustrative description of the 

feelings that this situation evoked on the pan of the significant others was provided by Mrs. 

Zard (#C15). In elaborating on her comment about "physicians not taking wives' 

comments seriously," she implied that there was "a tension" between where she thinks 

doctors should lay more weight: in the test results, which supposedly in her spouse's case 

pointed to his apparent "reasonably good health" or with her observations concerning his 

functional changes (such as "leaving his clothes piled in a heap, when he used to be so 
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immaculate"). Overall, she thinks that, although their physician "doesn't brush her o f f 

and she realizes he is very busy, he still should be able to show some concern and 

understanding of her views, and give her some answers about how he sees the problem 

and "what he is doing with it, regardless of the results of the tests." 

In order to give an indication of the degree of intersection between the medical 

profession and the families in terms of the elder's diagnosis, Table 5.3 presents the 

findings regarding the views of the fourteen families whose elder did not receive an official 

medical diagnosis. They are grouped according to the three sets described in Chapter Six 

(i.e., Set 1: Open style, social-system centered; Set 2: Open style, family-centered; and Set 

3: Closed style). With two exceptions (#C23: The Kegs; # C25: The Noses), the family 

"diagnosis" concerning the elder's functional changes was predominantly one of 

Alzheimer's disease or of being associated with age-related circulation and/or cardiac 

problems. It appears that most of these families reflect the growing trend of many 

physicians and professionals to partake in "the biomedicalization of dementia" (Lyman, 

1988) and concomitantly 'unitize' the various types of behaviors the elders displayed in 

ways identified by Gubrium (1986) and Bond (1992). 
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T A B L E 5C.2 

CAUSES OF THE ELDER'S BEHAVIORAL CHANGES: 

OUTCOME DATA FOR THE FAMILIES FOR WHOM ELDER 

WAS NOT GIVEN AN OFFICIAL DIAGNOSIS 

S T Y L E S E T 

# 
C A S E 

# 
T H E F A M I L Y ' S C L O S I N G P O S I T I O N 
O N C A U S E S O F E L D E R ' S 
B E H A V I O R A L C H A N G E S 

SET i : 

(N=3 out of 12) C8 
C13 
C23 

Possibly has Alzheimer's disease. 
Possibly has Alzheimer's disease. 
Is likely a side effect of the drugs she takes for 
Rheumatism. 

SET 2: 
(N=6 out of 11) C14 

C17 
C22 

C24 

C27 
C33 

Probably just old age. 
It's age .. . She is 95 or so. 
Circulation problems. But her mind is very 
sharp. 
Don't know for sure i f it's Alzheimer's or heart 
problems and circulation. 
Is likely due to senility. 
We now think it might be Alzheimer's disease. 

SET 3: 
(N=5 out of 16) C3 

C12 

C25 

Some of the kids think it is due to his past 
drinking, but I'm wondering if it isn't 
Alzheimer's disease. 
The doctor said it was just old age but we think 
it might be Alzheimer's disease. 
It is probably related to past neglect of her 
diabetic condition. 

C31 The stroke she previously had left her with 
difficulties to retain things. 

C38 Our daughter got us triggered on this 
Alzheimer's. 

T O T A L NOT GIVEN A N OFFICIAL DIAGNOSIS = 14 
(out of 39 family subsystems) 
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5C.4 M A I N T E N A N C E P H A S E M and -2Ì 

I find it hard sometimes caring for Mom day after day. It does 
get very frustrating . . . (But) as long as I have the strength 
I will take care of her. But when she goes to heaven, then I'll be 
as free as a bird (#C5: The Koch Family). 

Viewed from the objective side of the illness career, the Maintenance Phase (MP) 

refers to the time span following either the official (i.e., physician's) diagnosis of the 

elder's condition as dementia, or, in those instances where that was absent, the "family 

diagnosis" that the elder's condition was one involving permanent changes in memory and 

related intellectual functioning. The MP was viewed as ending when the elder was 

admitted to a nursing home or related institution or upon the elder's death. 

Because of the differences found in the subjective career, the MP was divided into 

two parts: MP-1, which referred to the immediate post-diagnosis phase, a period which 

was characterized by a number of destabilizing processes mentioned below, and MP-2, 

which referred to the latter part of the post-diagnosis phase, a time period which was found 

to be characterized by more indicators that things had begun to "settle down." In other 

words, the situation during MP-2, as described by several of the families, implied that a 

shift involving some restabilizing features was occurring. 

The Maintenance phase might best be viewed in accordance with Rolland's (1987) 

notion of the 'chronic phase' of the illness experience, a view which emphasizes that the 

meaning of this particular time sequence for the family cannot be grasped by simply 

knowing the biological manifestations of the patient's illness condition. Indeed, one of the 

most salient destabilizing features of the family situation identified in this study pertained to 

the presence of heightened uncertainty. Rolland describes the chronic phase this way: 

The chronic phase is more a psychosocial construct that has been 
referred to as 'the long haul or a phase of 'day-to-day' living 
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with chronic illness. . . . One of the central tasks (here) is 
to maintain the semblance of a normal life under the 'abnormal' 
presence of a chronic illness and heightened uncertainty (p. 
207). 

The illustration given at the introduction to this subsection from the Koch family 

(#C5) conveys the feelings of several of the families near the beginning of MP-1. 

5C.4.1 Maintenance Phase-I (MP-1): "Finding one's wav out of the black 

forest" 

Based on the family's definitions of the situation during MP-1, three major processes 

of a destabilizing nature were inferred, two of which appeared to be characterized by a 

considerable degree of uncertainty: home care versus institutional care for the elder, legal 

issues pertaining to Trusteeship and Guardianship, and those pertaining to the elder's new 

identity as a patient with dementia. These areas are outlined next. 

One major area of uncertainty for many of the families pertained to their perceptions 

regarding the personal ADL (P-ADL) needs of the elders in the future, and whether those 

could best be met by having the elders remain at home or enter an institution. A second 

destabilizing feature of the situation for some of the families pertained to legal issues, such 

as being informed that their previously acquired 'Power of Attorney' was now null and 

void, and hence the need to acquire 'Trusteeship' (TS) and 'Guardianship' (GS). These 

alleged requirements gave rise to family concerns about the costs and time to apply for TS 

and GS, as well as having to undergo regular "reviews" which one spouse summed up this 

way: "I've been his wife for forty years and was never reviewed regarding how good I was 

at being a wife; now that I have Trusteeship, I need to keep track of everything I spend, 

and undergo reviews every three years, or is it six now?" (#C19: Mrs. Moss). Another 

area of concern regarding Trusteeship and Guardianship was the question to which family 

member it should be granted, and once it was granted, the question about how to deal with 
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family conflicts about the actions of those accorded this status of what is commonly called a 

"surrogate decision-maker." This aspect was a major source of sibling conflict for at least 

one of the families in this study (#C1: The Jones family). 

In addition to the legal matters pertaining to Trusteeship and Guardianship, several 

wives made comments about the uncertainty they felt in regard to the elder continuing to 

drive the family car. One family's approach to addressing this concern was to have the 

elder undergo neurological tests, which the latter failed and thus his driver's license was 

revoked (#C4: The Halls). By contrast, another family simply had the starter of the car 

removed (#C35: The Goves). Unlike the definition of self accorded the elder implied by 

other members of the Hall family (#C4), Mr. Hall's (the index person) definition of this 

event was not so much his "failure," but rather "having these darn cataracts," and thus 

deciding "not to drive anymore" (Case Study, Family #C4: The Halls, p. 2). The approach 

used by the Hall family is not unlike some of the (debatable, in this researcher's view) 

strategies oudined in publications of various agencies for preventing people with dementia 

from operating a motor vehicle. 

The fourth predominant type of destabilizing feature of MP-I, which was identified in 

many accounts of the families was their feelings of grief regarding their conception of the 

elder, whose identity was now one of "a patient with dementia." As one spouse put it, 

after describing his wife's frequent yelling and occasional bouts of hitting others, "but 

that's not Mother" (FN data, MP-1: Becoming a dementia patient, #C34: The Waxes, p. 

15). This theme of viewing the elder as "someone I once knew," or as "socially dead," 

was common among many of the families once they interpreted the elder's illness condition 

as one of dementia. A similar view of dementia, as indicated in an earlier chapter, is 

outlined in a brochure by the Alzheimer's Society of Canada (No date) as one that "steals 

the mind and breaks the heart" and/or a disease which "you can't fight it alone." For 
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several families, there was a shift in their way of "looking at the world" based on this type 

of definition of the elder's personhood or identity. In several respects this world-view 

resembled Rolland's (1987) description of what life is like when a relative has a highly 

debilitating, yet non-fatal illness, such as AD and or a vascular dementia: "(this creates) a 

problem situation which is "without end" and that "a normal life cycle" might be realized 

only after the death of the ill member" (p. 207). This view is alluded to in the quote given 

in the introduction to this subsection, as well as by a wife who summed up the family's 

situation during MP-I as follows: 

I don't really see how you can make a life of your own when 
your partner is still alive regardless of what his situation is. Like 
there's no difference i f he's in a nursing home or at home. I 
think that if he had a heart attack and died right away that would 
be the best thing in the world (#C19: The Mosses). 

By the end of MP-1, it was found that another shift was becoming more emphasized 

in the accounts of the families. This shift might be referred to as the increasing 

"medicalization" of the elder's behavior. That is, several families were now "noticing" 

examples of the elder's unusual behavior corresponding with their interpretation of mass 

media or related presentations on AD or a related dementia that were outlined from a 

decontextualized model or medical perspective. This was most common among those 

families who either had members working in a medically-related field and/or those who 

were by this time "into" the literature from, or attended educational sessions offered by, the 

Alzheimer's Society. Thus, expressions like the following were identified among many 

family definitions of the elder's behavior: "she has these 'catastrophic reactions' when you 

try to get her to bath"; "she is 'disorientated' in the house and can't find me or the 

bathroom"; "her eyes can't 'put together' what she sees, so new glasses aren't the 

problem." Other examples included mention of one of more the following alterations in the 

elder's biopsychosocial functioning, changes that are purported to be more or less the result 



158 

of brain changes of patients with A D or a related dementia, as opposed to family-

environmental transactions: 

(alterations in:) recent memory; orientation; judgement; learning 
new tasks; mood, particularly lability of affect and catastrophic 
reactions; sensory-perceptual alterations such as a visual 
'Agnosia' (not recognizing once familiar faces and/or objects) or 
an 'Apraxia,' such as the inability to perform once familiar tasks 
in the absence of paralysis (e.g., inability to button one's 
clothing, which is often misinterpreted by others as resulting 
from 'being lazy or just being stubborn') and related alterations 
in capacities for self-care (e.g., performance of personal or 
instrumental activities of daily living: P-ADL or I-ADL 
respectively) (LeNavenec, 1988). 

5C.4.2 Maintenance Phase-2 (MP-2): "He is not" . . . "the man I used to 

he" 

Maintenance Phase-2 (MP-2) was found to represent what Harrison (1977, p. 64) 

has referred to as an 'Inventory' or 'Adjustment' phase, in the sense that it was a time 

during which the families indicated in their accounts that things began to "settle down." A 

fundamental aspect of this settling down process was found to involve "coming to terms" 

with the idea that, as the interchange between a spouse and elder in the subheading above 

indicates, "he is not". . . "the man I used to be" (#C12: The Yews). 

5C.4.2.1 The "Settling down" Process and Three Types of Social Support 

Central to the "settling down" process experienced by most (but by no means all) of 

the families during MP-2 was the reallocation of resources and/or seeking of various types 

of social support (outlined in Norbeck et al.'s, 1983, three-fold typology). One prominent 

aspect that was identified in this regard was less reluctance than in previous phases for the 

family to ask for information and concrete (or instrumental) aid from others, including 

members of the subsystem's informal social network and/or from the formal care system. 

Some families sought sitter-type services to afford "time out" to do shopping and related 
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activities of an instrumental nature, or to pursue community involvements associated with 

voluntary organizations like the Lion's Club or with their church groups. Other families 

used this free time to pursue other social involvements like visiting with friends or family, 

or, as with the case of many of the male significant others, for leisure time pursuits like 

curling, writing, or golfing. Affirmative and affective support (as defined by Norbeck et 

al., 1983); was also reported as helpful. The most frequent source mentioned for these two 

types of support was the extended family network. For those who did not have, or did not 

receive any help from, an extended family, the primary sources of these types of support 

were friends from their neighborhood or church, or from organizations like the Alzheimer's 

Society. 

Five points deserve mention regarding the three types of support that families defined 

as available and helpful. First, although the three types were mentioned separately, often 

the families implied that receiving one type of support had several "add ons" (or spin offs), 

for both the elder and the significant others, such as increased feelings of confidence, self-

esteem, and belief that certain happenings were now "more under control". One illustrative 

example of this was control of the elder's incontinence of urine once given a commode 

chair by the local Home Care staff, and/or being given informational types of Aid support 

pertaining to how an alarm clock could be used as part of an incontinence prevention 

program (Family #C29: The Faxes and C34: The Waxes). 

Secondly, no distinct differences were found between the amount of Aid types of 

support received by the male significant others vis-à-vis the female significant others. 

However, the females more frequently reported the value of Affirmative types of support. 

As previously mentioned (in Chapter One, Key Terms section), Affirmative support refers 

to the expression of agreement of the appropriateness or rightness of ego's acts or 

statements . . . the endorsement by a person(s) of another person's behaviors, 
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perceptions, or expressed views (Norbeck et al., 1981, p. 265). Further research appears 

to be needed in order to interpret the significance of this finding. However, this 

researcher's hunch, following Vanfossen (1981), is that its meaningfulness for the 

significant other is to be found in its role in "contributing to and affirming the sense of self 

that the significant other would like to have (p. 132; see a similar view offered by Meister, 

1984, pp. 62-63). 

A third finding regarding the settling down process of MP-2 pertained to the 

infrequent mention of services like family psychotherapy and/or related psychosocial group 

modalities. Only two families reported having seen a psychiatrist for depression (#C1: The 

Jones family; and C5: The Koch family). These types of services have been identified by 

some researchers as important for assisting family caregivers in terms of stress 

management, prevention of elder abuse, dealing with relocation issues, including how to 

"come to terms with" giving up the family home (which was a major concern for Family 

C27: The Users) and/or dealing with feelings regarding the elder's possible admission to a 

nursing home (Lansky, 1984; Savitsky & Goldstein, 1983). One possible interpretation of 

this finding might be that many families perceived the elder's illness as "a neurological one 

and "not a mental illness"; thus, mental health services were not perceived by the families 

as suitable (Montgomery et al., 1990). 

Another finding pertained to the five families whose elders had a post-stroke type of 

dementia (#C9: The Waxes; C15: The Zards; C18: The Bonds; C29: The Faxes; C30: The 

Downs). Several of them gave reports that indicated they received less Affirmative and 

(Instrumental) Aid types of support than those families whose elder was thought to be 

suffering from AD. None of these families had any contact with one major source of 

information and related types of support for many other families, namely the family support 

group meetings and educational sessions offered by the local Alzheimer's Society. 
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The fifth, and final finding pertains to how the settling down process could have been 

facilitated. That is, many families expressed concerns about the services provided by the 

formal care system, especially a perceived need for a broader range of Aid-Instrumental 

types of services. One illustrative example pertained to a family's suggestion regarding 

expansion of the role of the visiting homemaker, who often "is not allowed to do the very 

things I need the most help with . . . like cleaning the windows, oven, and so on" 

(#C33: The Vans). Other families recommended that increased hours of home-making 

services should be provided, which is a finding consistent with the vast literature on 

nursing home utilization (see summaries by Beland, 1985; Preston, 1986). 

5C.4.2.2 Reasons Families Gave When "Settling Down" Did Not Occur 

A number of families gave accounts that indicated they did not experience any 

happenings which were restabilizing in nature during the Maintenance phase. For some 

families this was found to be related to the occurrence of a number of major life events, 

such as the sudden death either of the elder (#C3: Mr. Xavier) or of the significant other 

(#C1: Miss Jones). A second factor in this regard was a diagnosis of dementia for another 

family member (i.e., the elder's daughter-in-law, Mrs. Fox, Jr., became the patient with 

dementia after the elder's death in Family #C32). Other families cited their continued 

difficulties in regard to adjusting their schedules or expectations to meet the perceived 

demands of the situation, demands which were interpreted as stemming primarily from the 

elder's increasing P-ADL needs. A fourth factor that appeared to be continually 

destabilizing in nature was the concern of some family members regarding the genetic 

aspects of diseases like AD, yet "not being the type to talk about these feelings" (#C20: The 

Quizes). However, the predominant theme identified among those families who indicated 

that the "settling down" process that was somewhat common for other families did not 

apply to them was a perception that all three types of support (i.e., Affective, Affirmative, 
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and Aid-Instrumental and/or Aid-Informational) were very limited and/or sporadic (e.g., 

#C18: The Bonds; C28: The Coles; C31: The Eocats; C35: The Goves). The 

interdependence of those factors and nursing home placement will be discussed in the 

section on the Post-Nursing Home Admission phase. 

5C.4.2.3 What About the Support the Elder Was Given? 

The final point that needs to be mentioned prior to closing this section on the 

Maintenance phase (MP) pertains to the particular kinds of support that the elders received 

from the significant others. Those families who viewed their situation as unsettled during 

the MP appeared to concentrate their efforts on providing the elder with concrete Aid types 

of support, such as assistance with P-ADL. On the other hand, those families whose 

accounts indicated processes of a restabilizing nature were found to provide the elder with 

all three types of support, particularly affective support as indicated in the following 

illustrative quote of a spouse to her husband: 

There are two things about the disease you have got: the bad 
thing is it is a loss of memory and it isn't going to get any better 
. . . the good thing is you'll never suffer any pain with it 
(#C33: Mrs. Van). 

A second type of support provided the elders by the significant others were those 

types of "cognitive supportive instructions" which Cavanaugh et al. (1989) have described 

as involving the provision of cues and reminders regarding the tasks at hand (e.g., #C9: 

The Maps; #C13: The Elms; #C34: The Waxes; #C36: The Gains). 

5C.5 POST-NURSING HOME ADMISSION PHASE (PNHAPÌ: "Putting 

him awav" or "Trading one set of problems for another" 

The Post-Nursing Home Admission Phase (PNHAP) referred to that time period 

following the elder's entry into an institution, which in the region where this study was 
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done was either a nursing home, or a chronic care hospital i f an individual's care 

requirements were assessed to be more than one and one half hours per twenty-four hour 

period. As noted in the Table in Appendix 13 regarding the living arrangements of the 

elders by Time 2 (T2 or two years after entry into this study and time of the last interview), 

nineteen (or 49%) of the thirty-nine elders were living in an institution. Of the fourteen 

who were deceased by this time, six had been in an institution prior to their death, thereby 

bringing the total who were/had been in an institution to twenty-five (64%). The majority 

of families implied that they had no choice in the decision regarding the elder's admission 

to a nursing home. Some of the outside agents who were apparently involved with this 

decision included: (1) hospital staff where the elder had been admitted for treatment of a 

recent injury (e.g., #C4: Mr. Hall; C22: Mrs. Rae) or the significant other needed 

emergency hospitalization (e.g., #C9: Mrs. Map; CIO: Mr. Noon); (2) family physicians 

and/or extended family members who considered that this was the only alternative given the 

care demands of the elders and the family subsystems' current resources (e.g., difficulties 

finding a temporary live-in homemaker were perceived as being a major reason for Mr. 

Moss's admission to a chronic care hospital); and (3) community agents involved in 

placement, who mentioned to the families the long waiting list for nursing home beds. For 

those families who implied they had some choice in this decision, the reasons given for the 

elder's admission appeared to fall into the category mentioned by Mrs. Nose, Jr. (#C25); 

that is it was no longer to the older person's "advantage" to remain at home (e.g., "as far as 

I'm concerned, his life is no life at all" - #C32: Mr. Fox, Jr.). 

For many families, the PNHAP of the illness career was found to be destabilizing in 

nature. This finding is consistent with many previous studies which have found that 

although such placements may initially be restabilizing in the sense that the families are 

relieved from providing the "hands on" type of care, such feelings of relief are often short-
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lived because families often end up "trading one set of problems for another " (Grant, 

1985; Johnson & Werner, 1982; Knight, 1985; Lynott, 1983; Matthiesen, 1989; Pillemer 

& Moore, 1989; Rutman & Freeman, 1988; Sigman, 1986). Some of the destabilizing 

features that were inferred from the accounts of the families in this study, particularly 

during the early part of the PNHAP, included: 

(1) "Coming to grips with" the loss of an intimate relationship, which appeared to be 
most marked among female spouses, referred to "putting him away" (#C15: Mrs. 
Zard). Often these wives made comments that indicated they were "not honoring 
their marriage vows" and/or how during the Pre-illness phase the elders had made 
requests that "whatever happens, don't send me to a nursing home"; 

(2) Feelings of loneliness now that the elder "was likely leaving home forever" after 
forty-plus years of marriage (#C21: The Jets); 

(3) Fears for the elders in regard to: the type and/or amount of physical and/or chemical 
restraints used (e.g., being "tied in a geriatric chair" or "being given so many 
tranquilizers"); being unable to verbally express their needs and hence having many 
unmet needs; or being unable to defend themselves against sexual and other 
approaches by some of the other residents; 

(4) Uncertainty that a "right" decision had been made (Johnson, 1990, p. 10) and/or 
Feelings of sadness, particularly among some of the daughters whose mothers were 
admitted, regarding what they perceived as a lack of socially stimulating activities 
and/or aesthetically unpleasant room accommodation (e.g., restricted view and little 
light from the windows) and/or unattractive meal service, such as the pureed foods 

"that always resembles cat food" (e.g., #C31: The Eocats). 

(5) Giving up the family home and all the happy memories associated with it was a major 
loss for two husbands who moved once their wives entered a nursing home (#C2: 
The Adams and C27: The Users). 

However, three factors were identified that facilitated the P N H A P to shift from a 

situation of "mutual misunderstanding" (Bell & Zucker, 1967) between the institutional 

staff and some of the families, to a situation that was redefined as having positive 

consequences. All three of these events were found to be connected to what Smith and 

Bengtson (1979) describe as "a newly-found sense of solidarity," a solidarity not only with 

the staff and other elders and their families at the institution, but with their own elders, 

extended family members, or friends (e.g., #C17: The Parks). This appeared to have been 



165 

related to the interplay of three definitional processes of the family, all of which pertained to 

a sense of autonomy, a finding that is consistent with previous studies about degree of 

autonomy in long-term care settings (e.g., Collopy, 1988; Hegerman &Tobin, 1988; 

Hofland, 1988). Three illustrative examples of this newly-found sense of solidarity and 

sense of autonomy included the families who: 

(1) viewed the institutional staff as a group that recognized the need of the family 
members to be actively involved with the index person, including supplementing the 
'nursing care plan' that had been developed by staff. Hence, they were permitted to 
visit whenever, and for as long as, they desired (e.g., #C9: The Maps; CIO: The 
Noons; C24: The Snows; C26: The Tates). This finding is consistent with Karr's 
(1991) research, which emphasizes "the great need for families to have a major role in 
care" at this point in the illness career (p. 42). 

(2) considered the social and other programs in which the elder participated as "socially 
stimulating" and often participated in these gatherings on a regular basis (e.g., #C4, 
Mrs. Hall, who often joined the elder on bus trips, picnics, birthday parties, etc.). 

(3) viewed the elders as "settling in well" as indicated by their "coming to see it as home" 
(e.g., #C21: The Jets; C22: The Raes; and C26: The Tates). 

5C.6 The EX-PATIENT PHASE (EPP1: The Family's Experience of the 

Elder's Death and "Making a life of one's own" 

The sixth and last phase of the illness career, the Ex-Patient phase (EPP), referred to 

the period of time following the elder's death. As previously noted, fourteen of the thirty-

nine elders had died by Time 2. Two salient issues were identified from the accounts of the 

spouses regarding their experience during this phase: dealing with the loss of one's 

"partner" and the associated "undescribable grief (#C26: Mr. Tate), and feelings of 

loneliness. In regard to the feelings of loss, one husband (Mr. Tate) stated that "it was like 

part of me died after being together for more than fifty years" (#C26). The feelings of 

loneliness were characteristic of almost all of the surviving spouses, particularly for one 

wife who "always had been working with him and even though he didn't talk very much 

the past few years, he still was here and liked it at home; now there isn't any real meaning 
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in most of the things I do everyday" (#C30: Mrs. Down). A second issue that was 

identified, particularly among the Parent-Child subsystems, and some of the Marital 

subsystems, was "how to make a life of one's own after putting it on hold for so long"; or 

as one wife put it: "I've always thought of the day when I could do my own thing, but now 

that it's here, I don't know what it is I really want to do" (#C3: Mrs. Xavier). With one 

exception (C5: Ms. Koch, who was going to a widows' group), none of these fourteen 

families mentioned that they had sought help from the formal care system in dealing with 

these, and/or related issues pertaining to unresolved previous conflict with other family 

members or community agencies. This is another area that merits study in future 

investigations of family caregiving. The apparent need for some type of forum whereby 

significant others can express their feelings about their experience was highlighted by 

several families who expressed positive views about participating in my study, as well as in 

a recent discussion with a freelance journalist and former caregiver, Tom Koch. He stated 

that one of the major reasons he wrote the book, 'Mirrored Lives' (1990), was to be able to 

express and share some of his thoughts and feelings about his past experience and fears 

and anger regarding the future (personal communication, November 9, 1991). One 

University of Toronto sociologist, Dr. Norman W. Bell, has acknowledged this implied 

need of some families and was in the process of planning an Alzheimer's survivors' group 

(personal communication, June, 1991). 

Three types of restabilizing processes were identified among the fourteen families 

during the EPP. These related types pertained to their self-created ways of dealing with the 

above-mentioned issues and sources of dissatisfaction: 

(1) One type of process of a restabilizing nature was related to that type of non-religious 
"legitimation of death" referred to by Marshall (1980, pp. 177-179) as 'inactivity.' 
A n illustrative example of this process was adopting a view of the elder's 
interpersonal and cognitive functioning as constituting "no life at a l l " (#C32: The 
Foxes). In other words, the elder had long been considered "socially dead." Indeed, 
one of the participants, who was describing her father's way of relating with the 
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family prior to the illness phase, inadvertently stated "Before he died, I mean, before 
he got this Alzheimer's . . ." (#C1: Miss Jones). 

(2) A second type of restabilizing process that was found among some families pertained 
to Affirmative support—particularly Self-Affirmation, as exemplified by statements 
like: "I know I did all I possibly could" (#C13: Mrs. Elm), as well as Affective 
support: e.g., "my neighbors or friends invite me over and often we'll talk about our 
very happy marriage and long marriage" (#C26: Mr. Tate). 

(3) A third and final process that was found to be restabilizing in nature pertained to those 
families who created various leisure time pursuits, particularly during those periods 
of the day when the significant others would previously have visited with the elder in 
the institution. For example, Mr. Tate (#C26) went out for walks or for a short car 
trip and other "out-of-house" pursuits. 

One family member summed up the situation during the EPP in a way that highlighted 

the importance of "leaving the past behind" (#C14: Ms. Oak), while another participant 

emphasized how the loss of a pet can sometimes be more difficult than losing a parent 

(which, in her case, occurred around the same time); she described her situation during the 

EPP this way: 

I find a lot of satisfaction with my business, and although I'm 
still a loner, I've got another (pet) since . . . (name of the 
pet) died. It's amazing the love and warmth she provides 
(#C31: Ms. Eocat). 

5C.7 S U M M A R Y O F T H E P H A S E S O F T H E I L L N E S S C A R E E R 

The career concept as defined by Goffman (1961) was used in this chapter as a way 

of organizing the presentation of the findings regarding the context or situation of the thirty-

nine family subsystems experiencing dementia. This interpersonal context included not 

only the 'public' and/or 'objective' aspects of their illness career, but also the 'personal' or 

'moral' aspects, which focused primarily on the families' and third party views of the 

elders during the six phases of the illness career. These findings are summarized in Figure 

5.1 at the end of this chapter. Three major challenges that were encountered in the data 

collection and analysis of the phases of the illness career data included the difficulties in 

identifying and/or making inferences about the elder's definitions of self, the elder's 
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perceptions of the significant other's identity, and indicators of the interdependence of the 

latter's definitions and those of the significant other. 

Two fundamental findings discussed in this chapter included: (1) the families' 

definitions of the overall situation—or the public and/or objective aspects of the career; and 

(2) their definitions of self, particularly the identity accorded the elders, and some 

reflections on how the latter's responses may have been shaped by those definitions. As 

will be seen in the discussion of the findings of Chapter Six, these definitions of the 

situation and definitions of self of the families shaped, but did not totally determine, the 

responses of the elders and the significant others during the illness career. 

Although the illness career was viewed as beginning with the Symptom Appearance 

phase (SAP) and ending with the death of the elder, the temporal ordering of the phases in 

between was not viewed as one of linear progression. The phases were used as conceptual 

vantage points for describing what came to the fore as the most salient aspects of the 

family's situation, and the changing nature of the identity accorded the elder, at various 

points in time. Thus, the SAP represented a time during which the families first began to 

interpret some of the elder's behaviors as not "making sense" given his or her "usual" 

responses—cognitive, affective and behavioral-during the Pre-illness phase. During the 

Problem Definition phase and subsequent three phases (e.g., DACP, MP-I and MP-2, & 

PNHAP), the initially vague and amorphous set of signs and symptoms that the elders 

were purported to exhibit, were crystallized and consolidated. This process involved more 

and more people becoming involved in "selecting out" behaviors of the elder that 

corresponded with their new view of the index person. Often this new view depicted the 

elders as becoming increasingly incompetent in a number of additional domains. Because 

only a small number of the elders were present and able to participate to some extent in the 

interviews, no firm conclusions could be drawn about the elders' definition of the situation 
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and definition of self. The responses of the elders, as reported by significant others, were 

indicative of an increasing level of anxiety - or uneasiness - and concomitant displays of 

behaviors which further "confirmed" the suspicions of others that "now we know it isn't 

fiction anymore." Once that occurred, a number of measures were taken by the families to 

"safeguard" the elders and others by removing the formers' control over a number of 

domains (e.g., driving a car, conducting financial transactions, when to get up, when or 

what to eat, how to dress, how much communication they should have with others, and 

other related interactions). 

As families experienced the various phases of the illness career, circular patterns of 

communication and behavior appear to have reinforced family members' and elders' 

definition of the situation and of self in such a way that the elders increasingly perceived 

themselves, and were perceived by others, as incompetent. This process resembles what 

Kuypers and Bengtson (1973) have described as "social breakdown." Thus, the very 

strategies which allowed some of the significant others to manage and which facilitated 

restabilization may also have contributed to the erosion of the elders' sense of competence 

and control and to an increasing "loss of self." Two telling examples were Mr. Bond's 

(#C18) remark that he saw things going "only one way . . . down," and Mr. Yew's 

(#C12) realization that he was no longer "the man I used to be." 

Both destabilizing and restabilizing processes were identified in all of the phases; that 

is, those happenings that the researcher inferred either upset or helped restore the family's 

usual way of interacting and operating on a day-to-day basis. According to some of the 

significant others, some salient examples of "the upsets" included those events, cognitions, 

or feelings (e.g., the new demands, intense sorrow, and the like) which were a source of 

dissatisfaction and area of uncertainty for the family. On the other hand, their accounts of 

the restabilizing events indicated that some happenings were associated with receiving one 
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or more of the three types of social support outlined in Norbeck et al.'s (1983) typology 

(i.e., Affective, Affirmative, and Aid-Informational and/or Concrete types of Aid support). 

The destabilizing and restabilizing processes inferred from the families' accounts thus 

represented a cyclical, as opposed to a linear pattern. Taken together, these two processes 

represented the constant "flux," or "ebbs and flows," or the "ups and downs," or the "good 

days and not so good days," and related terms the families implied in their definitions of 

their overall situation as the elder became perceived increasingly as "someone we once 

knew," or as socially dead. Although some families did not base their definitions of the 

situation or definition of the elder on what the elder could do, or might be able to do if the 

family situation was altered, several families did so. This aspect will be discussed in 

Chapter Six, which outlines the families' styles of managing interactions during the illness 

career. 

In closing, it was found that the career concept was useful for this study in several 

related ways. First, although the career concept has been used primarily to study 

individuals, its usefulness for studying the changing social context of the family 

subsystems was demonstrated. Secondly, the use of this concept afforded insights 

regarding some of the areas which are poorly understood, such as the varied perceptions of 

the families pertaining to both faces (i.e., objective and subjective or public and moral 

sides) of the career concept, how those definitions changed through time, and the 

implications of those changes for the definitions of self (particularly the elder's identity as a 

dementia patient and as a person) and for the responses of the elders. Such findings thus 

afford an understanding of what can happen in families when there are varying kinds of 

perceptions, or varying phases existing side by side. These insights are especially relevant 

for professionals in terms of underscoring the importance of assessing "where the family 

subsystem—and not just the elder—is at" in terms of their perceptions of the situation, 
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especially their expectations of when things should happen, before recommending this or 

that community "support" service, or institutional placement on a temporary (i.e., as a 

respite admission) or permanent basis for the elders ("you better take the bed as there is a 2-

year waiting list). In regard to respite admissions, there is some indication that in-home 

respite service might be more beneficial, particularly for those elders who previously urged 

"never to send me to . . .," and for those significant others who experience this as a 

loss (e.g., #C30: Mrs. Down.) Similarly, professionals will need to address the needs of 

significant others who have experienced the EPP, several of whom were found to 

experience considerable grief over the loss of a spouse. The career approach also has 

implications for identifying the learning needs of both families and professionals regarding 

the interdependence of the interpersonal context and the elder's way of functioning on a 

day-to-day basis and how his or her loss of 'self might be mitigated, not by relying on 

medication and related means, but rather by altering one's relationship styles, or what is 

referred to here as styles of managing. Those crucial aspects are the subject of the findings 

discussed in Chapter Six on the predominant styles of managing interactions of the families 

during the illness career. 
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C H A P T E R SIX 

TOWARD AN INTEGRATIVE MODEL OF STYLES OF MANAGING OF 

FAMILY SUBSYSTEMS DURING THE ILLNESS CAREER OF 

DEMENTIA: AN OPEN-CLOSED CONTINUUM APPROACH 

The family's response to a situation of stress is either crisis 
or managing the degree of stress present. This outcome has 
the potential to change at any time. . . . I recommend the 
term 'managing' instead of coping for the outcome term. 
'The family is managing' is a much clearer statement than 
'the family is coping' (Boss, 1988, p. 69). 

Care comprises a social relationship as well as a physical 
task . . . care is based on both affection and 
service . . . two interlocking elements (that) have too 
often been artificially separated for the purpose of analysis 
by different disciplines (Qureshi & Walker, 1989, pp. 6, 
145; see also Buss, Frank, & Coward, 1991, p. 7; Graham, 
1983). 

I N T R O D U C T I O N 

Having described the findings regarding the social context of the thirty-nine 

families in terms of their perceptions of the situation and perceptions of self (especially 

elder's identity) during the phases of the illness career outlined in Chapter Five, the 

purpose of this chapter is to describe the findings regarding the behavioral (or task-

oriented) and affective response patterns associated with their perceptions. These 

response patterns are viewed here as representing the family subsystems' interactional or 

relationship styles of managing (hereafter referred to as styles). The two predominant 

styles described in this chapter represent ideal types, and are classified along a continuum 

ranging from being more 'Open,' or externally-oriented, in terms of the pattern of 

relationships the family subsystem had with outside systems, to being more 'Closed,' or 

internally-oriented, in that regard. 
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Chapter Six is divided into four parts. Part 6A outlines salient background 

information regarding the concept of managing, the analytical scheme used to classify the 

styles along an Open-Closed continuum based on the response patterns of the subsystems 

identified at Time 1 (Tl, or the beginning of the study), and those aspects of the 

theoretical perspectives which guided this study that are particularly relevant to this 

classification scheme. In Part 6B and 6C, a presentation is given of the findings 

regarding the Open and Closed styles respectively. Discussion focuses on a description 

of these styles in terms of the task-oriented (or instrumental) and affective (or expressive) 

response patterns of the family subsystems with outside systems, thereby affording an 

understanding not only about the nature of these contacts, but also about the quality of 

their transactions with various outsiders. Also presented are the types of changes in those 

styles that were identified at Time 2 (T2, i.e., the end of the study, which was two years 

after the Tl interview). In addition, an outline is given of several illustrative 

consequences of each style for the subsystem members, particularly the degree of 

openness to change displayed by the significant others in their relationship with the elders 

and their readiness to change day-to-day routines based on the informational and other 

inputs they had from outside systems. Some tentative ideas are offered regarding the 

circular patterns of causation that may underlie each style. In Part 6D, the summary 

section, an overview of the findings is given, the strengths and limitations of this Open-

Closed continuum approach for classifying the styles for the fields of Family Sociology 

and the Sociology of Health and Illness are discussed, and areas in need of further 

research are outlined. 
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P A R T 6A 

SALIENT BACKGROUND INFORMATION REGARDING THE CONCEPT 

OF MANAGING AND THE OPEN-CLOSED CONTINUUM APPROACH 

6A.1 Definition and Conceptualization of Managing 

In this study the definition of managing is based on the works of Strauss and his 

associates (1984), who refer to it in the sense of "shaping"; that is, as involving a variety 

of responses (e.g., cognitive or definitional, affective, and/or behavioral) of the family so 

as to "do one's [or their] best" during situations of chronic illness, as opposed to having 

full control of the situation (p. 64). These responses were referred to in this study as 

representing the style of managing of the families subsystems; that is, their pattern or 

interrelated ways of interacting with each other, and with outside systems, during the 

illness career. Unlike traits, these styles were viewed as emergent, and as reciprocally 

related to their definitions of the situation and definitions of self during the various 

phases—or "turning point experiences" (Strauss, 1959)—of the career. Furthermore, the 

particular style of managing was viewed as being co-created by the subsystem members 

in ways depicted in the circular communication pattern diagrams (CPDs) outlined in 

Appendix 7. 

What is referred to here as styles of managing have been described in other studies 

by use of one or another of the terms from the well-known triad; that is, as patterns of 

'adjustment' (e.g., French, Rogers, & Cobb, 1974; Radley & Green, 1987); 'adaptation' 

(e.g., Coelho, Hamburg, & Adams, 1974; Lawrence & Lawrence, 1979); or 'coping' 

(e.g., Lazarus & Folkman, 1984). Although the concept of coping could have been used 

for this study, the concept of managing was preferred for three closely related reasons: (1) 

this term more closely portrayed the accounts of the families (e.g., "we approach it one 

day at a time"; "we'll cross that bridge when we get to it"; or "we're getting by"). 
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Indeed, many of the families made statements that resembled the emotional confidence-

expressing theme—"things will work out"~or, at worst, the event and its consequences are 

"bearable," which Antonovsky (1987) refers to as the 'manageability' component of his 

sense of coherence concept (p. 16); (2) because none of the families were in crisis, 

according to Boss's (1988) family stress perspective, they were managing (p. 69); and (3) 

it may afford a greater understanding of the chronic illness experience and the nature and 

context of the caring relationships of these families than is possible with some 

formulations of the coping concept. One common formulation of coping depicts it as 

involving a kind of unlimited "strategy option list" from which people can freely choose. 

That view, however, tends to obscure the context-boundness of the very complex 

processes underlying the actions, feelings, and experiences of these families and to miss 

related "interactional and sociological aspects of what is happening" (Corbin & Strauss, 

1988, p. 170). Stated in more phenomenological terms, the managing concept may afford 

a greater understanding of the 'lived experience' of these families, i.e., "the way people 

encounter situations in terms of their own personal concerns, background meanings, 

temporality, . . . emotions, and reflective thoughts" (Benner & Wrubel, 1989, p. 410). 

6A.2 An Overview of the Open-Closed Continuum Approach for Classifying the 

Styles of Managing of the Family Subsystems 

In this section, an outline is given regarding the development of the Open-Closed 

continuum approach for classifying the styles, including its utility for addressing a 

number of theoretical and methodological challenges. 

Given the range and changing nature of the destabilizing and restabilizing processes 

inferred from the accounts of the families regarding their social context and definitions of 

self during the illness career phases outlined in Chapter Five (see summary in Figure 5.1), 
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this researcher faced a number of major theoretical and methodological challenges 

pertaining to the presentation of findings in this chapter regarding the responses of 

families during the illness career. These four challenges included how to: 

(1) delineate the key elements of their response patterns in a way that would highlight 
"information about differences that make a difference" (Bateson, 1979, cited in 
Wright & Leahey, 1984, p. 15). 

(2) provide succinct descriptions of their response patterns that would: 
(a) retain the linkage with the contextual findings (outlined in Chapter Five and 

depicted in the visual gestalts and descriptions in Appendices 1-4, 7, & 11), 
and 

(b) acknowledge that response patterns change in varying ways and degrees 
during all of the phases of the illness career, 

(3) avoid overinterpretations/overgeneralizations in the descriptions of their response 
patterns given the limitations of this study (e.g., the problem of representativeness 
of the sample, the difficulties of interviewing families who have a member with 
dementia—particularly obtaining the definitions of the situation from the elders, and 
the finding that the families varied a great deal in their way of verbalizing their 

experiences, including how much they could-or were willing to-share about it, and 
the degree of clarity of that content). 

(4) avoid some of the limitations of previous classification schemes through the use of 
a process typology of family structure that "does not depend on fixed categories and 
does not assign negative characteristics to families as functional/dysfunctional 
typologies attached to symptoms of individual family members do" (Hoffman, 
1981, p. 99; see also pp. 67-85 for her overview of these types of typologies). 

In order to address those challenges, data analysis focused on the identification of a 

central theme to describe the response patterns of the family subsystems. A fundamental 

difference between these response patterns was the level or degree of openness of the 

subsystems in regard to accepting inputs from, or sharing feelings and information and/or 

seeking involvements with, outsiders (e.g., the informal social network, the formal 

care/service system, and/or the private sector). 

Using the degree of openness of the subsystems as the basis for classifying the 

styles facilitated the development of an approach for meeting the four challenges outlined 

above. In particular, this classification scheme facilitated the task of integrating the 
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context and process-based findings regarding the families'perceptions of their situation 

during one or more phases of the illness career with what they actually did; that is, the 

nature and quality of their interactions and relationship patterns with various types of 

outsiders during the illness career, as well as the consequences for the subsystem in terms 

of the quality of their relationship with each other and their degree of openness to change. 

This approach does not mean that these styles exist in "pure" form; they are simply 

ideal types that afforded the researcher a conceptual vantage point, to use Reiss's (1981) 

term, for understanding what some of the major differences between those two styles 

"look like" in terms of the nature and quality of the family subsystems' affective and 

behavioral responses. Furthermore, this classification approach does not assume that one 

style is superior to the other, nor that these styles are fixed. Indeed, as Hoffman (1981) 

notes, the best measure of whether a family is "working well" (or what this researcher 

would refer to as managing), regardless of the category that has been used to classify it on 

a particular continuum, is whether the indications in the data portray that the family "can 

go toward either pole depending on what is useful" (pp. 100-101). 

6A.3 The Categories Used for Describing the Major Characteristics of the Open-

Closed Continuum of Styles 

The two categories used to describe the major characteristics of the Open-Closed 

continuum of styles are outlined next; these include the task-related behavioral response 

category and the affective response category. 

The Task-Related Behavioral Response Category 

The task-related behavioral response category included (1) information seeking 

and/or help-seeking activities; (2) information giving; (3) organizing and/or mobilizing 
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services; (4) supervisory activities such as "checking up" and "case-management" (as 

defined by Seltzer et al., 1987); (5) personal and instrumental ADL-oriented activities; 

and (6) rehabilitation activities that were oriented toward improving the functional level 

of the elders. These activities represent instrumental behavioral responses that differed in 

emphasis among families classified as displaying either an Open or Closed style of 

managing. This response category is similar to the formulation offered by Reker (1985). 

He refers to this aspect as involving essentially "resource utilization" behavioral 

responses that can be fruitfully divided into "an internal instrumental style or an external 

instrumental style," depending on whether one's actions were aimed at addressing the 

problem by one's own efforts, or whether there was dependence on, or the seeking of 

help from others for that purpose (p. 54). 

The Affective Response Category 

The affective response category was viewed as encompassing a broad range of 

family subsystem-outside system transactions that other researchers have variously 

referred to as "caring about" or "concern" aspects (Benner & Wrubel, 1989, Ungerson, 

1987); protective activities to safeguard the self-esteem of the elders and/or to protect the 

elder-significant other relationship (Bowers, 1987); interactional characteristics (e.g., 

quality and quantity of communication, intimacy or level of sharing, and trust) or 

supportive relationship characteristics (Kane, 1988, p. 21); and/or the degree of 'affective 

involvement' between the family subsystem and the extended family; that is, the degree 

and quality of their interest in and concern for each other (e.g., provision of emotional 

security, affording autonomy for each member, and related responses; see Steinhauser, 

1987, p. 95). 
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This category addresses the "double mandate of care" highlighted in the quote at the 

beginning of Chapter Six; that is, the need to consider the concept of caring as 

encompassing not only a series of physical tasks or services, but also a "social 

relationship," based on "both affection and service" (Qureshi & Walker, 1989, p. 6). 

The five specific characteristics of the affective responses that were included in the 

description of families classified as having either an Open or Closed style pertained to 

differences in their perceptions of outside systems regarding (1) the range and types of 

emotions or feelings that were shared or expressed (verbally or non-verbally); (2) the 

extent to which communication patterns indicated feelings of empathy and related types 

of accommodation; (3) the degree to which there was resolution of significant 

disagreements; (4) the degree of flexibility of the rules defining the frequency and types 

of participation of the elders with outside systems (e.g., family gatherings, attendance at 

social clubs and/or day centers, and/or participation in recreational pursuits); and (5) the 

extent to which the elders were invited to participate in decision-making (e.g., choice of 

nursing home placement or decisions regarding daily routine, such as when to get up or 

have a bath, and related activities). 

The Three Components of the Social World of the Families 

The three components of the family's social world were classified according to the 

following three types of outside systems: the informal social system (or network), the 

formal (or largely government-sponsored) care/service system, and the private sector 

system. The latter category was separated from the formal system because of the findings 

from previous studies that although all families are open to external influences, "they 

vary in the degree to which these influences have been ones of the family's own choice" 

(Aldous, 1978, p. 35). A second reason for this delineation was that a review of the 
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literature on 'information processing' characteristics of families revealed that whose 

information gathering was supportive of (as opposed to challenging) some desired 

"agenda" (e.g., #C25: The Nose family) often have resource utilization patterns that are 

highly restricted, such as a distinct preference for private sector contacts (e.g., Kantor & 

Lehr, 1975; Steinhauser, 1987). 

The informal social system (ISS) category included the subsystem's kin or extended 

family (from both the maternal and paternal side), friends, and/or neighbors, and their 

contacts with those in community groups (e.g., Lions Club, clubs for seniors, clubs for 

retired professionals, or clubs focused around leisure time pursuits). The formal 

care/service system (FCS) category included formal service organizations (e.g., the 

medical profession, hospitals, and related community health or social service agencies); 

voluntary associations that the family subsystem had contact with in relation to a specific 

problem, such as the Alzheimer's Society family support groups and/or groups for 

widowed people; church, educational, or work settings; and organizations that the 

subsystems were involved with by virtue of volunteer work such as Meals on Wheels or 

the church choir. 

The private sector category (PSS) included those agents who provided services that 

were offered by the FCS, but which were hired by the family subsystem on a private 

basis, such as visiting homemakers or private duty nurses, as well as agents that are not 

customarily considered to be part of the FCS, such as health food specialists or fitness 

instructors. 
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Relationship of the Open-Closed Continuum of Styles of Managing to the Guiding 

Perspectives of this Study 

The theoretical underpinnings of the Open-Closed continuum used to classify the 

styles of managing of the family subsystems were based on some of the major concepts 

and assumptions of the two theories that guided this study; that is, a symbolic 

interactionist-phenomenological perspective (hereafter referred to as the interactionist 

perspective), and secondly, a family systems framework based on the Calgary Family 

Assessment Model (CFAM). One of the central concepts of the former perspective, 

definition of the situation, was useful as an organizing framework for presenting the 

findings regarding the nature of, and changes in, the family subsystems' perceptions of 

what was wrong and what should be done, as well as their definitions of self, particularly 

the identity accorded the elders during the later phases of the illness career. The 

interactionist perspective, as Boss (1988 ) and Fravel and Boss (1992) have noted, is 

useful for understanding how the family shapes its perceptions of events that involve an 

'ambiguous loss' (e.g., the trajectory of Alzheimer's disease) and 'boundary ambiguity' 

(i.e., a metaphor referring to unclear boundaries such as in those situations of not 

knowing whether the elders were inside or outside the subsystem in a psychological 

sense; see also the discussion below). The need for such an approach has been implied in 

one family caregiving study that left unexplained the finding that "some nonconventional 

family structures appear to tolerate the senile patients better" (Johnson & Johnson, 1983, 

p. 92). 

The second guiding theoretical perspective used for this study, the family systems 

perspective referred to as CFAM, was helpful in directing attention to the possible 

inferences that could be made about how the perceptions of each subsystem member 

influenced the behavior of the other member in a circular or reciprocal manner (as 
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outlined in the illustrative Circular Pattern Diagram — C P Ds-in Appendix 7). In this 

sense then, the Open-Closed typology of styles of managing might be conceptualized as 

being co-created, rather than representing the affective and behavioral responses of only 

one member of the subsystem (e.g., the significant other) to outsiders. A second aspect of 

the family systems perspective that guided the development of the classification of the 

styles as more Open or more Closed pertains to the previously mentioned organizational 

characteristic of the family referred to by the metaphor of 'boundary,' i.e., the relative 

barriers to the (input or output) exchanges of material, energy, or information. The 

metaphor of boundary 'permeability' has particular relevance for the classification of the 

styles on the Open-Closed continuum because it refers to the ease or difficulty that 

(extended) family members and non-members experience in moving into or out of the 

system (Steinhauser, 1987, p. 67). These boundaries necessarily vary, both across family 

systems and within families through time. Furthermore, the boundaries are partly created 

by the family "through daily interaction, rituals, and kinship terminology" (Aldous, 1978, 

pp. 31-32), as well as through their use of different types of resources (e.g., personal, 

family system, and community; see McCubbin et al., 1988, pp. 18-20). However, since 

boundaries are also determined to a sizeable extent by cultural, ethnic, and other 

environmental factors, the particular nature of the family's boundary with the outside 

world may not be entirely of their own choosing (Aldous, 1978; see also the overview of 

the confused boundaries of community care by Land, 1991). Additional aspects of the 

boundary metaphor that have relevance for this study were outlined in Chapter Two. 

In summary, it is worth re-emphasizing that the styles are viewed in this study on a 

continuum because of the changes that were identified in the family subsystem's degree 

of openness as the illness careeer progressed. As descriptors of the boundary metaphor of 

the family subsystems, and as descriptors of the styles of managing, these terms equate 
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ideal types. The Open style is used to refer to those subsystems whose boundaries with 

outside systems were classified as clear or appropriately permeable (i.e., neither 

excessively closed or rigid nor excessively open or very permeable) in regard to the 

extent to which: (1) outsiders (e.g., extended family and non-members) were permitted to 

move into and out of the family subsystem; and (2) these subsystems were open to 

considering changes in their interactional or relationship patterns on the basis of 

involvements with, or informational input afforded by, these outside contacts. In 

contrast, the Closed style is used (as an ideal type) to classify those family subsystems 

whose boundaries with their informal social network (ISS), and/or the formal care system 

(FCS) were more restricted, and their concomitant openness to new information and 

readiness to implement changes in their ways of relating and day-to-day routines were 

more limited. 
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P A R T 6B 

THE OPEN STYLE OF MANAGING 

The Findings pertaining to those family subsystems that were classified as having an 

Open style of managing (N=23 or 59%) at Time 1 (Tl) are presented next. In Pan 6C, 

the findings for those families who were classified as having a Closed style of managing 

(N=16 or 41%) at Tl are outlined. 

6B.1 Some General Characteristics of the Open Stvle of Managing 

As previously noted, an Open style of managing referred to those families who were 

open to inputs from, or sought and/or maintained involvements with, those outside their 

subsystem. Another central characteristic of this style group was that they were also open 

to changing their ways of relating, both within and outside the subsystem, as well as open 

to modifying their day-to-day household routines and related aspects of instrumental 

functioning during the illness career. In many, though by no means all, ways, the 

affective and behavioral responses of the Open style group resembled those in the 

description offered by Kantor and Lehr (1975): 

Open family structures are neither too tightly nor too loosely 
bounded. Such families are essentially democratic; honest 
exchange is encouraged, both within the family and with 
outsiders. Although there is a sense of order, flexibility is 
given high priority; negotiation is encouraged; adaptation 
though consensus is endorsed; the rights of individuals are 
taken for granted; loyalty to oneself and to the family is 
expected (pp. 116-149, as summarized by Goldenberg & 
Goldenberg, 1985, p. 43). 

Another salient characteristic of the Open style group pertains to the two types of 

foci of the families, or "points of concentration" (Deatrick & Knafl, 1990a, p. 17) toward 

which their behavioral and affective responses were directed. The foci of the Open 

style group were found to consist of two distinct patterns: those families (N = 12, referred 
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to as set 1 families) who were identified as having a predominantly social system-

centered focus, and those families (N = 11, referred to as set 2 families) whose accounts 

indicated a more pronounced family-centered focus (see Chapter Four, Table 4.1). 

The focus of the set 1 families at Tl was social system-centered in the sense that the 

significant others in these subsystems appeared to want to simultaneously achieve two 

types of goals. One of their goals was to ensure that the needs of the elders be 

satisfactorily met in regard to physical comfort, safety, and social stimulation, and that 

elder remain at home for as long as possible. A second important goal of these families 

was that the significant others wished to continue their own involvements (established 

during the Pre-illness phase-PIP) with the informal social network (ISS) and/or with 

various formal organizations (FSS) . Some families asked a member of the extended 

family, or hired a homemaker through a private agency, to care for elder so that they 

could go out to work (e.g,., #C7: The Camps), attend community meetings (e.g., #C2: 

The Adams; #C36: The Gains), or leisure activities (e.g., #C13: The Elms). From this 

point of view, the set 1 families, in comparison to the set 2 group, were more open at the 

level of interacting with outsiders for purposes of seeking tangible types of support (e.g., 

informational aid and direct services) that would facilitate achieving both of their stated 

goals. 

The primary focus of the significant others among the set 2 families in the Open 

style group, on the other hand, appeared to be more family-centered in the sense that 

many of their contacts outside their subsystem were limited to those that would facilitate 

them staying together as a unit and that would also enhance the abilities that the elders 

were perceived to still have, or could have, if certain inputs were made available. The 

major goals of the significant others in this group were found to center on protecting the 

self-esteem of the elders and protecting the elder-significant other relationship. Thus, 



187 

unlike the set 1 group, many of the significant others indicated that their previous outside 

involvements were quite willingly "put on hold" or markedly reduced during the illness 

career (e.g., membership in clubs or church attendance as with Mrs. Map: #C9; full-time 

or part-time work as with Ms. Oak: #C14, Mr. Park: #C17, Mr. Quiz, Jr.: #C20, and Miss 

Wax: #C34). However, their style was still an open one because they maintained 

ongoing involvement with members of the extended family, friends, and/or the FCS, 

providing that those outsiders shared their perceptions regarding their goals as stated 

above. When those goals were perceived to be threatened, contacts with those outsiders 

often ceased (e.g., #C9: Mrs. Map and C34: Miss Wax, who elected to discharge elder 

from an institution against medical advice). 

6B.2 The Behavioral Response Patterns of the Open Stvle Group: 

Characteristics and Changes in Their Task-Oriented Patterns Involving 

Outsiders During the Illness Career 

Four major types of task-oriented response patterns involving outside systems were 

identified among the Open style group during one or more of the six phases of the illness 

career. These patterns included information seeking, information giving, organizing or 

mobilizing community services and supervisory activities. The findings regarding the 

major characteristics of each of these task-oriented response patterns and changes in them 

during the illness career are outlined next. 

Information Seeking 

Families actively sought information from a variety of the three types of systems in 

order to assist them in decision-making pertaining to their foci as outlined in the previous 

section. The earliest, and most consistent source of information throughout the illness 

career was the extended family, from whom they received general information on how to 



188 

deal with questions pertaining to the instrumental and psychosocial aspects of their 

situation. 

Seeking information from the ISS began during the early phases of the illness 

career, i.e., during the Symptom Appearance phase (SAP) and/or the Problem-Definition 

phase (PDP). The extended family, primarily elder's adult children, were asked for their 

views regarding possible reasons for the perceived changes in the instrumental and 

interpersonal functioning of the elders and what should be done to address these changes 

(see Chapter 5, section 5C.1 and 5C.2 on the SAP and PDP). 

Beginning with the Definition-as-Case phase (DACP) and throughout the 

subsequent phases of the illness career, these families also sought information from the 

FCS and the PSS. Some examples include physicians and neurologists, voluntary 

organizations such as the Alzheimer society, community resources, such as day centers 

and family support groups, and private agencies, such as home care and home help 

services. The information obtained from these formal sources was then discussed with 

extended family and friends. It was found that physicians were perceived primarily as 

sources of information about elder's diagnosis and prognosis, whereas information 

pertaining to elder's care needs and/or community or private services that might be 

available was most often supplied by the informal social network, a finding that is 

consistent with the study by Haley, Clair, and Saulsberry (1992). 

During the Ex-Patient/Death of Elder phase (EPP) information seeking decreased 

markedly. However, the eight families who experienced this phase (#C8: Mrs. Dean; 

C13: Mrs. Elm; C14: Ms. Oak; C22: Mr. & Mrs. Keg; C23: Mr. Rae; C26: Mr. Tate; Mrs. 

Van; and C34: Miss Wax) maintained their Open style of managing by keeping close 
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contacts with their extended family and friends, and by adopting new activities and 

leisure pursuits. 

Information Giving 

Information Giving (Info Giving) refers to the practice among the Open style 

families to readily share information with both the ISS and the FCS. With the ISS, 

information was shared regarding how things were going within the subsystem, and 

during the EPP, how the surviving member of the subsystem was doing. Info Giving 

with the FCS often focused on what the family member(s) viewed as needed in light of 

the current situation during a particular phase of the illness career. For example, they 

frequently informed physicians about the latest research on Alzheimer's disease, possible 

tests, additional treatments, or drug trials; they requested referrals to specialists; or they 

informed institutional staff about elder's habits and needs. Some family members spoke 

to legal experts about the need to develop an alternative to the costly process of obtaining 

guardianship and trusteeship, such as an enduring power of attorney; others contacted 

government departments about the need to implement measures to prevent people who 

are thought to have Alzheimer's disease (AD) from driving. Information was also given 

to politicians and advocacy groups regarding the need for specialized day centers, more 

hours of subsidized homemaking services, tax deductions for costs of private services, 

such as visiting homemaker services or health aides, and reduced costs for chronic 

hospital care. Two families informed politicians about the need for special care units in 

nursing homes. 

For those with a social system-centered focus (especially #C4: The Halls; Cl: The 

Camps; C8: The Deans; and C36: The Gains), Info Giving was found to occur during all 

phases of the illness career, but a marked increase was noted commencing with the 
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DACP. By contrast, those families with a more pronounced family-centered focus were 

found to display more Info Giving beginning in the Maintenance phase (MP; especially 

C9: The Maps and CIO: The Noons). 

Organizing or Mobilizing Services and/or Community Involvements 

Many of the Info Seeking and Info Giving actions of the Open style group were 

found to be directed toward achieving a third task-oriented pattern that is referred to here 

as organizing or mobilizing selected community services from the FCS or PSS, as well as 

arranging community involvements for one or more of the subsystem members. 

Examples of the former included those families who hired either a live-in homemaker on 

a full-time basis (e.g., #C13: The Elms; C20: The Quizes) or a part-time nurse's aide 

during the Post-Nursing Home Admission phase (PNHAP; e.g., #C9: The Maps; C17: 

The Parks). During the MP, several families obtained services provided by the Home 

Care department, including visiting homemaking services, physiotherapy, nursing 

services, equipment such as a lift or commode chair, and/or supplies such as incontinence 

pads (e.g., #C9: The Maps; CIO: The Noons; C17: The Parks; C21: The Jets; C23: The 

Kegs; C33: The Vans; C34: The Waxes; C36: The Gains). Respite services in the form 

of short-term nursing home admission, although known by most of these families as 

being available, were used by only one family, in order that the significant other could 

visit sick relatives in Europe (#C11: The Inks). 

Several families emphasized the importance of community involvements for the 

elders and arranged for them to attend a day center operated by the FCS (#C2: Mrs. 

Adam; C4: Mr. Hall; Cl3: Mr. Elm; C33: Mr. Van; and for a very short-term period, 

#C7: Mrs. Camp, and C24: Mrs. Snow, both of whom were later discharged from the 

program as they were judged by agency staff to need one-to-one supervision). Two 
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families often went together to a senior center in the downtown area for social activities 

(#C8: The Deans and C14: The Oaks). 

Several families expressed concerns about organizing and mobilizing services from 

the FCS. These concerns were perhaps most concisely summarized by Mrs. Van (#C33), 

who stated "it was too little, too late." She was referring to, first, the time it took her to 

obtain a visiting homemaker from the Home Care department; secondly, the subsequent 

discovery that the homemaker's "job description excluded many of the jobs I can't do 

because of my arthritis"; and thirdly, the limited number of hours of homemaking service 

they were allotted each week (i.e., two 4-hour shifts). Finding an appropriate homemaker 

from the private sector was a concern expressed by the Quiz family (#C20), who 

remarked on the considerable time involved for screening "the dozens of applicants" for a 

live-in homemaker position. This concern was also expressed by the Elm family (#C13), 

who wished there was a central consumers bureau to phone to check on the consumer 

ratings of various homemaking agencies. 

Obtaining services from the FCS was not found to decrease the involvement of the 

ISS of these family subsystems, which is consistent with the findings of several previous 

studies (e.g., Chipperfield & Havens, 1991; Qureshi & Walker, 1989). Indeed, twenty-

one of the families in the Open style group all had ongoing direct aid support services (as 

defined by Norbeck et al., 1983) from their extended family or siblings for instrumental 

tasks of daily living (I-ADL) such as provision of transportation to go shopping or to go 

out to appointments of various types and/or sitting services if the significant others 

wished to go out. The two exceptions included the Camp family (#C7), who hired sitting 

services from the private sector, and the Snow family (#C24), who lived in an isolated 

farm setting hundreds of miles from their extended family and whose source of aid types 

of support services were friends, primarily from the church group they belonged to for 
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many years. These friends provided services that included help with elder's hair or foot 

care, and related assistance with personal activities of daily living (P-ADL). 

Supervisory Activities 

The fourth, and last type of task-oriented response pattern that was identified among 

the Open style families is referred to here (following Bowers, 1987) as Supervisory 

activities. These activities referred to those actions displayed by families who, although 

they were not providing direct, "hands on" care pertaining to elder's physical activities of 

daily living (P-ADL), were very much involved with supervising both the quality and 

coordination of such care. This care was provided by others such as by a live-in 

homemaker, private duty nurse, or nursing home staff in those instances where the elders 

had been admitted to a nursing home. These types of activities most often began in the 

middle phases of the career (e.g., MP or PNHAP). 

The Supervisory activities, which were primarily anticipatory or preventative in 

nature, included arranging for or setting up medical and related types of appointments for 

the elders (e.g., #C13: The Elms; C20: The Quizes); determining whether there were any 

undesired changes in elder's physical health status, and on the basis of that assessment, 

taking action to see that those needs were met; monitoring the quality of care provided by 

the live-in homemaker, visiting nurse, and/or staff of nursing homes to ensure that they 

met specific needs of the elders which were thought to be not readily identifiable by 

helpers who did not know the older person well (e.g., #C9: Mrs. Map; CIO: Mr. Noon; 

C13: Mrs. Elm; C22: Mr. Keg; C24: Mr. Snow, Jr.; C29: Mr. Fax; C34: Miss Wax). 

These types of Supervisory activities have been referred to by some researchers as the 

'case management' role of families having a member with a chronic illness (see Baum, 

1991; Lowry, 1985; Seltzer, Ivry, & Litchfield, 1987; Wasylenki et al., 1987, p. 213; and 
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for an interesting critique of this increasingly popular concept, see Everett & Nelson, 

1991). 

With few exceptions, the Supervisory activities decreased once elder had been in a 

nursing home for three or more months. However, none of the families indicated that 

their daily nursing home visits with the elders during the early part of the PNHAP was 

because of feelings of guilt, which is an assumption that is sometimes voiced by various 

staff members, and/or depicted in the literature (e.g., Matthiesen, 1989). For the majority 

of the families, it was found that as elder "settled in" they no longer felt the need to visit 

daily, and thus reduced their visits to an average of once or twice a week. During these 

visits, these families were open to the suggestions of staff to "join in" (e.g., #C4: The 

Halls) with some of the social activities or outings for the elders provided by the nursing 

home. The Map family (#C9) and the Quiz family (#C20) hired private duty nurses to 

supervise elder's care and periodically evaluated their performance. 

6B.3 The Affective Response Patterns of the Open Style Group: Characteristics 

and Changes During the Illness Career 

The purpose of this section is to address the qualitative aspects of the families' 

involvements or exchanges with outside systems i.e., the relationship dimension, or 

affective component, of caring. A description is given of the findings regarding the 

nature of, and changes in, the following affective responses that the family subsystems 

implied in their accounts of their interactions or relationships with outside systems during 

the illness career: 

(1) the types, range, and changes in the feelings that were expressed by, or shared with, 
outside systems; 

(2) the extent to which communication patterns (based on the CFAM dimensions; see 
Appendix 5 and Appendix 7) indicated feelings of empathy and/or various types of 
accommodative patterns. This aspect also included the degree to which there was 
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resolution of significant disagreements. Brief mention is also made in regard to 
how communication happened within the subsystem; 

(3) the degree of flexibility of the rules defining the frequency and types of 
participation of the elders with outside systems. This aspect also included the 
extent to which the elders were invited to participate in decision-making regarding 
matters like daily routine, nursing home placement, and related matters. 

The Types. Range, and Changes in the Feelings That Were Expressed Bv. or Shared 

With, Outside Systems 

Two of the most salient characteristics of the qualitative nature of relationships of 

the Open style families with their informal social network were mutual feelings of 

acceptance and affection with elder's adult children living outside the household 

(hereafter referred to as the extended family). For the subsystem, this resulted in a 

profound sense of appreciation coupled with, as Qureshi and Walker (1989, p. 146) put it, 

a feeling of being cared about rather than simply serviced (e.g., "our children are second 

to none, they are friends really"; #C13: Mrs. Elm) and a sense of security (e.g., "without 

our children, I don't know where we'd be"; #C2: Mr. Adams). One major consequence 

for both systems was the ability to share their feelings of sadness, frustration and 

annoyance, humorous happenings, and related types of positive and negative feelings 

about members and non-members in their internal and external context. 

The acceptance displayed by the extended family might be described as 

unconditional and realistic (as opposed to a conditional and resigned acceptance; see 

Darling & Darling, 1982, p. 68; Rogers, 1951) in the sense that the extended family 

members did not give prescriptions (or advice) to the subsystem as to what and how 

things should be done in order "to fix" the situation to their liking; instead, they appeared 

to provide affirmative support (as defined by Norbeck et al., 1981; 1983) for the decisions 

made by the subsystem members, acknowledged the abilities that the elders were 
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perceived to still possess, and communicated in ways that indicated their desire to 

maintain strong, positive attachments to the subsystem dyad or triad. 

Affection was viewed here, following Horowitz (1982), as the mutually "positive 

feelings" that were perceived to exist between the subsystem and the extended family, 

and a mutually-shared view of their relationship as "close and enjoyable" (p. 4). This 

closeness or affectional warmth was found to be expressed verbally and non-verbally 

(e.g., eye contact, listening very carefully), and freely given (i.e., not given out of a sense 

of duty) by extended family members. 

Closeness between the extended family and the Open style families included a 

readiness of the extended family to maintain ongoing contact with the subsystem, both 

directly by visiting them, and indirectly by way of letters and/or regular telephone 

contact. This closeness despite geographical distance with the extended family was 

reported by almost half of the twenty-three subsystems (N = 11), many of whom had 

kindred hundreds of kilometres from their home (#C4: The Halls; C8: The Deans; CIO: 

The Noons; Cl 1: The Inks; C13: The Elms; C21: The Jets; C22: The Raes; C24: The 

Snows; C26: The Tates; C29: The Faxes; C36: The Gains). For other subsystems, the 

closeness was facilitated by having extended family living in the same apartment building 

(#C9: The Maps) or in the same town (i.e., all the other subsystems except for the 

following four: C6, Dl: The Balls; Cl: The Camps; C22: The Raes; C39: The Langs). Of 

this latter group, only the Langs mentioned not having the desired amount of contact with 

their children ("we don't see them as often as we would like to"), nor did they have many 

friends whom they could "confide in," which Mrs. Lang thought was due to her spouse's 

Alzheimer's condition. She turned to the formal sector for emotional support, 

particularly the family physician and the local Alzheimer's Society. A similar pattern of 

physician contact was identified among the Vans (#C33) and the Maps (#C9). 
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It might be noted that all the elders were involved in this sharing of feelings with 

the extended family and with non-members. An illustrative example was Mrs. Snow 

(#C24), of whom it was reported that "when she likes someone, she is all smiles and full 

of compliments". By contrast, with some outsiders (especially physicians), she was 

apparently very explicit in expressing her feelings of annoyance ("she yells at them, the 

doctors, if they want to do any examinations or tests, so the tests don't usually get done"). 

Although not all the elders in the Open style group verbally expressed their feelings, they 

were reported to be able to do so by non-verbal means that were readily recognizable by 

their kin, such as scowling to indicate fear (e.g., #C20: Mrs. Quiz) or moving about in 

one's chair to indicate pain (e.g., #C36: Mrs. Gain). 

In summary, the primary pattern for these Open style subsystems during the illness 

career was the sharing of an increasing range of feelings (both positive and negative) with 

their extended family, or with a few close friends during activities outside the home (e.g., 

at the Legion, after a curling session, and after church services). When those outside 

systems were perceived as not available, some of the families turned to the formal sector 

for emotional support, particularly family physicians and/or members in the Alzheimer's 

Society support group, both of whom were seen by the family subsystem as something 

akin to a family, and helpful because of the self-sharing that regularly occurred. A third, 

and more infrequently expressed pattern of these families was their sharing of feelings 

with a Supreme Being (e.g., #C21: Mrs. Jet, who made daily diary entries, including 

questions to God about her spouse's illness and the nature of their marital relationship 

over the years; #C9: Mrs. Map, who regularly prayed; and #C24, Mr. Snow, Jr. who 

posed the following query: "I wonder why God let this happen to mother?"). Very few of 

these people reported sharing feelings with traditional helpers such as social workers, 
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psychiatrists, church ministers, or help hot-lines, which is a finding consistent with other 

studies (e.g., Montgomery et al., 1990). 

The Nature of Communication Patterns and Resolution of Significant 

Disagreements Between the Family Subsystem and Outside Systems 

Given the above-mentioned findings regarding the nature of the affective responses 

of the families, and further analysis of the circular pattern diagrams (CPDs) and the 

ecomaps (see examples in Appendix 7 and 2 respectively), the nature of the 

communication patterns between the subsystems and their extended family, as well as 

with close friends, might best be described as empathie and accommodating. Empathy as 

a form of human communication, as Egan (1990) notes, involves both basic empathie 

listening and understanding, as well as "communicating that understanding to the client" 

(p. 123). Basic empathie listening, or "being with" the client, is described by Rogers 

(1980) as follows: 

It means entering the private perceptual world of the other and 
becoming thoroughly at home with i t . It involves being 
sensitive, moment to moment, to the changing felt meanings 
which flow in this other person, to the fear or rage or 
tenderness or confusion or whatever that he or she is 
experiencing. It means temporarily living in the other's life, 
. . . without making judgements (p. 142). 

Two illustrative indicators of this mode of communication that were mentioned 

included an extended family member who affirmed the need of his parents "to continue 

with their European ways" and admired how elder very clearly communicated her needs 

by whistling (#C10: The Noon's son); and a family member who reported that their son-

in-law was "so understanding he's more like a son," and how their daughter, whenever 

she phoned "could tell just by my voice if something was wrong and then she asks if 

something has happened to mother" (#C26: Mr. Tate). 
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The above-mentioned examples do not mean to suggest that all members of the 

extended family of the subsystems in the Open style group communicated their empathie 

understanding in the same degree of intensity, openness, and clarity. Instead, what it 

does appear to indicate is that these subsystems perceived the verbal and non-verbal 

exchanges with their adult children and/or in-laws to be clear (as opposed to vague or 

ambiguous), direct, frequent, and congruent in terms of the manifest and latent content 

(e.g., choice of words, tone of voice, facial expression, and other parameters of non

verbal and paraverbal communication; see Appendix 5.2, subsection on 

Interaction/Relationship coding categories, 5.2.6.6). Furthermore, a major theme or 

characteristic of the manifest content of these exchanges was reminiscing about family 

get-togethers/celebrations and past accomplishments and involvements of the elder. 

In regard to the resolution of disagreements with the extended family, which 

involved primarily "in-law" problems that a few of the participants reported at Tl, it was 

found that "things had gotten better" by the later phases of the illness career. For 

example, Mrs. Hall (#C4) learned "not to say too much" to their daughter-in-law, and 

Mrs. Inks (#C11) now dealt with her in-laws' comments about not taking good care of 

elder by acknowledging their feelings, and adding a comment to the effect that if they 

wished, they could have elder live with them. 

The Degree of Flexibility of the Rules Defining the Participation of the Elders with 

Outside Systems 

The majority of the Open style subsystems reported that their extended family were 

open to involving elder and the significant other(s) in family get-togethers such as 

holiday dinners, wedding celebrations, car rides, picnics in the park, and related events. 
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The extended families acknowledged the importance that the significant others 

attached to a socially stimulating environment for the elders and the former tried to 

facilitate this by involving not only the informal social network, but also the formal 

sector. For example, five of the elders became involved in day center activities (#C2: 

Mrs. Adams; C4: Mr. Hall; Cl3: Mr. Elm; C24: Mrs. Snow; C33: Mr. Van), which three 

elders were reported to have enjoyed very much (Mrs. Adams, Mr. Elm, and Mr. Van). 

An unexpected finding was the asynchronomy or incongruency in the meaning accorded 

the day center program by some significant others vis-à-vis the staff: whereas the former 

viewed these centers as providing something akin to a social rehabilitation program, staff 

at the center often described the day program in terms of providing primarily respite for 

the caregivers and as "a half-way house" for elders so that they would be prepared for 

eventual nursing home placement. For this reason, Mrs. Camp's (#C7) family withdrew 

their mother from the program very shortly after its commencement. 

Several Open style families participated as a unit in social activities with friends. 

For example, the Deans (#C8) and the Oaks (#C14) attended a club for seniors together, 

and the User family (#C27) participated in social activities at the lodge where they had 

moved during the MP. 

The final point to be mentioned here pertains to the degree and nature of 

participation in decision-making that the elders had with outside systems in regard to 

matters affecting themselves. It was found that, with one exception, all the elders had 

been involved in discussion regarding day center participation and nursing home 

admission. Mr. Hall (#C4), however, was placed in a nursing home after he was involved 

in a hit-and-run accident. 
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6B.4 Consequences of the Open Style of Managing 

Consequences are viewed here as the families' perceptions of their situation at T2. 

Based on the reports of the significant others at this time, three consequences of the Open 

style of managing for the family subsystems were identified. These consequences are 

described next. 

A Sense of Accomplishment and Belief that "We did our best" 

Family subsystems in the Open style group had a sense of accomplishment and a 

belief that "we did our best" to keep elder at home for as long as possible and to provide 

the desired social-psychological environment that they hoped would protect the elder-

significant other relationship and elder's self-esteem (e.g., #C9: The Maps; C24: The 

Snows; C26: The Tates; C27: The Users; and C34: The Waxes). One who was perhaps 

the most explicit about this topic was Mrs. Map (#C9). Her accounts, like many of the 

others in the Open style group, implied that even during the PNHAP elder was still 

perceived to be very much part of the family system, a belief that appears to have 

reinforced her view that his admission to the center was not indicative of a failure, or any 

shortcomings on her part. Furthermore, Mrs. Map did not perceive her daily twelve hour 

"shifts" at the center as evidence of guilt feelings. Instead, she viewed these visits as 

necessary to maintain their close marital relationship of over fifty years, and to ensure 

that the care provided by staff met the standards that she had identified as important for 

his psychological, emotional, social, and physical well-being. 
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Increased Feelings of Attachment To. and Appreciation of. Elder's Adult Children 

(i.e.. the Extended Family) and/or Other Relatives and Friends 

A second consequence of the Open style of managing was increased feelings of 

attachment to, and appreciation of, elder's adult children. Perhaps the most salient 

example was the Elm family (#C13), who, as previously noted, viewed their children as 

friends. Both Mr. and Mrs. Elm also indicated their appreciation of the affective support 

and aid that their children were perceived to have provided them, as well as their 

affirmative support regarding a range of major decisions that were important to this 

subsystem (e.g., their decision to hire a homemaker so that they could remain at home 

together). Similar perceptions of support were expressed by fifteen of the twenty-three 

subsystems whose older relative had been admitted to a nursing home by T2. The 

significant others indicated that their relatives were in agreement with this decision, 

thereby alleviating some of the feelings of stress that have been found by other 

researchers to occur with this transition (e.g., Morgan & Zimmerman, 1990). 

Although some families (e.g., #C7: The Camps and C34: The Waxes) did not 

express any increase in attachment to their extended family members, they did indicate 

increased appreciation of the affective support of a small group of friends and the aid 

types of supports provided by some members of the formal care system (e.g., Miss 

Camp's appreciation for the politician who acknowledged her desire for a day center for 

people with Alzheimer's disease; or Miss Wax's comments regarding how helpful the 

physiotherapist had been to help them effectively eliminate elder's problem with 

incontinence). 
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Openness to Adopting New Wavs of Relating With Elder and Outside Systems 

The accounts of the participants suggested a willingness to try out new ways of 

relating with the elders and with those outside their subsystem. For example, Mrs. Jet's 

(#C21) approach during the PNHAP was to focus on the future, particularly on enjoying 

their new grandchildren. Hence, whenever Mrs. Jet visited her spouse (elder), she would 

bring pictures and discuss the most recent news she had received about them. Similarly, 

after Mr. Jet had been in the nursing home for approximately three months, Mrs. Jet 

began to feel more comfortable relating with the staff, and began to join in many of the 

social activities that were held there, as well as attending the Sunday church service with 

elder, and participating in the family support group meeting held at that center. In this 

researcher's last discussion with Mrs. Jet in May 1992, she was continuing to visit her 

spouse twice a week, was involved with several organizations doing volunteer work, and 

was looking into educational materials available from an organization that specialized in 

rehabilitation for those with brain injuries that "might be useful for helping me and the 

staff converse with my husband." 

Similarly, the eight significant others in the Open style group who experienced the 

Ex-Patient/Death of elder phase (EPP) indicated an openness to facing the challenge of 

"making a life of one's own" in a variety of ways indicated in Chapter Five (see 5C.6: 

The Ex-Patient Phase). For example, Mr. Tate (#C26), the only widower among this 

group, had decided to remain living in his home, and kept in contact with his children and 

his small network of friends, as a way of managing his sense of loss, i.e., the 

"undescribable grief and loneliness he experienced after losing his wife of fifty plus 

years. In contrast, Ms. Oak (#C14) decided to "leave the past behind," moved to the new 

apartment she purchased, and resumed full-time employment involving child care work. 
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6B.5 Some Reflections on the Role of Positive Emotional Bonds/Attachment 

Patterns of the Subsystem Members and the Development of an Open Stvle 

of Managing 

Before closing this section on the Open style of managing, some reflections on the 

role of positive emotional bonds or attachment patterns are outlined which may explain 

why these family subsystems sought and/or were open to exchanges with outside 

systems. This may provide a fruitful area of inquiry for future studies that are more 

controlled, larger in terms of sample size, and conducted over a longer period of time 

than the two-year duration of this investigation. 

Attachment or emotional bonding refers to a relatively enduring unique emotional 

tie between family members (Wright & Leahey, 1984, pp. 40, 238). Furthermore, as 

Parkes, Stevenson-Hinde and Marris (1991) note, "in attachments as in other affectional 

bonds there is a need to maintain proximity, distress upon inexplicable separation, 

pleasure or joy upon reunion, and grief at loss" (p. 38). They note, however, that one 

criterion of attachment that is not necessarily present in other affectional bonds is the 

desire "to obtain an experience of security and comfort in the relationship with the 

partner" (p. 38). They conclude that if and when such security and comfort is available, 

"the individual is able to move off from the secure base provided by the partner, "with 

confidence to engage in other activities" (p. 38) with other people, including non-kin. 

They note, however, that more research is needed regarding the unique ways in which 

bonding occurs in dyadic relationships, including instances of abusive relationships 

(p. 40). Although Parkes et al. (1991) do not discuss attachment patterns of older 

couples, some of the notions they present about attachment theory appear to this 

researcher to afford insights about the Open-Closed continuum of styles of managing of 

the families in this study. 
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A n illustrative example of the attachment patterns of one family is given in 

Appendix 11, using the guidelines of the CFAM model (Wright & Leahey, 1984, pp. 40-

41, 237-241). In contrast to previous studies, where bonding is described primarily in 

terms of behavioral indicators of affection (e.g., Noelker & Townsend, 1987; Townsend 

& Noelker, 1987), analysis of the attachment pattern diagrams of the twenty-three family 

subsystems in the Open group revealed that an additional indicator of strong positive 

attachments, which had existed for the majority of them since the Pre-illness phase, was 

their admiration of the many achievements of the elders in spite of the financially and 

emotionally hard times the latter faced during the depression years or during the two 

World Wars. Several informants whose elders had earlier resided on a farm mentioned 

the range of collective efforts that elder and his or her family of origin employed to 

ensure they had enough to eat, or to get the hay harvested, or how they assisted a family 

member with a chronic illness (e.g., #C8: The Deans; C9: The Maps; C24: The Snows). 

Similarly, all of the significant others spoke of how the elders managed to find time, 

despite a busy work or homemaking schedule, to be involved in a number of community 

organizations such as being a member of the church choir, helping out at the local school, 

or related types of volunteer work. 

Thus, it may be that the strong positive attachment pattern these significant others 

had for elder, as indicated by the detailed accounts they gave of the elder's 

accomplishments, as well as early learning experiences regarding the value of being 

flexible and accommodating, and the advantages of an interdependent approach that 

involved not only the extended family, but non-members as well, helped shape the kinds 

of Open relationship styles they displayed with three types of outside systems (informal, 

formal, and the private sector) during the illness career. This notion will be further 
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discussed following the presentation of the findings for the Closed style of managing, 

which is oudined next. 
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P A R T 6C 

THE CLOSED STYLE OF MANAGING 

In Part 6C, the findings pertaining to those family subsystems that were classified as 

having a Closed style of managing (N= 16 or 41%) at Tl are outlined. The four sections 

of Part 6C contain a description of the findings regarding the major ways that the Closed 

style of managing of these family subsystems differed from the Open style group in terms 

of (1) the general characteristics and foci of these families; (2) the nature of their 

behavioral and affective response patterns, including the changes in them during the 

illness career; (3) the consequences of these patterns for the subsystem members, and (4) 

some possible reasons for these patterns. 

6C.1 Some General Characteristics of the Closed Stvle of Managing 

In spite of the term used, the Closed style of managing was not viewed here as 

involving family subsystems who were completely closed and operating only within the 

confines of their own boundaries. Instead, the Closed style is viewed as an ideal type to 

refer to those sixteen family subsystems whose exchanges or involvements with outside 

systems during the illness career were found to be more restricted in terms of types, 

frequency, and qualitative aspects of such contacts than the Open style group described in 

the previous section. 

Another set of general characteristics of the majority of the family subsystems that 

were classified as having a Closed style of managing pertains to the nature of their Pre-

illness phase relationships. As indicated in the overview of the Pre-illness phase in 

Chapter Five (see Part 5B, section 5B.2), many of these families reported that 

relationships with subsystem and extended family members were limited in terms of a 
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consistent pattern of open displays of affective, affirmative, and direct aid types of social 

support. In many respects, the reports of these families resembled those described by 

Kantor and Lehr (1975), in the sense that their primary goal (or 'core purpose') was also 

found to be "stability through tradition," in contrast to those in the Open style group, 

"who tended to encourage adaptability" (pp. 119-123, 143-149) in the ways indicated in 

the previous section. 

The foci of the Closed style also differed from those of the Open style group. In 

contrast to the predominantly social system and/or family-centered foci of families 

classified as having an Open style, the sixteen family subsystems identified as having a 

Closed style were found at Time 1 (Tl) to have an elder-centered focus. That is, some 

families (N=IO) had a focus that was primarily centered on meeting the personal 

activities of daily living (P-ADL) needs of the elders, as well as performing the 

instrumental activities of daily living (I-ADL) without outside help, whereas the focus of 

other families (N=6) was on rehabilitation of the elders to perform those activities. 

Unlike the Open style families, however, the majority of the elders in the Closed style 

group had more limited choices in decision-making regarding the performance of either 

of those tasks. Furthermore, as will be seen in the descriptions of the behavioral and 

affective responses of these family subsystems which are presented next, the majority of 

the significant others did not express a desire to keep elder at home for as long as 

possible; stated somewhat differently, unconditional respect and acceptance of the elders 

by the significant others was not readily apparent. Instead, elder's tenure at home 

appeared to be conditional on meeting a set of firmly-held expectations of performance as 

indicated in the following quote: 

I told her [elder] that she is here so long as it is to her 
advantage, that's the first thing. The moment that it is not to 
her advantage then she w i l l have to go (elsewhere) . . . and 
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such a place might well be an institution (#C25: Mrs. Nose, 
Jr.). 

6C.2 The Behavioral Response Patterns of the Closed Stvle Group: Characteristics 

and Changes in Their Task-Oriented Patterns During the Illness Career 

In this section an outline is given regarding the characteristics of and changes in, 

the two major types of behavioral response patterns identified at Tl among the families 

classified as having a Closed style of managing during the illness career. These 

behavioral responses included (1) a Doer and/or Follower pattern; and (2) a 

Rehabilitation pattern. 

The "Doer" and/or "Follower" Behavioral Response Patterns 

The "Doer" and/or "Follower" patterns refer to the behavioral responses identified 

among ten family subsystems whose use of outside resources and patterns of Information 

Seeking and/or Information Giving at Tl were, in comparison to the Open style group, 

the most markedly limited (#C3: The Xaviers; C5: The Kochs; C12: The Yews; C16: The 

Aobes; C18: The Bonds; C19: The Mosses; C30: The Downs: C32: The Foxes; C37: The 

Holts; C38: The Ions). It was found that these family subsystems, although they all relied 

primarily on their own resources for meeting the P-ADL needs of the elders and for doing 

the I-ADL tasks associated with their household, differed in terms of how the significant 

others approached the tasks in ways which are discussed next. 

The Doer behavioral response pattern refers to those subsystems (N=7) in which the 

significant others tended to perform most of the P-ADL tasks for the elders (#C16: Mr. 

Aobe; C37: Mr. Holt; C38: Mr. Ions; and Cl9: Mrs. Moss; C5: Mrs.Koch's daughter and 

C30: Mrs. Down's daughter; and C32: Mr. Fox's son and daughter-in-law). The 

following quote of one spouse exemplifies a Doer approach to task completion: 
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I view it as a job that has to be done. And providing there is no 
feedback or fightback from her (elder), I quite enjoy it (#C16: 
Mr. Aobe). 

Analysis of the findings of the modified OARS questionnaire (Duke, 1978) that the 

researcher completed with each family revealed that the only task that the significant 

others did not do for the elders was feeding (see Appendix 4 for an illustrative example of 

the findings for one family-#C5: The Koches). Furthermore, in contrast to the Open style 

families, no mention was made by any of the seven significant others with a Doer 

approach of persistent attempts to assist the elders to perform P-ADL tasks, nor did they 

indicate that they provided ongoing encouragement for the elders to assist with I-ADL 

tasks. Three principal reasons for this Doer approach to task completion were identified 

in the accounts of the significant others: 

(1) a continuation of pre-illness family relationship patterns: 
e.g., "Fm the type of person who'd say, do it, just do it for him" (#C19: Mrs. 
Moss); 

(2) temporal/efficiency considerations: 
e.g., "It's quicker, but I guess I shouldn't do all that for him" (#C30: Mrs. 
Down); 

(3) a view of elder as not being (physically and/or mentally) capable of 
performing the tasks in an adequate or safe manner: 
e.g.,, "The washer is in the basement, so she can't do the washing because she 
might fall down the stairs" (#C37: Mr. Holt. Similar responses in regard to 
elder's perceived inability to perform A D L tasks were given by #C5: Mrs. 
Koch's daughter; C16: Mrs. Aobe's husband; and C32: Mr. Fox's son). 

The Follower type of behavioral response pattern refers to those marital subsystems 

(N=3) in which the wives more or less followed the directives of their husbands (i.e., the 

elders) in regard to the performance of P-ADL and I-ADL tasks in order to find ways to 

"get things to be peaceable" (#C3: Mrs. Xavier; C12: Mrs. Yews; Cl8: Mrs. Bond). The 

elders, all of whom had elected to spend their time almost entirely indoors (e.g., in bed or 

watching television occasionally), also had directives that their wives perceived as cutting 

both of them off from the social world. For example, Mr. Bond (#C19), who had had no 
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contact with his relatives for many years, was reported at T l to become very upset i f his 

wife "even so much as got a phone call" from the children of her first marriage, and, later 

in the illness career, he declined continuation of the services provided by the visiting 

nurse. Mrs. Yews (#C12) reported that she felt discouraged that her husband would not 

agree to go out with her to various events, and on those "rare" occasions when she went 

out alone and arrived home late, "I'm treated just like a school girl by him." Mrs. Xavier 

(#C3) remarked on how elder refused to go in for a checkup despite her belief that he was 

ill, and emphasized how she spent most of her day "trying to get him to eat a measley 

bowl of porridge." She was discouraged with his comments when she made any noise 

while doing the housework; for example, "raising so much hell" and making remarks like 

"if you think the house looks dirty, put on pair of sunglasses." 

Two consistent themes in the accounts of these three significant others who wanted 

to find ways to "keep things peaceable" were a view of elder as physically very frail and 

hence in need of their presence, and a feeling of regret (or resentment?) about their strong 

commitment to their marriage vows. Mrs. Bond (#C18) put it this way: 

All my relatives think I'm crazy (not to put him in a nursing 
home), but I'm funny. I think marriage is a commitment, and I 
also have a conscience, which I'm sorry to say, gets in my road 
sometime. 

The Rehabilitation Behavioral Response Pattern 

I refuse to wait on him. I won't do it because I don't know 
when that might be the beginning of the last time he has the 
sk i l l . The easiest approach to (elder's) care is to maintain a 
consistent routine. . . . Down the road perhaps, I can see 
being more specific about the type of help I need and when I 
need it (#C1: Miss Jones). 

We are in total control of her (elder's) environment. Anytime I 
think something or someone is detrimental . . . it is 
absolutely vetoed (#C25: Mrs. Nose, Jr.). 



211 

The above-mentioned quotes by two significant others illustrate the more extreme 

end of the continuum of behavioral responses that represent the Rehabilitation pattern 

which was identified among the remaining family subsystems in the Closed style group 

(N=6, plus one extended family subsystem who provided care for elder one or two 

months each year: #C6, D2: The Loads). The Rehabilitation behavioral response pattern 

is viewed here as: 
[the style of those family subsystems involving significant 
others] whose social presentation is characterized by dogmatic 
expressions and firmness. They appear to be . . . observing 
elder for inappropriate behavior that requires corrective action. 
They display strong, unyielding opinions about how elders and 
others [including agents of the health care system] should 
behave. (Modified from Phillips & Rempusheski, 1986, p. 72). 

In sharp contrast to those with a Doer or Follower approach, the significant others 

who displayed a Rehabilitation pattern assumed that the elders were competent to do 

many tasks that they were not presently doing, and they developed plans and schedules 

to ensure that the elders would increase their performance of P-ADL and I-ADL tasks 

(#C25: Mrs. Nose Jr., for example, maintained that "all I have demanded of her was 

absolutely within her capabilities"). Secondly, they developed a specific set of rules 

and/or controls (both instrumental and psychological; see Wright & Leahey, 1984, p. 62) 

to influence the behavior of the elders, such as what elder should eat (#C31: Ms. Eocat), 

when elder should go to the bathroom (#C15: Mrs. Zard), or what clothing elder was to 

wear (#C28: Mrs. Cole), and, if it was considered necessary, confrontation (#C6, D2: 

Mrs. Load: "I've quit being Mrs. Nice Guy"). Thirdly, if their expectations regarding 

elder's behavior were not met, they were likely to take action, including admitting elder 

to a nursing home. At Time 2, five of the eight elders in the Rehabilitation group had 

been admitted to a long-term care institution (#C1, C15, C25, C31, C35). Fourthly, 

insofar as these significant others had involvement with outside systems, these were 

perceived to concur with their goal of rehabilitation and to "take my point of view into 
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account" (#C25: Mrs. Nose Jr.), or staff were given specific rules to follow (e.g., #C15: 

Mr. Zard was permitted to go to a day hospital program "with an emphasis on physical 

rehab," but his wife informed the staff that he was "not to attempt any painting, as his 

perceptual skills are gone"). 

Those with a Rehabilitation pattern differed from the Open style group in several 

ways. These included a more conditional (versus unconditional) acceptance of the 

behavior of the elders; explicit sets of rules, for both elders and outsiders (e.g., "you have 

to be very forceful with them" was Mrs. Nose, Jr.'s [#C25] view of hospital staff); a 

limited range of accommodative patterns and high value placed on achievement (their 

own, as well as possible ones for elder); a more limited contact with the informal social 

network; and more "guarded alliances" (Thorne & Robinson, 1989) with the formal care 

system because of their "wrong attitude" (e.g., "letting older people be happy in their 

misery") or "wrong costs" (e.g., legal fees or visiting homemaker costs). 

6C.3 The Affective Responses of the Closed Stvle Group: Characteristics and 

Changes During the Illness Career 

The findings regarding the characteristics and changes in the affective responses of 

the Closed style group during the illness career are outlined next. The three topics 

covered regarding this aspect of their relationships include: 

(1) the types, range, and changes in the feelings that were expressed or shared with 
outside systems; 

(2) a summary of their communication patterns (including clarity, directness, 
sufficiency, and related communication characteristics outlined in Appendix 5) with 
outside systems. Also outlined is a brief discussion of the degree of resolution of 
significant disagreements between outside systems and the Closed style subsystems; 

(3) the degree of flexibility of the rules defining the participation of the elders with 
outside systems among the Closed style group. 
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The Types. Range, and Changes in the Feelings That Were Expressed or Shared 

With Outside Systems 

The findings regarding the extent and nature of feelings that were expressed or 

shared within the subsystem and with outside systems by the Closed style family 

subsystems at Tl revealed several differences from the Open style group. The most 

obvious difference was that the opportunity for sharing feelings was more restricted 

among the Closed style group because of the more limited frequency of extended family 

contacts, both direct and indirect contact, such as by telephone or letter. When direct 

contacts did occur (usually with one of elder's adult children, and/or elder's siblings), the 

significant others indicated in their accounts that a narrower range of feelings was 

expressed, and that this was often how things happened in their family during the Pre-

illness phase. 

One illustrative example were the Holts (#C37), whose daughter informed the 

researcher that in regard to the expression of feelings of sadness, anger, frustration, and 

so forth, they (including herself) "had not been brought up that way." Like many other 

families in the Closed style group, she attributed her father's reluctance to share his 

feelings with extended family members and non-members (e.g., family physician or the 

Alzheimer's Society support group) to not wanting to "bother others." By contrast, elder 

was quite open about her feelings about the situation, both to her spouse and to the 

researcher such as how upset she was about giving up their family farm and moving into 

town, and her feelings of loss associated with their youngest child leaving home for 

studies in the East. 

This notion of not wanting to "bother others"—extended family, friends, and 

neighbors-was a predominant theme for many of the families in the Closed style group 
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and appeared to be a primary reason for not sharing a range of "not so positive" feelings. 

Changes in the expression of feelings with outside systems, both extended family 

and the formal sector, were noted at Time 2 (T2) to remain very limited among the 

majority of the sixteen families in the Closed style group despite the finding that several 

of the elders had by this time died (N=6), or were in a nursing home (N=7). In regard to 

the latter seven family subsystems, a comment by one wife captures the continued 

feelings of tension and uncertainty about the present and anticipations for the future that 

were identified among the majority of them: 

I don't see how you can make a life of your own when your 
partner is still alive regardless of what their situation is 
[referring to elder being in a nursing home] (#C19: Mrs. Moss). 

Summary of the Nature of Communication Patterns and Degree of Resolution of 

Significant Disagreements Between the Closed Stvle Family Subsystems and Outside 

Systems 

As may already be evident from the description of the findings regarding the 

behavioral and affective response patterns of the sixteen families in the Closed style 

group, their communication patterns with outside systems, as well as within the 

subsystem, differed in several distinct ways from those of the Open style group. These 

are outlined next. 

The communication patterns that occurred between those Closed style families 

classified as displaying a Doer or Follower pattern and outside systems were found to 

have four major characteristics that differed from the Open style group.. First, both direct 

(i.e., face-to-face) and indirect (i.e., by telephone or letter) communication with outside 

systems such as the extended family was infrequent for reasons stated in the previous 

section. Secondly, these families were found to communicate an attitude of 'resigned 
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acceptance' or 'passive forebearance' about their situation to their extended family, 

physicians, and other contacts, as if to say that because of the medical condition that the 

elders had, nothing really could be done to change the situation. Thirdly, a narrower 

range of emotional communication was verbally expressed to outside systems (e.g., 

#C38: Mr. Ions mentioned that even before "this Alzheimer's hit her," he was "never one 

to complain," and continued that practice with the specialists who had seen his wife, 

despite his belief that they were "no good at all" in helping him understand why his wife 

would not eat well and was so weak). Fourthly, only three of the ten families with a Doer 

or Follower pattern indicated that some resolution had been achieved in regard to 

conflicts with extended family members (#C5: The Koches; Cl2: The Yews; and C16: 

The Aobes). In summary, the communication pattern that was displayed by most of the 

significant others by Tl with outsiders appeared to be limited to discussion of the 

alterations in P-ADL capacities of the elders to the almost complete exclusion of any 

relationship problems of the subsystem members. 

Communication patterns within the subsystems, i.e., between elder and significant 

other, of those in the Closed style group who were classified as having a Doer or 

Follower pattern were also found to differ in several major ways from the Open style 

group. Based on the accounts of the significant others regarding their interactions with 

the elders, some illustrative differences included: 

(1) Limited information seeking on the part of the significant others for the 
reasons the elders did what they did. By Time 2 (T2), however, this was 
found to have changed for some of the families (e.g., "one day, I asked her 
why she didn't want to go to bed and she clearly stated that i f she did, she was 
afraid she would die"-#C16: Mr. Aobe). 

(2) respect for elder was sometimes limited (e.g., "I tell him like a kid, it's not 
time to get up yet"-#C30: Mrs. Down); 

(3) Many statements of the significant others to the researcher were indicative of 
isolation from the elders, as opposed to 'mutuality' (i.e, "a sense of emotional 
closeness, joining, or intimacy; Clements & Buchanan, 1982, p. 139; 



216 

Hirschfeld, 1983). In other words, there were few indications in their remarks 
about attempts to foster elder's self-esteem, or to protect the elder-significant 
other relationship or to provide nurturance (e.g., warmth, closeness, affection, 
empathy, and the provision of 'cognitive supportive instructions' such as 
giving cues to the elders, empathie listening, and others implied in the study 
by Cavanaugh et al., 1989). 

(4) indirect critical comments regarding elder's behavior were frequently implied 
(e.g., "As far as I'm concerned, his life is no life at all"-#C32: Mr. Fox, Jr.). 

The remaining families in the Closed style group, i.e., those who displayed a Rehab 

pattern, were found to communicate more frequently with both their extended family and 

the formal sector than the other Closed style families. However, unlike the families in the 

Open style group, these subsystems (except for the Zards, #C15) were more restrictive in 

terms of the types of information sought and feelings they shared with outside systems. 

This appeared to be related to their perception of such systems as incapable or unwilling 

to provide the types of supports they perceived as needed by the elders at particular points 

during the illness career. Another difference was that the significant others in these 

subsystems appeared to communicate more "assertively" with the elders regarding their 

expectations for the latters' performance, and the consequences of not achieving them. 

Furthermore, although they did involve the elders in selected social activities with 

outsiders (both family members and non-members), they appeared to be more reluctant 

than the Open style families to involve the elders in any decision-making, and seemed to 

be less flexible in regard to changing the rules, i.e., the plans or the expectations they had 

set for the elders. Two additional key characteristics of the communication patterns of 

the significant others with the elders appeared to be their limited use of empathy, as well 

as their infrequent mention of any of the patterns of accommodation that were indicated 

by many of the Open style families (e.g., balancing, minimizing, normalizing, and related 

types). Instead, much of their communication with the elders appeared to involve 

confronting the elders about the assets they had but were not using. 



217 

The Degree of Flexibility of the Rules Defining the Participation of the Elders with 

Outside Systems Among the Closed Stvle Group 

The degree of flexibility of the rules defining the participation of the elders with 

outside subsystems among the Closed style group may already be evident from the 

preceding discussion. The two major findings might be briefly listed as follows: 

(1) Among the Doer and Follower subgroups, there appeared to be an unspoken 
rule regarding the non-involvement of the elders with outside systems, such as 
attendance at a day center, or even for walks outside the home with the 
significant other (e.g., #C37: Mr. Holt stopped taking his wife with him on 
shopping trips because she walked so slowly). 

(2) Among the Rehabilitation group of Closed style families, the rules regarding 
the participation of the elders in outside systems appeared to be much less 
flexible than the Open style group. That is, instead of "encouraging" the 
elders to participate, the latter were more or less "pushed" to engage in 
specific outside activities that were thought would improve their physical and 
social functioning. 

6C.4 Consequences Associated with a Closed Stvle of Managing 

The findings regarding the consequences (i.e., their perceptions of the situation) that 

were indicated in the accounts of the significant others in the Closed style group at T2 are 

presented next. The discussion focuses first on those subsystems in which elder was in a 

nursing home setting at T2 (N=7: #C1; C15; C18; C19; C25; C35; C37), followed by 

those families whose elder remained at home (N=3: #C12; C16; C28), and finally, those 

subsystems in which elder was deceased (N=6: #C3; C5; C30; C31; C32; C38). 

Nature of the Relationships of the Closed Stvle Families Having an Elder in an 

Institution at Time 2 

Three of the most marked differences between the Open and the Closed style groups 

were that the significant others from the Closed style group (1) made fewer nursing home 

visits to the elders, (2) when they did visit their verbal exchanges with the nursing staff 
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and with the elders were more limited, and (3) the elder-significant other relationship was 

more restricted in terms of affective involvement (i.e., the degree and quality of interest 

in and concern for one another). The suddenness of admission to an institution (N=6 

elders) may account for some of these differences. 

In addition, several significant others whose elder had been admitted to a nursing 

home experienced feelings of loneliness, feelings of regret about the elder-significant 

other relationship, particularly about some of the unresolved Pre-illness phase issues, and 

a sense of not being able to "make a life of one's own" (#C19: Mrs. Moss). Unlike the 

Open style families, the Closed style subsystems did not report any increases in their 

contacts with the extended family nor with friends; instead, their patterns continued to be 

very similar to the time when elder was at home. It was also found that these families, 

with the exception of Mrs. Zard (#C15) had no major involvements with community 

groups nor did they engage in leisure time pursuits outside the home. The primary type 

of outside contact that was reported at T2 by the majority of the significant others whose 

relative was in a nursing home was the formal care system, where they were seeking 

treatment for an illness condition that had gradually worsened (e.g., hypertension, 

arthritis, ulcer, chronic worry). 

Not much is known about the perceptions of the elders regarding the consequences 

of a Closed style of managing. Several elders appeared to be uneasy or sad. Two very 

telling examples, from this researcher's perspective, include (1) Mrs. Nose's (#C25) 

continued expression to the nursing home staff of having been "kidnapped" from her 

home back East, and her frequent packing of her clothes; and (2) Mr. Bond's (#C18) 

response to the researcher's question about how he saw things going in the immediate 

future: "only one way . . . down." Since admission to a chronic care hospital for a 
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"check-up" regarding his urinary incontinence, he was reported by his wife to rarely 

speak to anyone, including herself. 

Nature of the Relationships of the Closed Stvle Families Having an Elder at Home at 

Time 2 

Two related consequences associated with a Closed style of managing among the 

family subsystems where elder was still living at home at Time 2 (N=3: #C12: The Yew 

family; C16: The Aobe family; and C28: The Cole family) were the development of 

cardiac-related health changes among the significant others that were perceived by them 

as life-threatening (i.e., Mr. Aobe had a heart attack, and Mrs. Cole's and Mrs. Yew's 

hypertension problem worsened), thereby "forcing" them to seek medical treatment, and 

to adopt a more Open style of managing. A second consequence, which is perhaps an 

offshoot of their help-seeking, was a realization that "it was time to take care of my 

health too" (#C12: Mrs. Yew). Thus, measures were adopted by the significant others that 

might be termed self-protective lifestyle changes, but which at the same time were 

perceived as also beneficial for the elders. For example, Mr. Aobe stopped drinking 

alcohol, and subsequently "was becoming less volatile" with elder. Furthermore, he 

made modifications in their diet, and involved elder in the daily walks and swimming 

program that were part of his treatment routine. Mrs. Yew (#C12), who previously felt 

that elder treated her like a school girl and who thought he should enter a lodge, 

eventually was able to accept information from family and friends that resulted in them 

moving together, first to a lodge, and then to a seniors' apartment adjacent to a shopping 

center. The latter move afforded them the privacy that was lacking in the lodge setting, 

as well as the social activities that she desired for the both of them, and the ease of 

shopping, and related I-ADL that were problematic in their previous home setting. 
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In summary, for all three families in the Closed style group whose older relative 

was still living at home at T2, there was evidence of a movement toward a more Open 

style of managing, notably in terms of information seeking from the formal sector, more 

clear and direct communication within the subsystem, and some mending of relationships 

with extended family members. In regard to the latter, Mrs. Yew put it this way: "life is 

too short to be on bad terms with others" (#C12). 

Nature of the Relationships of the Closed Stvle Families Whose Older Relative was 

Deceased at Time 2 

Six of the sixteen elders (or 37.5%) from the Closed style family subsystems were 

deceased by T2 (#C3: Mr. Xavier; C5: Mrs. Koch; C30: Mr. Down; C31: Mrs. Eocat; 

C32: Mr. Fox; and C38: Mrs. Ions). In contrast to the Open style families whose older 

relative was deceased (N=8 of the 23 elders or 34.78%), the Closed style families did not 

express "undescribable grief (as Mr. Tate, #C26, put it). Nor did they mention being "as 

free as a bird," which was how Ms. Koch (#C5), at Tl, anticipated her future to be once 

elder had "gone to heaven." Instead, at T2, each of these significant others mentioned a 

new type of problem that had arisen since the death of the older relative. These 

difficulties included adjusting to the death of a treasured pet (#C31: Ms. Eocat); 

continued financial worries and lack of an intimate relationship with associated feelings 

of loneliness (#C5: Ms. Koch); a spouse who had now become a dementia patient shortly 

after elder's death (C32: wife of Mr. Fox, Jr.), and a sense that, although this was the 

first time that one could make choices in life after forty plus years of marriage, "I don't 

know what to choose" (#C3: Mrs. Xavier). In many ways the limited relationships these 

significant others had with outside systems resembled those whose older relative was 

living in an institution at T2 in the sense that (1) information seeking about new ways of 

living, such as engaging in a course like 'Being fully alive' (#C21: Mrs. Jet, from the 
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Open style group) was not apparent in their accounts; (2) no notable increases in feelings 

of attachment to, nor appreciation of, their own or elder's adult children, and/or other 

relatives or friends were mentioned; and (3) expressions of "having done one's best" in 

regard to their late relative's care, which were common among the Open style families, 

were not mentioned by any of the significant others from the Closed style families. 

6C.5 Some Reflections on Possible Reasons for a Closed Stvle of Managing 

Having outlined the nature of the affective and behavioral responses of the sixteen 

families, as well as some illustrative consequences (as defined in the previous section) of 

their Closed style of managing, this section will focus on some reflections about three 

tentative "causes" or reasons for their more limited exchanges or involvements with 

outside systems than were found for the Open style group during the illness career. These 

include: (1) the nature of the attachment patterns or emotional bonds within the 

subsystem, and between the latter and their extended family; (2) the nature of the 

attributions made by members of the subsystem or their extended family about the cause 

of elder's alleged behavioral changes (based on Hooley's, 1987, distinction of internal 

attributions—or blaming the identified patient-versus external attributions of causality—or 

blaming the illness); and (3) the limited knowledge of, and/or dissatisfaction with, 

community resources. 

A possible reason for the degree and quality of the relationships between Closed 

style subsystems and their extended families (i.e., less frequent, and less empathie, 

nurturing and accommodating than those of Open style families) are the patterns of 

attachment and emotional bonding that were discussed previously. In comparison to the 

Open style families, the significant others from the Closed style families indicated that 

during the Pre-illness phase (PIP), there were weaker positive attachments to the elders 
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and/or other relatives. This finding may be related to the number of destabilizing, and 

often conflictual, aspects of their home situation that were discussed in the PIP section of 

Chapter Five (e.g., especially the patterns of physical, verbal, and substance abuse; strict 

discipline and/or heavy responsibilities). The weak attachments of other families (N=5) 

in the Closed style group to their extended family appeared to be related more to 

distancing patterns that arose during the PIP as a result of occupational demands (of the 

subsystem members or their kin), such as frequent geographical moves, substantial 

international travel, or spending long hours at work (e.g., #C25; C30; C31; C32; C35). 

Thus, many of these subsystems and their kin had "lost contact" with each other, in a 

social, psychological, and physical sense, during the Pre-illness phase. A second possible 

reason for the Closed style of managing, particularly the more limited displays of 

empathie understanding of, and affection toward, the elders, pertains to the nature of the 

attributions of the causes of the behavioral changes of the elders that were made by the 

subsystem members and their relatives. In contrast to the more externally-oriented causal 

attributions about these changes, and concomitant accepting attitudes of the elders, that 

were characteristic of the Open style families and their kin, the Closed style group tended 

to make more internally-oriented attributions regarding their perceptions of the behavioral 

changes of the elders, and many of the comments regarding the latter were critical in 

nature. For example, as was noted in the discussion of the Rehabilitation group of Closed 

style families, although the significant others acknowledged that the elders had physical 

problems, they indicated that the latter could, and should, be doing more in terms of P-

ADL and I-ADL tasks. Their comments reflected a critical stance (e.g., "she was a total 

carrot when she came here and she used her age as an excuse": #C25: Mrs. Nose Jr.), 

and/or much uncertainty and frustration ("from one day to the next, you can never be sure 

if you are pushing too hard": #C15: Mrs. Zard). For other families, critical comments 

were made about elder's disinterest in social involvements, both inside and outside their 
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home, and about their unsettled marital relationships, particularly among the Follower 

group. These findings are consistent with Hooley's (1987) study, which found that 

"individuals within distressed relationships are more likely to attribute negative behavior 

to internal or characterological factors than are individuals whose relationships are not 

distressed" (p. 183). Finally, although the ten subsystems in the Doer group of Closed 

style families made more illness-based attributions about the alleged behavioral changes 

of the elders, as well as concomitant fewer critical comments than the Follower and 

Rehab groups, their accounts indicated more 'emotional overinvolvement' (e.g., self-

sacrificing or over-protective attitudes; see Hooley, 1987, p. 184) than the Open style 

group. In turn, this may have contributed to the limited time they perceived available to 

engage in activities with their friends, or other members of their social network, as well 

as their limited involvement in community groups or participation in leisure time 

activities. It may also account for some of the health-related changes (e.g., hypertension) 

of the subsystem members, a finding which is also reported by Vitaliano and his 

colleagues (1988-1989). 

The limited contacts with the formal sector among the majority of the Closed style 

families may have been due to their limited knowledge of differences between normal 

and abnormal aging processes, as well as unclear information about specific services 

provided by community agencies and their costs. With few exceptions, and unlike the 

Open style group, these families did not have extended family members or friends to 

provide information on how to access services. Furthermore, their most frequent formal 

sector contacts, physicians, were often not knowledgeable about these matters. The latter 

displayed a style akin to a closed one in the sense that they often suggested only nursing 

home placement for the elders, as opposed to providing the family with information about 

supportive services, or referring the elders to an assessment center for a complete 
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physical assessment. With few exceptions (e.g., #C25: Mrs. Nose, Jr.), these families did 

not know what questions to ask, nor what information to give to the doctors, except for 

general physiological changes of the elders (e.g., "her walking is very unsteady"; "he's 

not able to get to the bathroom on time"). Others stopped asking questions and were 

dissatisfied with physicians because of the way the latter treated them (e.g., #C15: Mrs. 

Zard, who wondered if they "took the comments of wives-or anyone else-- seriously"). 

Some of these families indicated that they wondered about the competence and 

knowledge base of the physicians (e.g., #C38: The Ions) and subsequently developed 

relationships with them that were not unlike those 'guarded alliances' discussed by 

Thorne and Robinson (1989). The final finding that deserves mention was the 

dissatisfaction of these families with community services that they did know about, but 

found very difficult to obtain, either because of the admission criteria or the time lag 

involved. Several families thought that they were either being denied services, or given 

only restricted services, because of their medically-related, pre-retirement occupational 

status, or their resource base. The finding that the boundaries of agencies are somewhat 

closed and often confusing is supported by other studies regarding outside barriers to the 

utilization of health services by older families (e.g., Caserta et al., 1987, p. 213; Land, 

1991; Montgomery et al., 1990; Motenko, 1989; Twigg, 1989). 



225 

P A R T 6D 

SUMMARY OF THE OPEN-CLOSED CONTINUUM OF 

STYLES OF MANAGING OF FAMILY SUBSYSTEMS 

DURING THE ILLNESS CAREER OF DEMENTIA 

The predominant styles of managing of the thirty-nine family subsystems during the 

illness career of dementia were found to be readily classifiable along a continuum ranging 

from being more 'Open,' or externally-oriented, to being more 'Closed,' or internally-

oriented, with regard to their relationship patterns with outside systems. The Open style 

refers to those subsystems (N=23) whose boundaries with outside systems were classified 

as appropriately permeable (i.e., neither excessively closed nor excessively open), 

whereas the Closed style (N=16) refers to those family subsystems whose boundaries 

with their informal social network and/or the formal care system were more restricted and 

their openness to new information and changes in communication or behavior patterns 

were more limited. This classification does not assume that one style is superior to the 

other, nor does it assume that they are fixed. Using the boundary metaphor, families "can 

move toward either end of the continuum, depending on what they perceive as useful" or 

possible at any given time (Hoffman, 1981, pp. 100-101). 

The Open and Closed styles of managing were described in terms of the task-

oriented (or instrumental) and affective (or expressive) response patterns within the 

family subsystems and with the outside world and the changes in these patterns during 

the illness career. 

The Open style of managing was characterized by task-oriented response patterns 

that included a free flow of information between the family subsystem and the formal 
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sector and their informal social network, involvement in organizing and/or mobilizing 

services provided by the community or the formal care system, and the ability to adopt 

new behavior and communication patterns as circumstances changed. The goals of these 

families included meeting the needs of the elders and keeping them at home as long as 

possible, maintaining their own involvements with the informal social network, and 

protecting elder's self-esteem and the elder-significant other relationship. 

The affective response patterns of the families with an Open style of managing 

included the expression of a broad range of emotions, unconditional acceptance of elder, 

accommodative responses to disagreements within and outside the family subsystem, and 

flexibility in the rules defining elder's involvement with outside systems as well as 

elder's participation in decision-making. 

The consequences of an Open style of managing were based on inferences the 

researcher derived from the families' perceptions of the situation at Time 2 (T2; or two 

years after the first interview). It was found that over the course of the illness career 

these families developed a sense of accomplishment and a belief that they 'did their best' 

to protect elder's self-esteem and to maintain the quality of the relationship. Those 

significant others whose elders were in a nursing home at T2 were still actively involved 

in supervising the care provided by the formal care system and they expressed feelings of 

affection and empathy toward elder. Those whose elder was deceased went through a 

period of intense grief, but gradually adjusted to their new lifestyle by adopting new 

interests and activities. Many significant others also experienced increased feelings of 

attachment to, and appreciation for, members of their extended family. It was suggested 

that long-term positive emotional bonds or attachments to, and unconditional positive 

regard for, elder may have contributed to the development or "shaping" (Strauss et al., 

1984) of an Open style of managing. ' 
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The Closed style of managing was characterized by task-oriented responses that 

focused on meeting elder's needs in terms of instrumental and personal activities of daily 

living (I-ADL and P-ADL). Some families tended to take either a 'Doer' approach, i.e., 

the significant other assumed control in the performance of these tasks, or a 'Follower' 

approach, in which the significant other followed elder's directives with regard to the 

performance of I-ADL and P-ADL tasks. Other families adopted a 'Rehabilitation' 

response pattern, which involved an assumption that elder was competent to perform 

many tasks, as well as explicit rules and expectations with regard to elder's behavior. 

Compared to the Open style group, the Closed style families had more limited 

contacts with extended family and a narrower range of emotional communication. Not 

wanting to 'bother others' was a predominant theme among many of these families. 

Acceptance of elder and elder's option to remain at home was, in many cases, conditional 

upon following the rules and meeting expectations of performance. Families in the 

Closed style group appeared to be limited in their expression of empathy, were less 

flexible in regard to changing rules or expectations of elder's behavior, and were less 

likely than the Open style group to involve elder in decision-making. 

Those whose elder was in a nursing home or whose elder was deceased at T2 had 

little involvement with their informal social network, with community groups, or leisure 

time pursuits. Many had difficulty adjusting to life on their own, and experienced 

feelings of loneliness and regret about their relationship with elder. Those who had an 

elder at home at T2 frequently had experienced a deterioration in health, specifically 

cardiac problems or hypertension. They tended to initiate more contact with the formal 

care system, developed more direct communication within the subsystem, and were more 

inclined to mend relationships with extended family members. It was suggested that a 

major reason for the Closed style of managing may have been a continuation of long-term 
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weak, and often negative emotional bonds related to the occurrence of destabilizing 

factors in the home setting (e.g., loss of a parent at an early age through death or divorce, 

alcoholism, strict discipline or physical abuse, and patterns of physical or emotional 

distancing). Two additional possibilities were also discussed, i.e., the tendency to make 

internal attributions regarding the behaviors of the elders and limited knowledge of, 

and/or dissatisfaction with, resources available from their informal social network or the 

formal sector. 

Further research is needed to delineate the strengths and limitations of the Open-

Closed continuum approach used in this study to classify the styles of managing of the 

family subsystems during the illness career. Although this approach attends to both 

context and process (or analysis of the objective and subjective features of the illness 

career), one obvious limitation from this researcher's viewpoint is that it does not afford 

finer distinctions between the families in regard to whether their interactional patterns 

with outside systems are synchronous or asynchronous; for example, as Benjamin (1982) 

notes, families may be open at both affect and communication levels or open at the level 

of communication but closed at the level of affect (p. 46). A second limitation of this 

approach is it does not clearly indicate how open or closed the outside systems were in 

their relations with the families. Several families in the Closed style group, perceived 

discrepancies between their goals and the goals of outsiders in relation to what should be 

done, and this sometimes resulted in a decrease of exchanges between the two systems. 

On the other hand, this continuum approach represents an initial attempt to develop an 

integrative descriptive model of how families go about managing their tasks and 

relationships, both inside and outside their subsystem during the illness career of 

dementia. It is based on two related sociological perspectives and addresses several key 

concepts (e.g., managing versus coping; caring as a relationship; families as 'social 
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agents' in Goffman's, 1961, sense) and issues (e.g., the interface between informal and 

formal systems of care) that have been debated in recent studies of caregiving in family 

systems where an older members is suspected to be suffering from dementia (e.g., Boss, 

1988; Motenko, 1989; White, 1992). 
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C H A P T E R S E V E N 

SUMMARY AND DISCUSSION OF THE 

IMPLICATIONS OF THE STUDY 

The quality of good social relationships and good experiences of 
attachment are essentially the same: predictability, 
responsiveness, i n t e l l i g i b i l i t y [or "making sense"], 
supportiveness, reciprocity of commitment (Peter Maris, 'The 
social construction of uncertainty.' In Parkes et al., 1991, p. 
89). 

What's the point of long term care if the person doesn't feel 
cared for? (Buzzell, 1991, p. 32). 

Each aspect of the malignant social psychology [that currently 
exists in regard to patients with dementia] is, in some ways 
damaging to self-esteem, and tends to diminish personhood [of 
the index person and his or her family]. That is why it merits 
the epithet 'malignant.' Remarkably, the greater part of medical 
science research on dementia seems to overlook this altogether 
(modified from Kitwood, 1990, p. 181). 

7.1 S U M M A R Y O F T H E R E S E A R C H P R O C E S S 

In Chapter One the domain and purpose of this short-term longitudinal qualitative 

study of thirty-nine family subsystems was described. The illness career of families 

experiencing dementia was the chosen domain of this two-year study in order to gain a 

more holistic and 'ernie' understanding of their experience, particularly the interplay 

between how they "made sense" of the situation in and through time, and their particular 

attempts to shape or manage this experience "as best as we could," as opposed to having 

full control over the situation. 

Using the families' accounts (current, retrospective, and prospective) of the 

qualitative nature of their relationships within and outside of the subsystem as the basis for 

analysis, this study explored the nature and interdependence of changes in the family 

subsystem's constructions of reality, or perceptions/definitions of the situation and 
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definition of self on the one hand, and their responses on the other hand. The latter 

included how these family subsystems went about managing instrumental tasks, as well as 

their emotional or affective responses, both within the subsystem and with those outside of 

it. In this way, inferences about the predominant phases of the illness career, and the styles 

of managing, or interaction/relationship styles, of the family subsystems during this 

passage through social and physical time and space were identified and described. 

The dearth of salient information about the interdependence of these two substantive 

areas, in situations involving family caregivers having a relative with dementia constituted 

the major rationale for doing this exploratory descriptive study. This need for clarification 

regarding what is 'caring' and what caring as process "looks like," or how it unfolds and 

is experienced in the family context, is emphasized in the illustration given at the beginning 

of this chapter, as well as at the beginning of Chapter One. 

In Chapter Two, a review was presented of the strengths and limitations of three 

theoretical and methodological trends in recent studies of family caregiving in situations 

involving an older relative with dementia. In addition, some of the now classic studies on 

patient careers were outlined. The three theoretical perspectives which were examined 

included: a family stress perspective based on Boss's (1988) reformulations of Hill's 

(1965) crisis-centered approach; a family systems perspective based on the Calgary Family 

Assessment Model (CFAM) (Tomm, 1980, and Wright & Leahey, 1984; 1987); and a 

symbolic interactionist-phenomenological approach (based primarily on the works of 

Blumer, 1969, Burr et al., 1979, and McLain & Weigert, 1979) 

From the above-mentioned review, several insights emerged about the stressors 

associated with caregiving and its impact on the family caregiver, specification of the 

intensive and extensive range of instrumental tasks they perform, the nature and effects of 
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social support on caregiver well-being, and the motives for caregiving and/or giving up that 

role. The major limitation of these studies, however, is that the qualitative nature or 

relational context of the family caring process remains relatively unknown. 

Chapter Three outlined the qualitative multiple-case study design of this study, which 

used a self-selected, non-clinical sample consisting of thirty-nine family subsystems of 

three different types (Marital, Parent-Child and Parent-Extended Family subsystems). The 

problem of the under-representativeness of certain groups (e.g., male caregivers, non-

Caucasians, and those with limited financial resources) was indicated as one of the major 

limitations of this sampling technique. Also described were methods of data collection, 

which consisted of open-ended, focused interviews using an interview guide approach (see 

Appendix 6) and participant observation, as well as five types of field notes. In addition, a 

description was given of the steps of qualitative data analysis used in developing the coding 

categories for distinguishing the phases and styles of managing. This process was guided 

by use of the coding families developed by Bogdan and Biklen (1982, pp. 156-167) and 

the Interaction/Relationship categories of the CFAM model (Wright & Leahey, 1984), both 

of which are outlined in Appendix 5. Ethical issues were also addressed. The final topic 

discussed in Chapter Three pertained to the limitations of the study in terms of the criteria 

for assessing rigor provided by Lincoln and Guba (1985). These alternative ways for 

establishing trustworthiness included: credibility, transferability or applicability/fittingness, 

dependability or consistency/auditability, and confirmability or neutrality. 

The findings of the study were presented in the following three chapters. In Chapter 

Four case histories of the families were presented, including some background or Pre-

illness phase characteristics, as well as their situation at Time 1 (Tl, or the time of entry 

into the study) and at Time 2 (T2, or two years following Tl and time of the last 

interview). Chapter Five described the findings of the six phases of the illness career, 
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focusing on the family's definitions of the situation and definitions of self as perceived by 

the significant others, and their experience of these as either destabilizing or restabilizing in 

nature. Chapter Six consisted of a description of the findings regarding the ideal type 

typology of styles of managing of the families, which were classified on an Open-Closed 

continuum. 

7.2 SUMMARY OF THE PRINCIPAL FINDINGS AND CONCLUSIONS 

OF THE STUDY 

The summary of the principal findings and conclusions of the study to be presented 

next includes the salient background or Pre-illness phase characteristics of the families, the 

principal characteristics of the phases of the illness career, and the interplay between those 

two aspects as represented by the Open-Closed continuum styles of managing of the 

families. 

7.2.1 Findings Regarding the Salient Background or Pre-illness 

Characteristics of the Family Subsystems 

Analysis of the data on which the abbreviated case histories presented in Chapter 4 

and in Appendix 12, as well as the discussion of the Pre-illness phase in Chapter 5, 

revealed insights about a range of background characteristics of these families. These 

social-historical contextual features were found to be useful for understanding (1) the 

nature and quality of the established pattern of interaction or relationships of the subsystem 

members into which the person with a dementia condition "enters"; (2) the family's 

perceptions regarding their past abilities to manage situations which they defined as 

stressful; and (3) the amount of 'thick description' about their background that the families 

were willing to disclose and/or able to recall. 
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In regard to the first two points, the most central finding was that many of the 

families (N=23; the 'Open' style group), regardless of subsystem type, spoke of 

themselves and their informal social network as an interdependent unit. Their Pre-illness 

phase (PIP) relationships resembled in many ways those families with 'secure' attachment 

patterns and strong affectional bonds discussed by John Bowlby (1977) and other 

attachment theorists (see summary in Parkes et al., 1991). This affectional warmth or 

closeness theme was indicated by statements about the "good partnership" (#C13: The 

Elms), "strong alliance" (#C24: The Snows), or how farm life had meant "we are all in this 

together" (#C36: The Gains). Despite having experienced a diverse range of major life 

events in the PIP, an important feature of these families was their perception of having been 

able to deal with those events given their existing resources. Similarly, their 

communication patterns were characterized by many affectionate statements, as well as 

comments about their strong sense of loyalty to each other and to their extended family. 

The nature of the relationships within, and between, the subsystem and their extended 

family might be described as reflecting the themes of 'mutuality' or strong positive 

attachments during the Pre-illness phase. By contrast, other families (N=I6; the 'Closed' 

style group) described their Pre-illness phase relationships within the subsystem and with 

their kin outside the household in ways that reflected themes of (1) ambivalence, (2) 

detachment, and/or (3) hostility or conflict. For some of these families, life in the Pre-

illness phase was experienced as involving ongoing tension, unpredictability, social 

isolation, and weak and/or negative attachments. In contrast to the other group of families, 

these sixteen families reported their ways of dealing with situations defined as stressful 

during the Pre-illness phase in a manner that indicated less sense of 'agency' (Goffman, 

1961) or perceived self-efficacy (Bandura, 1982). However, despite the 'ups and downs' 

during the PIP, these families indicated ways in which they were able to manage despite a 

view that "life had been hard," particularly in an emotional sense. 
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A third major finding pertains to the differences among the families in the way in 

which they went about "telling their family story." While some families knew and/or spoke 

little about their Pre-illness phase familial and outside relationships, as well as holiday, 

birthday, or other celebrations unless they were probed, other families were very 

spontaneous and seemed to enjoy talking at length about these topics. Often they 

supplemented these discussions with presentations of photos, old letters, and/or tours of 

the home, and descriptions of various mementos that were displayed. This marked 

difference in communication patterns about how things happened in the Pre-illness phase 

bears some resemblance to the findings by Mary Main (see Parkes et al., 1991), that the 

patterns of responding by parents regarding their attachment relations in childhood ranged 

from the clear and coherent accounts made by "autonomous-secure individuals" to the very 

incomplete accounts made by "preoccupied individuals" (p. 26). It is not clear how this 

characteristic affected the findings regarding the illness phase of these families, which are 

presented next. 

7.2.2 Findings Regarding the Phases of the Illness Career and Processes 

of Destahilization and Restahilization 

The findings regarding the phases of the illness career of families experiencing 

dementia were presented in Chapter Five. These phases represented the sequence of 

happenings that the family perceived as 'significant' (i.e., what came to the fore as opposed 

to what was pushed to the background or ignored) at particular points in time, how those 

happenings were differentially defined as more outsiders became involved through time, 

and the implications of changes in those definitions of the situation or definition of self for 

the particular styles of managing they displayed. The findings that are presented next 

pertain to the contextual, temporal, and qualitative aspects of the phases of the illness 

career. 
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Six phases of the illness career were identified based on a thematic analysis of the 

accounts of the families regarding the major events or happenings that represented changes 

in the family's internal and external context, beginning from the time they first recognized 

that elder was not his or her "usual self." The descriptive terms used to name each of the 

following phases were intended to reflect some of the major happenings during that phase. 

The first three were derived from those in the literature and the others were created by the 

researcher: Symptom Appearance phase (SAP); Problem-Definition phase (PDP); 

Definition-As-Case phase (DACP); Maintenance phase (MP-1 and MP-2); Post-Nursing 

Home Admission phase (PNHAP); and Ex-Patient/Death of Elder phase (EPP). 

Although six distinct phases of the illness career were identified, they did not occur as 

a linear and predictable process. Indeed, a great deal of variation was identified between 

the families in terms of the temporal occurrence, as when, for example, some phases 

existed side by side (e.g., elder being given a new diagnosis during MP-1). Variation also 

existed in terms of the duration of the phases, the skipping of phases, the back and forth 

movement between phases, and/or the occurrence or non-occurrence of a particular phase 

(e.g., the majority of families did not experience the EPP). Furthermore, although the 

delineation of phases permits the researcher (and practitioner) to assess "where" the family 

"is at" in the illness career, it is also important that future studies explore the degree of 

stability or fluidity of such time/space dimensions. 

In addition to what events were perceived to have occurred, how these phase-related 

changes were experienced by the families was also delineated. This analysis was based on 

the researcher's interpretations of the family's accounts, using the term 

'destabilizing'/'destabilization' for those events or processes that were identified as 

upsetting the balance in the family's usual routine and/or ways of relating. By contrast, 

'restabilizing'/'restabilization' was the term used to refer to those factors or aspects which 
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the families indicated helped restore some sense of balance in their routine or ways of 

relating on a day-to-day basis. The major destabilizing factors, and concomitant feelings of 

loss of control associated with them, for many of the families included: (1) the new 

demands and constraints, many of which pertained to the elder's perceived dependency 

needs in regard to P-ADL and their perceived powerlessness to alter this aspect, given their 

current resources; (2) actual or anticipated losses ("it's tragic to see his brilliant mind go 

this way"); (3) various forms of uncertainty, including ambiguity about why the elder 

behaved the way he or she did ("I was in a complete black forest . . ."), whether the 

"right" decision was made regarding elder's admission to a nursing home, or why certain 

"treatments" were so widely used ("tranquilizing pills" or "tying him to that chair"); and (4) 

the limited information they received about the elder's diagnosis or test results, and/or 

community services that would provide needed services in "the right amount and at the 

right time" (especially homemaking services); and (5) the feelings of loss, "undescribable 

grief," and loneliness, particularly among the Open style families during the Ex-Patient 

phase. 

On the other hand, the restabilizing processes that the families implied in their 

accounts included all three types of social support outlined in the typology of Norbeck et al. 

(1981; 1983). For example, for many families, receiving aid in the form of information 

and affective support from outside systems was perceived as abating many of the 

destabilizing aspects of their situation. For other families, the important restabilizing factor 

was affirmative support from their informal social network or the formal sector (e.g., 

family support groups). Indeed, the importance of affirmative support was emphasized 

most strongly by those significant others whose definition of self and their role was 

perceived as devalued (e.g., "I'm treated just like a schoolgirl"; "I'm just babysitting, never 

any vacation"). This notion of affirmative support and its implications for definitions of 
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self on the part of both elder and the significant other clearly merits further research 

attention. A summary of these and related types of destabilizing and restabilizing processes 

was outlined in Figure 5.1 at the end of Chapter Five. 

In addition to the findings mentioned above regarding definitions of self, several 

others deserve mention. Those pertaining to the significant others are presented first, 

followed by those pertaining to the elders. Once again it should be noted that the families 

varied a great deal in terms of the manner and amount of information they gave on this 

topic; therefore the findings presented may be incomplete. 

Among the significant others, the definitions of self that were identified by the 

researcher included two major patterns, which they described primarily in affective terms 

ranging from negative to positive. Those whose self-definitions appeared to be somewhat 

negative indicated that this was a Pre-illness phase pattern ("I was a very volatile person"; 

"I was socially backward"; or "Fm the type that gives in/is anxious and tense," or "as he 

[elder] says, I worry too much"). The reasons for "being like this" included ethnic group 

characteristics or other sociocultural factors that reflected the theme of "life has been hard." 

The one major change that was identified at Time 2 among the significant others with this 

pattern was a sense of personal development, albeit one that was perceived as needing 

further change (e.g., "I am more patient, but . . ."). Similarly, their perceptions of 

their role appeared to be less devalued compared to Time 1. In only two cases were there 

indicators that a negative definition of self began during the illness phase (e.g., #C18: Mrs. 

Bond, who described herself as "a totally different person" and C37: Mr. Holt, who, 

according to his daughter, felt victimized because elder was apparently critical of him for 

past and present actions). Both Mrs. Bond and Mr. Holt made several statements that 

implied they had experienced a major sense of loss associated with "having to" retire 

sooner than they expected in order to meet the perceived needs of the elder. They also 
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indicateci a number of anticipated losses in regard to elder's functioning, and a concomitant 

sense of what Bowen (1978), calls 'emotional divorce.' 

By contrast, those significant others who appeared to have more positive definitions 

of self emphasized their strengths, which were almost always cast in relationship terms. 

They made statements about how they had been able to enhance not only elder's well-being 

but also protect the elder-significant other relationship. The sources of these strengths 

appeared to be the support they perceived available from their extended family, friends, 

and/or a Supreme Being (e.g., "I'm sure that if God gives us these crosses to bear, he 

gives us the strength to carry them"). 

The perceptions of the identity of the elders followed a similar pattern. On the one 

hand, some of the significant others, and at least one elder (#C12: Mr. Yew), saw the index 

person as "not the person she/he used to be" and/or as socially dead ("before he died, I 

mean before he was ill" - #C1: Miss Jones). Such a definition of elder's identity was not 

always explicitiy stated, but could be inferred from some of the behaviors of the significant 

others, such as their tendency to answer questions for the elder, or to discuss in the 

presence of the elders the symptoms of various stages of Alzheimer's disease and the view 

that such persons did not have the capacity to "clue in to" most daily happenings. On the 

other hand, some families, while acknowledging that there were changes in the 

instrumental capacities of the elders, nevertheless continued to view the elders as being still 

aware of many aspects of their interpersonal context and as having the capacity to derive 

happiness from remaining in the home setting. Indeed, 'mutuality,' or the ability of both 

the elder and the significant other to find gratification in the relationship, including 

perceptions of reciprocity, appeared to be a major characteristic of families who expressed a 

positive view of elder. One index person, for example, spoke very highly of his wife and 
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made several statements which implied that he was, in some ways, still taking care of her 

(#C13: Mr. Elm). 

These definitions of the identity of the elders raise the question of what effect these 

aspects might have on the responses of the elders. One tentative interpretation derived from 

this study, which clearly is in need of further research, includes two contrasting types of 

family contexts, each of which is associated with contrasting affective responses on the part 

of the elders: 

(1) Those family subsystems oriented toward making elder feel loved and valued despite 
present alterations in his or her condition. Families with this orientation emphasized 
the need for the continued involvement of the elders in day-to-day conversations, 
activities, extended family get-togethers, and the like. Elders in these contexts 
displayed affective responses marked by happiness and/or friendliness. 

(2) Those family subsystems oriented toward making elder feel comfortable in a more 
restricted, or physical sense. Families with this orientation emphasized the 
incompetencies of* the elder (such as the elder who apparently "rarely spoke," yet 
clearly indicated to the researcher how he saw future things going for himself, #C18: 
Mr. Bond). Elders in these family contexts tended to display affective responses 
characterized by increasing social withdrawal (e.g., spending most of their time in 

bed). 

These two contrasting types of family contexts in many respects resemble the way 

things happened in the "definitional equality" and "definitional deficit" families identified by 

Hanson (1989) in her study of the nature of the family context involving a relative with 

senile dementia. The findings regarding the Open-Closed continuum of styles of managing 

that are presented next elucidate how those two contrasting types of orientations were 

classified and conceptualized in this study. 

7.2.3 F i n d i n g s R e g a r d i n g the Open-Closed C o n t i n u u m of Styles of 

Managing of the Families During the Illness Career 

In order to develop a model for the findings regarding the families' predominant 

managing styles that were discussed in Chapter Six, an ideal type typology was used. This 
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typology integrated the findings regarding the phase-related contextual aspects of the illness 

career discussed in Chapter Five with the two theoretical perspectives guiding this study, 

drawing particularly on the concepts of definition of the situation, definition of self, and the 

boundary metaphor, in which families might be depicted as having more closed and 

restrictive boundaries with outside systems, or conversely, as having more open and 

unconfined rules regarding informational and social exchanges with those in their external 

context. Future research using larger samples and involving extended family members 

might clarify the many questions left unanswered by this initial attempt to develop an 

integrated model of family managing styles. These findings are presented next. 

As noted in Chapter Six, the Open style refers to those family subsystems whose 

boundaries with outside systems were semi-permeable, in the sense that they were open to 

new information, involvements with others in the community, and to new patterns of 

behavior and communication within the subsystem. In contrast, the Closed style refers to 

those family subsystems whose boundaries with their informal social network and/or the 

formal care system were more restricted and their openness to new information and 

changes in behavior were more limited in comparison to the Open style group. 

One fundamental difference between the two style groups was with regard to the 

focus of their response patterns. The Open style families were found to be either social 

system-centered, i.e., their focus was on maintaining contact with their informal social 

network and the formal social system, or family-centered, i.e., their focus was on keeping 

the family together as a unit. The Closed style families tended to be elder-centered, i.e., 

their efforts were directed primarily toward the physical care and comfort or rehabilitation 

of the elders. 
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The Open style and Closed style groups also showed marked differences in terms of 

their task-oriented (or instrumental) and affective (or expressive) response patterns within 

the family subsystem and with outside systems, as well as changes in these response 

patterns during the illness career. 

The Open style of managing was characterized by task-oriented response patterns that 

included a free flow of information between the family subsystem and their informal social 

network, involvement in organizing services provided by the community or the formal care 

system, and the ability to adopt new behaviors and communication patterns as 

circumstances changed during various phases of the illness career. The affective response 

patterns of the Open style group included the expression of a broad range of emotions, 

unconditional acceptance of the elders, accommodative responses to disagreements within 

and outside the family subsystem, and flexibility in the rules defining the elder's 

involvement with outside systems as well as elder's participation in decision-making. 

The Closed style of managing, by contrast, was characterized by task-oriented 

responses directed toward meeting elder's needs in terms of instrumental and personal 

activities of daily living, primarily by doing these tasks for the elder or by rehabilitating him 

or her to perform those activities. Compared to the Open style group, the Closed style 

families had more limited contacts with extended family and a narrower range of emotional 

communication. Acceptance of the elder and the elder's option to remain at home was, in 

many cases, conditional upon following the rules and meeting the expectations of the 

significant others. Families in the Closed style group appeared to be limited in their 

expression of affection and empathy, were less flexible in regard to changing rules or 

expectations of the elder's behavior, and were less likely than the Open style group to 

involve the elder in decision-making about their own care, daily routines, and outside 

involvements. 
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These Open and Closed styles of managing were found to be relatively consistent, 

although some changes during the various phases of the illness career were identified. It 

was interesting to note, for example, that families in the Open style group whose focus was 

family-centered adopted a Closed style with regard to those members of their extended 

family or the formal care system who did not share their goals of keeping the elder at home 

and protecting the elder's identity. The Closed style families, in particular those whose 

elder was still at home by Time 2, tended to display affective and behavioral responses that 

indicated a shift toward the Open end of the continuum during the later phases of the illness 

career. For example, some significant others initiated more contact with the formal sector 

as a result of a deterioration in their own health. Others developed a more direct pattern of 

communication within the subsystem and made attempts to mend relationships with their 

extended family. 

Pre-illness family relationship patterns may in part account for the development of 

these different styles of managing. Families in the Open style group had a history of 

positive emotional bonds or attachments, which may have provided them with an early 

awareness of the importance of an interdependent, flexible approach and an acceptance of 

outside inputs during times of major changes. Such bonds may thus have provided the 

sense of security and related personal resources to obtain information and direct aid, as well 

as emotional and affirmative support. This in turn may have enabled them to appraise the 

situation and decide on what action to take more quickly than the families in the Closed 

style group. Another finding regarding the Open style families was the expression of a 

great deal of positive regard for the elder. They reminisced about the elder's past 

accomplishments and attributes as a spouse or parent. This positive regard may have led 

them to be protective of the elder's identity and self-esteem, as well as to find ways to 

maintain the close subsystem-extended family relationship. In addition, many of the 
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families in the Open style group also mentioned having survived "hard times" or life losses 

in the past. It appeared that they were able to draw on strengths gained from these 

experiences and apply them to their present situation. They seemed to feel that, if they had 

managed then, they would manage now. In regard to Boss's (1988) formulation of 

'boundary ambiguity' and the associated 'ambiguous loss,' one could conclude that there 

was little evidence of this kind of experience among the Open style families. Indeed, even 

after the elders entered a nursing home, they were still considered to be very much "in the 

system," i.e., as very much part of the family subsystem and as one who still had ways of 

communicating his or her emotional and physical needs. Empathie communication was a 

major theme depicted in the accounts of these Open style families. On the basis of these 

findings regarding their relationships within, and outside of, the subsystem, these Open 

style families appeared to be high on all three of the 'family paradigm' dimensions outlined 

by Reiss (1981), i.e., configuration, coordination, and closure (see Glossary at end of this 

thesis). 

Families in the Closed style group, on the other hand, appeared to have weak 

emotional bonds or attachments to their extended family. For many families, often the 

attachment patterns between the subsystem members were not strong, positive bonds. This 

may have been related to destabilizing factors in the family's history, such as the loss of a 

parent (through death or divorce) at an early age, alcoholism, physical abuse, physical or 

emotional distancing, and related factors that were perceived as making life "predictably 

unpredictable." Positive regard for the elder and/or empathie understanding between the 

elder-significant other dyad appeared to be limited in the accounts of many of these 

families, which may explain their focus on the elder's physical, rather than emotional, well-

being. In addition to the limited support from the informal social network, many of these 

families mentioned that they had limited contact with, and received little support from the 
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formal social system. This may not always have been the family's choice, but could have 

been related to the quality of their contacts and the "confusing boundaries" of community 

care agents/agencies. Many, for example, received little or no information from their 

physicians with regard to elder's diagnosis or care, and many had trouble finding and 

organizing services from the formal care system. Several families perceived that they were 

denied services because of their occupational background. The exceptions included those 

families in the Closed style group who had substantial financial resources and tended to 

rely primarily on private sector services. In several respects these families appeared to 

resemble the 'overinvolved' or 'enmeshed' families described by Marples (1986), and the 

'ambivalent attachment style' families described by Parkes et al. (1991, pp. 248-249, 

which is based on John Bowlby's work). The caring relationship in these contexts did not 

appear to resemble the quality of social relationships described by Maris in the illustration at 

the beginning of this chapter. 

7.3 DISCUSSION: IMPLICATIONS OF THE STUDY 

This section will focus on the implications of this study for sociological theory and 

methods, as well as for professional practice pertaining to persons with dementia and their 

families. 

7.3.1 Implications for Sociological Theory 

This study yielded some insights about several infrequently explored theoretical 

aspects of the family's experience of Alzheimer's disease and related dementias, all of 

which have relevance for the field of the sociology of health, chronic illness, and the 

family. These areas included: 

(1) the nature and qualitative aspects of 'managing,' 'caring' and the 'caring 
relationship,' including 'social support,' as defined by the family subsystems in these 
situations; 
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(2) what "caring as process looks like and feels l i k e " while it is occurring during the 
various phases of the illness career of families experiencing dementia; and 

(3) the interplay or interdependence between the index person and other member(s) of the 
family subsystem, and between the latter and their external context, or outside 
systems, in regard to (1) and (2); that is, how the interactants affected each other in 
terms of both the constructions of reality (i.e., definitions of the context or situation) 
and their co-creation of the particular styles of managing—or relationship styles-
which evolved and changed during the various phases of the illness career. 

(4) development of a model of family managing styles during the illness career of 
dementia that integrates the above-mentioned concepts and processes, as well as 
aspects of the two theoretical perspectives that guided this study. 

Thus, this exploratory, longitudinal, qualitative study has contributed to sociological 

theory by providing analytical description of notions that have elucidated our understanding 

in areas recommended by several researchers (e.g., Gubrium & Sankar, 1990, pp. 8-11; 

Kahana & Young, 1990; Niederehe & Scott, 1987). One area of central importance was 

the nature of the chronic illness experience involving families, as opposed to the emphasis 

on individuals (Conrad, 1990). Secondly, an Open-Closed continuum approach to 

classifying the families' managing styles represents an initial attempt to incorporate aspects 

of family systems theory to develop an integrative model of family managing styles. More 

research is needed to further develop this model; for example, to incorporate more than the 

two dimensions (affective and behavioral responses) used in this study. 

In addition, "thick" description was provided regarding the contexts of these families. 

The two-fold utility of this contextualized description has been emphasized by 

Hammersley (1989, 1990). He argues that "out of context", the nature of what occurred 

may be misunderstood and that despite some criticisms of the utility of thick description 

(e.g., Scheff, 1986; Shankman, 1984), placing events, persons, or objects in context can 

constitute a useful explanation of the phenomena under investigation (p. 605). 

This refocusing on, and "thick description" of, the above-mentioned notions has also 

contributed to sociological insights regarding the much needed distinction between "coping 



247 

as process" and "coping as outcome" which has been emphasized by Boss (1988, pp. 52-

54, 63-70) and other researchers in the field of the sociology of stress and health (e.g., 

Antonovsky, 1985, p. 110; Benner & Wrubel, 1989, pp. 184-190; Cohen, 1987, pp. 284-

285). More specifically, it has provided insights into the ways in which the significant 

others define and manage various degrees of stress and thereby avoid a crisis. In addition, 

tentative suggestions have been made about the possible role of Pre-illness phase 

attachment patterns and preference for a more, or less, Open style of managing. The 

problem of the boundaries of community and institutional care agencies was also briefly 

addressed. 

This study regarding the phases and styles of managing during the illness career of 

dementia has thus suggested a new direction for research which includes a focus on 

process and outcome as a reciprocal or recursive process that is intimately associated with 

characteristics of the family's internal and external context, as well as the possible role of 

their historical context, such as the nature of their attachment patterns. Some researchers 

have referred to this direction as a 'family managing perspective' (see the two references by 

Deatrick and Knafl for a similar view involving families having a child with chronic 

illness). In some respects this family managing perspective resembles the 'family 

paradigm' described by Reiss and Oliveri (1980). They have examined how three types of 

family paradigm dimensions (i.e., coordination, configuration, and closure; see Glossary at 

the end of this thesis) affect a family's problem-solving characteristics. However, their 

investigations have not involved families with a relative who is thought to have dementia. 

The managing perspective presented in this study also resembles Antonovsky's (1987) 

'sense of coherence' (SOC) concept. However, he limits his analysis of the stress 

management process to individuals, as opposed to families managing during the chronic 

illness experience. 
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7.3.2 Implications for Sociological Methods: U t i l i t y of the Career-Phase 

Approach 

Given the Chapter Five findings regarding the considerable variations in the phases of 

the illness career of the family subsystems, some critics (e.g., Bugen, 1977) might ask 

"does the career-phase approach have any utility for future studies of the family caring 

process involving a relative with dementia?" My answer to that question would be yes. 

First, it was found to be useful as a heuristic device for refocusing attention on, and 

clarifying existing theoretical perspectives about, family process (including the family's 

perception of how things happen and change in, and through, time, as well as the stress 

associated with events happening sooner than expected, such as the sudden admission of 

elder to a nursing home so as "not to lose the bed" and/or the "two year waiting list"). This 

is in contrast to the many studies which focus solely on behavioral outcomes, or solely on 

family structure (or the way the family organizes itself at any given moment). Thus, 

insights were gained regarding the temporal and situational characteristics of the context in 

which the family's vague set of "troubles" changed through time to become defined as 

distinct "issues" or "problems" involving changing perceptions of "what is wrong" and 

"what should be done." The interpretations accorded those two aspects by an increasingly 

wider audience as the illness career progressed were found to involve processes pertaining 

to progressive elaboration and negotiation, which taken collectively, were referred to here, 

following Emerson and Messinger (1981), as 'coalescence' and 'consolidation' regarding 

the family's definitions of the situation and definitions of self (see Chapter Five, section 

5.3.2, Problem Definition Phase). 

Similarly, the career-phase approach afforded the identification of the temporal 

appearance of destabilizing and restabilizing processes, thereby providing an understanding 

of the constant flux these families experience, the difficulties that that unpredictability posed 
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for them to formulate plans in regard to the question "what should be done," and the kinds 

of accommodative patterns that emerge in these unsettled situations (e.g., the "day at a 

time" or "we'll cross that bridge when we get to it" approach). 

Another point that deserves mention about the utility of the career-phase model is its 

potential value for researchers who are exploring the question of how these families utilize 

services provided by the formal care system and/or seek various types of support from their 

informal network. No studies, to this researcher's knowledge, have been done to determine 

how this utilization may vary depending on "where the family is at" in the illness career. 

For example, when families are simply "told" in the Symptom Appearance Phase that 

"you'd better send (the elder) to a nursing home" and they elect not to follow such advice, 

the researcher will obtain one set of findings about how families utilize services. However, 

quite different findings may be identified if families are in a later phase of the illness career, 

such as the Maintenance phase, and have by this time experienced a variety of supports 

and/or contacts with nursing homes, which culminated in a rather different definition of the 

nursing home as a viable option to utilize (e.g., "well, I wouldn't mind bringing my 

suitcase here" #C15: Mr. Zard). 

The final advantage of the career-phase approach was the contextual and temporal 

background it provided for the other set of findings of this study, namely, those regarding 

the Open-Closed typology of the styles of managing of the families that was developed in 

this study. 

7.3.3 Implications for Professional Practice 

This section will focus on some central issues which flow from this study regarding 

possible implications for professional practice involving families having a relative with 

dementia. These issues are: (1) treatment issues pertaining to people with dementia in both 
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home and institutional settings; (2) the need for improved linkages between the formal and 

informal care system; (3) implications for the recruitment and education of professionals; 

and (4) future directions for long-term care policy pertaining to patients with dementia and 

their families. Because of the complexity of these issues, they cannot be explored in depth. 

However, they are raised in order to highlight some areas that may likely need to be 

addressed by those providing care for these people with dementia and their families, as well 

as those involved in long-term care policy development. 

7.3.3.1 Treatment Issues Pertaining to People with Dementia in Home and 

Institutional Settings 

Three practical issues pertaining to the treatment of people with dementia were 

identified among the findings of this study: (1) the tendency for professionals to rely 

primarily on medication as a major form of treatment for the elders; (2) the problem of 

assaultive behavior in institutional settings; and (3) caregiver 'burnout.' 

One major concern of families regarding their encounters with health care 

professionals, particularly family physicians and staff in institutional settings, was the 

tendency to rely on medications as the central form of treatment for the elders. Future 

studies might therefore focus on exploring to what extent various professionals view "the 

family as the patient" and the ways they address the needs of the family unit by providing, 

for example, one or more of the three types of social support outlined in the typology of 

Norbeck et al. (1983). 

Another concern of the twenty-six families who had a kin in a nursing home at some 

point during this two-year study was for the elder's safety, particularly protection from 

being assaulted by other residents. This tends to occur primarily during the late afternoon 

and has been referred to as 'Sundown syndrome' (Evans, 1987; LeNavenec, 1988). At 
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this time of the day both regular staff and programs are often fewer in number and noise 

levels are greater. What appears needed to prevent these occurrences of assaultive behavior 

are explorations of the organizational changes that could be made to ensure that there are 

adequate numbers of regular (as opposed to relief) staff present on all shifts, and/or how to 

provide appropriate programs and a 'therapeutic milieu' approach when regular day staff 

are not there. 

The third and final issue addressed in this section is caregiver 'burnout,' or what 

some researchers refer to as (family) 'strain' (e.g., Boss, 1988, pp. 52-53). The term 

burnout has for some time been used in reference to professional caregivers who display a 

syndrome of emotional responses reflecting feelings of being "overextended and depleted" 

in terms of energy, given their appraisal of the demands of the situation and resources 

available to deal with them (Maslach & Jackson, 1986). Recently, research has focused on 

the manifestations of burnout among family caregivers (Horowitz, 1985a, 1985b; 

Lindgren, 1990). In this study, a number of the families in the Closed style group 

expressed feelings similar to those described in some of the studies of burnout. More 

common, however, was the tendency to report such feelings in terms of a physical 

problem, such as hypertension, heart problems, or an ulcer ("it's not what you are eating, 

but what is eating you"). 

Only one significant other, Mrs. Gove (#C35), was given a burnout "diagnosis" by 

health professionals, which prompted her to have the elder admitted to a nursing home. 

Her account of the situation, however, focused not so much on the changes in the elder's 

behavior, or a lack of financial and material resources; but on her sense of isolation and 

frustration due to her worsening cataract condition. Her vision problems were a major 

destabilizing factor because of her inability to participate in enjoyable activities and social 

events. Burnout, or family strain, tends to occur in those family systems where there are 
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mismatches between available supports (resources and strengths) and the particular kinds 

of pressures the family is experiencing (Boss, 1988, pp. 52-53). It is suggested here that 

there is a need for a more thorough holistic, assessment of the family's presenting situation 

and the overall context in which 'strain' or 'burnout' is embedded. 

7.3.3.2 Some Reflections on the Institution/Family Dichotomy and the 

Need for Improved Linkages Between the Formal and Informal 

Care System 

One central theme in the accounts of several families and some of the general 

informants in this study reflects a view of the long-term care system as one of total 

institutional care on the one hand, and total family care on the other. In other words, an 

"either-or" distinction is made in which families either care for their kin, or they 

institutionalize them. There appears to be a need to refocus the issue from that distinction 

to the question of how linkages can be established between the various long-term care 

facilities and families who are providing at-home care. One prominent question from this 

researcher's viewpoint, and certainly from that of some of the families, is why nursing 

home placement is considered to be permanent. Based on the finding that some families 

discharged the elder against medical advice from nursing homes and even chronic care 

hospitals, it appears that a need exists for possible exit points. In addition, some of the 

families who did accept nursing home placement as a permanent arrangement, nevertheless 

expressed the wish to remain actively involved in the elder's care. What appears to be 

needed is the establishment of linkages between the formal and informal care system such 

that they can complement rather than replace each other. 
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7.3.3.3 Implications for Recruitment and Education of Professionals 

Two questions flow from this study in regard to the recruitment and education of 

professionals, particularly nursing staff and staff of agencies that provide services to people 

with dementia and their families. These questions include: (1) how can we entice people to 

work in these kinds of settings? (Burgio & Burgio, 1990); and (2) how can we educate 

staff to become more sensitive and observant of changes in the situation of both the index 

persons and their families? 

The question regarding how to entice staff to work in long-term care facilities or as 

health care aides in the home setting has not received much attention in recent studies (for 

an informative account on this topic, see Frankfather, 1977). One potentially fruitful topic 

for research would be factors affecting career choices, including the impact of 

undergraduate clinical placements on those choices, among university graduates in nursing, 

social work, occupational and/or physiotherapy and related professional programs. 

In regard to the second question, given that many of the staff have been in "the field" 

for a number of years, they already have a certain level of observational skills. However, 

they may benefit from in-service programs which assist them to record ("chart") the kinds 

of observations that bear significantly on the qualitative or relational aspects of what should 

be an ongoing assessment process. The more qualitative approach suggested here has been 

used by this writer's students who, as part of their ongoing assessment of the patients (on 

an acute care psychiatric unit) and their families, complete visual gestalts (see Appendices 

1, 2, 7, 11) with the patient and family in order to document the changing context of the 

family's situation, which are now part of the official chart record. They also chart the major 

"themes" of each interview done with, and validated by, the patient and family, much like 

what was done in completing the various types of interviews and field notes for this study. 
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Furthermore, the students complete journals, in which they record their thoughts of what 

went well and what they would like to "do differently" next day. They have begun to invite 

the patients and/or their families to do the same, an invitation that is often accepted. 

Interestingly, this has not only helped the students become more aware of the family's 

definition of the situation and definition of self, but also has helped families become more 

observant. Both parties find the assessment process informative and useful for developing 

a sense of "partnership" as well as effective for identifying and implementing various non-

medication types of treatment modalities. 

7.3.3.4 Some Personal Reflections on a Redirection for Long-Term Care 

Policy Pertaining to Patients with Dementia and their Families 

By way of closing this subsection on the implications for professional practice, I 

would like to suggest to policy and program planners a shift away from a disease model of 

dementia towards a more caring model that facilitates family managing during the illness 

career. Programs and research projects developed on the basis of this new shift would 

seek to implement suggestions offered by families to address the problem of how to best 

help persons who are not going to get well, live as well as they can. 

As Bond (1991) notes, the disease model of dementia may not be conducive to the 

planning of programs needed to address the problems in the relationships between the elder 

and the significant other or their relationships with others in their external context (p. 12). 

Nor does that model address the 'malignant social psychology' problem indicated by 

Kitwood's (1990) and Buzzell's (1991) statements given in the illustration at the beginning 

of Chapter 7. Both of these authors, as well as other researchers, wish to highlight how 

the 'loss of self (Cohen & Eisdorfer, 1986), which many people with dementia 

experience, is related not so much to some internal disease process, as it is to a new variety 
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of 'iatrogenesis'; i.e., a particular societal view of dementia and its treatment. Once a 

medical label of dementia is applied to older people, even normal behavior on the part of the 

elders so labeled often come to be interpreted in terms of disease stages to be treated by 

medical means (Buckwater & Stolley, 1991; Lyman, 1988, 1989). These researchers and 

others have highlighted the need for a greater role for social scientists to be involved in 

planning and policy, as well as in developing treatment models. An illustrative example of 

the latter is the nursing model developed by a nurse researcher, Corbin, and a sociologist, 

Strauss, to guide practitioners in their work with individuals experiencing chronic illness 

(seeWoog, 1991). 

This suggestion for a redirection of public policy, and policy research, in ways that 

address the needs of the family unit during the illness career should not be construed to 

mean that research into biophysical factors of dementia is not important. Nor is it 

suggested that policy has not responded to research findings regarding the importance of 

services like day care, respite admissions, and other existing programs that may assist 

families during their illness experience. Rather, it is to draw attention to the need to move 

from defining care based on the setting in which it is delivered (e.g., acute care, long-term 

care, home care) to a focus on service packages and a "repertoire" of services. How this 

shift might occur is beginning to be explored by the 'Long Term Care Facility Integration 

Project' in Alberta (Alberta Health, March 1993). This project, which was established by 

Alberta Health in 1991, is attempting to integrate Alberta's nursing home and auxiliary 

hospital systems and define the basic and special programs to be offered by this facility-

based component of the long-term care system. Two recent demonstration projects that this 

project has implemented include an assisted living project and a group home project 

(personnel communication, Corine Schalm, Co-Manager, Spring, 1993). Those 

demonstration projects, in some ways, resemble the personal assistance services approach 
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for those with a disability described by Simon-Rusinowitz and Hofland (1993). These 

researchers have offered "ethical, practice-oriented, and political arguments for the aging 

community to adopt this approach" and they encourage "joint efforts between the aging and 

disability communities" (p. 159). It is also a viewpoint that this researcher shares and 

considers to be a move that would facilitate the linkages discussed previously. 

At a time when health and social policy is focused primarily on containing financial 

costs, this redirection may become a reality as more 'partnerships' are formed. This would 

include partnerships between professionals and the family subsystem experiencing 

dementia. It would also include the type of partnership that Chappell (1991) has suggested; 

that is, a partnership between policy research and the more academic applied research in 

order that policies and programs increasingly reflect this research knowledge (p. 569). It is 

hoped that the knowledge generated by this study regarding the predominant phases and 

Open-Closed continuum of styles of managing during the illness career of family 

subsystems experiencing dementia will contribute to such an outcome. 

7.4 SUGGESTIONS FOR FUTURE RESEARCH 

In this qualitative study, the illness career of families experiencing dementia was 

analyzed using a combined theoretical approach which included a symbolic interactionist -

phenomenological framework and a family systems perspective based on the CFAM 

model. This study has demonstrated the usefulness of a combined theoretical approach to 

guide data collection and analysis of the contextual aspects of the phases of the illness 

career, as well as its value for the development of the ideal type typology of the styles of 

managing of the families. It is suggested that future studies consider utilizing a similar 

approach, but also incorporate a quantitative component. A larger, and, if possible, 

representative sample for further elaboration of the dimensions of the Open-Closed 
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typology is also suggested. Future research might also explore if openness is synchronous 

(e.g., open at both affect and communication level) or asynchronous (e.g., open at the level 

of communication but "closed" at the level of affect Benjamin, 1982, p. 46). It is also 

suggested that studies be done on the kinds of boundaries imposed by the formal sector, 

which most likely also affect the family's style of managing. In addition, further research 

is needed regarding the role played by Pre-illness phase attachment patterns or emotional 

bonding~in the development of those styles. Such studies might incorporate this factor in 

investigations regarding the motives for family caregiving. Furthermore, the purpose of 

future studies in this area would not be solely to generate hypotheses for future quantitative 

studies; instead, the purpose might be to ensure that as many aspects as possible are being 

captured in regard to the family caring process and its context. With respect to the latter, it 

was found that the use of the two guiding perspectives for this study afforded a more 

holistic examination of the nature and interdependence of the family context and changes in 

it through time than if either of those frameworks had been used alone. In addition, given 

the major finding regarding the variation among the families in the way they "tell their 

story," interviewing approaches need to be developed that address this difference. This 

researcher found the use of circular questions (see Appendix 5.2) and visual gestalts (see 

Appendix 1 & 2) to be helpful in this task. 

Another issue to be addressed in future studies of family caregiving pertains to the 

number of informants used. The findings in this study were based primarily on the 

significant other's definitions of the situation and definitions of elder. This suggests a need 

for future studies to consider how research might be designed in order to obtain similar 

definitions from the elders, other family members, as well as the various third parties that 

were involved with the family subsystem at different points during the illness career. And, 

as emphasized in this study, the definitions of these others need to be explored, not so 
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much in terms of whether they are "correct" in their perceptions of the situation and/or 

identity that they accord the elders, but on how they mutually affect each other's responses 

in a cognitive, affective, and/or behavioral sense. 

This study also demonstrated that another related question that needs further research 

is, to use Gubrium's (1987) phrase, "what, who, and where is family" given the 

organizational embeddedness of some of these older families during certain phases of the 

illness career (e.g., DACP and PNHAP). This would also involve exploration of the 

incongruencies, or mismatches, that may arise between the definition of what is wrong and 

what is to be done made by the biological family of the elders on the one hand, and the 

human service organization workers on the other. This organizational embeddedness or 

professionalization of familial concern, as Gubrium notes, "serves to widen the network of 

claims for familial interpretation, family order thereby being securely tied to the official 

work of nonmembers" (p. 39). Several illustrative examples of these mismatches 

regarding the definition of the situation were presented in the findings regarding the phases 

of the illness career (see Chapter Five) and similar mismatches of styles of managing 

between families and professionals (see Chapter Six). 

Other more specific areas for future research might include further clarification of the 

concepts of social support (particularly affirmative support as described by Norbeck et al., 

1983) and family context, in the sense outlined by Boss (1988) and Wright and Leahey 

(1984); exploration of the reasons for involvement of the significant others as 'because 

of,' as opposed to "in order to," motives in the sense described by Schutz (1967; 1971); 

investigations regarding the factors associated with the strong commitment that sons in this 

study were found to display to care for their mothers; comparative studies about the process 

of nursing home admission and sociological studies on dying (for example, many of the 

reasons families gave for "when nursing home placement is all right" resembled 
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Marshall's, 1980, legitimations for "when dying is all right"); and finally, exploration 

regarding how to establish those intellectual links with various other areas of sociology that 

Conrad (1990) refers to, such as the sociologies of emotions and religion (p. 1261). 

By way of closing, the following hypotheses are outlined. These were partially 

informed by the findings of this study and are suggested for future research in more large-

scale, controlled investigations. 

1. In comparison to families who display a Closed style of managing during the illness 
career of dementia, those families displaying an Open style of managing should tend 
to: 

(a) engage in a greater variety of task-oriented activities (especially information 
seeking, information giving, and organizing/mobilizing services); 

(b) display a wider ranger of affective responses; 

(c) maintain more frequent contact (either direct or indirect, or both) with their 
informal social network (extended family, friends, or community 
involvements); 

(d) focus on keeping the elder at home as long as possible; 

(e) relate with the elder in ways that indicate empathie listening, express a desire to 
involve the elder in home, extended family, and community activities, and 
related ways of enhancing psychological and social well-being; 

(f) demonstrate flexibility in regard to modifying their expectations of the elder; 

(g) find meaning and gratification (mutuality) in the caring relationship; 

(h) emphasize the need for more effective informational aid (as defined by Norbeck 
et al., 1983) from the formal care system; and 

(i) perceive their extended family as accepting and affectionate. 

2. In comparison to families who display a Closed style of managing, those families 
displaying an Open style of managing should be more likely to view the 
consequences of the caring relationship in ways that indicate 

(a) a sense of accomplishment and belief that "we did our best"; 

(b) increased feelings of attachment to, and appreciation of, the members of their 
informal social network; and 
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(c) an openness to adopting new ways of relating with the elder and with outside 
systems. 

3. In comparison to families displaying a Closed style of managing, those families 
displaying a more Open style should be more likely to have had Pre-illness phase 
relationships characterized by strong, positive emotional bonds or attachments. 

4. Families displaying a Closed style of managing should be more likely than Open style 
group to: 

(a) attribute some of the elder's behavior patterns to internal (versus environment) 
causes; 

(b) perceive that affective, affirmative and aid types of support (as defined by 
Norbeck et al., 1983) are very limited during the illness career; 

(c) express concerns about not wanting to "bother others" (which would include 
both family members and non-members); 

(d) perceive Pre-illness phase relationships as conflictual and a world-view that 
"life has been hard"; 

(e) believe that they cannot "make a life of their own" while the elder is still alive; 

(f) experience a major life event or loss that "forces" them to become more open. 

5. Families should tend to become more open with the researcher and complete in their 
accounts of the illness experience if: 

(a) a variety of visual gestalts are used (e.g., Genograms, Ecomaps, attachment 
pattern diagrams); 

(b) daily logs are kept/journal-keeping is encouraged; 

(c) a variety of circular questions are used (Tomm, 1988; Wright & Leahey, 1984). 
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A p p e n d i x 1 : G E N O G R A M , T h e A D A M F a m i l y (#C2) 
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m 1898 

Railroader 
Pernicious Anemia 

"perfectionist" & "workaholic" 

Teacher 
Stroke 

"most loving" 

Epilepsy & A & W 
prostate cancer Retired supervisor of a trucking Ilrm 
"sad & lonely" "always distant" 

A & W 
Retired social worker 

"devoted wife & sister" 

Cancer 
"always happy" 

KEY: 
indicates nuclear family 

b./d. birth/death day 
A & W alive and well 

• male Q) female 
AD Alzheimer's disease 
m year of marriage 
\ y 
/ \ 

deceased 

O index person (IP) 

A & W 
Retired storeowner 

Misses his late parents 
& "regrets not having 

any siblings" 

AD (diagnosed 1983) 
Homemaker 
"very sickly... 

many operations" 

A & W 
Fashion buyer who travels a lot 

"most loving" 

L . J 
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SCHOOL 
Parents and all the children 
have University degrees 

HOME HELP 
Live in homemaker x 5 days a week 
Relief one comes in on weekends 
Paid by family 
"I do not do any cleaning' 
"some families expect too much' 

HEALTH CARE 
Visiting nurse 3 times weekly 

• Y goes Io see family Dr. every 
3 months 

EXTENDED FAMILY 
The 2 oldest children (D and E) 
do not visit too often but help out in 
other ways (e.g. giving information) 

TRANSPORTATION 
A and B have cars as does the 
homemaker 
About 2 blocks from bus route 

WORK 
Y's late husband had a business, 
which A & B now run 
Lett Y with ample resources 
Y never worked outside the home 
since marriage 
HOMEMAKER (live-in 
Family is very satisfied with the 
care she provides and she enjoys 
"being there" 

LEISURE TIME 
Alone about 2 hours every evening 
to pursue interests of her own 

HOUSING 
Lovely large bright home on a street 
overlooking the city 
1984 value= $200,000 

FOLK MEDICINE 
• YwastreatedbyaDr. who 
advocated megavitamins including 
Lecithin in 1986 but it didn't help 
so was not continued for long 

LEGAL RESOURCES 
The 2 eldest children (D and E) 
have trusteeship and guardianship 

CHURCH md 
Family did not specify denomination 
except they do not attend 

INFO SERVICES RE K J 
COMMUNITY RESOURCES 
Familyfinds it very difficult to get 
info about services, particularly 
homemakers 

SOCIAL WELFARE-
SUPPORT GROUPS 
D & E Involved with 
Alz Society and pass on info 
to the famiiy, especially to A, 
who has genetic concerns 

PETS 
Y now has 2 dogs and a cat 

Ienjoy which all 

FINANCES 
Y has not got OAP but husband "left 
her ample funds.- She has "a good 
$2000. a month." 

SOCIAL/RECREATION K 
Watches TV in living room 
Walks with homemaker 
Before used to travel a lot with W 

SOCIAL/RECREATION 
Y goes for walks with homemaker 
twice daily - by car to hairdresser 
Watches TV 
B has dinner with her and spends 
some lime with her each morning 
FRIENDS 
Large circle of friends 
Goes outalmost every night 

NEIGHBOURHOOD U 
Quiet clean lovely area of detached 
"stately" homes 

PHARMACY/LAB U 
None of the family on medication 
nor need regular lab tests 

PAST HOBBIES USt 
• H states that lor Y it was "raising the 

4 children" 
Also enjoyed helping out with ladies 
auxiliary 

Very strongly attached 
Moderately attached 
Slightly attached 
Very slightly attached 
Negative attachment/stressful 

Draw arrows along lines 
to signify flow of energy, 
resources, etc. 

• Male 

O Female 
O Index person 

Deceased 

This ECO-MAP is a modified version of those developed by Hartman, 1978 
© Le Navenec 1988 
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A P P E N D I X 4 

M E N T A L S T A T U S * A N D A C T I V I T I E S O F D A I L Y L I V I N G 

Q U E S T I O N N A I R E (#C5: The K O C H F a m ü y ) 

* This is a slightly modified version of Pfeiffer's (1975) Short Portable Mental Status Questionnaire, 
which was meant to be administered directly to the subject. However, in this study the informants 
for this questionnaire were the significant others. If they chose to directly ask the index person the 
questions, the responses of the latter were recorded and scored according to the OARS-MFAQ 
methodology (see Duke, 1978). 

"Now I would like to ask you some questions regarding your spouse's/relative's mental health. Based 
on your knowledge of him/her, how do you believe (s)he would answer the following questions": 

4.1 MENTAL STATUS QUESTIONNAIRE 

4.1.1 
4.1.2 
4.1.3 
4.1.4 

4.1.5 
4.1.6 
4.1.7 
4.1.8 
4.1.9 

What is the date today? (Probe for month and year). 
What day of the week is it? 
What is the name of this place(city)? 
What is your telephone number? 
(If family does not have a telephone ask). 
What is your street address? 
How old are you? 
When were you born? 
What is your mother's maiden name? 
Who is the Prime Mimster of Canada now? 
Who was the Prime Mimster just before him? 

"WO WaS +kc 

titer (ur 

4.1.10 Subtract 3 from 20, and keep subtracting 3 from each new number, all the way down. 

(Code: Intact: 0-2 errors; Mild Cognitive Impairment; 3 - 4 errors; Moderate Cognitive 
Impairment: 5-7 errors; Severe Cognitive Impairment: 8 -üOjerrors). 

4.2 ACTIVITIES OF DAILY LIVING "QUESTIONNAIRE 

* "These ADL questions are slightly modified versions of the OARS-MFAQ methodology (See Duke, 
1978, pp. 169-172). 

"Now I'd like to ask you some questions regarding your (spouse's/relative's) abilities in the area of 
activities of dairy living, things that we all need to do as part of our daily lives. More specifically I 
would like to know if you think (s)he can do these activities without any help at all, or if (s)he needs 
some help to do them, or if (s)he cannot do them at all". 

INSTRUMENTAL ADL 

4.2.1 Can (s)he use the telephone... 
2 without help, including looking up numbers and dialling 
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APPENDIX 4 (Continued) 

1 with some help (can answer phone or dial operator in an emergency, but needs a 
special phone or help in getting the number or dialing), 

© o r is (s)he completely unable to use the telephone? 
- Not answered. 

4.2.2 Can (s)he get to places out of walking distance... 
2 without help (can travel alone on buses, taxis, or drive own car) 

Q)with some help (needs someone to help him/her or go with him/her) 
0 or is unable to travel unless emergency arrangements are made for a specialized 

vehicle like an ambulance or handi-transit bus? 
- Not answered. 

4.2.3 Can (s)he go shopping for groceries or clothes (assuming [s]he has transportation 
2 without help (taking care of all shopping needs on his/her own) 
1 with some help (needs someone to go with him/her on all shopping trips) 

@ o r is (s)he completely unable to do any shopping? 

- Not answered. 

4.2.4 Can (s)he prepare his/her own meals... 
2 without help (plan and cook full meals by him/herself) 
1 with some help (can prepare some things but unable to cook full meals on 

his/her own) 
@br is (s)he completely unable to prepare any meals? 

- Not answered. 

4.2.5 Can (s)he do his/her housework.. . 
2 without help (can scrub floors, etc.) 
1 with some help (can do housework but needs help with heavy work) 

@br is (s)he completely unable to do any housework? 
- Not answered. 

4.2.6 Can (s)he take her/his own medicine... 
2 without help (in the right doses at the right time) 
1 with some help (able to take medicine if someone prepares it for him/her 
and/or reminds him/her to take the medicine) 

£o)or is (s)he completely unable to take his/her medicine? 
- Not answered. 

4.2.7 Can (s)he handle his/her own money... ~" ^¡^\te.A fw fù*******1^ 
2 without help (writes checks, pays bills, etc.) U^aÇ. c*»v*r*l of s*-rv»c 
1 with some help (manages day-to-day buying but needs help with managing his/her 
own checkbook and paying his/her own bills), 

tO/br is (s)he completely unable to handle money? 
- Not answered. 
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PHYSICAL ADL 

4.2.8 Can (s)he eat... 
2 without help 
Q m t h some help 
0 or is (s)he completely unable to feed self? 
- Not answered. 

4.2.9 Can (s)he dress and undress... 
2 without help (able to pick out clothes, dress and undress self) 
1 with some help 

@ o r is (s)he completely unable to dress and undress him/her self? 
- Not answered. 

4.2.10 Can (s)he take care of her/his own appearance, for example combing one's hair and 
(for men) shaving.. . 
2 without help 
1 with some help 

Q p r is (s)he completely unable to maintain his/her appearance on his/her own. 

- Not answered. 

4.2.11 Can (s)he walk... 
£2)without help (except from a cane) 
1 with some help from a person or with the use of a walker, or crutches 
0 or is (s)he completely unable to walk? 
- Not answered 

4.2.12 Can (s)he get in and out of bed... 
^ V i t h o u t any help or aids 
1 with some help (either from a person or with the aid of some device) 
0 or is (s)he totally dependent on someone else to lift him/her? 
- Not answered. 

4.2.13 Can (s)he take a bath or shower.. . 
2 without help 
1 with some help (needs help getting in or out of the tub, or needs special 
attachments on the tub), 

(^j)br is (s)he completely unable to bathe self? 
- Not answered. 

4.2.14 Does (s)he ever have trouble getting to the bathroom on time? Does (s)h 
(2>io 
I f Y e s (If (If YES, ask a.) 
1 Has a catheter or colostomy 
- Not answered. 



296 

APPENDIX 4 (Continued) 

a. How often does (s)he wet or soil self (either day or night)? 

1 Once or twice a week. 
0 Three times a week or more. 
- Not answered. 

4.2.15 Is there someone who helps him/her with such things as shopping, housework, 

bathing, dressing, and getting around? 
© Y e s (If "YES," ask a. and b.) 

ONo 
- Not answered. 

a. Who is his/her major helper? 
First Name NN&. K o c K Relationship_ 

b. Who else helps him/her? 
First Name CY~ Relationship^ 

FOR OFFICE USE ONLY: Summary of ADL Scores for Appendix 4 

Family #C S : The KOCH Family (Specify pseudonyms of family). 

Date Done 

# of Tasks Done WITHOUT HELP _J1 
# of Tasks Done WITH HELP _21 
# of Tasks Which (s)he is COMPLETELY UNABLE TO DO JQ*. 

*Each score is out of a maximum total of 15 
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A P P E N D I X 5 
I L L U S T R A T I V E D A T A A N A L Y S I S C O D I N G C A T E G O R I E S 

A P P E N D I X 5.1 
F A M I L Y C O N T E X T C H A R A C T E R I S T I C S : M A J O R 

P A R A M E T E R S A N D M E T H O D S * T O R E C O R D T H E M 

The categories below represent diverse aspects of the family context and data were obtained pertaining to the 
informants' perceptions of each of those aspects. 

1. BACKGROUND FACTORS** (covers primarily PRE-ILLNESS PHASE: cf. Appendix 6.1) 
1.1 Family health/social history, including major life events/untoward Events (cf. Appendices 1-3) 
1.2 Family communication patterns/interaction styles in the past (cf. Appendix 7 and 11) 
1.3 Priorcaregivingexperience 
1 .4 Family beliefs: about aging, mental health/organic disorders and its appropriate treatment; help 

seeking behavior patterns (including views on informal and formal network cf. Appendix 8) 

2. RESOURCE ALLOCATION AND/OR RESOURCE DEPRIVATIONS** (covers primarily the ILLNESS 
PHASE: cf. Appendix 6.1) 
2.1 Family Structure (cf. Appendix 1 and 2) 
2.2 Informal social networks (and type of support needed from and provided by same/not provided; cf. 

Appendix 2 and 8) 
2.3 Quasi/Formal social network (and type of support needed from and provided by same/not provided 

by; cf. Appendix 2 and 8) 
2.4 Recent Major Life Events/Potential Stressors (cf. Appendix 3) 
2.5 Actual/Potential sources of Relational Satisfaction, including Special Events/Family Celebrations 

(cf. Appendix 2) 
2.6 Use of Leisure time (cf. Appendix 2) 

3. CURRENT OPERATION*** 
3.1 Instrumental functioning of the family (cf. Appendix 4) 
3.2 Emotional Communication (cf. Appendix 7) 
3.3 Verbal Communication (cf. Appendix 7) 
3.4 Non-verbal and Paraverbal Communication 
3.5 Circular Communication Patterns (cf. Appendix 7) 
3.6 Problem-Solving 
3.7 Roles 
3.8 Control 
3.9 Mutuality and Hope for future 

*NOTE: Methods to Record the interview data involved the use of a number of Appendices. These included: 

Appendix 1 - Genogram 
Appendix 2 - Ecomap 
Appendix 3 - Lifeline Guide 
Appendix 4 - Pfeiffer's (1975) Short Portable Mental Status Questionnaire (SPMSQ) 

and The Activities of Daily Living (ADL) Questionnaire based on Duke 
University's OARS-Multidimensional Functional Assessment 
Questionnaire (OMFAQ; Duke, 1978) 

Appendix 6.1 - Interview Guide and Phases of the Illness Career 
Appendix 6.2 - Types of Probing Questions Used in the Interviews 
Appendix 7 - Circular Communication Pattern diagrams (based on work of Karl Tomm, 

1980; 1985 and Wright & Leahey, 1984) 
Appendix 8 - Illustrative Classification Schemes for Social Support and Coping 

Responses (based on Kahn & Antonucci, 1980; Norbeck et al., 1981, 
1983; and Pearlin & Schooler, 1978) 

Appendix 11 - Attachment Pattern Diagram (based on Wright & Leahey, 1984) 
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A P P E N D I X 5.1 (Continued) 

**This is based on an expanded version of work by Niederehe, G., Fruge, E., Woods, A. et al. Caregiver stress in 
dementia. Paper presented in Symposium on "Caring for Dementia Patients." 36th Annual Scientific Meeting of 
the Gerontological Society of America. San Francisco, CA., November 20, 1983. 

***This is based on a slightly modified version of the work by Wright, L & Leahey, M (1984). Nurses and 
families. Philadelphia: F.A. Davis. 
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A P P E N D I X 5.2 

LEVEL 1 OR STARTER LIST DESCRIPTIVE CODES 
A N D T H E I R S U B S E Q U E N T M O D I F I C A T I O N S 

5.2.1 EVENT Codes (ECs) 
. . . Use - to code segments of data related to specific, significant 
happenings. 
. . . Types (based on the definitions implied in the family's description of 
each) - Routine (R); Special (5); and Untoward (U) OT Major Life Event (MLE). 
The latter two pertain to losses of various types: health, finances, friendships-
through death or conflict or geographical distances. 
. . . These data were recorded on the Lifeline Guide constructed for each 
family (see Appendix 3). 
. . . Illustrative Example: 
E.C (U/EC/PIP)-indicated a segment of data which described an untoward event 
pertaining to the family's external context (see Appendix 2: Ecomap) during the 
Preillness phase. This example is from a family's description of the drought years 
of the 1930s in central Canada, and details regarding how, as a newly married 
couple, they "survived i t " (#C28: The Cole's). 

. . . During Level 2 coding: 
This coding category became part of the Definition of the Situation category 
(DOTS.C) and also was further divided into events which were described in such 
a way that they had an unsettling (or destabilizing :DEST) effect on the family, or 
conversely, were described in ways which indicated a settling (or 
restabilizing:REST) effect. 

5.2.2 SETTING/CONTEXT Codes (S/CCs) 
. . . Use- to code segments of data pertaining to the three areas indicated 
below. 

5.2.2.1 General Statements About the Setting and coded as S/C.C-G 
. . . Illustrative Examples: physical characteristics of the home and 
neighborhood of the family; the setting, seating arrangement and length of the 
interview, and related content which were recorded for the most part in the 
fieldnotes (e.g., MNs and ONs). 

5.2.2.2 (the) Internal Context of the Family and coded as: S/C.C-1C 
followed by- GG, indicating that it was material to summarize on the genogram 
(see Appendix I: Genogram). These data included various types of structural, 
psychological and/or philosophical characteristics of the family 

. . . Illustrative examples: 
- family composition, rank order, subsystems, boundaries, definitions of 
self/others, beliefs and values. In my study, these data were recorded on a three 
generation family genogram containing the age, health status, occupation, and the 
responses of the participants to the "10 words or less description" question of 
each family member. Such aspects were addressed in order to obtain a very 
general view of relationships in the family. 
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5.2.2.3 (the) External Context of the Family and coded as: S/C.C-EC 
followed by EM, indicating that it was material to be recorded on the Ecomap (see 
Appendix 2). The Ecomap depicts the socio-cultural environment which has been 
variously referred to as the family's ecosystem (Boss, 1988, p. 29) or the 
suprasystem (Wright & Leahey, 1984, pp. 10-11), or sociocultural context 
(Deatrick & Knafl, 1990a & b). 

. . . Illustrative examples: all those data which pertained to the types and 
quality of the connections the family had outside the household including their 
involvements with: extended family and friendship networks; occupation or 
volunteer work; cultural/ethnic/voluntary and church organizations; groups 
associated with leisure time use/social-recreational activities; public services or the 
formal care system (e.g., transportation services, housing or welfare agencies, 
educational institutions, nursing homes, hospitals, and various professionals such 
as physicians and/or those associated with agencies of various types). 

- During Level 2 coding, the S/CCs became part of the Definition of the Situation 
codes. 
These, and related, segments of data in the coding category of external context 
were later used in assessing the family's resources (based on the definition 
provided by Boss, 1988, pp. 68-69 as indicated in Chapter I, section on Key 
Terms), including their support systems. It also gave an indication of the 
organizational embeddedness (Gubrium, 1987, 23-41) of some of these older 
families, a feature which turned out to be important in understanding how such 
third-party involvements modified the family's perception or definition of the 
situation, which is another type of starter list code which was used for this study 
and is next discussed. 

5.2.3 DEFINITION OF THE SITUATION CODES/PERSPECTIVES HELD BY 

SUBJECTS CODES (DOTS.Cs/PHBS.Cs) 
. . . Use: to code segments of data which indicated the particular meaning or 
interpretation the families indicated regarding significant aspects of their situation. 
These DOTS.Cs were also followed by NE, to indicate it was not elder's 
definition, or E to indicate that these segments of data were based on elder's 
definitions, which unfortunately were very infrequent. 

. . . Illustrative examples: 
- the major events or happenings (see Events Code) and which ones were defined 
in ways that depicted a destabilizing effect (e.g., new demands, constraints, or 
feelings of distress related to uncertainty/unpredictability). The latter aspect 
included the family's views about things like not being able to define why certain 
changes were happening, such as elder's "strange and sudden angry spells" 
and/or not knowing how to respond ("I was in a complete black forest"). 
- their overall definition regarding their involvement with elder based on their 
statements regarding their thoughts, feelings and actions in regard to that topic. 
- their evaluation of their ways of being involved (e.g., "I'm proud to say that 

. . . "; "I know I shouldn't think that way but . . .") 
- what they defined as their reasons for becoming/remaining involved (e.g., 
"they—staff-have a bad attitude . . . but I believed that I could create an 
environment that . . .") 
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- what they defined as events that would change the nature of their way of being 
involved with elder (e.g., factors pertaining to perceived alterations in physical 
well-being like elder's loss of bladder control, or perceptions like "she can no 
longer benefit from the environment that we have created for her"). 
- their definitions of their future situation, that is, what they like to see happen in 
terms of their own involvement with elder and that of other family members 
and/or the formal care system and i f this was viewed as a possible or likely 
outcome. 
. . . During Level 2 coding: the phases of the illness career for the DOTS 
codes were identified and added. 

5.2.4 DEFINITION OF SELF Codes: Elder. Significant-OthertsVOthers CDOS.Cs: -E. 

-SO. -0) 

. . . Use - to code segments of data pertaining to definitions of the identity 
or image of elder, the significant other(s), or others (e.g., informal social 
networks—ISN-or the formal care system—FCS). Particular attention was paid 
here to tracking over time whether elder became viewed and treated as a total 
dementia patient, or even as already dead (cf. examples below). 

- These coding categories also indicated whose identity was being defined by 
whom: 
(a) elder about elder DOS.C-EbyE 
(b) significant other about significant other DOS.C-SO by SO 
(c) significant other's view of elder DOS.C-E by SO 
(d) elder's views of significant other DOS.C-SO by E 

- A similar process was used for coding how the elders or the significant others 
described their views of those outside (-0) the household: 

(a) elder's view of members of Extended Family 
subsystem DOS.C-O, EFS by E 

(b) significant other's view of certain professionals 
associated with the formal care system DOS.C-O, FCS by SO 

. . . Illustrative examples: 
- DOS.C-E by E (after wife has privately stated to the researcher -ER- how 

she arranged with her son to have elder examined by a neurologist in order to 
have his driver's license revoked). ER asks how he gets around to visit the places 
he has mentioned, and he states he uses "the bus" and when ER asks "Oh, so you 

don't drive? elder replies "no, not anymore . . , these cataracts of mine 
. . . can't see too well". 

- DOS.C-SO by E (after wife has described how elder often wets himself, which 
she thinks might be related to "not being motivated to get up . . . ,") spouse 
(elder) replies "You always worry too much." 

-DOS.C-E by SO &E: (Wife is saying in front of index person all the things) "he 
can't do," and adds, "he's just not . . . " (pauses) and elder adds "the man 
I used to be." 
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-DOS.C-E by SO: (after watching his wife pull his daughter's hair) spouse states 
"but that's not mother." (Adult-child describing elder) "before he 
died . . . I mean, got this illness"). 

-DOS.C-SO by SO: (after describing how bored she is, adds) "and I know I'm 
just not the person I used to be." 

-DOS.C-O, FCS by SO: (after describing the many ways the family physician has 
helped her, adds) "well, he is a real saint, in fact, he should be sainted. . . " 

. . . During Level 2 coding: 
The Phases of the illness career were identified and added to the DOS.Cs 

5.2.5 PHASE-ORIENTED PROCESS Codes fP-OP.Cs) 

. . . Use - to code "words and phrases that facilitate categorizing sequences 
of events, changes over time, passage from one type or kind of status to another. 
Typical process codes point to time periods, phases, steps (as well as) key points 
in a sequence (e.g., turning points, benchmarks, transitions)" (Bogdan & Biklen, 
1982, p. 159). 
In this study, the emphasis was on identifying those "key points in a sequence of 
events" as they unfolded. This emphasis on phases, as Lofland and Lofland 
(1984, pp. 65-118) imply, directs attention to the need to consider what 
contextual and temporal background factors may be differentially impinging on 
the family's definitions of the situation and of self, and their corresponding 
affective and cognitive responses during the illness career. 

. . . Illustrative Examples: In this study, four of the P-OP.Cs were 
preassigned codes based on a review of the literature on chronic illness and the 
family as indicated on the Interview Guide (see Appendix 6.1). These included: 

the Pre-illness Phase (PIP), the Symptom Appearance Phase (SAP), the Problem 
Definition Phase (PDP), and the Definition as Case Phase (DACP). 

The remaining three (P-OP) coding categories were ones created during the 
post-data collection phase of analysis. These categories included: Maintenance 
phase-I (early post-diagnosis period) or -2 (later part of the post-diagnosis 
period), Post-Nursing Home Admission Phase (PNHAP), and the Ex-Patient (or 
death of elder) phase(EPP). 

. . . During Level 2 coding: These P-OP.Cs became a subcategory of the 
three major categories (i.e., DOTS, DOS, & I/R.Cs). 

5.2.6 INTERACTION/RELATIONSHIP Codes (I/R.Csi 

. . . Use - to code segments of data that reflect "regular patterns of behavior 
among people" (Bogdan & Biklen, 1982, p. 161). In this study, these codes were 
based primarily on preassigned codes derived from the one of the theoretical 

perspectives which guided this study, i.e., the C F A M model as developed by 

Tomm (1980) and Wright and Leahey (1984). These eight types of coding 
categories and illustrative example are outlined below. Several of these types 
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became subcategories during Level 3 coding of the categories pertaining to the 
typology of managing styles. 

Types of Interaction/Relationship Coding Categories q/R.Csl Used 

5.2.6.1 I/R.Cs-CPD: referred to codes for those segments of data which could be used to 
develop the Circular Pattern Diagrams (CPDs) previously mentioned (see 
Appendix 7). A CPD was included as part of the case study done on each family. 
These CPDs were further categorized into those that represented "vicious circles" 
in the sense that the accounts of the family indicated each was upset about the 
behavior of the other (e.g., such as the wife who was frustrated with her spouse 
pounding on the bathroom door to ask directions about clothes in the washer and 
just locked the door and ignored his request, an action which was followed by 
elder "pounding even harder" on the door). 
By contrast, a "virtuous circle" indicated that each interactant felt good about the 
situation. 

5.2.6.2 I/R.Cs-TD: referred to codes used for "Typical Day" activities pertaining to 
routine activities of daily living and covered responses which the participants gave 
in relation to some version of the "who does what, where, and when" question. 
Some researchers refer to this aspect as representing the family's "Instrumental 
Functioning" (Wright & Leahey, 1984, p. 54). 

5.2.6.3 I/R.Cs-EC: referred to codes used for segments of data which indicated the types 
and/or range of Emotional Communication which family members stated they 
commonly expressed (e.g., "well, you have to laugh about some of these things 
otherwise . . . " ) ; or which were more commonly withheld (e.g., "He was 
never one to show anger"); or which were displayed on an "on and o f f basis 
(e.g., "he could be so loving one minute, and next be in a fit of anger after his 

drinking"). 

5.2.6.4 I/R.Cs-VC: referred to segments of data pertaining to Verbal Communication. 
particularly the relationship aspect of verbal content, i.e., the meaning of the 
words in terms of the relationship (e.g., a spouse saying in front of elder: " A l l I 
do is babysit, never any vacation"). 
In addition, data revealing the semantic content was also included, and often 
cross-classified with DOS.Cs-EbySO in order to subsequently explore how these 
segments of data corresponded with literature findings regarding the practice of 
some people—both in and out of institutions—to use discourse that one might more 
commonly encounter when conversing with young children (see articles on the 
impact on the identity of the older person of this practice by Dolinsky, 1984; 
Sigman, 1985, 1986). A n example of data coded here included the spouse who 
said to an elder who had been in bed for an afternoon rest: "It's not time to get up 

yet." 

5.2.6.5 I/R.Cs-NVC/PVC: referred to codes used for segments of data (particularly the 
ONs) regarding various types of Nonverbal/Paraverbal Communication. Types of 
N V C included: evidence of eye contact between the participants, facial 
expressions, gestures, pauses, touch, body position, and seating arrangement. 
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. . . Paraverbal messages (PVC) included data pertaining to tone of voice, 
gutteral sounds, crying, and the like. 
- One illustrative example of data which was coded under the P V C section of the 
N V C codes was a spouse's account of how she often spoke loudly to elder 
because she thought he was deaf in one ear, when one day he said to her: "well, 
you don't have to always get so mad at me" (#C11: The Inks). 
. . . The sequence and timing of these N V C s and PVCs messages were 
also coded by indicating what the topic under discussion was (e.g., when elder 
started to make the facial grimacing; #C18: The Bond's), or when pauses 
occurred, or crying began. 

- In addition, the other person's response was coded along with it , including 
whether the other person provided words of comfort, or simply changed the 
topic, or whether the other person "took notice" of the feeling tone being 
expressed by the other. 

- In the discussion of the Protective-Other style, the NVC/PVCs coding 
categories were found to be particularly useful in understanding some of the 
underlying family dynamics. 

5.2.6.6 I/R.Cs-C: referred to segments of data from which one could infer methods used 
to influence elder's behavior. 
. . . The triad of controls provided by Wright and Leahey (1984) was used: 
Instrumental controls ("Well, i f you don't do that, then you can't have that 
hamburger"); Psychological controls (e.g., use of praise, or alternatively stating 
the consequences of not following the request); and Corporal controls (e.g., 
actual body contact such as hugs. However, no data were identified in this study 
on physical abuse, like slapping, etc.). 

5.2.6.7 I/R.Cs-B/V/A: referred to the beliefs or expectations, values, and/or Attitudes that 
the family held. It also included family myths (e.g., "If you have Alzheimer's 
disease there is nothing you can do but learn to live with it, so why bother 

pushing her"; #C37: The Holt's). 
. . . Illustrative example (for Level 3 Coding): 
"We never have been p i l l freaks . . so we don't go to the doctor that often." 
jyPv.C, subcategory B: Beliefs regarding physician's role 
P-OP.C, subcategory PIP & ICP: Preillness and Illness Career Phases 
DOTS.C, subcategory S/C.C-EC.EM: code on Ecomap, very slightly attached 
with Formal Care System - Physicians. 

5.2.6.8 I/R. Cs-A/C and/or C/S: referred to segments of data which indicated inferences 
that could be drawn about the directionality, balance and intensity of relationships 
between family members. 

. . . These dimensions would include aspects like complimentarity and 
symmetry, alliances and coalitions and the inherent triangles, and varying patterns 
of relational distance associated with boundary maintenance problems (e.g., 
distant or disengaged, or conversely, fused/overdependent relationships). 

- These data were all coded under the broad heading of Alliances/Coalitions and 
were based on the definitions provided by Bowen (1980; cited in McGoldrick & 
Gerson, 1985, pp. 6-8). 
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S E L E C T E D A S P E C T S O F A T R A N S C R I P T O F C O D E D D A T A 
W I T H A F A M I L Y D U R I N G T H E E X - P A T I E N T 

( D E A T H O F E L D E R ) P H A S E 

(EE = Interviewee; ER = Interviewer) 

Pi 
#C5-020-HV#3 

00$, so feb5o> 
l£.V>f . 

OoS,5oby 

P7 
#C5-100-HV3 

ER That's like a little diary then. 

EE Oh sometimes I think 1 shouldn't put that in if 
somebody reads it, so then I'd crossed it out and put "it 
was one of my depressed days," you know. 

ER What do you think about when you get depressed?^ 

EE Oh I think about my husband and happier days and 
when the kids were small . . 

ER And so what do you do when you get depressed? / 

EE Play the piano, . . . go out for a walk. I'd like 
to go swimming, but the water at (XYZ) pool is so cold 
. . . But I hear the water is warmer at the 
children's pool, at the . . . Hospital, (voice 
raises). So I'm going to phone and try and get in on 
the classes there, to take this weight off. 

EE Oh my blood pressure, he says, is right on. 

ER Meaning . . .? 

EE I guess it's fine, (laughs) 

ER He doesn't say any numbers? 

EE No. But that times of stress do elevate my blood 
pressure most of the time . . . But I certainly 
like to think I'm a lot better than I was two years ago. 

ER I'd like you to tell me . . . two specific ways 
(...) that you find you're a lot better now. 

EE Well, I can . . . I try not to talk so fast. Or try 
not to talk so loud. And give the other person a chance 
to talk. 

ER Whereas before? 

-cf. T l víslWien 
«,Kc Aiiuuiícá loti ini» 
S»—« •)»•». «JO 

t»»f "wrw>j" 

far 
fcer +e 

et* he-r 

O Ciré 
4lctcriph¡<-

- "« /*/ befes ' 

*» ttupar -
+•ose her 
pttrtie. •fnr*) 

(0Ì/Sete*/'? 

(2.) 4, Icudm 

EE I just seemed to rattle on like a . . . phonograph. 

ER What else do you see that you really like what has 
happened to yourself? 
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Hi/ Uo tPP ^ Nothing. Except that I'm not as hyper as I was. I'm uncer+tio ibtttt 
' * very unhappy. Aer Dcf-fS** 

ER You feel you're still very unhappy? . . ̂ What better!' e-f. hunch 
fin tost.,+ nt+e. 
be.h*> 

are some of the things that would make you most 
happy then? 

I—fV\»l : Ust #f <* 
EE A kind, loving, understanding husband (voice breaks)^ (Cwc»»)*/') 

And I'm not ashamed to say it. \ **fleit»<»*~ A*-.* 

Additional Comments (Post-It Note Section) d6WM ^ 

#C5, HV#3, P7:EPP 

TN: At this point in time, #C5, SO has been on her own since elder 
died over a year ago. Yet she does not indicate that she is "as free 
as a bird" as she had stated during Time 1 visit. Her D E F OF 
S E L F now is "BEING A L O T BETTER" but still "UNHAPPY" 
and overwt). 

Being a lot better equates being able to control the outward 
manifestations of what she refers to as depression and anxiety 
(e.g., in talking too fast, too loudly or too much, hyperventilating; 
doesn't always need to take her Xanax and Serax); can go to 
church and not cry; and is a little less afraid of car travel). 

Being "Unhappy" seems to include the following two concerns: 
1) money management (see .2 of Post-It note below) 

p.2(#C5, HV#3, p. 7: EPP) 
2) companionship - especially a desire for a close 
relationship/new husband. It is this area that no one can help her 
with - even a dating firm as that costs $l,000/yr. 
To help her "over the rough spots" are a number of individuals 
(Dr./Accountant/Lawyer/church minister/and sibling) and two 
groups: a widows' group, "where you can pour out your 
frustrations, sexual or otherwise," and a church group. She makes 
limited mention of her married daughter and family as being 
helpful in the sense of providing affirmative or affective support. 
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A P P E N D I X 6 

I N T E R V I E W G U I D E , P H A S E S O F T H E I L L N E S S C A R E E R , A N D 

I L L U S T R A T I V E P R O B I N G Q U E S T I O N S 

A P P E N D I X 6.1 

T H E I N T E R V I E W G U I D E A N D P H A S E S O F T H E I L L N E S S C A R E E R 

6.1.1 THE BEGINNING OF THE INTERVIEW 

During the beginning of the interview consists of reviewing the purpose of the study with each family 
by including information regarding my interest in the area of aging, health, and the family, and how 
a major event like the illness of one member affects, and is affected by, the other member(s). 

One illustrative introductory statement that may be used is: 

I'm interested in gaining an understanding of some of the major events or happenings that 
have occurred/are occurring in families when one of its older members becomes i l l . I am 
particularly interested in how such happenings affect: 
(1) the daily routine of the family; and 
(2) the family's usual way of relating on a day-to-day basis. 
So perhaps we can start by looking at.. . * 

•Note: let the family decide where they wish to start. And if they indicate that they would like me 
to make that decision, state: 

Well, if you wish, we can start by looking at what's happening right now, and later look back 
to when you first noticed that there were some health and other changes among some of the 
members. 

For those families who appear to be apprehensive, the interview may begin with a concrete effort at 

rapport-building by making the suggestion that we work together on completing a genogram (see 
Appendix 1): 

Well, perhaps one way we can begin today is by focusing on what your family looks like, such 
as each person's first name, age, health, (pre-retirement) occupation, town address, and how 
you would describe each member in ten words or less. On this paper here (pull out the 

Genogram form) I have a blank family tree that goes as far back as your grandparents' 
generation. Now who should we start with?** 

**At this point, pause, and note the order of who speaks first and/or most, and the order in which 
the various members are presented. 
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6.1.2 ILLUSTRATIVE CONTENT/PROCESS PARAMETERS TO EXPLORE 

Four points deserve mention regarding the outline which is given next regarding some possible areas 
to explore during the home interviews and/or during other types of contacts with the participants and 
with the general informants: (1) the outline of some of the possible 'phases' of the illness career 
should be considered tentative, leaving refinements to be made as data collection and analysis 
indicate; (2) although many previous investigations utilize the term 'stages,' the notion of phases 
was preferred in this study because it was found during the pilot study to be more reflective of the 
constant flux in the sequences of related events and processes; (3) it should also be noted that these 
phases may occur in any order, and/or may be blurred or skipped entirely; and (4) although several 
observational and interview assessment parameters have been listed under a particular phase, they 
could fit under one or more of the other phases. 

6.1.2.1 ANTECEDENTS OF THE ILLNESS CAREER: THE PRE-ILLNESS PHASE (PIP) 

-What were some of the events/happenings/major changes (e.g., giving up the family farm and moving 
to the city) that have occurred and what significance was attached to them by various family 

members? For those that were perceived as stressful, how did you/other family members deal with 
each of them? 

-How did things used to happen in your family in terms of (formal and informal) roles, values and 
beliefs, and interaction and/or communication patterns? 

-What were your two major types of plans for the retirement years? 

6.1.2.2 SYMPTOM APPEARANCE PHASE (SAP) 

-What types of events/happenings/changesin ADL and/or interpersonal functioning of the elders came 
to be recognized as unusual and what were the circumstances at the time these happenings occurred? 
(Probe for: what was noticed; by whom, including if it was an insider/family member, or a close 
outsider, such as a friend or neighbour, or by outsiders from the formal care system; and when did 
these happenings occur, including the type of onset-sudden or gradual, and what other things were 

going on at that time?). 

6.1.2.3 PROBLEM DEFINITION PHASE (PDP) 

-What did you/others make of the event(s)/happeningsand how did you/others come to see them that 
way? (Probe for: who they consulted, and whether they considered consulting others but for various 
reasons did not do so, and why; the presence of intrafamiliar accommodation patterns such as 
balancing, attenuation, selective ignorance, and/or making positive comparisons; and for each of these 
aspects, note the temporal ordering). 

-What did you/others think should be done in regard to the problem(s)? (Probe for: the views of the 
elders and the significant others in regard to: (a) the feelings that arose and whether they shared these 
feelings with each other/close outsiders/others; (b) dairy household routine; and (c) nature and/or 
quality of the relationships within, and outside of, the family subsystem). 

6.1.2.4 DEFINITION-AS-CASE PHASE (DACP) 

-Who was consulted outside the family subsystem and what event(s) prompted this? 
(Probe for: presence of 'triggering event[s]', such as new plans [e.g., for a vacation, employment, 
etc.] the family had formulated, health changes, and related contextual features that appeared to be 
salient at the time the family sought help/advice). 
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-What did these persons state in regard to what they thought was happening and on what did they 
base their definitions? (Probe for: what diagnosis or definitions were offered and by whom [e.g., 
physician or lay person]; inquire about what types of lab tests, or treatments were done and by whom, 
including non-traditional ones such as remedies sought from health food stores, or megavitamin 
therapy, laying on of hands/therapeutic touch, specific neurological tests, and so on). 

-What did these persons state in regard to the expected course of elder's illness condition and what 
were their recommendations for elder's care? (Probe for: whether nursing home placement was 
recommended, or whether home care services were offered, or what kinds of supports were offered 
by the subsystem's informal social network?). 

-Was (first name of elder) involved in the discussions of the above 3 aspects? If so, to what extent 
and what information was shared with him or her, and why, and by whom? 

-How would you describe the effectiveness and/or meaningfulness of the advice and/or information 
given to you by these others? (Probe for: what types of information and/or advice-givers were 
involved, such as physicians, neurologists and others who may have given them details regarding the 
course of illness, lab test results, drugs to be tried, and related aspects). 

6.1.2.5 MAINTENANCE PHASE (MP) 

-What are some of the major changes that have occurred within your family, and with your contacts 
outside of it, since (first name of elder) was . . . given that diagnosis/considered to be definitely 
suffering from a particular condition (use the term the family uses, such as circulation problems, 
senility, seizures, etc.). (Probe for: what problem[s] and/or new demands the family anticipates; their 
expectations for the future; how they think elder can best be helped and/or treated; and their views 
on how elder's health status is affecting the family subsystem's relationships, their relationships outside 
the household, and daily household functioning). 

-What services are the family subsystem aware of, using/not using and why, and/or what services would 
they like to have available? (Probe for: whether the family tends to rely on its own resources, or 
privately-hired services, or whether they readily seek help primarily from their informal social network 
and/or family support groups operated by the voluntary sector). 

6.1.2.6 POST-NURSING HOME ADMISSION PHASE (TNHAH 

-What were the family subsystem's views of nursing homes and related institutions prior to elder 
entering one? (Probe for: their pre-illness phase involvement with nursing homes, either as 
volunteers, or visiting relative in that setting; what had elder mentioned to the family during the pre-
illness phase regarding going into this kind of setting?) 

-How did the family subsystem come to decide that elder should enter a nursing home at this 
particular point in time? (Probe for: who initiated the request for institutional placement and what 
was the degree of involvement that elder had in this decision?; and what were the circumstances at 
this time?) 

-What do the elders and their significant others like best about this type of living arrangement and 
conversely, what do they like least? (Probe for: views of the significant others of how the elders find 
it if elder is unable to express views on this topic; explore areas like: nature of the activity program 
and other socially stimulating aspects of the home; use of medications; whether families think their 

views for the treatment of the elders are being acknowledged by the staff; their views on the quality 
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of life, including meal services and the nature of elder's own room and the common day room; the 
degree of autonomy elder is afforded, including the freedom to walk about the unit or grounds, or 
conversely, the amount of time he or she spends restrained in a geriatric chair; their views about the 
major strengths and the major limitations of the staff in the institution; and the extent to which they 
perceive the staff to involve them in elder's care and related aspects of decision-making. 

-Assess other perceptions they may have about the effects of institutionalization on elder's moral 
career, using some of the parameters outlined by Goffman (1961). 

-What are some illustrative ways the significant others are "making a life of their own," and/or the 
ways they are maintaining their involvements with elder? (Probe for: their visiting patterns to elder; 
their major concerns or worries now that they are not assuming direct responsibility for elder's day-to
day care; the new interests they have developed; and the significant sources and types of support they 
perceive as now having/not available, such as courses to prepare adult children for admitting a parent 
to an institution). 

6.1.2.7 EX-PATIENT/DEATH OF ELDER PHASE CEP?) 

-What is the significant other's perception of elder's death? (Probe for: feelings of extreme loss, 
grief, and/or loneliness and whether their accounts indicate that this is likely because of the 
affectionate relationship which they had with the elders; feelings of anger toward various members 
of the informal social network and/or the formal care system; was the person's death viewed as a 

"deliverance" or a related type of legitimation; for those families who expressed concerns about the 
quality of hospital care, was any mention of how little time elder spent in hospital prior to death?) 

-What are 1 or 2 illustrative examples of unresolved issues which the significant others express and 
how are they dealing with those concerns? (e.g., "one of the reasons I wrote this book was because 
of my anger with the approaches of various others"). 

-Was an autopsy done, and what is their understanding of that procedure? (Probe for: whether this 
was mentioned to them prior to elder's death, and the major reasons why one was/was not done). 

-What major changes would the significant others Uke to see happen in terms of services provided by 
institutions, community agencies, employee benefit and/or insurance programs? (Probe for: their 
perceptions about the permanency of nursing home placement; their views of alternatives like day 
center programs, respite admissions, special care floors; subsidies in the form of tax breaks for at-
home-care provision). 

-What are some of the major plans the significant others have for making a life of their own now that 
elder is deceased? (Probe for: whether the significant other[s] is/are planning to move out of the 
family home to a new location; their planned involvements with groups such as seniors' clubs or 
church-related groups/projects/retreats; whether volunteer work is being considered; and whether or 
not they are pursuing more vigorously previous interests like writing, self-development courses, and/or 
greater involvement with siblings/other relatives, including grandchildren). 

-What would they say were the major reasons for being involved with elder in the way(s) they were? 
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A P P E N D I X 6.2 

TYPES OF PROBING QUESTIONS USED IN THE INTERVIEWS 

A variety of types of questions were used by the researcher. Some of these were basic 
descriptive questions and included one or more of the types outlined in Patton's (1980, p. 210) Matrix 
of Question Options by past, present and future. Three illustrative examples which I used from that 
matrix included: (1) Feelings questions - e.g., "How would you describe your morale now compared 
to before elder had displayed the changes you mentioned?"; (2) Experience/Behavior questions - e.g., 
uIf I followed the two of you through a typical day, beginning from the time you get up, and ending 
at the time you do to bed, what would I hear you saying to each other and what would I see the two 
of you doing?"; (3) Opinion/Value questions - e.g., "What are one or two things that you would like 
to see happen in the next few months?" Other descriptive questions were taken from Spradley's 
(1979) three-fold Taxonomy of Ethnographic Questions, which includes descriptive, structural and 
contrast questions. The structural subtype questions, which Spradley refers to as Domain Verification 
questions, were found to be useful for this study (p. 127). These questions were most often used 
when validating the external context data (see Ecomap in Appendix 2) with the family. An illustrative 
example of this is provided below: 

You have told me about all the involvements that the two of you 
now have outside the family. (The researcher reviews the various 
areas like church, neighborhood, etc. which are on the Ecomap.) 
Now, I would like to ask if there are any other involvements that we 
might have missed (and to guide this review of what the family may 
have inadvertently forgotten to mention, the researcher had a Ust of 
Pre-illness phase types of activities of families at various stages of 
the family Ufe cycle. This was based on the typologies of DuvaU & 
MiUer, 1985 and Carter & McGoldrick, 1980. The typology of 
McCubbin et al., 1988, was used for assessing whether family 
celebrations and other traditions occurred and how they felt about 
these events). 

The other types of questions utilized for these interviews were those based on the family 
systems framework of Tomm (see reference Ust for several of his works on this topic) and his 
coUeagues, Wright and Leahey (1984). These types of questions are referred to as Circular questions, 

some of which are descriptive questions involving differences and others are reflexive questions about 
the family context. Three illustrative examples of these questions are given below. A short 
description about these types of circular questions is given in the Glossary at the end of this study (see 
Questioning/Questions, Circular). 

Example of a Descriptive Circular Question pertaining to the SPATIAL CONTEXT: 

ER:- What does creating "the right environment" for her entail and what has been her response 
to it? 

EE-: I've created a curriculum for her.. . . I poüce her every movement.. . . She must never be 
left alone.... I have arranged for a number of cognitively stimulating activities... readings, 
music, social outings. And the results are totally amazing (EE next mentions a number of 
indicators that demonstrate how elder has become fit). (#C25: Mrs. Nose, Jr.). 
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Example of a TEMPORAL CONTEXT Question: 

ER-: When he pounds on the bathroom door, what do you do? 

EE-: I tell him I am not finished my shower yet. 

ER-: Then what does he do? 

EE-: He pounds even harder. 

ER-: Then what do you do? 

EE-: I give him directions [about his original question] so that he could turn off the dryer (#C4: 
Mrs. Hall). 

Example of a FUTURE-ORIENTED Reflexive Question: 

ER-: If he is admitted to a nursing home one day, what do you expect will become of your 
relationship at that time? 

EE-: I know it will be hard, because it's Uke I'm putting him away [followed by tears] (#C21: Mrs. 
Jet). 
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C I R C U L A R C O M M U N I C A T I O N P A T T E R N S I N T H E F A M I L Y 

Circular communication as used here is based on the work of Wright & Leahey (1984) and 
Tomm (1980; 1985a; 1985b). These authors follow the Milan team's approach (which in turn is 
heavily influenced by Bateson's contributions regarding the centrality of circular process in mental 
phenomena; see Bateson, 1972, cited in Tomm, 1985a, p. 1). Tomm maintains that there is a 
'pattern' that connects persons, actions, contexts, events, ideas, beliefs, etc. in recursive or cybernetic 
sequences. Therefore, to understand families, he reminds researchers and therapists to look for these 
'recursive connections'; that is, the reciprocity among family members' actions, perceptions, and 
beliefs. 

Wright & Leahey (1984) maintain that the most important aspect for understanding 
interaction in family dyads is this concept of circularity. That is, family members' behaviors are best 

understood from a view of circularity rather than linear causality. Thus, they assume that family 
member interaction involves each person mutually contributing to adaptive as well as maladaptive 
circular patterns of interaction (Wright & Leahey, 1984, p. 15). 

Hence if relationships in social contexts such as the family are always reciprocal or circular, 
as well as repetitive, stable and self-regulatory, Wright and Leahey maintain that it is important to 
identify the predominant pattern of cognitions (e.g. ideas and concepts), perceptions (including 
beliefs), and affect (or emotional states) of family members. In other words, one must attempt to 

depict the feedback loops indicative of how each member affects, and is affected by, the behavior of 
others in that interactional context. One method to do this is by use of the 'Circular Pattern 
Diagram' (CPD), developed by Tomm (1980) as a method to concretize and simplify repetitive 
sequences noted in a relationship (Wright & Leahey, 1984, pp. 56-57). Outlined in Appendices 7.1 
and 7.2 is this method for depicting the ways in which these "meanings are generated, maintained or 
changed through the recursive interaction among actors... (or the) circular generative process of co-
creation by the participants involved" (Tomm, 1985a, p. 6). Although feedback processes 
simultaneously occur at several different systems levels of families, the circular communication 
diagram (CPD) used here is restricted to first-order cybernetics or the cybernetics of simple feedback 
(Wright & Leahey, 1984, p. 17). 

As indicated in the illustrative CPDs presented next, two basic types of inferences have been 
made by the researcher about the relationship between the interactants in that system; that is, 
inferences about both cognition and affect. These inferences, which were based on the informant's 
accounts, are entered inside the enclosure and represent a particular internal process (what is going 

on inside each interactant). The connecting arrows represent information conveyed from each person 
to the other through his or her behavior (Tomm, 1980, p. 8). Or stated in more systemic terms, one 
notes that the behavioral output of one set of interactants becomes the perceptual input for the other, 
and vice versa, in a circular or recursive manner (Significant other[s]-•Elder-*Significant other[s]....) 
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Appendix 7.1: ILLUSTRATIVE CIRCULAR PATTERN DIAGRAM (CPD)* 

FOR A FAMILY WITH CLOSED" STYLE OF MANAGING 

Key: Data in the square pertain to the types of inferences — cognitive or affective, or both - made by the 
mtcrvicwer regarding the definitions of the interact ants. 
Data along the arrows represents the behavioral responses of the interactants. The mutuality of 
effects of the interactants on each other is indicated by showing how the behavioral output of one 
set of interactants becomes the perceptual input for the other in a circular way. 
BP « Index person (#C25: Mrs, Nose); 
IPs Family = a Parent-Extended family subsystem (P/EFS). 

IP's Family: IP: 

"We feel confident that she'll have not only They want me to be like I used to be. 
a much longer life, but quality as well." i 

Î 
"The agencies available for her care, both I feel pleased that they think I can change 
hospitals and institutions, are not and "become fit". 
satisfactory...We can create a better 
environment". 

For description of the development and use of CPD's see Tomm (1980) and Wright and Leahey (1984). 
This type of Qosed style represents the ' Rehabilitation ' approach discussed in Chapter 6. 
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Appendix 7.2: ILLUSTRATIVE CIRCULAR PATTERN DIAGRAM (CPD)* 

FOR A FAMILY WITH AN OPEN STYLE OF MANAGING 

Key: Data in the square pertain to the types of inferences — cognitive or affective, or both - made by the 
interviewer regarding the définitions of the interactants. 
Data along the arrows represents the behavioral responses of the interactants. Ihe mutuality of 
effects of the interactants on each other is indicated by showing how the behavioral output of one 
set of interactants becomes the perceptual input for the other in a circular way. 
IP - índex person (#C8: Mr. Dean); 
IFs Family = a Marital subsystem (MS). 

Mrs. Dean: Mr. Dean: 

"I feel pleased that he wants to help." "I think she knows that I want to keep this 
Î large home" 

"He still likes to think he is in charge of | 
things". 

"I feel proud of my wife and love our 
home". 

For description of the development and use of CPD's see Tomm (1980) and Wright and Leahey (1984). 
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Family #C7: The Camp Family ( T l & T2) 

Symbols used 

Male: 

Female: 

Attachments: 

in attachment diagrams: 

• 

• strongly attached 

/ \ 

Index person: 

: Deceased 

: Direction of energy 

moderately attached 

slightly attached 

very slightly attached 

( ) :Members of the household/whole family subsystem 

T1 & T2 :Date of first interview and last interview 
2 years later 

Comments to support inferences: 

f \ J \ T \ negatively attached 

•The Clrr>pi> V\Mt vtyij liwife4 Cer>f»c+ wi'rVi 

Wt/ drAáú\ not Kttvi» .* +we** wiVW Htv 

• Vaid Are, ClcstJu \\> Wit*>A* 

«**>/.HltS Cc,«., e»oK><| i ^r*vninj), •* «¢¿1 «s 

Grand-

Parents 

Aunts 

and Uncles 

Parents 

Children 

*The format used for these diagrams is based on the work of 
Wright, L.(& Leahey, M. (1984). Nurses and families (p.41). Philadelphia: F.A. Davis 
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A P P E N D I X 8 

RESOURCE ALLOCATION AND/OR RESOURCE DEPRIVATIONS OF 

T H E F A M I L Y : A N O V E R V I E W O F N O R B E C K ' S S O C I A L S U P P O R T 

F R A M E W O R K 

Note: Prior to commencing the analysis, all research assistants involved in the analysis of the 
support system of the families are to review: 

(1) this information sheet, and 

(2) the references indicated on the last page of this appendix. 

The framework used for analyzing the resource allocation patterns and/or resource deprivations 
categories (i.e., the nature and quality of the social support system as perceived by the families) is 
Norbeck's typology of social support, based on the work of Norbeck, Lindsey, and Carrieri (1981; 
1983). Their work has been influenced by several researchers in this field, including Kahn (1979), 
Kahn and Antonucci (1980), and other researchers indicated in this overview of the framework. Like 
most typologies, this social support framework views social support as something that is always 

positive, and thus is one of its major limitations. 

8.1 CONCEPTUALIZATION OF SOCIAL SUPPORT 

Norbeck et al. (1983) define social support as follows: . . . interpersonal transactions that 

include one or more of the following functional components: affect, affirmation, and aid 

(p. 5). 

Each of these three functional components or forms of 'supportive transactions' are 
described next. 

8.1.1 AFFECTIVE SUPPORT 

Affective support refers to interpersonal exchanges involving the expression of positive affect 
(e.g., liking, admiring, respecting, and/or loving). The existence and viability of affective 
support, as Meister (1984) notes, may occur in any number of contexts. In this study, two 
types of family contexts are examined: (1) the internal context (See Appendix 1, Genogram) 
and (2) the external context (See Appendix 2, Ecomap). 

Some illustrative examples of sources of affective support from the family's external context 
include: 

(1) Support groups, such as the family support group operated by various voluntary associations; 

(2) Seniors' clubs operated by quasi-formal organizations (i.e., those funded partially by 
charitable organizations and partially by government funds); and 
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(3) Counselling-type sendees offered by the formal care system (e.g., government-sponsored 
agents/agencies, such as by physicians and/or by related professionals in clinics associated with 
a mental health center). 

The above-mentioned, and related, types of affective support have been found to contribute to the 
well-being of individuals and families (Kahn, 1979; Ward, 198S). In this study, the analysis focuses 
on identifying specific examples of what the families perceived as affective support, including their 

views on the adequacy of it, and whether the source of that support was viewed as primarily from 

other family members and/or close friends (i.e., the informal support system) or from outside of it 
(i.e., the quasi-formal and/or formal care system). In order to keep that data in context, these findings 
are to be recorded on the Ecomap (See Appendix 2). 

8.1.2 AFFIRMATIVE SUPPORT 

According to Norbeck et al. (1981), affirmative support refers to the expression of agreement 
of the appropriateness or lightness of Ego's acts or statements; that is, the endorsement of 
another person's behaviours, perceptions, or expressed views (p. 265). 

How does this affirmative type of social support contribute to the well-being of the family, 
or buffer some of the stress effects experienced by them, or facilitate their coping responses? 
According to Meister (1984), affirmative support (AF-S) may achieve one or more of those 

outcomes in three principle ways. As modified for this study, AF-S may: 

(1) Increase one'sAhe family's belief in the ability to provide care to an aging relative; 
(2) Increase one'sAhe family's self-esteem (i.e., the positiveness of one'sAhe family's attitude 

toward oneselfAhemselves), as well as increasing one's/their coping ability or ability to deal 
with life's strains (see Pearlin & Schooler, 1978, p. 5); 

(3) Assist the individual/family to redefine or 'reframe' existing feelings (of frustration, anger, 
guilt, sadness, etc.) as normal (pp. 62-63). 

8.13 AID TYPES OF SUPPORT 

Norbeck et al. (1981) refer to Aid types of support as the giving of symbolic or material aid 
(p. 265). Some illustrative examples of tangible, concrete, or material aid types of support 

for this study might include: (1) the provision of direct aid pertaining to meeting elder's 
needs in regard to personal activities of daily Uving (P-ADL) and/or instrumental aid (I-ADL) 

pertaining to household operations (e.g., cleaning, shopping, etc.); (2) financial contributions 
and/or (3) suppUes (e.g., hospital bed, commode chair, etc.). As with other types of support, 
it is important to indicate the primary source(s) of this type of aid (i.e., is it primarily from 
the family subsystem's informal social network or conversely, primarily from the formal care 
system, or mixed -- i.e., consists of both sources)? 

In addition to the concrete, tangible or material types of support described above, Norbeck 

et al. (1981, 1983) refer to a second type of aid support, namely 'informational aid.' They 
describe this form as interpersonal exchanges involving information giving and/or teaching 
regarding a diverse range of topics. In this study, some illustrative examples might include 
information about: normal aging versus abnormal aging (i.e., the development of senihty 
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and/or dementia); diagnostic tests and drug trial types of treatment; interpretation of test 
results; hereditary/genetic aspects; the autopsy process; community support; and counselling 
services available. 

8.2 THE CONCEPT OF CONVOY 

Having outlined a definition of social support and its three functional components, attention 

can now focus on another aspect of the typology of social support developed by Norbeck et 
al. (1981, 1983), and this necessitates a brief discussion of the concept of 'Convoy'. As 
defined by Kahn (1979, cited in Norbeck et a l , 1983), convoy refers to "the vehicle through 
which social support is provided" (p. 5). In other words, "An individual's convoy at any point 
in time consists of the set of persons on whom he or she relies for support and those who rely 

on him or her for support" (Kahn, 1979, cited in Norbeck et a l , 1981, p. 265). Hence, like 
other social support research, Kahn's definition of convoy emphasizes the reciprocal nature 
of supportive transactions. 

Norbeck et al. (1981), following Kahn and Antonucci (1980), advocate the use of 'concentric 
circle diagrams' (CCDs) to depict changes in an individual's and/or family's convoy over time 
(p. 265). They maintain that these diagrams enable the researcher to more explicitly assess 
the net losses that occur with advancing age, and the implications of the latter for the family's 
capacity to effectively buffer stress effects, manage current stressors, and/or maintain a sense 
of well-being. To record those aspects for each family in my study, instead of concentric 

circle diagrams, Ecomaps were used (See Appendix 2). 

83 NETWORK PROPERTIES OF AN INDIVIDUAL'S SUPPORT SYSTEM 

Norbeck et al. (1983) have adopted the major parameters inherent in Kahn & Antonucci's 
(1980) metaphorical presentation of network properties of an individual's support system. 
Some of these data were included on the Ecomap for each family (see Appendix 2 for one 
example). 

8.3.1 Sources of support categories: The categories used to estimate who is in one's personal 
network are based on the relationship of the individual(s) to the recipient of social support. 
In addition, selected demographic characteristics of recipients are also included (e.g., Norbeck 
et al., 1983, include: age, education in years, marital status, ethnic background, and religious 

preference. However, in my study, total yearly income was added, as well as Census Canada's 

categories for education). The nine categories used by Norbeck et al. (1983, p. 6) for sources 
of support were also used in this study: Spouse or Partner; Family or Relatives; Friends or 
Kith; Work or School associates; Neighbours; Health care providers; Counsellor or 
Therapist; Minister/Priest/Rabbijand Other (could include ex-wife/husband; ex-mother-in-law; 
roommates, housemates, or landlady; God, and many others). 

8.3.2 Number in the network: Norbeck et al. (1981) estimate the number of persons in a 
person's network by asking the respondent to "list each significant person in your life... all 
the persons who provide personal support for you or who are important to you now" (p. 265). 
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8.3.3 Duration of relationships: Norbeck et al. (1983) categorize duration of relationships 
on a 5-point scale ranging from 1, which indicates less than 6 months, to S, which indicates 
more than 5 years. In my study, the emphasis was more on assessing the qualitative aspect 
of the relationships, as opposed to only focusing on the duration of them (see Appendix 2). 

8.3.4 Recent losses of network members: Recent losses of network members are another 
significant characteristic that Norbeck et al. (1983), following Kahn and Antonucci (1980), 
include as part of the analysis of an individual's/family's network. This category emphasizes 
the changing nature of a person's convoy across the life span and hence has implications for 
an individual's satisfaction with his or her social network, as well as the impact of such losses 
on present and future coping responses. These data are obtained by the question.. ."During 
the past year, have you lost any important relationship(s) due to moving, a job change, 
divorce or separation, death or some other reason?" (If yes), indicate the category. For 

example, was it a member of the nuclear family, other relative, or a specific friend who was 
no longer available to you?.. .AND How much support did this person/persons provide for 

you during the past six months? (where l=not at all and 5=a great deal). 
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APPENDIX 9 

CONSENT FORM 

I voluntarily agree to participate in this study that is being conducted by Carole-Lynne LeNavenec, 
a member of the teaching staff of the Faculty of Nursing, University of Calgary. She has informed 
me that this is an exploratory study designed to obtain information as to how family members identify 
memory and related mental health changes in their spouse and/or older relative and the subsequent 
responses of the family to these changes. I understand that: 

participation in the study will involve two or three informal interviews of one to one and a 
half hours duration or as negotiated between the participants and researcher; 

the interviews will be held at my home and shall be audiotaped. However, only first names 
shall be used for family members, and no specific names of other persons or agencies shall 
be mentioned during the interviews; 

all of my responses and other information resulting from the interviews will be held in strict 

confidence and that I, as a participant, and all the information I provide, shall remain 
completely anonymous; 

I need not answer every question or give information that I do not wish to; 

although there is no monetary benefit for my participation, it is expected that the research 
project may afford insights which will assist in the planning of community-based services for 
the elderly; 

I have the right to a summary of the results of the study; 

I am free to withdraw from the study at any time. 

DATE SIGNATURE 
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A P P E N D I X 10 

PROTECTION OF HUMAN SUBJECTS 

First, participation in the study is strictly voluntary and participants are free to withdraw from the 
study at any time and without penalties of any kind. Similarly, the researcher may terminate her 
research at her own discretion in the interests of her subjects, the project, or herself. Secondly, prior 
to obtaining written consent to participate in the study, potential participants will be informed of the 
following factors: 

10.1 The research will be conducted by Carole-Lynne LeNavenec, a member of the teaching staff 
at the Faculty of Nursing, University of Calgary, whose research interests are in the area of 
aging, health and the family; 

10.2 This is an exploratory study designed to obtain information as to how family members identify 
memory and related mental health changes in their spouse and/or older relative and the 
subsequent responses of the family to these changes. The families participating in the study 
will be from three Alberta centers and will include only those who are Uving in the same 
household as the older relative at the time of the first home interview. 

10.3 Participation in the study wUl involve two to three interviews of one to one and a half hours 

duration, which wUl be held at mutually convenient times for the family and the researcher. 

10.4 The interviews will be held at the homes of the participants and wiU be audiotaped (tape-
recorded) so that the researcher can obtain and retain a better idea of the experiences of the 
numerous famiUes she wiU be interviewing. However, to ensure anonymity of aU information 
given, participants wiU be asked to: a) use only first names when referring to family members; 
b) refer to the personnel of agencies only by their position, such as clergyman, family 
physician, pubUc health nurse, and the like, and c) refer to the agencies simply by type, such 
as senior citizen club, the general hospital, the medical clinic, etc. 

10.5 Assurance wiU be given to the participants that aU of their responses and other information 
resulting from the interviews (e.g., observational data) will be held in strict confidence and 
that participants wUl remain completely anonymous. Included in this assurance will be: the 
storage of the audiotapes and related information will be in a locked filing cabinet in the 
locked private office of the researcher; the IabeUing of these audiotapes and related data wUl 
not include their legal names; rather these tapes shaU be IabeUed by the participants' first 
names speUed backwards, foUowed by telephone number in reverse order; that access to any 
of this information is being strictly controUed by the researcher, and that the information 
provided by these interviews is for scientific purposes only - i.e., they wiU be used for 
educational or research purposes only and that any written documents or pubUcations 
stemming from this project wiU not identify the participants by name or address. Upon 
completion of the study aU audiotaped data wiU be erased and field notes wUl be destroyed 
by the researcher. 

10.6 There is no danger of physical or psychological risks to participate in the study since the 
open-ended interview is the principal method of data coUection. Furthermore, they may 
refuse and/or omit any information that they do not wish to discuss. 
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10.7 Although there is no monetary benefit for the participants, it is expected that the research 
will afford insights that will assist the planning and delivery of community-based services for 
the elderly based on the needs and concerns of the families and their spouse/relative. 

10.8 All participants have a right to a summary of the results of the study once it is completed. 

Thus, all of this information is to be presented in such a way that it is expected to be clearly 
understood by the potential participants. Furthermore, they will be given time to make their decision 
as to whether to participate or not, between the time of having been informed of the study by various 
individuals in the community and newsletter announcements inviting such families to participate (e.g., 
Alberta Medical Association or Alzheimer Society or Alberta Association on Gerontology) and the 
decision of the Ethics Committee of the University of Calgary. Once the latter has been received, 
they will be contacted by the researcher regarding the details of the study and the expectations of the 
participants. This will be done primarily by telephone, and if they agree to participate, arrangements 
will be made for the home interview. The beginning of the first interview will involve reviewing all 
of the above mentioned points and clarifying any questions or concerns that the family members may 
have regarding their participation in the study. If they have decided to participate in the study, they 
will be asked to sign the Consent Form (See Appendix 9) and a copy of it will be given to each 
participant. 
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APPENDIX 12 

FAMIUES NOT DISCUSSED IN CHAPTER FOUR 

Due to space limitations not all of the families could be described in Chapter Four. Hence, in 

Appendix 12 a description of these families is given. The families are presented according to 

the sets they were assigned as outlined in Table 4.1 (see Chapter Four). 

12.1 FAMILIES FROM SET # ONE 

12.1.1 The BALL Family (#C6, Dl) 

The Ball family consisted of a twice married, once divorced, and now widowed mother 

(the index patient) in her mid-70's who lived most of the year with her 50-plus-year-old widowed 

daughter, Ms. Ball (DI) in a large, comfortable home in an eastern province. Mrs. Ball also 

spent about one to two months each year with her other daughter (D2) in a western location 

(see Load family, in Set 3 families). The researcher made visits to both locations, but the 

comments here will be limited to discussion of this eastern setting because the Load family is 

discussed with the Set 3 families. (Although the Load and the Ball family are two separate 

subsystems-thereby bringing the total number of subsystems to forty-they were counted as 

representing one subsystem since D l was the significant other most involved with elder.) 

Mrs. Ball and her late husband had moved into the basement suite of Dl's home in 

1978. At that time, Mrs. Ball's never-married brother, who lived with them, died of what in 

retrospect was thought to be AD. One year later, Mr. Ball died of cancer. Both Mrs. Ball and 

D l had always lived in the same province, and at T l they stated they had no intention to "move 

west" as D2 (Mrs. Load) had often suggested. She stated that she had "worked only as a 

housewife," but had for several years provided care for foster children, and occasionally helped 

her late brother with his "building work," including the "home he built for us." Financially, 

Mrs. Ball described their family situation as one of "going from rags to riches." According to 

D2 (Mrs. Load), Mom was leaving her very sizeable estate entirely to D l (see discussion of this 

stressor in Load family, section on Set 4 families). 

According to Dl, Mrs. Ball was noted to display changes in recent memory and had 

frequent crying spells beginning just prior to 1981. At this time, D l and her only sibling (D2) 

thought Mom was depressed as there had been six deaths in the family during a five-year 

period. However, when Mrs. Ball did not respond to treatment with antidepressants and 

tranquilizers, attention was directed to the memory problems of two of her late siblings, and 

another of her younger siblings, who was currently living in a nursing home. The fourth family 

member, who D l thought may have had AD, was Mrs. Ball's late father, who apparently died 

in a psychiatric hospital. By 1981, Mrs. Ball was given the diagnosis of A D by her family 

physician. At D2's prompting, Mrs. Ball underwent some routine and major diagnostic tests 

(including a PET scan). However, by Time 2, D l stated that none of the findings of these tests, 

coupled with "the relative stability of her (Mom's) condition," clearly indicated AD, but "one 

test suggested a possible genetic defect." 
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Mrs. Ball's daughter, D l , or Ms. Ball, presented as a very quiet spoken, serious-looking 

lady who rarely smiled during the T l and T2 interviews. Her husband died of a heart attack 

in 1976. She had never worked outside of the home during their eighteen years of marriage and 

had no children. Although Ms. Ball made comments about some of her mother's behavior 

(especially the tendency to ask the same question repeatedly), she described her mother in 

primarily positive terms, which was quite unlike how D2 (Mrs. Load) viewed elder. Ms. Ball 

reported at T l that she had become very involved with their local Alzheimer's society as she was 

"quite certain Mom and the others had AD." 

By Time 2, Mrs. Ball was still functioning much the same as when I interviewed her two 

years previously. She looked remarkably healthy and younger than her stated age. She stated 

that she was going to remain living with Ms. Ball, and the latter agreed adding that: 

I don't think she would survive there (in a nursing home) and I 

would feel too upset and guilty (unless) Mom deteriorated to the 

point that she no longer knew anyone (#C6, D l : Ms. Ball). 

12.1.2 The DEAN Family (#C8) 

The Dean family, a couple in their mid-seventies, had been happily married for over 

fifty-five years, and had two married daughters and a number of siblings with whom they had 

always maintained regular contact. The index person, Mr. Dean, who previously worked as a 

manager for a large company, was described by his wife as "quite a determined character" who 

always has had "an endless sense of humor". At T l , Mr. Dean described his health as "quite 

good," but mentioned that a lot of his side of the family "have had heart problems." He also 

mentioned his ulcer condition was a problem for him as his "arthritis pills" did not agree with 

his stomach. Mr. Dean was never officially diagnosed as having AD, as he refused to return to 

the neurologist for testing after the initial appointment in 1983. At T l , Mrs. Dean wondered 

if AD, or poor circulation, and/or an undiagnosed heart problem might account for his 

difficulties remembering recent events, his constantly asking the same questions pertaining to 

this or that investment or asking "what time is i t , " and related behaviors which she thought 

began around 1979. 

Mrs. Dean, who described her health as good except for a hearing problem, mentioned 

that " i t is tough getting old," referring especially to having to rely on public transportation as 

she did not drive. She did not want her spouse to do much driving for fear that he might cause 

an accident and/or get lost. She discussed at some length how they enjoyed their grandchildren, 

the past yearly tours to warmer climates, and her hobbies, which included sewing, gardening, 

growing plants and baking. In regard to the latter, Mr. Dean added, "she's the best cook in the 

world." 

At Time 2, Mrs. Dean reported that her spouse had died very suddenly late last year of 

a cerebral hemorrhage. Apparently "he just collapsed one morning after getting out of bed" 

and died the following morning in hospital. Mrs. Dean had sold their large home and moved 

into an apartment in the downtown area, something which she liked very much because of the 

greater amount of public transportation available. She spent a lot of time pursuing her many 

hobbies and visiting with members of both sides of the family, and going on the occasional trip 
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with friends. She viewed Mr. Dean's death as a "deliverance" since the "the doctor told us that 

if he had survived the stroke, he would have been a vegetable. And also, he would feel like a 

prisoner living in this small apartment, something he never wanted to ... sell the house and 

lose our big garden." 

12.1.3 The FAX Family (#C29) 

The Fax couple were in their early seventies and had been married for about thirty 

years. Mrs. Fax, the index person, exhibited recent memory loss secondary to a right-sided 

stroke, and subsequent coma of two to three weeks duration. Mr. Fax believed this stroke may 

have been a result of the pain killers she was given for "a shingles condition" that she developed 

subsequent to the chemotherapy treatment she had been receiving for Hodgkin's disease. The 

stroke had also created partial vision loss, ambulation problems (necessitating subsequent use 

of a wheelchair), and urinary incontinence problems for Mrs. Fax. However, the latter was 

"under control" at T l by "toileting her every two hours around the clock." She had been put 

on the antidepressant, Elavil, "to help her sleep and also help with the kidney problem." The 

researcher wondered if she was experiencing some side-effects from that drug because her lips 

appeared very dry and she kept licking them throughout the T l interview. 

During the Tl interview, Mr. Fax communicated in a very matter-of-fact way. Initially, 

he did not seem keen on participating in the study since "most of the information we could give 

you, nurses already know," and "we feel our situation is not unique, just ordinary." Although 

he described himself as "basically an outdoor person," he had (since 1978) become "a very 

indoor person," adding that he had "a lot of help with the household chores, what with the new 

dishwasher, microwave oven, and related conveniences." Mrs. Fax added: "But one must keep 

up your hope all the time." Mr. Fax summed it up this way: 

Ifwe try our best to deal with the situation, then things will work 

out. I realize she would do the same for me if I were in her 

position.... We have found that our brothers and sisters have 

also been a great help and visit regularly for Sunday dinner. 

By Time 2, Mrs. Fax was in a multi-level care center because Mr. Fax had to be 

hospitalized for surgery for "that men's problem and it turned out to be cancer." Mrs. Fax's 

initial adjustment to the nursing home was described by Mr. Fax as having been difficult, 

particularly in regard to her "auditory hallucinations." She had since recovered from that, but 

was disappointed that the medical staff had recommended she not return home. Mr. Fax felt 

quite weak, suffered from bladder spasms, and will need to go in for further surgery in the Fal l . 

However, he was able to drive over every evening to visit with his spouse. Although initially he 

felt lonesome being at home alone, he stated that "now I don't have time, as there is so much 

to do with the house, and I still visit with the family." He had no plans to attend a seniors' club 

as "I was never one for those things." 
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12.1.4. The H A L L Family (#C4) 

The Hall couple were in their early seventies and had been married for over 40 years. 

They had three children, two of whom were divorced and live outside this province. Although 

they maintained regular contact with their grandchildren, Mrs. Hall reported that she did not 

"always get on with our two ex-daughters-in-law" (D-I-L), as well as the one D-I-L who lived 

very near them. Mrs. Hall implied that the D-I-Loften did not provide any emotional support, 

particularly because of her statements like "you can come but don't bring (Mr. Ha l l ) " to various 

family events and/or school socials for the grandchildren. She gave another example: "not 

allowing me to help with the dishes, preferring instead to use the dishwasher so they will be 

sterilized, as if my cancer (condition) was contagious, I guess." 

According to Mrs. Hall, they led "a very busy life," one that was also" very happy and 

interesting." Mr. Hall had held a managerial position, both here and previously in the east, 

which involved substantial international travel. Mrs. Hall enjoyed entertaining and judging from 

the dinner she served me at Time l--on the pretext that I was a friend of the family-was a very 

gracious hostess. 

Mr. Hall was diagnosed in 1984 as having Alzheimer's disease. Mrs. Hall reported that 

his recent memory was becoming hazy, especially for names of their friends whom they met at 

various social functions. His driving was especially worrisome for Mrs. Hall particularly when 

he drove "on the wrong side of the road." Subsequently, she contacted their family doctor, and 

the Highway Department to explore if his driver's license could be revoked. It was in this way 

that he was obliged to go to a neurologist. Apparently he performed "very poorly" on the 

psychological tests that constituted the entire exam (i.e., no CT scan done) and his license was 

revoked. Mrs. Hall wondered if there was any connection between this rather sudden onset of 

memory loss beginning in mid-1983 and his long history of headaches and tendency "never to 

leave the house without his small box of 222s in his breast pocket." 

By Time 2, Mr. Hall was in a multi-level care center. Apparently, he had been attending 

a Day Hospital and "took off" one day, and was involved in a hit and run accident. Upon being 

discovered lying on the side of the road by a school boy, he was rushed to hospital, and very 

quickly transferred from the surgical unit to the psychiatric unit, as the staff on the former unit 

believed he would "take off again." Mrs. Hall continued to live in their large home and 

received regular visits from their one adult child, who lived nearby and who accompanied her 

on twice-weekly visits to Mr. Hall. Mrs. Hall found it hard to see her spouse "rarely talk and 

lose so many of abilities," but unlike her daughter-in-law, she did not consider her regular visits 

with her spouse as "a waste of time." She had become involved in several community 

organizations and participated in outings and socials organized by the care center. She also 

attended educational and social events put on by the Alzheimer's Society, accompanied by their 

son. 

12.1.5 The INKS Family (#C11) 

The Inks came to Canada from eastern Europe during the early post-WW2 period. 

Both had children from a previous marriage and one from their present marriage, resulting in 

"a very large family," several of whom still lived in Europe and/or in Eastern Canada. The 
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index person, Mr. Inks, was in his early 80s. He was described by his wife as having worked 

hard in his job in the buildings trade, more than occasionally "drank (whiskey) and smoked 

heavily, but quit both in 1980," and had a long history of hypertension. Despite the latter, Mrs. 

Inks added, "he was always on his feet and suffered no pain." At Time 1, she reported that he 

spoke very little with her or with others and she wondered if this might be because he was "a 

little deaf." However, he had on more than one occasion interpreted the volume or tone of her 

speech as a sign of anger and stated in his native language, "now, you don't need to get angry 

with me." 

At Time 1, Mrs. Inks described her own health as "not that good," because of painful 

arthritis in her hands and feet. She found it strange that the doctor prescribed "WD40, that 

liquid for squeaky doors" for it. Furthermore, she feels "uptight" sometimes, like when Mr. 

Inks discarded parts of his meal under the chesterfield, or "when he goes to the bathroom just 

anywhere." When she informed the physician about feeling uptight, he said she could take her 

husband's pills which apparently were not helping "to clear this thinking" (i.e., Hydergine) but 

which "are good for your nerves." 

Mr. Inks' diagnosis of suspected Alzheimer's disease (AD) was made in 1982, following 

memory changes after his emphysema problem had worsened. Apparently only a mental status 

exam had been done. Mrs. Inks was advised by the physician to "institutionalize him because 

these people get dangerous as they are really angry with themselves." However, she preferred 

to do otherwise, and with the help of their son and his family and neighbors at their seniors' 

apartment, she felt she "could manage his care here." She loved knitting and other needlework, 

and enjoyed the audiotaped music their son gave them. She disliked going upstairs "to our 

bedrooms and bathroom... it is sometimes difficult due to my arthritis." 

At Time 2, Mr. Inks was in a nearby nursing home. Initially, he went in as a respite 

admission so that Mrs. Inks could visit some i l l relatives in Europe. However, when she came 

back, he had "settled into that home so he stayed there." She walked to the nursing home two 

to three times weekly and stayed there for about half a day in order to help out with his care. 

She was very pleased with the care he received, adding that "I don't know how they can be so 

patient with him, they are wonderful and keep him so clean." Mrs. Inks continued to keep busy, 

spending a lot of her time knitting things for the local children's hospital, and/or visiting with 

their son's family here. She tried to help out with a grandchild who "has drug problems." She 

also visited with another son who had cancer, lived in a different province, and whose "wife is 

crazy ... nuts and has manic depression and accused me of putting him (Mr. Inks) in a home 

so I could get rid of him." She mentioned that their financial situation was "very tight" but that 

she had begun saving for Mr. Inks' funeral expenses as "with his condition being what it is, he 

could go anytime." No mention was made of something happening to her, despite the fact that 

she mentioned her diabetes mellitus was not well controlled with insulin and that her blood 

pressure was also high. 

12.1.6 The JET Family (#C21) 

Mr. and Mrs. Jet, a couple in their early sixties and both retired, had been married for 

over thirty years and had two married children who lived outside the province. Four of their 

five siblings, however, lived nearby and were in regular contact with the Jets. After each 
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obtained a university degree, they both worked until the late 1970s (Mrs. Jet) and early 1980s 

(Mr. Jet). Mr. Jet, the index person, was described by his wife as one who was "always busy, 

hardworking, loved to play the violin and guitar, enjoyed reading, and always wanted to have 

his own way." In regard to the latter, she added that if he wanted to do something (e.g., sell 

the farm of his late parents) he would not discuss it with her; "instead, he just went out and sold 

i t " . Another family member (M) present at the T l interview added that Mr. Jet: 

.. .was the only boy in his family, and being the youngest, he was 

spoiled as a child. He always loved to tease, and see how much 

he could get away with. (Then Mrs. Jet adds:) But he got 

numerous strappings by the school teacher because he preferred 

to use his left hand for writing and she wanted him to use his 

right hand. 

By contrast, Mrs. Jet, whose late father was a lay minister, presented at Tl as a pleasant, 

quiet-spoken lady, whom M. described as "very patient, understanding, hardworking, and was 

never one to complain." Mrs. Jet stated that she had always been able to derive "comfort" from 

her spiritual beliefs, siblings and children, friends connected with the various church groups she 

belongs to, and recently, from the local Alzheimer's Society. 

Mr. Jet was given the diagnosis of AD in 1981 by the family physician in the absence 

of neurological tests, as Mr. Jet preferred not to go to the doctor "unless I can't get away with 

it . " The other family members present at the T l interview mentioned how they noted changes 

during the mid-1970s like "his very unbalanced walking"and his way o f humiliating her (Mrs. 

Jet), like talking very loudly, or laughing very loudly at flat jokes he would make, or yelling at 

her for minor reasons, it was embarrassing, at least for us." At that time, Mrs. Jet thought his 

behavior might be related to the multiple sclerosis diagnosis that he was given in 1975 and/or 

to possible head injuries he sustained the same year after falling while repairing the roof. 

Around 1980, they noted that his memory for recent events was impaired, at which time he was 

reported to have had difficulty with several financial transactions, and had to stop driving as he 

would get lost. When his problem of urinary incontinence increased, Mrs. Jet requested that 

the family doctor refer him for neurological testing. The latter tests were done in the fall of 

1985 and revealed a major brain tumor. Mr. Jet was subsequently hospitalized to undergo 

surgery for that condition, followed by his discharge home. Mrs. Jet mentioned that during his 

surgery "a biopsy was done, but the report made no mention of A D nor multiple sclerosis." 

At Time 2, Mr. Jet was in a multi-level care center and spent most of his time walking 

about the unit. I found he looked about ten years older. He did not communicate verbally with 

either Mrs. Jet or myself. Mrs. Jet subsequently dealt with "the grief of giving up a husband" 

and was "determined to do things that are a source of joy and happiness," both for her spouse 

and for herself. She planned to continue her twice weekly visits to her spouse, was enrolled in 

the 'Being fully alive' course, and derived "great comfort" from their new grandchildren, 

keeping up the home and garden, and her community organization involvements, adding that 

"I'm busier than I've ever been." 
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12.1.7 The K E G Family (#C23) 

Mr. and Mrs. Keg, a couple in their early seventies (although they both appeared to be 

in their early sixties) had been married for over forty years and had four children, including a 

married daughter and her family who "live just up the street," with whom they were in daily 

contact. Mrs. Keg, the identified patient, had suffered from severe rheumatoid arthritis for 

about 45 years, necessitating numerous hospitalizations for cortisone treatment and concomitant 

complications, including severe "visual and auditory hallucinations." 

The family volunteered to participate in this study after receiving a 'mail-out' letter 

from a particular community agency which the researcher had contacted. According to the data 

from the agency, Mrs. Keg's primary diagnosis was arthritis, but her secondary diagnosis was 

"Chronic confusional state." Hence, I was astounded at the Time 1 visit to find a very alert, 

pleasant, articulate lady who gave a vivid description of "my life as an arthritic, except for when 

I was pregnant." Mr. Keg added that her memory is "not bad, except that she forgets the 

names of some people, and some phone numbers, but don't we all?" Apparently the treating 

physicians gave them no feedback about some of the speculations that the Kegs had about the 

cause of her arthritis (i.e.,"mumps at early age"), or the cause of her "strange behaviors" (i.e., 

the Cortisone treatment). At Time 1, Mrs. Keg stated that although she had very little 

recollection about the various happenings during the last hospitalization, she did "clearly 

remember some of my fears such as being locked up in a bank." 

The Kegs described themselves as having a keen interest in Canadian history including 

their grandparents' and parents' involvement in it, as having travelled a fair amount, and 

continuing to maintain contact with a few friends connected with his professional association. 

They also enjoyed dong volunteer work for Meals on Wheels in the recent past. Mr. Keg loved 

cooking and baking, and judging from the meal I was served, did very well. With help from the 

formal care system, they had obtained various types of equipment (e.g., wheelchair, bathtub lift) 

which allowed Mrs. Keg to remain as independent as possible. Mr. Keg presented as a very 

energetic, pleasant man, who continued to golf in the summer and curl in the winter. He 

summed up their life at Time 1 as "we are both enthusiastic about life despite its ups and 

downs." 

At Time 2, Mr. Keg was a widower, having lost his wife ten months ago. Apparently 

. her death occurred during her twenty-third hospital admission since they moved here from the 

east in 1972. Mr. Keg believed that "Her body just couldn't take it, or she just couldn't fight 

that illness anymore." Mr. Keg still pursued his previous hobbies, and read a lot, including the 

forty year diary that his late wife had "so beautifully written as she had such a control of 

grammar." He maintained regular contact with their children, had done some travelling, and 

described his health as much like an old car: "There's the odd squeak once in a while." He 

planned to continue living in their home but realized that: 

There will be a time when I have to leave this home of ours but 

it's not now. I like doing the housework and after all, it's not 

a busy household. 
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12.1.8 The LANG Family (#C39) 

Mr. and Mrs. Lang, who were 73 and 65 respectively, had now been married for over 

forty years. Three of their four children were also married. Although the latter lived a fair 

distance from the Langs, they maintained regular telephone contact. However, as Mrs. Lang 

stated, "we don't see them as often as we'd like to." Mr. Lang, the index person, was described 

by his wife as "always having been calm, cool, and collected," and who, despite losing a limb and 

sustaining a head injury during the last World War, was able to retrain and function well in his 

new career involving sales. Mrs. Lang had not worked much outside of the home but she 

enjoyed baking, crocheting, knitting, curling, and they both attended a church "where we fit in 

better than the one we previously belonged to." 

In 1981, at Mrs. Lang's request, Mr. Lang underwent a brain scan and some 

psychological tests were done by a neurologist. However, the latter simply informed them that 

Mr. Lang was "losing his concentration." The family doctor later informed them both that he 

suspected it was A D that was responsible for Mr. Lang's presenting behaviors, which included 

difficulty with financial transactions, getting lost while driving, hearing strange voices during the 

night, occasional displays of "becoming agitated" with Mrs. Lang, and "him not being able to 

do even the simplest tasks." Mrs. Lang found the latter to be very frustrating because "it's hard 

not to ask someone who looks so good to help out with some of the chores around the house." 

At Time 1, Mrs. Lang stated that it was only recently that she had come to realize that 

"Alzheimer's victims just don't clue in." It is perhaps the latter belief which may explain her 

"talking for" Mr. Lang during the Time 1 interview, or freely discussing various tasks he could 

no longer perform. 

At Time 2, Mr. Lang was in a nursing home. Apparently, Mrs. Lang's nerves had 

become increasingly worse, and Mr. Lang's response to this situation was one of increasing 

agitation. Initially, he went to that home as a day patient, which Mrs. Lang believed assisted 

him to "settle in quite well" on a full-time basis. However, latterly Mrs. Lang was concerned 

about the possibility of him being overmedicated with major and minor tranquilizers (Haldol 

and Ativan), and she planned to discuss this with the attending physician. She described her 

health as "not too bad," and she planned to remain living in their large home, continue to bring 

Mr. Lang home each weekend, keep up with the gardening and needlework, do some golfing 

and curling, and continue with present involvements in community organizations like the Legion 

and the local Alzheimer's Society. Although she had been informed by the physician that she 

should get plenty of rest, she stated that she "rests better if (she goes) out of town," adding that 

while in town she always worried about his care in the nursing home and often wondered if she 

should "just pop over there to see how things are," which she often did. 

12.2 FAMILIES FROM SET #TWO 

12.2.1 The NOON Family (#C10) 

The Noon couple were both from northern Europe, had been married for over fifty 

years, and had "worked hard" all their lives. Mr. Noon, now in his early eighties and a retired 

supervisor of a large firm, described his health as very good, something he attributed to having 

had "a very good wife." One of their children died during the 1970's in a nursing home of a 
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complication from a chronic illness condition. Their one remaining child, a son, was an 

executive with a large firm in the east, but maintained regular telephone contact with his 

parents, and understood that "due to their European ways, Dad wants Mom at home." Mr. 

Noon perceived his wife as suffering from "seizures," which he thought was perhaps due to the 

considerable suffering she incurred during their late son's unhappy marriage and eventual 

divorce, plus the difficulties in gaining rights to visit their grandchildren after that occurred. 

However, their son's view was that Mom had AD, and he and his family had become more 

involved lately with the Alzheimer's Society in their area. 

At Time 1, Mr. Noon believed he was "doing quite well" in his role of helping his 

"Sweetie" with everything she needed, including lifting her in and out of the wheelchair, 

something which his son has warned him "may break your back." He had the assistance of a 

part-time homemaker. Verbal communication between Mr. and Mrs. Noon was mainly one way 

as Mrs. Noon no longer vocalized any words, but she did whistle whenever she wanted her 

husband to come. Emotional communication seem to be very positive as evidenced by the 

numerous affectionate comments Mr. Noon made to, and about, his wife during the T l and 

subsequent interviews. 

At Time 2, Mrs. Noon was in the same multi-level care center where their late son had 

been. This move was precipitated by Mr. Noon having a mild heart attack, from which he had 

made a good recovery. Mr. Noon admitted to experiencing some feelings of sadness and 

loneliness but expressed happiness at being able to drive down to see his wife each day, assist 

her with lunch, and "joke around with the nice nurses." He seemed pleased when he pointed 

out that his wife continued to "whistle for me" whenever she heard his voice but could not see 

him. Although his doctor stated that Mr. Noon "is still too young to go live in the nursing 

home" where his wife was, he had kept his name on the waiting list "just in case anything 

happens to my heart." He was planning to join a nearby seniors' center; enjoyed the company 

of their now retired son and family (who recently moved here), neighbors, and small network 

of close friends; and soon planned to plant their "usual big vegetable garden." 

12.2.2 The OAK Family (#C14) 

The Oak family represents a Parent-Childsubsystem made up of ninety-five-year-old Mr. 

Oak and his sixty-six-year-old, now divorced daughter (DO), who recently recovered from a 

cancer condition. His late wife died of cancer about ten years ago. Mr. Oak, who worked all 

his life as a teacher, was described by DO as "always being pretty active, very strong-willed" and 

"pretty well had his own way most of his life." He had been "most adamant about wanting to 

live his life the way he wants," including "dying in my own bed" as opposed to going into a 

nursing home "for that event." However, she also described Dad as always being "very 

genuine." Although Mr. Oak had "a bit of a heart condition," he was described by DO as "too 

sharp for his age," referring to how he wanted to go out regularly to the dances at the seniors' 

center, play pool, and related activities that "always keeps me on the go" and deterred her from 

pursuing her part-time job, certain hobbies, and going on a vacation. Her perception of her 

Dad's condition at Time 1 was one of "mild cognitive impairment." 

DO also liked to be independent and based on her accounts of her teenage years at 

home there appeared to be a bit of a power struggle between her and her Dad. However, she 
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described her present relationship with Mr. Oak as one of "give and take." The advantages of 

the living arrangements appeared to be mutually beneficial as she assisted him with various 

instrumental activities of daily living (I-ADLs) and in turn benefited financially in that she did 

not have room and board to pay. DO added that now "I devote my full-time to him almost." 

DO also noted that her siblings, who lived in the area, "provided very little input" and thought 

Dad should be in a nursing home. 

By Time 2, Mr. Oak had indeed "died peacefully in his bed." DO subsequently 

purchased an apartment, resumed her part-time job involving work with children, which she 

found very stimulating. She mentioned that she "had put behind" much of her previous 

"lifestyle" referring to involvement with the seniors' center where she used to go with Dad; 

instead, she was pursing a number of "new kinds of hobbies, like pottery, and the like" and was 

planning a trip back east to visit one of her Dad's relatives who would be celebrating "an 

important" birthday this summer. 

12.2.3 The PARK Family (#C17) 

The Park family represented a Parent-Child subsystem consisting of ninety-seven-year-

old Mrs. Park, originally from England and her sixty-five-year-old, never-married son. They had 

lived and farmed in central Canada until Mr. Park's death. After this happened, Mrs. Park's 

two sons maintained the farm and supported her financially, and she tended to the domestic 

duties of the household until moving into a small home in the city. Mr. Park Jr., came up to 

see her every weekend. Then when hay season was over, he spent most of his time at their city 

home. 

Mrs. Park had been experiencing difficulties with memory for recent events since the age 

of ninety and also had hearing difficulties. However, prior to that age she had been in good 

health for most of her life, something she attributed to "never having drank or smoked." 

Mrs. Park was described by her son as always having been "very controlling and 

domineering," which he believed resulted in him "being socially backward" because she had 

"deprived" him and his brother of any social contact when they were young. He believed this 

was due to the fact that "she didn't want to lose the two of us." At Time 1 he knew very little 

of his Mom's background, but was attempting to explore it. He knew only that she was raised 

in an orphanage and had worked from a young age as a servant for a wealthy family. Her 

"strong-willed nature" and desire to remain independent (or " i n control") also resulted in a 

difficulty in keeping homemakers which the son had recently hired despite her objections. She 

felt that her age was not a barrier to doing things for herself, nor was her recent fall and 

fractured hip a cause for any concern. 

Perhaps related to Mrs. Park's "domineering" ways and her son's self-perceived lack of 

social skills, this family did not have a distinct peer network. Other family members, including 

a married daughter living nearby, contributed little assistance in terms of affective and concrete 

aid types of support. However, one general informant of the researcher noted how Mrs. Park's 

daughter did not want her mother to go into a nursing home "until she was really senile." 
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At Time 2, Mrs. Park had been admitted to a chronic care hospital. Just prior to her 

admission, the son had found a homemaker that Mrs. Park liked. Hence, she was hired as a 

private duty nursing aid to Mrs. Park in that hospital. Mrs. Park had become very cheerful and 

seemed to enjoy that setting and the daily visits from her son and visits from other members of 

the extended family on a twice weekly basis. Although she was still "very domineering," Mr. 

Park, Jr. added that "she is so alert and full of energy." He was pleased that she "was less 

lonesome and still recited her poetry." This son had been "feeling stressed" prior to Mrs. Park's 

admission and was taking antihypertensive drugs and generally "trying to avoid any unnecessary 

stress." He mentioned that he now had time to do some travelling, socializing at the local 

Legion, and also had met "an interesting lady." However, he was not going to move to the 

retirement home he had bought in a neighboring province "as long as Mom is still here." He 

still believed very strongly that "Mom is afraid of losing her boys." 

12.2.4 The QUIZ Family (#C20) 

The Quiz family represented a Parent-Child subsystem, consisting of a triad. The index 

person, Mrs. Quiz, was in her early sixties and a widow, who lost her husband (owner of a 

business) subsequent to a sudden heart attack in the 1970s. Her two youngest and never-

married sons had also been involved in various business ventures, and were in their early thirties 

and mid-twenties respectively. Mrs. Quiz's two other children were both married, and lived 

nearby. A live-in homemaker (HM) that the family had hired privately was also an important 

part of the household. HM's role was exclusively concerned with meeting Mrs. Quiz's needs 

(as opposed to "cooking for the boys, doing their dishes..."). Mrs. Quiz and her children were 

all very appreciative of the care and empathy that H M consistently offered. 

Mrs. Quiz had been officially diagnosed as having Alzheimer's disease (AD) when she 

was in her late fifties after a series of neurological tests were done in the 1970s. Since the death 

of Mr. Quiz decision-making in this household was "a family affair" with primary concern "for 

Mom's well-being." However, the youngest son (Si) appeared to feel more responsibility for 

the mother's care and felt "some concern" toward his siblings because of it. Emotional 

communication was limited between these siblings as "we're not used to doing things that way." 

However, they were all very resourceful when it came to assuring a high "quality of li f e " for 

their mother. Her communication with others was primarily non-verbal, but the family knew 

she was upset if "she scowled." 

Genetic concerns about AD were expressed by all the sons. The eldest child (S4) was 

very involved with the Alzheimer's Society, but S l seemed to find it difficult to think about "the 

outcome of that disease" and elected not to read or talk about it. Another concern of S l was 

the feelings of sadness he still had regarding the death of his father and his maternal uncle. 

This uncle also had "memory problems" prior to his death in a nursing home. S l was very 

protective of their mother (e.g., no one was to talk about A D in front of her), and his emotional 

communication with her was primarily corporal (e.g., hugs, smiles, or "just holding her hand.") 

Mrs. Quiz was noted to become "very confused in crowds" so Sl made sure to prevent 

this. He also attempted to keep her physically active and attractive by going for regular walks 

with her and seeing to it that the homemaker took her to the hairdresser regularly. A l l family 
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members wanted to have Mrs. Quiz remain at home for as long as she "could benefit" from a 

home environment. 

At Time 2, Mrs. Quiz was living in a chronic care hospital due to her mobility problems, 

especially her inability to make transfers (e.g., to get in and out of bed, sit down or get up from 

a chair on her own) and the homemaker did not think she was able to do it for Mrs. Quiz. Once 

she was hospitalized, the family hired private duty nursing assistants for the day shift on a 7-day-

a-week basis. Genetic concerns were still evident and the children were hoping for future 

research to find the cause and treatment for AD. There was still debate among the sons as to 

whether a postmortem autopsy should be done. However, they appeared to have control over 

the important areas of family life, most notably Mrs. Quiz's physical and social well-being, and 

they continued to have her involved in selected family gatherings, especially having her come 

over for Sunday dinner, along with her private nurse,"who is really like a daughter to her." 

12.2.5 The RAE Family (#C22) 

The Raes, a Parent-Extended Family subsystem, were a triad. The index person, Mrs. 

Rae was in her late eighties and a widow since her spouse died over a decade ago of cancer 

(although the family informed her it was a heart attack "in order to not upset her"). Mrs. Rae's 

married daughter (DR), and the latter's husband (S-I-L), both of whom are in their mid-sixties 

and retired, were the two other members of this household. Mrs. Rae had originally come over 

from the U K for a six-month visit with DR and S-I-L. However, since having her with them 

"was very comfortable for all of us," the S-I-L suggested she remain with them. This she agreed 

to, because her other daughter back home had developed back problems, which made it 

impossible for her to provide Mrs. Rae any assistance with A D L . Although the researcher was 

told by other informants that this lady's official diagnosis was senile dementia, that is not how 

the family or the researcher saw it during the Time 1 interview. Indeed, she appeared witty, 

very alert, and had been quite capable of doing most things for herself, including her banking. 

She did have difficulty hearing, but appeared to be able to lip read well. According to the 

family she had "circulation problems" and lost her balance easily, which had resulted in her 

falling frequently. This had required several calls to the fire department to come and pick her 

up "as she is a dead weight when she goes down," according to the S-I-L. 

Mrs. Rae had worked in the home all her life and was described by DR as being "a 

superb mother, including taking care of me for several years, when as a teenager I was laid up 

in bed with the aftermath of rheumatic fever." DR added that her mother was also very much 

"the boss" at home and had been a great dancer and musician. DR and her spouse continued 

to try to keep her active and to provide a stimulating environment, including regular outings, 

purchasing the daily newspaper, and related activities. Overall, the social climate of their 

household at Time 1 appeared to be happy and relaxed. 

By Time 2, Mrs. Rae had died. She broke her hip in the Fall following the Tl interview. 

During the subsequent hospitalization, she suffered a small stroke and became wheelchair 

bound. She was later transferred to a chronic care hospital. In all other aspects though, her 

functioning was reported by the family to have been much the same as in Time 1. Both D R and 

S-I-L visited her each afternoon and "really got to know some of the other residents there." 

Although "she was on the Alzheimer's floor, she was much more alert than the others," which 
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was how she remained up to her death, one month before her 95th birthday, which the family 

stated was due to circulation problems. They planned to do some travelling and subsequently 

do some volunteer work for nursing homes. 

12.2.6 The TATE Family (#C26) 

The Tates were a couple in their late seventies who had been married for more than 

forty-five years, a marriage which Mr. Tate described as "a very happy one." Mr. Tate added 

that they had one daughter who lived in a neighboring town, and they were "very close with her, 

and her very kind husband, and two grown grandchildren." As for their relationships with other 

family members, particularly Mrs. Tate's siblings, Mr. Tate stated "we're friends with all our 

relatives." Indeed, what appeared to be an important value for this family became apparent in 

Mr. Tate's frequent comment during the T l interview that we "maintain peaceful relationships 

with all people." 

Mr. Tate was very quiet-spoken during the initial interview and seemed to think carefully 

prior to answering any questions. Mrs. Tate, the index person, presented as a person who liked 

to smile a lot, but verbalized little except for saying "yes" or "no." She was in and out of the 

room during the interview at T l , which her spouse thought might be because of her tendency 

to rest a lot in her bedroom during the afternoon. 

Mrs. Tate was reported to have had excellent health except for a gall bladder problem 

which was subsequently corrected with surgery several years ago. However, by 1983, Mr. Tate 

and other family members noted that she had difficulty remembering things. Then in the 

summer of 1984, she had a bad bout of the flu, was hospitalized and underwent a number of 

tests, resulting in "the diagnosis of senile dementia." She subsequently came home, "but her 

flu seemed to hang on for quite a while" and, by the Fall of 1984, she entered the hospital again 

for treatment of what Mr. Tate thought was seizure, "as she was shaking all over." 

Mrs. Tate was described by her spouse as one who especially loved her work with young 

people. She also enjoyed many hobbies, especially reading and needlework. Mr. Tate enjoyed 

reading, going out for walks with Mrs. Tate, and making pictures which were quite numerous 

in their home. He made several comments during the T l interview which implied that he 

blamed himself for not seeking help sooner for treatment of "these seizures," and wondered if 

he had sought help, "maybe she would not have all these memory problems now." 

By Time 2, Mrs. Tate had died of what her spouse thought was AD. However, he 

mentioned that "I think that this may be happened after she had seizure." He found this loss 

of his "sweetheart" to be a "devastating loss," and found it "especially difficult" to handle the 

five hours each afternoon when he used to visit her at the chronic care hospital to which she 

was ultimately admitted (after having been transferred from the general hospital where she had 

received treatment for her "seizures.") Mr. Tate planned to remain in their home, to keep in 

touch with their daughter's family, and to pursue his former hobbies. Near the end the Time 

2 interview, he stated very happily that "my sweetheart was able to recognize me right up to the 

end, and at least I know that she didn't suffer any." 

12.2.7 The VAN Family (#C33) 
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The Van family consisted of a marital dyad. The index person, Mr. Van, who was 

described by his wife as having been "a workaholic, "was in his mid-eighties. His work had 

involved much time away from home. Mrs. Van, who was ten years younger than Mr. Van, 

described her occupation as "an unpaid civil servant," referring to spending most of her time 

raising their three children and being involved in a number of community organizations, as well 

as doing volunteer work. 

Mr. Van's short-term memory problems were reported by his wife to have been very 

gradual in onset. She first noticed these changes when she developed arthritis and thus began 

delegating tasks to her spouse, and these tasks "he rarely completed," something that she 

initially interpreted as "sheer laziness." She became more concerned when additional changes 

in his behavior were noted, particularly when he stopped reading travel books, "as he had always 

been such an avid reader". She noted that Mr. Van also "worried about his loss of memory all 

of the time." 

Mr. Van was officially diagnosed as having Alzheimer's disease (AD) at the age of 

eighty-two. Mrs. Van had suggested this label to the family doctor, who implied agreement, 

since "his mother also had the same condition." Since that time, she had sought to assist him 

with various ADL, especially because "he was always very particular about his appearance." 

Their children claimed that Mrs. Van "has spoiled him" given the amount of time she spent 

"helping him do this or that." However, she was restricted in her abilities to perform some I-

A D L because of her arthritic condition, including hip replacement surgery. This had 

necessitated having a visiting homemaker a couple of days a week, but Mrs. Van mentioned that 

there were many things "left undone" as these activities "were not part of the homemaker's job 

description." 

At Time 2, Mr. Van had "died in his sleep" at the age of eight-seven. He had been 

living in a nursing home since shortly after the Time 1 interview when a vacancy suddenly arose 

and "I (Mrs Van) thought I shouldn't take the chance of losing the bed as one never knows 

when the next vacancy will be." However this sudden admission was upsetting for both of them 

because Mrs. Van had previously been informed that it might be two years before a vacancy 

arose. Nevertheless, Mrs. Van was happy that it was "the Alzheimer's wing to which he was 

admitted." She was still living in the same apartment and was somewhat preoccupied with her 

various aches and pains, which one of the children thought was due to "her now having time 

for that sort of thing." 

12.3 FAMILIES FROM SET # THREE 

12.3.1 The ZARD Family (#C15) 

The Zard family consisted of a marital dyad: Mr. Zard, the identified patient, an 81-

year-old man of Scottish descent, and Mrs. Zard, who was also Scottish and had been born and 

raised in Eastern Canada. Mr. Zard had pursued a career in the design field until his retirement 

at age 65. He had also been an excellent artist but at Time 1 his wife thought he was having 

trouble with color perception. He was described by Mrs. Zard as being a very good husband 

and father, and "always calm, patient." Mrs. Zard, who never worked outside the home, had 

always been active in community groups. 
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While she "ran the house," Mr. Zard was described as the "bread winner." He had 

always been "basically very healthy," "immaculate in terms of dress," enjoyed the company of 

younger people, and "doted on our two children." 

Mr. Zard was diagnosed with early dementia following a stroke in 1983 which left him 

with a speech impairment and one-sided paralysis. Changes noticed by his wife were his mild 

forgetfulness and changes in personal and dress habits. Mrs. Zard was in fairly good health 

except for having cardiac arrhythmia and some problems with her eyesight. In 1982, Mr. Zard 

had the flu, some urinary incontinence, gall bladder problems, and then high blood pressure, 

followed by his stroke. Neurological testing was done, but Mrs. Zard was dissatisfied with the 

lack of direction from her physician. She did not feel she received any effective information and 

was annoyed and frustrated with the medical profession. 

Mrs. Zard had only a few concerns about Mr. Zard's health changes. However, she 

sometimes found herself being impatient with him and was unsure what were appropriate 

responses. She described Mr. Zard as being "indifferent," while she "blows up" over little things. 

One of her major concerns at Time 1 was his urinary incontinence. 

Mr. Zard attended Day Hospital twice a week and received physiotherapy while there. 

Mrs. Zard always enjoyed having people over for dinner or related social functions. She had 

very supportive neighbors whom she felt she could call on if she needed help of an instrumental 

or affective nature. 

Shortly after the Time 1 interview, Mr. Zard was put on medication to try and stop the 

urinary incontinence. However, the medication caused a lot of physical side-effects, for example 

Mr. Zard's fall outside the house upon return from Day Hospital on a cold, winter day. 

By Time 2, nursing home placement had been discussed with Mr. Zard, and "he really 

did make it as easy as possible," although it upset Mrs. Zard. Following admission, she visited 

him three times per week. He subsequently experienced another stroke which left him in need 

of complex nursing care and hence was transferred to a chronic care hospital. He was unable 

to communicate verbally, but Mrs. Zard felt positive about the care he was receiving. 

12.3.2 The AOBE Family (#C16) 

The Aobe couple, who were born in opposite ends of Europe and were both in their 

early sixties, constituted one of the two 'middle-aged families' (Carter & McGoldrick, 1980) 

in this study. The index person, Mrs. Aobe, was described by her spouse and a friend present 

at the T l interview as "an astute business lady, attractive, smartly dressed, very much a 

perfectionist, clever at interior design, did all sorts of needlework and enjoyed oil painting." 

Mr. Aobe, who worked with his wife at the business they managed, described himself as "a very 

volatile person" but saw himself as becoming more "calm, cool and collected" (i.e., rated himself 

as 7 instead of the previous 10 on a hypothetical volatile rating scale). The other informant 

present for the Time 1 interview mentioned privately to the researcher that Mr. Aobe also used 

to drink heavily. 
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Mrs. Aobe described her health as fine until her change of life began, which was around 

1978 or 1979 ("we're not quite sure"). At that time, she found that she was "losing my touch." 

Mr. Aobe description of that loss included mention of her cognitive changes (e.g., difficulty 

making change for the customers and/or balancing the books), emotional changes ("...became 

annoyed at others very easily"), and changes in A D L performance (e.g., taking longer than usual 

for meal preparation). In 1982, following their daughter-in-law's recommendation, Mrs. Aobe 

was finally examined by a neurologist and "the diagnosis came back as Alzheimer's disease." 

Mr. Aobe waited "for a long, long time before telling her" as he feared she would become 

upset. 

At the Time 2 interview, Mrs. Aobe continued "to amaze" Mr. Aobe with her "flashes 

of memory," her "words of encouragement" ("now Dad, don't worry"), and her insight into the 

nature of her illness ("many times I'll find her sobbing when she can't find me in the house"). 

Several months before T2, Mr. Aobe had a mild heart attack and subsequently modified his 

lifestyle (e.g., ceased drinking alcohol and coffee, went out for walks or swimming with his wife). 

Mr. Aobe added that he had become more patient, tolerant and compassionate, and strived to 

provide the peace and serenity "that I know she need at all times." Near the close of the Time 

2 interview, Mrs. Aobe began sobbing, adding that it was "out of happiness," during the 

following exchange: 

Mr. Aobe: I've learned to accept it and say many times to her ' Your illness 

is my illness, you suffer (then) I suffer.' 

Mrs. Aobe: That's my man. 

12.3.3 The COLE Family (#C28) 

The Cole family consisted of a marital dyad: Mrs. Cole, a 72-year-old woman of Scottish 

descent, and Mr. Cole, her 73-year-old husband and the index person. Mr. Cole was born in 

Central Canada where he worked doing farm jobs before working in the military for over two 

decades. This job resulted in numerous moves for them. They had two adopted children and 

four foster children. A childhood injury had prevented Mrs. Cole from having children of her 

own. 

Mr. Cole received the official diagnosis of Alzheimer's disease after having a CT scan 

and brain scan in 1985. He began experiencing weight loss and changes in short-term memory 

in 1984. Both Mr. and Mrs. Cole had experienced a number of health problems. Mrs. Cole 

went through nine operations and had arthritis in her hips and Mr. Cole underwent a cancer 

operation. 

At Time 1, Mr. Cole was described by his wife as "hardworking," as well as "humorous 

and cheerful." He was a hockey fan and loved to travel. Both of them still tried to keep active 

and attended outings at the Legion and a seniors' center. Mr. Cole "st i l l had good conversation 

skills," although Mrs. Cole often answered for him or interrupted his answer. Mrs. Cole also 

exerted control in the areas of his personal attire and social activities. She was in control 

despite "having too much worry." She relied on their limited informal social network for 

support. She liked to talk about her family and made daily calls to certain family members. 
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She perceived "a deprivation" in terms of interaction with "the younger generation who did not 

understand" Mr. Cole's illness and therefore did not bother to talk to him. Mrs. Cole did not 

comment on Mr. Cole having any "annoying behaviors," except to state that he tended to repeat 

questions regularly. 

At Time 2, things were much same, although both had lost a lot of weight. They had 

plans to move in with Mrs. Cole's sister in another province as this sister had recently lost her 

husband. Mrs. Cole also expressed great joy at the thought of being near her sisters, whom she 

perceived as being more "supportive" than her husband's siblings. 

12.3.4 The DOWN Family (#C30) 

The Downs represent a marital subsystem. Mr. Down, the identified patient, had moved 

to this town from England as a child and was adopted by a relative. His wife was of Scottish 

descent. Mr. Down and all his siblings were raised in different orphanages and knew very little 

about each other. He had a university degree and he pursued his occupation for almost fifty 

years. His wife had a related occupation and she assisted her spouse for many years. Mr. 

Down had been "in and out of retirement several times." He eventually retired at age 73 in 

1977 after experiencing two strokes in 1975. He experienced a third stroke at age 79 which left 

him with right-sided paralysis and "poor memory" for recent happenings and decreased 

concentration. At age 81, Mr. Down fell in the bathroom and he then had to wear a back brace 

and became incontinent of urine. During treatment for this fall he received the diagnosis of 

senile dementia. 

At Time 1, Mr. Down had been attending Day Hospital once per week but did not enjoy 

it. Apparently, he was "always very introverted and very quiet" and had loved his work. Mrs. 

Down "struggled with (her) conscience" and tended to treat Mr. Down, who was very compliant, 

like a small child: "I tell him this like a kid." She did not let him do his own P-ADL and felt 

she may have been doing too much for him. Their verbal communication was limited; Mr. 

Down was described as very quiet and "I talk all the time." Mrs. Down had bursitis and 

rheumatism, although she was not taking the necessary physiotherapy because of "limited time 

to do so." She kept her health problems to herself as she wanted to continue to care for Mr. 

Down at home. She feared leaving her spouse alone and worried about his incontinence when 

she did take him out. She kept very busy and doesn't feel "sorry" for herself, although she was 

hoping to have a vacation "one of these years." 

The couple had one daughter of whom Mrs. Down spoke highly. However, this 

daughter lived a long distance away and was unable to provide much support. They also had an 

adopted daughter in the same city. However, she was "a disappointment" to them and visited 

only about once a year. 

By Time 2, Mr. Down had recently died after hospitalization for injuries associated with 

a fall. Mrs. Down was experiencing loneliness and "feelings of uselessness." However, she was 

becoming reinvolved with some of her hobbies such as needlework, bowling, and reading, even 

though she was still bothered by arthritis. 

12.3.5 The EOCAT Family (#C31) 
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This Parent-Child subsystem consisted of the identified patient, Mrs. Eocat, who was in 

her nineties and had been widowed for over forty years and her divorced daughter, Ms. Eocat. 

Ms. Eocat presented as a slim-built, quiet-spoken, immaculately groomed lady in her mid-fifties, 

who, like her mother had always enjoyed being fashionably dressed, going out to concerts, 

playing the piano, travelling, and related activities. Ms. Eocat also enjoyed her work, the 

company of her pet, and outings in her sports car. She described herself as "a bit of a loner." 

Neither of them regularly saw her only sibling, who travelled a lot but "would help me out 

financially if ever I needed i t . " 

Mrs. Eocat's health was described as being very good until she had a small stroke in 

1983. This apparently left her with alterations in "the ability to retain things" and "some halting 

in her speech." 

At Time 1, Ms. Eocat had very limited knowledge of community services. She expressed 

concern regarding the lack of rehab-type care at the chronic care hospital where her mother had 

been previously. Related to this were her feelings of remorse/regret for having consented to 

have her mother admitted there and the fact that this was done as a result of "an error on my 

part related to my idea of those hospitals. I thought it would mean an upgrading of my mother's 

abilities." She also expressed feelings of shock and anger to learn that people in chronic care 

hospitals are not expected to be discharged; i.e., "they are there until they die." Ms. Eocat 

mentioned that she was informed by one of the nursing staff that care of only a basic nature is 

provided in such settings. In addition, she had difficulty in finding suitable home help. As a 

result, she had "not had a break" from caring for her mother for one and a half years (i.e., 

1983, when Mrs. Eocat had the small stroke) and had "aged ten years" during that period of 

time. Ms. Eocat thought that there should be courses to prepare adult children who are 

considering placement of their parent in an institution: "such a course should include what to 

look for when choosing an institution, the purposes of the various types of institutions, and the 

like." Finally, Ms. Eocat experienced considerable distress over the health status of her pet, 

which was in need of much care. Her worry about her ability to provide adequate care to both 

was one of the reasons for her mother's admission to institutional care. 

By Time 2, Mrs. Eocat had died. The cause of death was thought to be pneumonia. 

She had been admitted to a multi-level care center some months previously. Apparently, Mrs. 

Eocat had more or less "wasted away." Ms. Eocat appeared to be quite sad about the loss but 

realized that "Mom's time had come." She planned to continue with her present job, and 

perhaps would go on more assignments out of the province. She also planned to keep the family 

home. Her last comments related to the death of her beloved pet. She stated that this loss can 

be "equal to, if not greater" than losing a human member of the family. However she found her 

new pet to be a source of comfort. 

12.3.6 The GOVE Family (#C35) 

The Gove family was a marital dyad. The index person, Mr. Gove, immigrated from 

Europe and spent forty-five years working with a financial institution. Mrs. Gove also was born 

in Europe and had worked as a secretary. They had no children of their own, but had raised 
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their niece and nephew. Mrs. Gove described their married life as happy and busy and Mr. 

Gove "always considerate and warm," but now "very, very withdrawn." 

Mr. Gove had an excellent health history and he disliked doctors and taking pills. He 

was eventually admitted for prostate surgery and subsequent testing led to the diagnosis of 

Alzheimer's disease in 1983. Mrs. Gove had noted changes in his memory, driving, and 

personality for as long as six years prior to this. She described the slow onset as "its like a 

creeping disease, it just crawls." She initially attributed his changes to age, senility, or hardening 

of the arteries. 

Mrs. Gove had difficulty convincing medical personnel to do specific tests. Since his 

diagnosis of AD, Mr. Gove is reported to have become increasingly stubborn, verbally abusive, 

quarrelsome, and belligerent, which in the beginning caused Mrs. Gove "to retaliate." However, 

when Mrs. Gove realized the reason for his behavior, she became much more patient of Mr. 

Gove's alleged abusive behavior. She received little social support from her siblings, but had a 

large friendship network. 

At Time 1, Mr. Gove spent much of his time in bed, but occasionally watched TV or 

read, although Mrs. Gove thought that "i t doesn't register with him." He was fully ambulatory 

but needed some assistance with personal ADL. He was cooperative about attending Day 

Hospital one day a week and cooperative with Mrs. Gove's care, but "you have to catch him at 

the right time." He did have limited verbal communication. He loved sweets and Mrs. Gove 

spent time baking things he especially liked. 

By Time 2, things had changed. Mrs. Gove had some problems with cataracts and had 

been diagnosed as suffering from "Burnout." Mr. Gove was in a nursing home. There were 

no major plans for the future: "I just take one day at a time." 

12.3.7 The HOLT Family (#C37) 

The marital subsystem consisted of Mr. Holt, 68-year-old man of English descent and 

his wife, age 64 and the index person. Mrs. Holt had worked very hard all her life and was "a 

mainstem" of the family. She was diagnosed as probably having Alzheimer's disease in 1983. 

This was based on the family's accounts of changes in her memory, decreased motivation and 

changes in mood since the previous year. Just prior to Time 1, she was experiencing alterations 

in movement, coordination, gait, and speech. The family's initial definition of Mrs. Holt's 

changes was that she was experiencing depression due to their son leaving home and Mr. and 

Mrs. Holt moving from the farm into town. She was thus treated for depression, and since that 

seemed "to make her worse," their daughters were successful in getting the physician to send 

their mother to the new assessment center for tests. 

Mr. Holt preferred "to manage things by himelf' and had recently been experiencing 

"acid stomach about worrying." According to one daughter who lived nearby and who made 

a major contribution towards Mrs. Holt's care, neither Mr. or Mrs. Holt had experienced "many 

changes in their lives up to this point and the changes were very hard on them." She added that 

Mr. Holt was "experiencing stress from taking on unfamiliar tasks" and having to put up with 

Mrs. Holt's criticism of him due to her resentment that he was "taking over her tasks." Mrs. 
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Holt, however, had given up a lot of her hobbies and household tasks and would "find excuses" 

not to do them. This daughter appeared to be more protective of Dad than elder, who was 

viewed as being in need of remotivation. 

At Time 1, the Holts had become "quite socially isolated" outside of regular family 

contacts. Mrs. Holt's safety had become a concern of the two daughters. One daughter thought 

Mr. Holt was experiencing "some denial" and took the attitude "that it is just hopeless and I'm 

not prepared to do anything about i t . " This daughter, however, did attend meetings of the 

Alzheimer's Society and wanted to see increased public awareness of A D and more specialized 

nursing homes. She expressed some concern about possible hereditary links. 

Three months after Time 1, Mrs. Holt remained basically unchanged. They now had 

help from the Home Care department so Mr. Holt was able to continue some of his leisure 

activities (e.g., curling in winter), and to help on the farm occasionally. 

By Time 2, Mrs. Holt had been admitted to a nursing home. It was thought that she 

had experienced a stroke and she was unable to speak, feed herself, or ambulate. Mr. Holt, 

who complained of periods of loneliness, was trying to keep busy by helping out their son on 

the farm and visiting with friends. 

12.3.8 The IONS Family (#C38) 

The Ions family consisted of a marital dyad, Mr. Ion and his wife, who was the index 

person. They had been married for over fifty years and were both in their late seventies. Mrs. 

Ion was born in this province and worked in a retail store. After marriage she spent her time 

as a housewife and mother. Mr. Ion was also born here and was of northern European descent. 

He worked in a business and achieved the status of manager before retirement at age 65. 

Mr. and Mrs. Ions had two daughters of whom they were very proud. Mr. Ion described 

their married life as having a lot of "sharing and caring." He was also very proud of Mrs. Ion: 

"she's well thought of in town here." He appeared to be very devoted to her, as well as very 

respectful, and did things to try and please her. 

Mrs. Ions's health was good until 1981 and then "she went from being very active" to 

"just gradually quit doing and/or remembering things." From 1981-1983 there were a series of 

visits to the doctor who initially "didn't know" what was causing the changes. A referral to a 

specialist also "accomplished nothing." She was eventually given the diagnosis of Alzheimer's 

disease in 1983. One of their daughters, who worked in a medically-related field, was 

instrumental in this diagnosis assignment. She had sent information on A D to both Mr. Ions 

and their physician. At Time 1, Mr. Ions seemed unsure as to Mrs. Ions's exact condition and 

test results: "well, they are waiting to see how things are gonna turn out I think." Apparently, 

there was considerable unpredictability in their daily life as Mrs Ions would have "one good day 

and then a bad day." As for Mr. Ions's perception of whether his wife has AD, he responded: 

"Oh yeah, she has it and I don't think you can expect anything else cause it's, uh, I think she's 

a bit worse all the time." 
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Mrs. Ions was dependent on her husband Mr. Ions for assistance with most P-ADL and 

at times she was "a bit demanding. " Mr. Ions thought she needed constant supervision and 

would not leave her alone for more than a few minutes. He tended to "keep (my) feelings 

inside" and "I'm not one for complaining at all . " Although his wife did not eat properly, Mr. 

Ions seemed to attribute that symptom to A D rather than suspecting anything else. His belief 

about her illness appeared to be " i t could be worse." He had some help from the formal care 

system (e.g., meals on wheels and visiting nurse), as well as help from their children. 

Mrs. Ions died of cancer shortly after the Time 1 interview. At Time 2, Mr. Ions health 

was good and he had become involved in some community activities. In addition, he spent time 

gardening. He seemed to have dealt with his wife's death by emphasizing that he was relieved 

that she was "not having to suffer any longer." He had no major changes in plans for the 

future. He continued to have help from their daughters in terms of housework, to visit with one 

of his siblings in a city two hours from his home, and continued to read a lot, adding jokingly 

"anything that's stupid." 

12.3.9 The JONES Family (#C1) 

The Jones family was a Parent-Child subsystem, made up of Mr. Jones, a man in his 

nineties and the identified patient, and Miss Jones, his single daughter, who was in her early 

sixties. 

Mr. Jones had been in the army and did overseas duty during the second World War. 

Subsequently, he worked with a large business firm until he retired. He had been widowed 

many years and lived on his own until his daughter moved in and then moved out again because 

they could not get along: "I really hated my father. "Subsequently, she moved in permanently 

when she began "to receive panic phone calls from him" and felt it was easier to "control his 

life and mine under the same roof." Miss Jones obtained legal rights as his ' Guardian ' and 

'Trustee' just prior to the Time 1 interview. This was associated with increased tension 

between her and her only sibling. 

Miss Jones discovered that her father had been diagnosed as having Alzheimer's disease 

when she was sorting out his box-full of old letters. She had for some time noticed short and 

long-term memory changes in her father. 

Miss Jones had "chosen" to care for her father and she thought that her professional 

background helped her to "deal in overcoming obstacles." In her description of her father while 

she was young, she noted that he had a violent temper and was very unpredictable: "He's always 

been a belligerent man and he's always dominated in that he was cruel to both my brother and 

I and my (late) mother." Apparently her father's personality and behavior made it hard for her 

to love him. At Time 1, Miss Jones felt that sometimes it was good to lose her temper because 

it got a positive response from her father, "but if I fly off the handle because I'm tired, it just 

doesn't do me any good, nor do him any good." 

At Time 1, Mr. Jones was fairly independent and followed a consistent routine which 

his daughter had established. Miss Jones refused "to wait on him" in order to prevent 

additional loss of skills. Both Mr. Jones and his daughter enjoyed symphony music together. 
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She had some hired help come in when she needed a break or when she attended therapy-

sessions at a mental center. 

By Time 2, Mr. Jones was in a nursing home and continued to function in much the 

same way as Time 1. Miss Jones had died of a sudden heart attack three months after the Time 

1 interview. 

12.3.10 The LOAD Family (#C6, D2) 

The Load family was a Parent-Extended family subsystem consisting of the index person, 

Mrs. Ball (see Family #C6, D l ) , her daughter (D2) and son-in-law (S-I-L), Mrs. and Mr. Load, 

and their divorced son. The Loads assumed responsibility for Mrs. Ball when the primary 

significant other (Mrs. Ball's other daughter, Ms. Ball) went on vacation. As previously 

mentioned, Mrs. Ball was a widowed lady in her mid-70s who was born and lived all her life in 

eastern Canada. Mrs. Load and her sister (Ms. Ball) differed considerably in terms of their 

relationship with their mother. 

Mrs. Ball was described by Mrs. Load as being very meticulous and as one who "worked 

hard," both as a housewife as well as outside the home. Mrs. Load had unhappy memories of 

her childhood and her relationship with her mother "had always been strained." 

At Time 1, Mrs. Load indicated some dissatisfaction and resentment regarding her 

mother's behavior. She sometimes thought her mother "acts childishly and deliberately does 

things" to upset her: "you feel like screaming because you feel that they're putting you on and 

this is the hard part." Her mother's changes in disposition had further strained their 

relationship: "we never got along great, but now forget it. I can't live with her." Mrs. Load also 

felt Mrs. Ball had never forgiven her for moving out West. She also emphasized how her 

mother had for years "tried to tell me how to run my family." 

Mrs. Load appeared very decisive and "firm" and one stipulation for her mother at Tl 

was "as long as she remained pleasant, she could live with us. I do not believe in upsetting 

entire families for one individual." She found Mrs. Ball "to be nasty ... and my mother was 

never a nasty person before." Mrs. Load had no qualms about putting her mother in a nursing 

home because, although Mrs. Ball stated she could do most things for herself, "my sister 

actually does many of them for her." 

By Time 2, Mrs. Loadwas concerned for her sister's health and had urged her sister and 

mother to move closer to her. She thought that they (i.e., Ms. Ball and herself) needed to be 

more assertive in obtaining services and also in"the direct management"of Mrs. Ball. 

Nevertheless, no changes were forthcoming in this regard. 

12.3.11 The MOSS Family (#C19) 

This marital subsystem consisted of a lady in her late sixties and her spouse, the index 

person, Mr. Moss, who was in his early seventies. They operated a small business. 
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Mr. Moss was officially diagnosed as having A D in 1982. Mrs. Moss described him as 

having been somewhat authoritarian and stubborn, as "always the boss." By Time 1, Mr. Moss 

spent most of his time in bed. His wife thought it was unsafe to leave him alone, particularly 

because of his smoking habits. 

At the Time 1 interview, there appeared to be a lack of clear and direct communication, 

particularly expression of anger, in this family. Mrs. Moss expressed some resentment about 

her position. That is, she enjoyed "being on the go," but now "It's like somebody's got a chain 

on me." 

Mrs. Moss felt it was her "duty" to care for her husband, but was not willing to 

jeopardize her health over it. In the past, Mr. Moss was somewhat physically abusive towards 

her, but now "just (very occasionally) shakes his fist at me." Neither was there any overt 

expression of "warm emotion" or ways of showing "we care for each other." However, since 

Mr. Moss's illness, Mrs. Moss had begun to show more affection in terms of hugging and kissing 

her spouse. Although there have been some "communication problems," Mrs. Moss was very 

committed to her "caring duties," even when her spouse was institutionalized. She stated that 

"I don't really see how you can make a life of your own when your partner is still alive, 

regardless of what their situation is." 

By Time 2, Mr. Moss had been in a nursing home for a period of time, but was very 

unsettled and Mrs. Moss was very upset and "mad" that she "had to put him there." She 

subsequently had him discharged home, but due to a lack of competent home help and the fact 

that she needed to go to the hospital for surgery, he was again "put in the nursing home." It 

was to be temporary, but his health status declined upon admission and the decision was made 

for him to remain there. Mrs. Moss's plans were to remain in their home and visit her spouse 

3 to 4 times weekly. He rarely communicated verbally but did take part in some activities on 

the unit. 
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A P P E N D I X 13 

LIVING ARRANGEMENTS AND/OR DEATHS OF THE THIRTY-NINE 

E L D E R S B Y T I M E 2* 

SET 

#** 

INSTITUTION R E M A I N S A T 

H O M E 

DECEASED*** 

SET #1: 

(N= 12) 

N= 6 

(#C: 2; 4; 11; 21; 

29; 39) 

(50%) 

N= 3 

(#C: 6;7; 36) 

(25%) 

N= 3 (#C: 8; 13; 

23) 

(25%) 

SET #2: N= 6 

(#C: 9; 10; 17; 20; 

24; 27) 

N= 0 N= 5 (#C: 14; 22; 

26; 33; 34) 

[1 in N H & 2 in 

AH] 

(N= 11) (54.5%) (45.5%) 

SET #3: 

(N= 16) 

N= 7 

(#C: 1; 15; 18; 19; 

25; 35; 37) 

(43.8%) 

N= 3 

(#C: 12; 16; 28) 

(18.7%) 

N= 6 (#C: 3; 5; 

30; 31; 32; 38) 

[1 in N H & 2 in 

AH] 

(37.5%) 

T O T A L N= 19/39 N= 6/39 N= 14/39) 

(49%) (15%) (36%) I 

Time 2 = two years after the initial interview with the family. 

Set # = the families who displayed a similar predominant style of managing: Open 

style = Set 1 & 2; Closed style = Set 3 (See Chapt. 6). #C = Case number of the 

family. 

Place of death is indicated by brackets ([]). Unless otherwise indicated, the elders had 

been living at home and died in a General Hospital after a very brief period of 

hospitalization. 

N H = Nursing Home; A H = Chronic Care Hospital 
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G L O S S A R Y 

A few terms have already been defined in the 'Key Terms' section of Chapter 1 (section 
1.5). The terms defined in the list which follows cover those mentioned in the subsequent 
chapters, as well as an expanded definition of the terms outlined in Section 1.5. Some of 
these terms pertain to qualitative methods, while others pertain to the theoretical 

perspectives used in this study. 

CATEGORY: According to Strauss (1987), "since any distinction comes from 
dimensionalizing, those distinctions lead to categories" (p. 22). 

CAUSALITY, CIRCULAR: As opposed to thinking about causation based on 
intrapsychic, lineal or cause and effect assumptions, circular causality involves "thinking 
that involves the feedback model of causality in which a circular process is involved" 
(Tomm, 1988, p.5). The so-called cause is really an effect of a prior cause. What is 
initially defined as an effect becomes the cause of a yet later event. In essence, the concept 
involves "the notion of a vital interrelationship of system members" (Sauber, LAbate, & 
Weeks, 1985, p. 22). The implications of this notion for interviewing families is noted 
below (see Questioning, Circular). 

CODING: "the general term for conceptualizing data; thus, coding includes raising 
questions and giving provisional answers...about categories and about their relations. A 
code is the term for any product of this analysis (whether category or a relation among two 
or more categories" (Strauss, 1987, pp. 20-21). 

CONTEXT: Following Lawton (1985), context refers to the interpersonal environment, 
"an environment created by significant others, community resources, social norms and 
cultural values, etc." (p. 130). Context was viewed as synonymous with situation (see 
definition on subsequent page). 

The context would thus include the persons, objects (physical, social, abstract), and events 
encountered in everyday life (Field & Morse, 1985, p. 20). Boss (1988) discusses this 
concept in terms of the family's 'internal context' (e.g., the structural, psychological and 
philosophical dimensions) which is assumed to be under their control, whereas their 
'external context' is not (e.g., politics, place in history, economics and so on). This study 
drew primarily on the internal and external context dimensions outlined by Boss (1988) and 
the Calgary Family Assessment Model (CFAM), developed by Tomm (1980) and Wright 
and Leahey (1984). Much of these data were initially assembled on the Family Genogram 
(see Appendix 1), Ecomap, (see Appendix 2), and/or Lifeline Guide (see Appendix 3). 

CORE CATEGORY: "a category that is central to the integration of the (grounded) theory" 

(Strauss, 1987, p. 24). 

D E S T A B I L I Z I N G PROCESSES/DESTABILIZATION: refers to how the researcher 

categorized those events or happenings which were associated with a change or upset in the 
family's current operation and routine. The sources of this upset often involved the 
meanings that the families accorded actual or anticipated losses, new demands, events that 
occurred sooner than expected such as elder's admission to a nursing home, and/or the 

uncertainty or ambiguity associated with elder's medical diagnosis and related concerns. 
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These destabilizing processes were considered as occurring during any of the phases of the 
illness career, albeit perhaps more in some phases than in others. 

EPISTEMOLOGY, CIRCULAR: "A view of reality that one event does not directly cause 
another as in linear epistemology. This model of causality is multicausal, multidetermined, 
and reciprocal" (Sauber et al., 1985, p. 22). In their description of how the Milan group of 
family therapists apply this in their interventions with families experiencing psychosocial 
problems, Becvar and Becvar (1988) note that: 

Consistent with the idea of circularity, therapists request 
information about how family members respond to 
symptoms rather than asking for descriptions of the 
symptoms themselves (p. 230). 

Becvar and Becvar give the following rationale for that focus: 

Reactions to symptoms provide more useful information 
about how the family is organized and reveal it's (sic) 
ritualistic dances; that is, the meaning of behavior lies in its 
context and its association with other behaviors (p. 230). 

FAMILY PARADIGM: According to Reiss and Oliveri (1980), Reiss (1981), and Oliveri 
& Reiss (1982), this term refers to a set of fundamental beliefs or assumptions 
(constructions of reality), shared by family members, regarding the nature of the physical 
and social environment and their place within it. Oliveri and Reiss have extensively 
explored how these shared constructs of the family develop and change during times of 
stress and crisis. They contend that knowledge of the family's paradigm may assist others 
to predict how the family will respond to a range of events which are perceived as stressful: 

According to the model, this set of assumptions shapes a 
family's interpretation of and responses to a variety of social 
situations; it serves as a subtle regulator of a family's 
everyday interactions and provides a stable frame of 
reference when the family must interpret and respond, as a 
group, to unfamiliar or challenging social situations or 
settings (pp. 295-296). 

Using a problem-solving procedure in a laboratory setting, Reiss and Oliveri (1980) have 
identified three dimensions by which family paradigms can vary: configuration, 
coordination, and closure. A brief definition of each of these orthogonal dimensions is 
presented next. 

(1) Configuration (CON): is the dimension which distinguishes those family beliefs that 
the social environment is essentially ordered by a coherent set of principles which 
they can discover and master through exploration and interpretation (Reiss & Oliveri, 
1980, p. 435). When applied to family coping, high C O N would refer to a sense of 
mastery in the family whereas low CON would refer to those families who "feel their 
future is in the hands of fate" (p. 440). 

(2) Coordination (CO): as outlined by Oliveri and Reiss (1982), refers to variations in 
families' beliefs regarding how they are perceived and treated by the social 
environment surrounding them, whether as single units (high CO) or as a collection of 
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individuals (low CO). This view of the environment is manifested in the extent to 
which family members approach the world in a congruent versus independent or 
disjointed fashion. High CO families display a uniformity of approach and a high 
value on the solidarity of the family group vis-a-vis the external environment; in low 
CO families, members interpret and deal with environmental events and stimuli as 
separate individuals since the environment is seen as interacting differently with each. 
CO is measured by the degree of collaboration among family members in solving 
problems in the lab and the similarity of their solutions to those problems (pp. 296-

297). 

(3) Closure (CL): or the temporal aspect of the families' conceptions of the social world, 
refers to the balance between openness to new experience (delayed CL) versus its 
dominance by tradition (early CL). Reiss and Oliveri base their measures of this 
dimension on the degree to which families delay their final decisions until they have 
obtained as much evidence as possible regarding the laboratory task (Reiss & Oliveri, 
1980, pp. 436-437). 

F A M I L Y OR F A M I L Y SUBSYSTEM: The term 'family' is used interchangeably with the 
term family subsystem in this study. Family subsystem refers to the subgroupings of the 
nuclear family, which in this study were drawn from thirty-nine different families. The 
majority of the participants were dyads involving a Marital subsystem (MS; N=25) or a 
Parent-Child subsystem (PCS; N=9). However, a few of the PCSs consisted of triads, as 
did all of the Parent-Extended Family subsystems (P/EFSs). Each subsystem involved one 
member who was judged to be suffering from dementia, i.e., the elder (the index 
person/identified patient), and another member of the dyad (or triad), the primary 
significant other (SO), i.e, the elder's spouse or adult child. The P/EFSs most often 
consisted of the elder, the primary significant other, and the latter's spouse. 

HEURISTIC VALUE: According to Sartori (1984), this term refers to "a property that 
applies to the context of discovery rather than to the context of validation. Thus, a heuristic 

value is not a truth-value (e.g., Weber's ideal types are said to have heuristic value)", (p. 
77). 

HOLISM/HOLISTIC APPROACH/PERSPECTIVE: refers to a philosophy in which all 
entities are viewed more in terms of relationships and processes than as separate parts that 
can be adequately analyzed in isolation (Beck, Rawlins, & Williams, 1988, p. 947; Tomm, 
1983). Researchers using this approach strive to understand the gestalt, the totality and the 
unifying nature of a particular context since it is assumed that "the whole is greater than the 
sum of its parts." Thus the focus for the researcher is on the complex interdependencies 
not meaningfully reduced to a few discrete variables and linear, cause-effect relationships 
(Patton, 1990, p. 40). In other words, it is not "the summing up of many factors 
[psychological, social, physiological and so on] to make a whole . . . [instead this 
approach emphasizes] the identification of patterns which are reflective of the whole" 
(Bockman & Riemen, 1987, p. 71). 

ILLNESS CAREER: as used in this study, drew on Goffman's (1961) natural history 
approach for examining both the personal (or moral) and public sides of that social strand 
of the family's life cycle that was viewed as beginning at the time when the index person 
(i.e., elder) was first judged as "not his/her usual s e l f and as ending with the death of 
elder. Of particular importance for this study were the moral aspects of this career—or 
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"identity transformations"—and the basis for these changes that evolved i n , and through 
time; that is, the sequence of changes that the career entailed in a person's self (not only of 
the significant others but also the identity of the elders) and in the "framework of imagery" 
used by various others (e.g, elder, significant others, outsiders) forjudging and shaping a 
person's self. Two central notions regarding the sequences of these changes in self-
identity and the patient-family relationships associated with them are those pertaining to 
time and social context, both of which are described next under the heading of 'Phases' of 
the illness career. 

INTERACTIONS or RELATIONSHIPS: According to Denzin (1989), interaction can be 
defined as "to act on one another, to be capable of mutual interaction that is emergent" (p. 

12). 

Following Roberts and Feetham (1982), interactions are viewed here as being synonymous 
with relationships, i.e., a series of interactions over time which involve personal 
interdependence, or patterned mutual action, and an element of trust and attachment (see 
also M c C a l l , M c C a l l , Denzin, Suttles, & Kurth, 1970; Smith, 1981; and Thompson & 
Walker, 1982). Of interest to researchers is the content and quality of these interactions, 
how they are patterned over time, and the contextual basis of the changes that occur in these 
patterns of interactions. These interactions or relationships refer to those (1) within the 
family subsystem; (2) with siblings, children, and other relatives living outside their 
household; (3) between the family subsystem and broader social units such as their 
interactions with neighbors, friends, and other community contacts, as well as with the 
formal care system. Following symbolic interactionism, these interactions or relationships 
were viewed as arising in, and being influenced by, those with whom the family interacted, 
since "interaction is the process through which meanings are defined by participants" 
(Roman, 1987). Hence, interaction is assumed here to represent reciprocal (versus linear) 
causality; that is , interaction is viewed as a circular process (Tomm, 1980; Wright & 
Leahey, 1984) in that each interactant affects, and in turn is affected by, the other(s). It is 
also a transactional process in that the interactants are changed as a result of the encounter 
(Lazarus, 1980, pp. 36-38). 

MANAGING: is used here in the sense of "shaping," a concept which Strauss, Corbin, 
Fagerhaugh, et al. (1984) employ to refer to the use of a variety of responses so as to "do 
one's best," as opposed to having full control of the situation at home (p. 64). A similar 
view of managing is implied by Boss (1988), who recommends use of that term-rather 
than coping-for the outcome variable in situations where, despite high levels of stress, a 
'crisis' is avoided (see also Antonovsky, 1987). Although some researchers may object to 
the concept of managing on the grounds that it sounds as if it is a very deliberate process, 
including a lot of planning being done on the part of the family subsystems, that is not how 
it is considered here. Instead, the concept of managing as employed in this study is 
assumed to be more useful than the currently used concept of coping for the following 
reasons: 

(1) Managing is more in tune with how families described their situation as 
indicated by expressions like: "we're managing fairly well"; or "we're dealing 
with it one day at a time" or "we're carrying on" (Field Notes, Part 1, 
subsection 6.2, p.24); 

(2) It is more explicitly holistic than the concept of coping, as the latter term is often 
used in the sense of psychological coping (e.g., Lazarus & Folkman, 1984; 
Pearlin & Schooler, 1978). However, families often spoke of how they 
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managed spheres like leisure time: "we managed to get away for the weekend to 
visit the grandchildren" (Field notes for #C2, subsection 2.6, p.l 1), as well as 
numerous other interpersonal transactions that would be difficult to describe by 
the term coping (e.g., "dealing with her bossy sister" as with Family #C16; or 
with the daughter-in-law, as with Family #C4); 

(3) Managing appears to be an appropriate metaphor for understanding the 
processes regarding the experience of illness as a "social construction" (Berger 
& Luckmann, 1966) that is ongoing (Lynott, 1983) and changing. Hence, it 
refocuses attention away from viewing dementia solely in disease terms and the 
inherent medical management of symptoms to a focus on the family 
subsystems' definitions of, and attempts to control or shape, their experience 
during the illness career (Boss, 1988, pp. 56-71). 

(4) Managing is a more neutral (i.e., less judgmental) term than coping in the sense 
that it does not imply to lay people an " a l l or none process" and concomitant 
sense of failure or performing poorly i f one is not found to cope according to 
the standards established by professionals (Canam, 1987; Cohen, 1987); 

(5) It is useful in terms of comparing the literature on nursing management of 
patient care with that of the majority of those who are providing community care 
for dementia patients, i.e., their families. Hence, one can compare and contrast 
the managing styles of both groups, whereas research regarding how hospital 
and nursing home staff go about "coping" remains largely unexplored. 
Furthermore, the concept of managing should facilitate the development of 
studies regarding what happens when there is a mismatch of styles between 
professionals on the one hand, and families on the other. 

(6) Finally, as Boss (1988) has noted, the term managing helps clarify the present 
confusion and potential for circular reasoning when the term 'coping' is used as 
an outcome variable (p. 69). 

MEANINGS, PERCEPTIONS, DEFINITION OF THE SITUATION and NON-
MEANINGS: The concept 'meaning' is used here interchangeably with perception, 
appraisal, and definition of the situation, i.e., the cognitive and affective processes 
involved in interpreting and/or assigning a particular significance to sensory stimuli (Lauer 
& Handell, 1977, p.347). Furthermore, these meanings or interpretations, which involve 
the use of diverse symbols (or stimuli having a learned meaning), are not intrinsic to 
individual acts, objects, or behavior, but rather are embedded in, and emerge from, social 
interaction. In other words, they "are not truly present prior to, or separate from, that 
interaction" (Sampson & Marthas, 1981, p. 107). By contrast, non-meanings would refer 
to those phenomena to which no significance is attached, as when, say, one simply ignores 
a particular happening, or denies that the happening even occurred. For example, many 
consider the verbal communication expressed by patients with dementia as "irrelevant" 
(Field Notes, subsection 1.3: Definition of the situation, p.3). 

This "making sense" process of what is happening-or judging events with respect to their 
significance—is sometimes equated with the pursuit of control (Marshall, 1980) and is 
variously referred to as 'cognitive appraisal' (Cohen & Lazarus, 1983, p. 608, and/or 
'attribution' (Kelley & Michela, 1980). When viewed from a more general level, terms like 
'global appraisals,' 'shared perceptions,' 'family schema' (McCubbin et al., 1988; Reiss, 
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1981), or 'sense of coherence' (Antonovsky, 1987) are used to describe "this finding and 
establishing meaning" process. 

NEGOTIATION: involves asking and/or giving information about what is perceived as 
wrong in a situation and determining what each person feels should be done, as well as 
involving the actions actually taken to mobilize the desired response. There tends to be a 
"talking over" of the situation and an arrangement of terms which are agreeable to most 
parties involved (although elder's involvement, as will be seen, may often be very minimal) 
(Field Note data, subsection 1.3, p.3). Zimmerman (1988) notes that "negotiation, 
bargaining and conflict all represent attempts to influence the directions and outcomes of 
contested events or decisions" (p.91). 

P HASES OF THE ILLNESS CAREER: refer to the temporal component of the career, 
based on the family's perceptions of when significant happenings, events, new demands, 
and related aspects of their overall situation occurred, as well as when the family subsystem 
perceived significant changes in themselves. Although for some of the families these 
phases emerged in a more or less "orderly" fashion, the sequences revealed considerable 
variation in terms of range, duration, intensity and amount of overlap. 

Each of the six phases (or "checkpoints" to use the term coined by Spitzer, Morgan, 
& Swanson, 1971, to emphasize the definitional, evaluational, and relational processes 
occurring at particular points in time) of the illness career that were identified are listed 
below. They were named in a manner that drew attention to the following questions 
pertaining to the nature of the illness career of these families: what was the nature of the 
checkpoint as defined by the family?, who in the family or outside of it was involved at a 
particular checkpoint?, and what types of influences did the latter have? The six phases 
were: 

( 1 ) Symptom Appearance phase (SAP) 
(2) Problem Definition phase (PDP) 

(3) Definition-as-Case phase (DACP) 
(4) Maintenance phase-1 (MP-I) and 

Maintenance phase-2 (MP-2) 

(5) Post-Nursing Home/chronic Hospital Admission phase (PNHAP) 
(6) Ex-Patient phase (i.e., Death of elder) (EPP) 

PROPOSITIONS: "Statement of relationship between two or more concepts" (Wilson, 
1989, p. 570). 

QUESTIONS/QUESTIONING, CIRCULAR: According to the Milan systemic approach 
to family therapy, which draws heavily on Bateson's (1972; 1978; 1979) notion of 
cybernetic feedback as a core aspect of mental process, circular interviewing is: 

a technique for asking questions that address a difference or 
define a relationship (Sauber, L'Abate, & Weeks, 1985, p. 
22) in order to understand the reciprocal influences among 
"patterns that connect" systems of ideas, people, actions, 
events, beliefs, contexts, and so on (Tomm, 1988, p. 7). 

Tomm (1988) has developed a four-fold classification of major groups of questions based 
on two dimensions, namely, the intent and theoretical assumptions of the interviewer. He 
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emphasizes that it is those dimensions that differentiate the groups of questions, as opposed 
to their syntactic structure or their semantic content (p. 9). 

According to Tomm's (1988) description, circular questions may include those involving a 
difference, a behavioral effect, a hypothetical or future-orientated situation, or questions 
posed to a third person about two others (triadic or "gossiping in the presence of others"). 
He maintains that these questions have an orientating intent (i.e., for the therapist to 
change); that is, to become orientated to the situation and experience of the family and are 
based on circular assumptions. On the other hand, reflexive questions (e.g., 
future/hypothetical questions) are also based on circular assumptions, but the interviewer 
has an influencing intent (i.e., for a change in others) (p. 4). (For a description of how the 
intent and assumptions of lineal and strategic questions differs from circular questions, see 
Tomm, 1984a; 1984b; 1985a; 1985b). 

In this study, most of the informants consisted of individuals as opposed to the whole 
family system. This raises a number of questions, the most salient ones being: 

1. Can one do circular questioning with a single informant (which in this study was 
primarily elder's significant other)? 

2. How can the researcher give examples of questions which indicate that they are 
circular, and not just questions which request detail? 

3. What is gained by calling these questions circular? 

These are very complex questions. Apart from Wright and Leahey's (1984) descriptions of 
the advantages and disadvantages of interviewing an individual to gain a family perspective 
(pp. 114-116), this researcher is unaware of any studies that have utilized circular 
questions with single (versus multiple) informants. However, the three illustrative 
examples of circular questions used as probes given in Appendix 6.2 were helpful in 
revealing a number of connections which enabled the researcher to gain a more holistic 
understanding of family relationships from the subsystems perspective, including 
identification of various types of meaning/action and action/meaning connections (as 

exemplified in the spatial and temporal context questions given). The future-
orientated/hypothetical reflexive question, which was given as the third example, afforded 
subsequent discussion of the informant's expectations of elder's competencies and how 
such a happening would likely be experienced by both the elder and herself. The 
researcher's inferences about these possible connections were outlined in the illustrative 
circular pattern diagrams of Appendix 7.1 and 7.2 respectively. 

REALITY (Construction of): According to Lincoln and Guba (1985), reality is viewed as a 
construction in the minds of individuals. That is, although "events, persons, and objects 
are indeed tangible entities, the meanings and wholeness derived from, or ascribed to, these 
tangible phenomena in order to make sense of them, organize them, or reorganize a belief 
system, however, are constructed realities" (p. 22). 

RESOURCES: were defined here following Boss (1988): 

. . . the family's . . . individual and collective 
strengths at the time the stressor event occurs. Examples are 
economic security, health, intelligence, job skills, proximity of 
support, spirit of cooperation in the family, relationship skills, 
and network and social supports. (They) . . . are the 
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economie, psychological, and physical assets upon which 
members can draw in response to a single stressor event or an 
accumulation of events (pp. 68-69). 

A similar view of the personal, family subsystem, and community resources has been 
offered by McCubbin and his colleagues (1988, pp. 18-20). Antonovsky (1987) refers to 
these types as 'generalized resistance resources' (GRRs), a lack of which equates 

'resistance deficits' (RDs). 

RESTABILIZING PROCESSES/RESTABILIZATION: refer(s) to how the researcher 
categorized those events which the family described in a way which indicated that such 
occurrences helped them to modify and/or accommodate to the changes in their situation. 
Some illustrative examples included the cognitive, affective, and lifestyle changes which 
they achieved, either through their own efforts or with the help of others, or both. Thus, 
these Restabilizing processes represented those accounts of the families which indicated to 
the researcher a revival of some sense of order or predictability and reorganization in their 
daily routine, such that there appeared to be a newly-found balance-or view that "things 
have settled down" (C33: Mrs. Van). One aspect of the latter was some degree of 
acceptance of elder's behavior and personhood as permanently changed as reflected in 
comments like: "things w i l l never be like before his illness but. . . ." (Field note— 
FN—data: ss 5.3 Creating a balance between change & stability: Restabilizing processes, 
p. 12). Other researchers have referred to restabilizing processes using terms like 'family 
homeostasis' (Haley, 1971; Jackson, 1973; Speer, 1970) and/or 're-equilibration' 
(Spiegel, 1960), or 'steady stateVbalance' (Boss, 1988, p. 48; Kuypers & Bengtson, 
1990, p. 258). 

SENSITIZING CONCEPTS: "offer initial ways of focusing on and organizing data. May 
be supplemented later with concepts grounded in observations" (Wilson, 1989, p. 571). 

SIGNIFICANT OTHER: In contrast to the usual trend in most investigations to use the 
term (primary) caregiver, the term significant other was used in this study to emphasize the 
relationship or interactional aspects during the illness experience. Hence, the significant 
others in this study referred to those who were living in the same household as the elders 
and were also those most involved with the older person. This definition is thus more 
restricted than a symbolic interactionist view of significant others: 

The particular individuals who influence a person's perspective 
or definition of the situation. This is in contrast to the 
'generalized other', which is essentially one's culture or 
subculture (Felson, 1981). 

It should be added that for some families, certain people who were initially "insignificant 
others" (i.e., people outside the household) became significant others for a subsystem 
member later in the illness career (e.g., "They are just like a family for me; #C35: Mrs. 
Gove's reference to the Alzheimer Society). Darling and Darling (1982) also imply this 
notion in their discussion of 'supportive reference groups': 

When professional reactions are not supportive, professionals 
fai l to become significant others for parents. . . . Lay 
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reference groups then become increasingly important as havens 
(p.37). 

SITUATION: was defined here, following Benner and Wrubel (1989), as: 

The relevant concerns, issues, information, constraints, and 
resources at a given time or place as experienced by the 
particular person(s) (p. 412). 

SOCIAL CONSTRUCTION OF REALITY: Like meaning or perception, reality was not 
viewed as "something out there" that could be measured in some objective sense. Instead, 
it referred to the family subsystem's ongoing attempts to find some meaning regarding, or a 
definition of, the various happenings during the illness career. In addition to the 
definitional aspects of the social constructions of reality of these families, there were also 
attempts to find an explanation for the happenings. One important aspect of the latter 
pertained to elder's illness condition, which one participant put this way: "I wonder what 
purpose God had for letting her become this way" (#C24). Some researchers might likely 
refer to the latter as a quest for a religious type of 'Legitimation' (e.g., Marshall, 1980a, 
Chapter 5). 

STRESS/STRESSOR EVENTS: are based on the definition provided by Boss (1988). 
Briefly stated, she refers to family stress as a disturbance of the family's steady state or 
change in their equilibrium; that is, the system is upset, pressured, disturbed (p. 48). 
Stressor events, as defined by Boss (1988), refer to an occurrence of significant magnitude 
to provoke change in the family system because it disturbs the (family's) status quo (p.36). 
She adds that stress is therefore normal, desirable at times, and inevitable because families 
develop and change over time (p. 12). 

STRESS OR TENSION MANAGEMENT: was viewed here following Antonovsky 
(1987) and Boss (1988). According to Antonovsky (1985), tension management is 
defined as "the rapidity and completeness with which problems are resolved" (p. 96). He 
suggests that the determinants of successful tension management are found in the construct 
of (generalized) resistant resources (p. 97). His overview of this process is as follows: 

Stressors place a load on people. It occurred to me to call the 
strain incurred tension. The word stress would then be reserved 
for the strain that remains when the tension is not successfully 
overcome. The distinction compelled me to introduce a further 
concept, that of tension management; that is, the process of 
dealing with tension (p. 3). 

STYLES of Managing: are viewed here as equivalent to a pattern or interrelated ways of 
interacting or relating with others. Radley (1988) puts it this way: 

(Styles refer to) a mode of relationship which coordinates all of 
the channels along which it is given. Style, in the words of 
Gregory Bateson (1972) 'sets context' so that features of the 
problem which might be held to be distinct (such as social rules, 
individual attitudes to illness, the patient's bodily comportment) 

are treated as elements within a single system of relations. Two 
principles of organization are thereby highlighted: first, the 
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relational character of what can appear as distinct features, and 
secondly, the circularity of the illness experience (p. 167). 

This definition serves to highlight that the styles of managing involve a range of relational 
modes (e.g., affective, communicative, behavioral) which are emergent, and reciprocally 
related to how families define and respond to the situation and/or negotiate reality. Hence, 
these co-created styles or patterns of interacting are not considered as family traits for, 
unlike the latter, they are viewed as changing according to the definitions of the contextual 
or situational circumstances most significant to the families at particular points in time 
during the illness career. 

SUPPORT: is viewed here as specific types of happenings that the family depicted as 
helping to restore a sense of balance in their routines and/or relationships. The typology of 
social support by Norbeck, Lindsey, and Carrieri (1981; 1983) was used in this study: 

(1) Affective or Emotional Support: interpersonal exchanges involving expressions 
of positive affect, such as respect, admiration, and liking. This type is 
important for providing a sense of belonging/preventing social isolation and for 
increasing self-esteem. 

(2) Affirmative or Cognitive Support: interpersonal exchanges involving the 
endorsement by others of the appropriateness of the family's behaviors, 
expressed views, or feelings. 

(3) Aid and Informational Support: interpersonal exchanges involving either: 

a) tangible, concrete, or material support such as the provision of P-ADL 
types of care for elder by other family members and/or visiting homemaker, 
financial aid; transportation; and supplies (e.g., hospital bed, commode 
chair, protective pads, etc); 

b) those interpersonal exchanges involving information giving and/or teaching 
regarding a diverse range of areas (e.g., normal aging versus dementia; 
diagnostic tests and drug treatment available; test results; hereditary/genetic 
aspects; autopsy process; community support and/or counselling services). 

TENSION MANAGEMENT: According to Antonovsky's (1985) formulation of health, 
stress, and coping, tension management is defined as "the rapidity and completeness with 
which problems are resolved" (p. 96). He suggests that the determinants of successful 
tension management are "found in the construct of (generalized) resistant resources" (p. 
97). Antonovsky's overview of this process is as follows: 

Stressors place a load on people. It occurred to me to call 
the strain incurred tension. The word stress would then be 
reserved for the strain that remains when the tension is not 
successfully overcome. The distinction compelled me to 
introduce a further concept, that of tension management; that 
is, the process of dealing with tension (p. 3). 

THEORETICAL MEMOS (abbreviated as TNs - theoretical notes - in this study): 
According to Strauss (1987), memos include "the writing in which the researcher puts 
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down theoretical questions, hypotheses (or hunches), summary of codes, etc. (It is) a 
method of keeping track of coding results and stimulating further coding..." (p. 22). 

VALIDITY and RELIABILITY: refer to "indices of measurement which have been 
developed in and for quantitative methods" (Yonge & Stewin, 1988). Yonge & Stewin add 
that: 

Validity has been classified and defined in the following 
ways: face, content, predictive, concurrent, construct, 
internal, and external. Reliability has been classified and 
defined as quixotic, diachronic, synchronic, external, and 
internal. ...Essentially, the terms validity and reliability refer 
to accuracy, consistency and equivalence in research that is 
designed for quantification in the natural sciences (p. 61). 

A number of other researchers maintain that the traditional validity and reliability measures 
are inappropriate criteria for assessing rigor or "trustworthiness" in qualitative methods of 
inquiry. Lincoln and Guba (1985), and others who adhere to their approach (e.g., Kirk & 
M i l l e r , 1986; Rosenbaum, 1988; Sandelowski, 1986), propose the following four 
alternative criteria for assessing rigor for qualitative research: 

1. Credibility: or "truth value" of the findings. That is, "internal validity" in qualitative 
studies rests upon...the discovery of human phenomena or experiences as they are 
lived and perceived by the subjects, rather than in the verification of a priori 
conceptions of those experiences...truth is subject-orientated rather than researcher 
defined (Sandelowski, 1986, p. 30). 

2. Transferability: or what has been variously referred to as "Fittingness" 
(Sandelowski, 1986) or "Comparability" (Rosenbaum, 1988, p. 58), refers to the 
adequacy of the "thick description" of the study for permitting others to assess the 
extent to which the findings apply to, or "fit into contexts outside the study situation" 
(Kirk & Mil l e r , 1986, p. 32). This view of the applicability of the findings thus 
differs from the conventionalist's term of .external validity,_ which emphasizes 
"generalizability and representativeness of subjects, tests, and testing situations" as 
opposed to the data (Sandelowski, 1986, p. 31). 

3. Dependability: or "Auditability" (Sandelowski, 1986, p. 33) refers to the naturalist's 
criterion for the concepts associated with the conventionalist's definition of reliability 
(which implies consistency, stability and predictability of the findings). As 
Sandelowski (1986) notes, a study and its findings are audible when another 
researcher "can clearly follow the decision trail used by the investigator" and "could 
arrive at the same or comparable but not contradictory conclusions given the 
researcher's data, perspective, and situation" (p. 33). 

4. Confirmability: or that criterion for neutrality (versus "objectivity") which is achieved 
when the findings are determined by the respondents and conditions of the inquiry 
and not by the biases, motivations, interests, or perspectives of the inquirer (slightly 
modified version of Lincoln & Guba, 1985, p. 290). Thus Confirmability, as the 
criterion for assessing neutrality in qualitative research, as Sandelowski (1986) 
emphasizes, "refers to the findings themselves, not to the subjective stance of the 
researcher" (p. 34). 




