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Understanding the social context of
families experiencing dementia
A qualitative approach
Caroline LeNavenec

SUMMARY
Enhancing personhood well-being is one major goal for effective health
care and social service delivery systems for families experiencing dementia
(Kitwood and Bredin, 1992). Central to this goal, and the implementation
of programmes that include reminiscence, music therapy and related
treatment modes, is the need for those in the helping role more fully to
understand the unique social context of the patients and their families. In
order to facilitate this shift from a focus on the individual's 'presenting
problem' to the family's 'presenting situation', several methods for gathering and presenting qualitative family contextual data are described. It is
hoped that this approach will lead to more empathic caring relationships,
more effective methods of documentation or charting by professionals, and
the development of a contextualized model of care based on concepts
derived from attachment theory, career theory (Barley, 1989), and a family
system5 perspective (Boss, 1988; Tomm, 1988; Wright and Leahey. 1994).

INTRODUCTION
One central assumption expressed in this chapter is that we all have our
own way of understanding and creating meaning in our lives. and that these
perceptions, definitions of the situation, and/or constructions of reality can
be understood 'correctly' only if the social context is also understood (Dey,
1993). Context is conceptualized here, following Boss (1988) and Wright
and Leahey (1994). as encompassing not only the family's physical setting,
but also their interpersonal context - both within the family (their internal
context) and their outside contacts or connections (their external context).
It also includes both the objective and subjective dimensions (Hughes,
1958). A major component of the subjective dimension is the family's
'situation', that is, 'the [significant] concerns, issues, information, constraints, and resources at a given time or place as experienced by the
particular person[s]' (Benner and Wrubel. 1989: 412).
3
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The purpose of this chapter is to describe several qualitative approaches
for obtaining and recording data about the social context of families
experiencing dementia. It is expected that this contextualized approach
will assist practitioners t o 'individualize', care plans, as opposed to issuing
a 'standard' care plan with patients with dementia and their families. In
addition. this approach should facilitate researchers investigating the caregiving burden to articulate more clearly the contexts in which those caring
relationships are embedded (Gubrium and Sankar. 1990). A final advantage of a contextualized approach that this author has identified is its utility
in facilitating both patients and family 'to tell their story' (LeNavenec.
1993; LeNavenec and Vonhof, 1996). If the latter does not occur, staff in
hospitals or community agencies will have inadequate knowledge about
the social context of the patients and their families, resulting in interpretive
andlor communication errors on the part of the care-givers 'because a
'.wrong" context is assumed or incomplete contextual information exists'
(Dcy. 1993).
This chapter begins with a discussion of five types of visual gestalts.
which arc diagrams that have been developed as assessment, planning and
intervention devices. and which conbey a great deal of information about
the family context. Next, the advantages of including an illustrative life
history in the medical file are outlined. The third section focuses on
journal writing or compilation of daily logs by staff or family members as
a source of contextual data. The final section contains practical suggestions
about documenting or charting that includes 'thick' description in order to
develop a holistic approach and the creation of accurate 'interpretive
b~ographics'(Denzin. 1989b) about. and a contextualized model of care
for. families experiencing dementia.

FIVE T Y P E S OF V I S U A L AIDSIGESTALTS
Genograms
As noted previously. the term 'family context' refers to thc nature of their
internal context, for which the genogram can be used, and its external
context. for which the ecomap (see following section of this chapter) can
be used. The genogram, which is sometimes described as the helper's
roadmap of the family's emotional process (Bowen. 1980). is a short-hand
technique to deri\,e a picture of three generations of the family. This family
constellation data base includes: a rank-ordering of their membership
structure by age and sex. major life events, including both positive (e.g..
marriage) and negative ones (e.g., losses of various types). relationships.
life-style practices. occupational and geographical mobility. health status
and naming practices. The illustrative genogram that this author compiled
(see Figure 14.1) includes some of these data. as well as the 'definitions of
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self' that the participants gave for each of the members of the family based
on the question 'how would you describe that person/yourself in ten words
or less'.
One major purpose of using a genogram in initial interviews with
families is to obtain contextual data regarding the family's definition of the
situation - past, present, and their anticipated future - as well as their
definitions of self, particularly the identity accorded the elders. Furthermore, the use of a genogram by the interviewer has been found to be a
useful rapport-building tool, both during the initial assessment and during
subsequent ones (Wright and Leahey, 1994). Similarly, because of the
semi-structured nature of these interviews, it should help the families to
'tell their story', which this author has identified as a difficulty for many
families who are experiencing dementia (LeNavenec, 1993). Although the
genogram is started during the initial interview with the family, it should
be an ongoing construction and should be placed near the front of the
elder's chart along with a case history (which I will discuss shortly) on a
page that is entitled 'meet. . . ' (give name and title by which the elder
prefers to be addressed). Some illustrative case study examples of the ways
this author has found genogram data to be useful for understanding the
behaviours of the elders in a nursing home setting include:
1 Reinterpreting 'bizarre' behaviour: Mr Jones would often pull the fire
alarm and was sometimes seen bringing women down the hall. The
staff were able to understand his behaviour only after they discovered
from the genogram that his previous occupation was with the Fire
Department.
2 Understanding 'wandering' behaviour: Mrs Smith would become
depressed whenever the slightest change in routine occurred, at which
time she also displayed episodes of 'wandering' behaviour. Staff were
later able to identify from her genogram that she had a long pattern of
depression whenever there were changes, such as geographical moves,
job changes, spouse's health changes, etc. During such times, she derived
comfort from her husband's presence. However, Mr Smith was recently
hospitalized, and because he could not visit his wife regularly, she
would 'look for him' - or what staff referred to before as wandering
behaviour.
3 Recognizing attachment needs: Mrs White, who was orphaned at a young
age, and who became widowed a decade after her marriage, was
described by her sons as very 'domineering' with them because of fear of
losing them. Following admission to the nursing home, she continued to
be the same with the private-duty nursing assistant that the family hired
on a part-time basis to serve as an attachment figure. (Parenthetically,
Mrs White just recently died at the age of 104, which appears to lend
some support for Bowlby's work (1977) on the importance for one to
have a securely based attachment with at least one other person).
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4 Affording knowledge to enhance self-esteem: Mr Lajoie was sitting
slouched in his chair and appeared to be very withdrawn while waiting
to see his doctor. This doctor, after reviewing Mr Lajoie's genogram and
discovering that he was previously an Army Captain, addressed him
by saying 'Good morning, Sir'. Mr Lajoie immediately sat up in his chair,
greeted the doctor with a big smile and shook hands, and appeared to be
ready to salute.
Contextual information in a well-completed genogram may afford a sound
framework of life-history data on which to build a treatment approach that
is family-centred. Similarly, genograms can be used at many different
settings - institutional, community agency, or home-settings - as a basis
for planning new or additional interventions. Moreover, it permits not only
an orderly and relatively unintrusive way of obtaining information about
the family's historical and present context, and their anticipated future
context, but also involves the family during the construction of it, and later
in studying it together with the helper. So in a way, you are helping
the family to become, in effect, qualitative researchers while creating their
'partnership' with the treatment team in ways described previously by this
author (LeNavenec, 1991).
Ecomaps

Whereas the genogram provides contextual data regarding the internal
context of the family, the ecomap (see Figure 14.2) is a diagram of the
qualitative nature and types of connections/attachments between the
family system and its external context. One useful type of contextual data
it provides includes the family's perceived demand-resource balance, or
as Antonovsky (1987) might put it, the ratio of generalized resistance
resources (GRRs) and resistance deficits (RDs), and the interplay of that
balance or imbalance with the family's 'sense of coherence'. In the words
of Hartman, who utilized an ecological model to develop this visual gestalt,
the ecomap
portrays an overview of the individual or family in their situation; it
pictures the important nurturant or conflict-laden connections between
the family and the world. It demonstrates the flow of resources, or the
lacks and deprivations. This mapping procedure highlights the nature of
the interfaces and points to conflicts to be mediated, bridges to be built,
and resources to be sought and mobilized.
(1978: 467)
Hartman emphasizes how sharing the eco-mapping process with the family
may lead to their increased understanding and acceptance of other
family members and to evaluate outcomes and measure change (1978:
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Figure 14.2 Ecomap -the Quiz family
Note: This Ecomap is a modified version of those developed by Hartman, 1978
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471472). In other words, it enables them to 'gain a new perception by
being able to look at themselves and their world' (ibid.: 471). The ecomap
data may also be especially useful for nursing home staff to understand 'the
goings on' of family visits; that is, as Gubrium (1991: 121) notes, 'what has
been played out in domestic life outside the nursing home is repeated in,
or lurks in the background of, visitation'.
The author has found that family participation in constructing the
ecomap and studying the finished diagram enhanced discussions that
followed regarding planning how they might draw upon resources that they
perceived as required for desired changes in family functioning. Furthermore, insights were gained about the family's pre-illness phase patterns
in regard to leisure-time use, including both 'serious' and 'casual' types.
This information may help practitioners to understand better the nature
and degree of care-giving burden that has been reported in past studies
(see summary in McKee, Whittick, Ballinger et al., forthcoming). For
example, several family care-givers who had previously been music teachers, mentioned to the author many of the ways that music helped both their
spouses and themselves with managing stress during the illness experience
(LeNavenec, 1995). Finally, mention should also be made that in addition
to affording an understanding of the degree of openness of the family system to outside connections, the ecomap data were also found to be useful
for understanding the perceptions of the family during the illness phase
regarding what some researchers refer to as the confusing and rather
'closed' boundaries of various community agencies (e.g., Land, 1991).
In summary, the ecomap provides a visual overview of the complex
ecological system of the family and shows its organization patterns and
the qualitative nature of relationships, including which ones are perceived
as supportive in an affective, affirmative, informational and/or direct
service sense (Norbeck et al., 1983; Page1 et al., 1987). Such findings
have implications for developing care plans for these patients and their
families.

Lifelines
Lifelines (see Figure 14.3) are another useful visual aid for mapping along
a chronological axis the family's perceptions regarding the connections
they make between the onset of various behavioural manifestations ('signs
and symptoms') in both the elder and the significant other and the occurrence of significant life events. The latter may include a range of positive
events or negative happenings such as those involving losses through death,
divorce, occupational, geographical, or health status changes of one or
more of the family members. In addition, other periods of the family's
life-cycle when changes or upheavals occurred can be identified (Burgess,
1985, 1990).

Families experiencing dementia 217

These behaviour-event lifelines, which draw on some of the notions of
the research on family constellation and its effects on personality and social
behaviour (see summary of the latter work in Wright and Leahey, 1994:
41-42), can be constructed on the basis of data obtained during the
genogram interviews, and more fully explored during other family sessions.
One potential value of lifeline data for professionals planning or providing
care for patients with dementia and their significant others is the information it may provide regarding the nature of the attributions (e.g., internal
or external) or 'causes' of the elder's current and past behaviour patterns
that are made by families. Illustrative examples of the latter from the
author's clinical experiences include:
Mrs Shaw interpreted some of her husband's current behaviour (e.g.,
teasing some of the older ladies in the nursing home, and the particular
way he sometimes treated her) to be the result of being the youngest in
the family and the only boy.
Mrs Lee perceived an increase in sexually ineffective behaviour on the
part of her husband since he became ill with dementia, to be the result
of a shunt procedure.
Adult children perceived the development of 'strong alliances' between
themselves and their mothers (the patients) to be the result of their
father's death while they were still adolescents.
Other researchers have derived lifeline data based on self-reports,
followed by an interview that involves obtaining a verbatim report that is
analysed accordingly. For example, Schroots and Ten Kate (1989) have
developed the Lifeline Interview Method (LIM) on the basis of metaphors
(e.g., peaks and valleys) that people commonly use to describe their lifehistories and future expectations. They conclude that the LIM
can serve as a diagnostic and process-facilitating tool, especially with the
elderly, not only because of the quality of self-structuring, but also - and
maybe even more important - because of the self-pacing quality, which
allows the older person to set his or her own pace in giving biographical
information.
(Schroots and Ten Kate 1989: 296)
In this writer's opinion, the LIM may be useful in overcoming some
of the difficulties she had in obtaining from the significant others contextual data pertaining to the affective meanings of personal life events
in and through time (LeNavenec, 1993). In addition to the contextual
data afforded, a recent study by Merriam and Clark (1991) points to the
therapeutic value of lifeline construction for individuals. In many ways,
these benefits appear to resemble the value accrued from reminiscence
therapy (Gerfo, 1980; Gillies and James, 1994).
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Circular (Communication) Pattern Diagrams (CPDs)
Circular (Communication) Pattern Diagrams (see Figures 14.4a, b and c)
are another type of visual aid that professionals might consider constructing
to gain insights about the effects of communication patterns on the behaviours of each of the interactants. Developed by University of Calgary
family researcher, Tomm (1988), this tool has been extensively used
by Wright and Leahey (1994), who have found that it enables one to
&concretizeand simplify the repetitive circular sequences noted in a relationship'. The purpose of constructing the CPDs is not so much to identify
whose perception of the situation is 'correct', as it is to help families andlox
staff members identify how each interactant is mutually affecting the other.
They maintain that 'affect or cognition, or both, propel the behaviour'
(p. 84) of the interactants and they use inferences about the former to
'illustrate the relationship between these elements' (p. 84), which are
depicted in the CPD.
Key: Data in the squares pertain to the types of inferences - cognitive or affective, or both - made
by the researcher regarding the definitions of the interactions. Data along the arrows represents
the behavioural responses of the interactants.The mutuality of effects of the interactants on each
other is indicated by showing how the behavioural output of one set of interactants becomes the
perceptual input for the other in a circular way.
IP = Index person: Nanette
IP's family = (specify type of subsystem) Parent - Child
(Behavioural output)

(Perceptual input)
Conveys affection and praise
(during weekly telephone
contacts and letters and
summerlwinter vacation visits)

IP's family:
Armel and Marie . . . are wanting
their mother, Nanette to feel happy
in her new (nursing) home setting
and for her to know they have not
abandoned her.

IP:
Nanette feels loved and wanted by
her children and informs staff that
'I am on vacation here'

Conveys affection and
anticipation for their next visit
(maintains regular letter contact
and telephone 'visits')
(Perceptiial input)

(Behavioural output)

Figure 14.4a Illustrative Circular Pattern Diagram (CPD) -the Le Blanc family
Note: For description of the development and use of CPDs see Tomm (1988) and Wright
and Leahey (1 994)

Figure 14.46 CPD for a family with a closed style of managing
Figure 1 4 . 4 ~CPD for a family with a closed style of managing
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Key: Data in the squares pertain to the types of inferences -cognitive or affective, or both - made
by the interviewer regarding the definitions of the interactants. Data along the arrows represents
the behavioural responses of the interactants. The mutuality of effects of the interactants on
each other is indicated by showing how the behavioural output of one set of interactants becomes
the perceptual input for the other in a circular way.
IP = lndex person: Mr Dean
IP's family = a Marital subsystem (MS).
1.
(Behavioural output)
(Perceptual input)
1. Involves Spouse
e.g.. shows him bank book as he worries
about investments: involves him in garden work
8 light tasks in house, and social activities (e.g.. cards)

'
I
Mr Dean:
'I think she knows that I want to
keep this large home'

'I feel pleased that he wants to help'
'He still likes to think he is in charge
of things'.

'I feel proud of my wife and love our
home'

2. Praises spouse
e.g., 'She works like hell';
'She's the best cook in the world'.

(Perceptual input)

(Behavioural output)

2.

b

Key: Data in the squares pertain to the types of inferences - cognitive or affective, or both - made by
the inte~iewerregarding the definitions of the interactants. Data along the arrows represents the
behavioural responses of the interactants. The mutuality of effects of the interactants on each
other is indicated by showing how the behavioural output of one set of interactants becomes the
perceptual input for the other in a circular way.
IP = lndex person: Mrs Nose
IP's family = a Parent-Extendedfamily subsystem (PIEFS).
1.

(Behavioural output)

(Perceptual input)
1. Implements 'a Curriculum'

ilable an 'above average stimulating
environment' as outlined in 'the curriculum'
(e.g., four-mile walks, theatre, planned cruises)

'We feel confident that she'll have not only
a much longer life, but quality as well.'

They want me to be like I used to be.
I feel pleased that they think I can chang
and 'become fit'.

'The agencies available for her care, both

2. Participates in the 'Curriculum'
'She now likes rock music, poker, coloured outfits, displays
a more youthful and modern attitude devoid of critical

(Perceptual input)

(Behavioural output)
2.

C
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The author has found CPDs useful for students to use in analysing their
process recordings of a series of interactions with families of older clients
in acute care hospital units and nursing home settings. She also found that
by using specific types of questions, which are discussed below, one can
more effectively identify the definitions of self that the care-givers (i.e., the
significant others) made about themselves and the elder (LeNavenec,
1993). Examples of supportive and non-supportive relationship can be
depicted in ways outlined by Wright and Leahey (1994: 83-87).
While constructing the CPD, a variety of 'circular questions' (Tomm,
1988; LeNavenec, 1991) can be used to identify the cognitions, affect and
behaviour of each interactant. Some of these might include 'difference'
questions (e.g., 'What information did the doctor give you that was most
helpful?'); 'behavioural effect' questions (e.g., 'How do you feel when your
husband says he must return home and no longer needs nursing home
care?"); 'future-orientatedlhypothetical' questions (e.g., 'If the doctor
suggests that your husband must go into a nursing home next week, what
do you think your spouse will thinklfeelldo?'); or 'triadic' questions
(e.g., 'What do you think your daughter needs to do to help dad [the elder]
consent to having the tests done?'). These types of questions have been
found to help the respondents 'to discover' how each one is affecting the
other and ways of changing an 'unwanted' pattern of communication
(Shulman and Mandel, 1988; Wright and Leahey, 1994: 103-104).
Attachment Pattern Diagrams (APDs)
Attachment Pattern Diagrams (APDs) are the final type of visual gestalt
that will be mentioned here (see Figure 14.5). Attachment or emotional
bonds (Bowlby, 1977) refers to 'a relatively enduring, unique emotional tie
between two specific persons' (Wright and Leahey; 1994: 60). Furthermore,
as Parkes, Stevenson-Hinde and Morris (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 add, 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 [other]'
(P 38).
- he attachment pattern diagrams that this author has constructed
in both her research and clinical practice were based on the method
developed by Wright and Leahey (1994) and involved interviewing the
significant others who had a relative who had been diagnosed as having
dementia. Information was obtained from the family members about
the nature of the attachment pattern (positive or negative, strong or weak)
and the changes in those patterns in, and through time (that is, during
the pre- and post-illness phase; see LeNavenec, 1993 and Figure 14.5). The
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Family's Name or Reference #:

The Camps

Symbols used in attachment diagrams:

@ Index person

Male:
Female:
Attachments:

:: Deceased

-

0

',

'-

strongly attached

-

moderately attached

-

Directionof energy
Members of the household/
whole family subsystem

slightly attached
very slightly attached
negatively attached

Comments to sumort inferences:
The Camps have very limitedcontact with their
extended family. Mrs. A. left home at a young age
because of problems with her stepfather and did not
keep in touch with her siblings.
B & C describe their relationships with each other and
with their mother as very close.
B 8 C are closely attached to friends from work and
in the church.
They involve their mother in householdactivities(e.g.,
cooking and gardening), as well as in social activities.

Grandparents

Aunts ant
uncles

/

Each spouse
had children
from a previous

+ Deceased since
Tumor

Parents

Dled +
when B + C
were very young

Children

Figure 14.5 Attachment Pattern Diagram
Note: The format used for these diagrams is based on the work of Wright and Leahey
(1994)
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information obtained from the informants enabled the author to understand better the nature of their losses and their salient concerns about
the present and future that they perceived as areas in which they needed
assistance.
Although Bowlby (1977) described attachment behaviour as characterizing human beings from the cradle to the grave, there has been limited
research about, and assessment of, the relatively enduring ties between an
older person and a significant other in the elderly population (LipsonParra, 1990; Miesen, 1993; West and Shelden-Keller, 1994). APDs might be
a particularly useful way for staff to develop a broader awareness of the
attachment needs of older persons with dementia, as well as their families,
and to assess if such needs are being met. In addition, staff may gain an
understanding of the problems of disrupted attachment, such as the anxiety
and fear caused when these people are unwillingly separated from their
significant others (for example, admitted to a nursing home). Finally, it
may enable nursing home staff to identify ways to alleviate attachment
deprivation such as affording opportunities for the clients to interact with
one another, ensuring that photos and other family mementos are displayed, and for those clients who have few visitors, the staff may become
the providers of warmth and personal interaction (Parkes, StevensonHinde, and Morris, 1991).

USING LIFE HISTORIES TO CONTEXTUALIZE C A R E
Another way to contextualize care of nursing home residents is to include
a one-page case study near the front of their charts. Two University of
Kentucky researchers, Pietruckowicz and Johnston (1991), used this
approach to assess the impact of such data on nursing home staff attitudes.
They found that controlling for individual differences such as prior work
experience and knowledge about ageing, staff reviewing the chart with the
life-history rated that resident as more instrumental, autonomous and
personally acceptable than staff who reviewed the chart without the life
history (p. 102). This author concurs with their two major conclusions: (i)
this is an economically feasible (i.e., low-cost) intervention, which could
serve to improve the quality of life of residents (p. 105), and (ii) 'aides who
perceive the elderly they serve as vital and unique may also increase their
own self-esteem as health care personnel whose work has been routinely
devalued' (p.105). Although Pietruckowicz and Johnston's study used a
positive life-history, they recommend that future research look at the
impact of negative life histories.
Unlike Pietruckowicz and Johnston, who constructed the case history
on the basis of the accounts of the clients, this writer would recommend
that the family also be asked to prepare one. It may be that this would
be therapeutic for the families, given LeNavenec's (1993) finding of the
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considerable interest expressed by many of those experiencing dementia
or a related chronic illness in 'telling their story' (see also Koch, 1990).
Indeed, she found that many of the significant others whose relative with
dementia had gone to a nursing home or had died, were taking courses
such as 'being fully alive' and/or effective writing courses similar to the lifestories described by Ledoux (1993).

DOING JOURNAL-KEEPINGICONSTRUCTION OF
DAILY LOGS TO IDENTIFY LEARNING A N D SUPPORT
NEEDS OF THOSE INVOLVED IN HELPING
RELATIONSHIPS
Although often used as a clinical teaching tool for students, journalkeeping could be done by families and/or staff in nursing homes in order
to identify their learning and support needs. This interactive journal, log or
diary is a daily record of the helper's ideas, feelings and actions, that relate
to the caring experiencelthe caring relationship (Qureshi and Walker,
1989). The journal reviewer - or teacher - responds to these entries,
creating a journal that is an interaction between helper and teacher. A
notebook, in which pages can easily be added and removed, is used. Thus.
the journal often becomes a vehicle for exchanging articles, poetry (such
as responses to McCormack's (1976) 'Crabbit old woman'), quotes, and
stories about their day's experiences (Landeen, Byrne and Brown, 1992;
Sedlak, 1992; Wagenaar, 1984). As used by this author, the journal exercise
is focused on having the helper record the following on a daily basis:
1 a point-form outline of today's most important interactions and/or
happenings and one's thoughts, feelings and behavioural responses;
2 things that went well today and possible reasons for same;
3 things that Ilwe wished happened differently and some ways that
difference might be achieved for 'next time' (e.g., the next daylweekl
or time that Ilwe are faced with a similar challenge/stress orltask or
opportunity;
4 optional: a process recording of a five- or ten-minute segment of your
interaction with the elder/staWfamily members. Try to use a format that
includes analysis of your personal responses to the interaction as well
as the themes and symbolism of the encounter (see excellent format
provided by Burgess, 1985,511-519).
Some of the advantages of journal-keeping for helpers that have been
identified in studies on this practice include the following:
1 It assists one to understand the 'lived experience' of these families
(Cotrell and Schulz, 1993; van Manen, 1990; see also Neimeyer, 1993:
212).
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2 It may assist helpers to perceive their role as more valued and as an
important contribution to the identified patient'slindex person's wellbeing.
3 It provides an opportunity for helpers to reflect on their learning and/
or support needs such as the three types of social support outlined
in Norbeck et al.'s (1983) typology, that is, emotional support, affirmative support, and support that involves aid-information or aid-direct
services (see also the needs outlined by Knight, Lutzky and MacofskyUrban, 1993).
4 It may facilitate the creation of healthy partnerships between the helpers
and the others in the situation because, although the responsibility is
placed with the helpers for actively engaging in self-directed learning,
the 'teacher', in consultation with others, facilitates that learning through
the ongoing, informational feedback by way of written comments.
5 It can facilitate identification of the repertoire of skills or growth that the
helper has displayed over a period of time such as:
recognition of learning from negative experiences (Reiss, 1981; Reiss
et al. 1986);
increased awareness of a range of contextual influences aside from
the index person-helper relationship (see, for example, the variables
outlined by Karr, 1991; Radley, 1988);
awareness of one's own emotions, including instances of high
'expressed emotion' (Vitaliano et al., 1988-1989), as well as empathy
(Rogers, 1980);
recognition of the need for client advocacy;
improvement in goal-setting skills (Egan, 1994).
Although Neimeyer (1993) has identified some limitations to journal work,
he maintains that if threats and related factors can be managed, 'the diary
can be a powerful means of coming to know the client's fundamental
concerns and fostering greater self-knowledge, mastery, and coherence
even in severely distressed individuals' (pp. 212-213).

THICK DESCRIPTION: WHAT IS IT A N D WHY USE IT?
What is 'thick' description, and why, in an age of computer use, structured
questionnaires and checklists commonly used in health care delivery systems for older people, would one suggest this approach to contextualizing
care? As depicted by Denzin and his associates (Denzin, 1989a and 1989b;
Denzin and Guba 1993), thick description includes deep, dense, detailed
accounts of problematic experiences of people, including the intentions and
meanings that organize their actions. These are often written up in the form
of case studies (Bell, 1990; Conrad, 1990; Hanson, 1989; LeNavenec and
Vonhof, 1996;Orona, 1990;Sacks, 1985).In contrast to thin descriptions (or
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'glosses'), which lack detail and simply report facts, thick descriptions help
bring the 'lived experience' of individuals with dementia and their families
before the listenerlhelper in a way that the voices, feelings, actions and
meanings of their interactions with others are 'heard' and 'seen' (Denzin,
1989a).
In institutional settings, thick descriptions could be the approach that
staff use to conduct the regular patient care conferences, or in the way they
do their charting, or a case history containing thick (as opposed to the
current thin) descriptions could be included as part of each person's social
history section of the medical chart. The latter could be a joint staff-family
project and would, we hope, facilitate, as Denzin notes, a better understanding of 'the relational structures that the persons observed may or may
not understand yet are acting in terms of at the moment' (1983: 44).
These thick descriptions, used in conjunction with the previously
mentioned visual gestalts, use of life history, and journal-keeping, all
represent ways 'to bring the social context back in', which is the plea that
other researchers have voiced to balance the current biomedicalization of
dementia (e.g., Bond, 1992; Lyman, 1988). This contextualized approach
includes all aspects that Denzin (1989a) considers important for 'doing
interpretive interactionism', as well as interpretive biography (1989b),
and which this author considers important for understanding caring as a
relationship and for the development of a holistic contextualized model of
care for persons with dementia and their families.
Central to this envisioned contextualized model of care would be
numerous programmes that enhance the personhood of both older people
with dementia and their significant others (Chesla et al., 1994; Farran et al.,
1991; Hagerman and Tobin, 1988; Kitwood and Bredin, 1991,1992; Knight
et al., 1993; Rader and Tornquist, 1995). Many of these programmes would
include alternative/complementary treatment modalities such as reminiscence and music therapies (Butler, 1980; Gerfo, 1980; Gillies and James,
1994; LeNavenec, 1995), as well as new ones being developed in the areas
of speech therapy and memory retraining (personal communication with
Dr Colin Lane, Bridgwater, Somerset, and Dr Leon Earle, University of
South Australia, May 1995).
C O N C L U D I N G STATEMENTS
The discussion presented in this chapter emphasized the importance of
understanding the context, both internal and external, of families experiencing dementia. This understanding can be greatly enhanced through the
use of five types of visual gestalts described here, namely, genograms, lifelines, ecomaps, circrllar pattern diagrams, and attachment pattern diagrams.
Other useful tools that may enhance the understanding by health care staff
of the context of the elders and their families are a life-history of the elder
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and a journal or daily log of interactions with the elder, the latter's family,
andlor other staff. Thick descriptions, which are often written up in the
form of case-studies, illustrate the day-to-day 'lived experience' of these
elders and their families. Taken together, this qualitative approach permits
the development of a holistic approach and a contextualized model of
care for families experiencing dementia in ways similar to the approach
developed by Boss (1988; Boss et al., 1988). Central to the model of care as
envisioned here would be the enhancement of personal well-being of older
persons with dementia and their significant others (Cotrell and Schulz,
1993; Farran et al., 1991; Hagerman and Tobin, 1988).
From a theoretical and methodological point of view, it is expected that
this qualitative approach will assist researchers to understand better, as
opposed to measure, the interdependence of context and the nature of the
illness career (Barley, 1989; Denzin and Guba, 1993; Gilgun, Daly and
Handel, 1992) of families experiencing dementia. One major challenge for
this decade is how to increase research-based caring practices based on
concepts derived not only from a medical model, but also from theoretical
assumptions derived from career theory, attachment theory, and from a
family systems perspective (see References for specific works).
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