
INFORMATION TO USERS 

This manuscript has been reproduœd from the microfilm master. UMI films the 

text directly from the original or copy submitted. Thus, some thesis and 

dissertation copies are in typewriter face, while others may be from any type of 

cornputer printer. 

The quality of this reproduction is dependent upon the quality of the copy 

submitted. Broken or indistinct print, colored or poor quality illustrations and 

photographs, print bleedthrough, substandard margins, and improper alignment 

can adversely affect reproduction. 

In the unlikely event that the author did not send UMI a complete manuscript and 

there are rnissing pages, these wili be noted. Also, if unauthonzed copyright 

material had to be removed, a note will indicate the deletion. 

Oversize materials (e-g., maps, drawings, charts) are reproduœd by sedioning 

the original, beginning at the upper left-hand corner and continuing from left to 

right in equal sections with srnall overlaps. Each otiginal is also photographed in 

one exposure and is included in reduced f o n  at the back of the book. 

Photographs included in the original manuscript have been reproduced 

xerographicaliy in this copy. Higher quality 6" x 9 black and white photographie 

prints are available for any photographs or illustrations appeanng in this copy for 

an additional charge. Contact UMI directly to order. 

Bell & Howell lnfonnation and Leaming 
300 Nortti Zeeb Road, Ann Abor, MI 481W-1346 USA 

800-521-0600 





THE UNIVERSITY OF CALGARY 

Chronic llIness and Social Support: 

Understanding Interaction 

Sharron L. Lackner 

A TEESIS 

SUBMITTED TO TEE FACULTY OF GRADUATE STUDIES 

IN PARTIAL FULFfLMENT OF THE REQZTIREMENTS FOR THE 

DEGREE OF DOCTOR OF PlBCILOSOPaY 

DEPARTMENT OF SOCIOLOGY 

CALGARY, ALBERTA 

SEPTEMBER, 1998 

O Sharron L. Lackner 1998 



National LÏbrary 1+m of Canada 
Bibliothèque nafionale 
du Canada 

Acquisitions and Acquisitions et 
Bibliographie Sewices seMces bibliographiques 

395 Wellington Street 395. rue WelCngton 
OttawaON K I A O W  Ottawa ON K1A ON4 
Canada canada 

The author has granted a non- 
exclusive licence allowing the 
National Lïbrary of Canada to 
reproduce, loan, distriiute or sell 
copies of this thesis in microform, 
paper or electronic formats. 

The author retains ownership of the 
copyright in this thesis. Neither the 
thesis nor substantial extracts fiom it 
may be printed or otherwise 
reproduced without the author's 
permission. 

L'auteur a accordé une licence non 
exclusive permettant à la 
Bibliothèque nationale du Canada de 
reproduire, prêter, disûiiuer ou 
vendre des copies de cette thèse sous 
la fome de rnicrofiche/fïlm, de 
reproduction sur papier ou sur fonnat 
électronique. 

L'auteur conserve la propriété du 
droit d'auteur qui protège cette thèse. 
Ni la thèse ni des e d t s  substantiels 
de celle-ci ne doivent être imprimés 
ou autrement reproduits sans son 
autorisation. 



ABSTRACT 

The interpretation of stressful Iife events is dependent upon the meaning that 

individuals construct through interactions with their social support network. Family, 

fiends, neighbours, social support groups, as well as the medicd and helping professions 

are an integral part of the development of strategies when adjusting to such stress. The 

past three decades have seen a rapid growth in research in the area of social s~ppon,  

ernphasizing the importance of social support to the maintenance of health. Recent 

research has suggested that how, when and why people activate their support network 

may differ when long-tem chronic stress is involved. 

For the most part, social support studies have focused on Iife events. Chronic 

illness remains a seldom explored area. As a consequence, we have little understanding of 

the social context within which people make social support transactions take place. Most 

important, what does social support mean to those who find themselves in need, and in 

light of the definitions people hold, how is social support constrained or facilitated? This 

study examines the effects of a chronic illness on the processes of social support. 

An overwhelming trend in the social support Iiterature has been the reliance on 

quantitative designs. There have been few qualitative investigations of social support. 

Through 60 qualitative interviews with people who are expenencing multiple sclerosis 



(30) or fibromyalgia (30), supportive transactions between participants and their social 

support network are explored. It is argued that participants are actively engaged in their 

own social support. They define what they want in a supportive person and actively seek 

the type of  support that most closely fit their definition. They facilitate support but ais0 

constrain people's ability to provide it to them by actively engaging in how that support 

should be provided. In their actions participants are able to exert some mastery over a life 

that potentially could be dominated by an uncontrollable illness. 
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CHAPTER ONE 

rNTRODUCTION 

As we talk about our relationships with others, gossip about what we know about 

their lives, and spend tirne seeking out people to talk with, we are & d n g  Our social 

connections. In times of crisis, or prolonged dficulties, we corne to value and 

acknowledge the importance of these connections and, indeed, we would be hard pressed 

to survive without them. F d y ,  fiends neighbours, coworkers, distant relatives, and 

acquaintances ail play a role in the developing quality of our lives. Whether they do things 

for us, Iisten to us. or just embrace us in times of emotional or physical pain, they provide 

us with the social support we long to have. When our informal relationships are unable to, 

or will not, provide us with the support we require, forma1 institutions such as social 

welfare, religious institutions and health care potentially fil1 in the gaps left. Whom we 

tum to, or who we expect to provide us with social support depends upon who we are, as 

weli as who they are; how we see ourselves and others; how others see us and themselves; 

and how we negotiate thoçe relationships. 

The focus of this dissertation is the relationship between chronic illness and social 

support. Within the literature this is an understudied aspect of social support and has the 

potentidity to provide us with an increased understanding of long-term social support. In 

order to explicate this relationships between social support and chronic illness the fonn 

this dissertation takes the form of an examination of the chronically il1 person and the 

social support provided by an increasingly wider circle of resources. Kahn and Antonucci 
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(1980) propose that people turn to those closest to  them when they are in need of social 

support, the nuclear fàmily. When they find that those intimate others do not provide ail 

the support needed, people cd1 on other relations, friends and neighbours, widening the 

circle (or convoy) of support. The convoy of support dues not end with family, fiends 

and acquaintances, but also includes semi-formal sources of support, such as support 

groups, and forma1 sources of support, such as the health care profession. This 

dissertation will focus on the sources of social suppon contained within the convoy of 

social support. 

The dissertation begins with a discussion of  the literature and research design. 

Chapters Four and Five focus on the person in need of support and their perceptions of 

the process of becoming chronically ill. Included in the discussion will be their perception 

of others' evaluation of thern as chronically il1 persons, as well as their own evaluation, 

and their subsequent presentation of self. Chapter Six shifts the focus to how chronically 

il1 people define social support, in order to provide an understanding of what they perceive 

their support needs to be. Chapter Seven looks at the nuclear family, asking questions 

about their provision of social support. Moving outwards from the nuclear fa* 

Chapter Eight focuses on the extended family, friends and neighbours, and their role as 

support providers. Chapter Nine provides a discussion of the role of social support 

groups, what types of suppon are provided, and reasons for participation or non- 

participation. The relationship between chronically ill patients and the health care 

profession is examined in Chapter Ten. The dissertation concludes, in Chapter Eleven, 

with a discussion of theoretical generalizations and directions for further research. 



CHAPTER TWO 

SOCIAL SUPPORT: REVIEWING THE LITERATURE 

Social suppon is a significant aspect of our lives when our iives are dismpted by 

difficult events, there are continuing life difficulties, and even in times when our lives are 

progressing smoot hly. Researchers, sociologists and psychologists, recognize social 

support as an important variable in the prevention or recovery from mental andor physical 

illness. The past several decades has seen a rapid growth in research in the area of social 

support. emphasizing "...the centrality of social relationships and supports to the 

maintenance of health . " (House et ai 1988:294). This research interest can be traced 

back as far as Durkheim's ( 1897 [l9S 11) study of suicide and the beneficial affects of 

social integration Recent research has suggested that social support has been found to be 

critical to individuals CO pinç with major life stressor events. Aileviation of psychological 

distress. prevention of illness. and assistance in recovery are di major contributions made 

by social support nctwrks (Sokolovsky et al 1978; Lin, Simeone, Ensel and Kuo 1979; 

Lin, Woeifel and Liyhl 1 985. Kuo and ~ s a i  1986; Parry 1986; Pearlin 1989; Dean, Kolody 

and Wood 1990) 

1. Statement of the Probiem 

An ovenvhelminç trend in the social support literature has been the reliance on 

quantitative designs There have been few qualitative investigations of social support. 

This has left us without an underlying understanding of the meaning of social support or 

the social context within which social support transactions take place. Most importantly, 
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what does social support actually mean to those who find themselves in need, and in Iight 

of the definitions people hold, how is social support constrained or facilitated. 

Most social support research has concentrated on acute 

stress rather than chronic stress. The reIimce on acute stressors cannot examine the 

affects of long-term dependence on social support networks, leaving a gap in Our 

understanding of social support. It is important, therefore, to ask how long-term stress, 

such as a chronic illness, affects the provision of social support. 

The purpose of this research is to explore the following questions: 1) How are 

[ives disrupted and rearranged by chronic stress? 2) Within the context of chronic stress, 

what does social support mean to individuals undergoing such stress? 3) How is social 

support then enacted? 4) What constraints are placed on that enactment within the 

context of chronic stress? 5) And how do people manage not only their need for social 

support, but also requests from others within their social network? 

II. Social Su~port  Literature 

This chapter examines the relevant research, which has centred on a number of 

important questions over the past several decades: I )  does social support act as a buEer 

between stressors and their consequences, or is there a main effect that reduces the effects 

of stressful life events? 2) are existing measures of social support meeting tests of 

validity? 3) what role does negative interaction play in support deterioration? 4) how does 

a social support network operate as an oppominity structure? 5) what is the relationship 

between social support and reciprocity? and 6) how do chronic stressors affect the 

provision of social support? 



Buffer versus Main Effect of Social S u ~ ~ o r t  

A main area of contention in the social support Iiterature revolves around whether 

social support is a buffer between life events (stress producing changes) and their 

consequences or is it a main effect, which decreases the susceptibility of individuals to life 

events. Social support acts as a main effect on stressful life events when it is present 

before the stressful event occurs. Thus everyday acts of social support, such as having a 

fkiend to taik to about everyday difficulties or positive events, buffer the effects of a 

sudden stressful event because it is present before the stressful event occurs. In this 

manner, it acts as a cushion against the impact of increases in stress over and above the 

normal everyday level of stress a person experiences. This cushion helps a person 

maintain good mental or physical health, because she or he knows there is someone there 

to help or provide comfort during stressfiil times. 

The buffering efFect of social support occurs when supportive aid is provided afker 

the occurrence of a stressfui life event. For example, when a person is diagnosed with 

cancer and fiiends corne to comfort her, or a mother takes over the care of the chiidren 

her daughter has to spend time in the hospital. This emotional aid, or practical assistance, 

helps a person r e m  to a previous state of good mental or physical health, a d o r  it helps 

reduce the effects of the stressfiil event. 

In hypothesizing that stressful life events are positively related to illness, and social 

support is negatively related to illness, Lin, Simeone, Ensel and Kuo (1 979: 11 1) proposed 

that "the total variance of illness [would] be statistically explained to a much greater 

degree by both social support and stressful life events than by stressful life events alone." 
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In other words, social support would present a much more powerfül explanation of the 

variance in ihess. Their findings demonstrated that social support is, indeed, an 

important variable in explaining variance in illness; however, evidence for a main effect or 

a buffering effect was not supported. The authors admit that these findings may have been 

a reflection of their study population, and further research among other populations may 

throw significant light on diflerences. Citing the need to fùrther refine the social support 

instrument used, a cal1 was made for a more global scale of social support that would be 

appropriate for different populations, as well as incorporate measures of both instrumental 

and affective support. 

There have been a number of reviews of the social support Iiterature that throw 

additional light on this contentious issue. In 1982, Thoits suggested the confounding of 

social suppon and life events may bias studies in favour of codirmation of the buffering 

hypothesis. She argues that life events may act as a constraint upon social support, while 

social support may decrease the potentid development of life events. For example, the 

implications of life events have three possible consequences: they 1) can directly indicate a 

change in social support; 2) can cause changes in social support; or 3) can reflect, as well 

as cause, social support changes. As a consequence, the argument is that social support 

is a product of, if not at times identical witk specific instances of life events. Since most 

studies of social support are conducted after the occurrence of a life event, this has serious 

implications for such investigations. Therefore, 

... the degree of confirmation obtained for the buffering hypothesis appears to 
depend upon when and how social support is measured: before, after, or 
independently of the occurrence of life changes. (1 982: 153) 



Thoits concludes that recent evidence in the literature presents a stronger case for the 

main effects of social support, and that "the influence of support not only may be 

conditioning or buffenng in nature, but may be causal as well" ( 1982: 155). 

Taking a different perspective, Turner, Frankel and Levin ( 1983), assessing the 

literature, argue that given the available evidence, it does not seem possible that the debate 

surrounding main versus buEering effects can be resolved. 

Protection against the effects of stress on physical and mental health appears to 

occur only at high levels of social support. When suppon is only available at low levels, 

it does not appear to be a significant contributor to reduction of stress. The stress 

buffering effects of social support are only evident when what is offered by others matches 

the needs of the situation. Social support is cognitively rnediated through the 

interpretation of the stressor, coping strategies that are available or through self-concept. 

Therefore, perceptions of the availability of social support, rather than measures of 

enacted support, are the most sensitive way to measure buffering effects. In other words, 

multidimensional, population specific measures of support provide much more sensitive 

indications of the buffering hypothesis than do scales that are applicable globally but 

narrower in their view of the processes of support (Cohen and Hoberman 1983). 

Thoits (1984) suggests analytic procedures account for the failure to observe the 

main effect of support on mental health. Researchers should no longer analyse social 

support using single equations, but instead examine the effects of social support using 

hierarchical techniques. She contends that social support may act as a counterbalance to 

negative life expenences, and as a consequence is a significant contributor to 
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psychological well-being in its own right. For Thoits, social suppon has a direct positive 

effect on psychological distress, with or without the presence of undesirable life events. 

In an examination of stress buffering models of sociai support, Wheaton (1 985) 

argues that few studies provide evidence of the suppressor role of coping resources when 

exarnining the stress buffering effects of social support. He emphasizes the inadequacy of 

single equations in examinations of the stress-buffenng hypothesis, since they do not take 

into consideration the suppressor effect of coping resources. However, he dieers from 

Thoits in that he agrees there is a stress-buffenng effect of sociai support, and much more 

complete analytic models that incorporate the  effects of coping resources would provide a 

M e r  understanding of the stress bufferhg ef5ect. 

In a review of a number of normal population surveys for the effects of support on 

stressful Iife experiences, Kessler and McLeod (1985) concluded social support acts as a 

buffer against chronic strains, even when there is no evidence of Iife events. The buffenng 

effect of support may be more relevant for chronic strains than for life events. Thus it is 

important, in future studies, to document chronic strains. 

In a study of 871 New York State adult men and women, Lin, Woelfel and Light 

(1  985) tested the buffering hypothesis using network variables as measures of social 

support. Their conclusions support the assumption that mental health is promoted by 

strong, homophilous ties. As has been indicated by Wellman and Wortley (1990), not al1 

ties are supportive ties, and to assume that strength and similarity of a tie are indications of 

social support is questionable. This is a recurring problem in the literature, network 

variables are confùsed with indicators of social support, whereas in tmth network 



variabies are indicators of the structure through which social support may flow. To 

strengthen their conclusions they would have to examine the social support resources that 

flow along these strong, homophilous ties. 

In order to evaluate the buffering hypothesis, Lin (1986: 175-1 77) examined three 

classes of models of social support: 

1) social support precedes significant life events in leading to depression, 
2 )  social support and life events occur conternporaneously, both preceding 

depression. 
3)  relationships among the three variables when social support foilows life 

events. 

Five conclusions arise out of Lin's examination. First, social support has a main effect on 

depression. and any changes in depression, both during the initial occurrence and over 

time. In addition, it also acts in a similar, but more moderate way as a mediator between 

antecedent undesirable life events and variance in depression, as well as a moderating 

force on the effects of changes in undesirable life events. Second, the best indicators of 

social support were access to a confidant and instrumentai-expressive support. Third, 

changes in depression, both simultaneously and over time, are directly, but more 

moderately, affected by undesirable life events. Fourth, no evidence was found supporting 

a buffering hypothesis. Finally, psychologicai resources, such as self-esteem and persona1 

cornpetence, had only a minor, unmediated effect on aiterations in depression. Lin's basic 

premise remains that social support has a direct eEect on health outcornes, rather than a 

buffering effect . 

Wethington and Kessler, also in another review of the Iiterature, addressed the 

stress-buffering effect of social support. They argued that it acts as a buffer against stress 



by generating linkages to perceptions that support is available when needed, rather than 

linkages to enacted support. Social support is mobilized only if personal coping resources 

fail and, as a consequence. has a role in alleviation of stress for only a subset of those 

subject to a stressfui life event. Even in this situation, the eEect of enacted support on 

psychological adjustment is subject to past perceptions of availability, as well as "by 

practical resolution of situational demands" (1986:85). The authors suggest that for a 

better understanding of current perceptions, efforts should be directed at linking perceived 

support to historically enacted support, and as a response to existing evaluations of 

stressfui events and perceptions of social support. 

Arguing that "few if any studies fail to find evidence for either main or bufferîng 

effects of social relationships on health," House, Umbenon and Landis (1988:295) 

indicate that imponant agenda for research now is not the examination of the existence of 

these effects. but rather when, how, and why they occur. The need is to bnng a 

sociological perspective into social support research. The authors suggest there are three 

issues that need to be addressed: 

1 )  understanding of t h e  structure of social relationships, 
2 )  social processes that mediate and explain the impact of social 

relationships or support on health, and 
3) attention must be paid to the macro social 

structures and processes that give rise to the 
more micro social relationships and supports. 
(1988.301) 

The above literature focusses on statistical measurement and analysis of social 

support. Although this research technique cm be used in an exploratory marner, it is 

most often used to test theoretical hypotheses. It Iacks the capacity to explain the 



underlying conditions that lead to findings. Processes and rneanïngs that facilitate or 

hinder diEering types of social support and determine how these processes and meanings 

guide choices made cannot be examined through statistical procedures. Whether social 

support acts as a main or buRering effect in any given crisis situation depends to a great 

degree on social context. A qualitative approach to the study of social support has the 

potential to explain why social support studies fail to show a consistent buffering or main 

eEect on health outcornes. Changing social contexts, changing rneanings, and other 

considerations that persons undergoing stress may take into account may alter how social 

suppott operates- 

Measuremen t 

A second issue of importance to the study of social support is the issue of validity 

of rneasurements. Depner, Wethington and Ingersoll-Dayton (1984) note that there is a 

problem of artifactual results due to the sirnilarity of support. stress, and strain 

measurements. There is a need to refine social support indicators; however, global 

masures are not the best approach since they seldom fit al1 research purposes. Most 

importantly, the three issues that should be addressed, but have not been addressed to date 

in the literature, are intemal validity, extemal validity, and temporal specification. Depner 

et al examine different research designs that potentially offer the opportunity to address 

these three issues, and suggest that "intensive descriptive research" has the potential to 

more effectively examine the stress process. A reliance on a strictly quantitative research 

design is not appropriate in al1 instances. Qualitative research offers an opporîunity to 

collect "valid, real, nch and deep" information about support while at the sarne time 
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offering researchers the opportunity to examine social support in ways that c m o t  be 

accomplished with quantitative measures: 

1) qualitative research involves the perspective of respondents in formulating 
the research questions; 

2) searc hes for differences in rneaning; 
3 )  uses the exact words ofthe respondents to express their personai 

experiences. ( l984:49) 

A qualitative research design offers the opportunity to researchers to counterbalance and 

"[c]omp1ement the 'reliable, hard and replicable' data of quantitative designs" (Depner et 

al 198449) that have been predominant in the research to date. For the authors the goal 

of future research in the area of social suppon should be "to determine the kinds of 

support that are most crucial in different contexts and the conditions that maximize the 

beneficial effects of support" (1 984:SZ). 

House, Kahn, McLeod and Williams (1985), reviewing the literature, see 

validity as the most critical problern in social support research. They argue them is an 

absence of a "dominant, welt validated measure of social support, and as a consequence 

there are a muitiplicity of rneasures. Researchers appear to be reinventing the wheel with 

every new piece of research rather than attempting to validate rneasures that aiready exist. 

House et al formulate a strategy for more effective deveiopment of rneasurement tools, as 

measurement of support must be guided by theory; 
distinguish among different sources of support and types of support; 
distinguish the magnitude and quality of support from the number 
of people who provide support; 
measure at least two and preferably al1 three aspects of social 
relationships; 
seiectively use measures of network structure; 



6 )  pnority should go first to measuring emotional support; 
7) respondents should nominate a few people close to them. supplemented 

with roles that seem most crucial for a particular study. (1 985: 104- 105) 

Clearly the authors are advocating the developrnent or use of existing measures according 

to the needs of a given study. They suggest rhat if measures are not an exact fit to the 

needs of a study, adaptation may be a better strategy rather than the developrnent of a 

cornpietely new measurement. 

Tardy (1985). in an assessrnent of social support measurement instruments. noted 

that individual perceptions of social support may be a fùnction of their state of rnind at the 

time of completion of the instrument. This has implications for the validity of the 

instrument and speaks to the necessity for a qualitative component in order to understand 

the context within which the respondent is considering hislher social support. 

Social support research has developed within an atmosphere of quantitative 

research. There has been a heavy reliance on quantitative measurement, without an equal 

emphasis on the developrnent of theoretical expianations of the place and importance of 

social support in the lives of people in crisis. This reliance on quantitative measurement, 

and attempts at theoretical development based on quantitative designs, leads to a constant 

re-invention of new and "better" measures of social support. This puts the cart before the 

horse. Social support measurements need to be grounded in a theory that is based on the 

expenences and rneanings that people develop out of those experiences. Such a theory 

would better prepare researchers for the development of interndly vafid measures of 

support that can then be tested for extemal validity and reliability. Instead of developing 

theory out of a quantitative design, we can, instead, have quantitative designs developed 



out of a "grounded theory." 

S u ~ ~ o r t  Deterioration Mode1 

A final issue in social support is the recent development of the deterioration model 

of social support. The most common model proposes that social support has an effect on 

stressors and on psychological or physical health. What has not been addressed in the 

literature are the effects of stressors, psychological and physical health, as well as 

environmental constraints on support. Assurnptions are aiso made in the literature that 

social interactions have positive consequences for people. Shinn, Lehmann and Wong 

(1984) discuss this alternative view, suggesting that negative social interactions are as 

consequential to well-being as positive interactions. They argue that individual adjustment 

to stressors is dependent on a suitable fit between individual properties or situations and 

environmental properties. In other words, they are advocating a support specificity 

model. For example, they argue that in the case of healthy older persons a highly 

supportive environment with very little challenge may encourage dependency and 

deterioration. At the same time, an older person in poor health rnay find the same 

environment provides inadequate levels of support and too much challenge. As for the 

tim-ng of support, individuais who find very helpfùl the type and amount of support they 

are receiving may also find that changes occur over time that will alter both the type and 

arnount of suppon. Thus what they need and what is provided is no longer a match. 

Shinn et al suggest that, as it is important to consider the consequences of support. 

Researchers must also consider the determinants of support. They advocate that we 

examine five dimensions of support (amount, timing, source, structure, and function) in 



Iight of the fit with individual circurnstances. 

In a Iongitudinal study of 233 clinically depressed patients, Mitchell and Moos 

(1984) assessed the Iinkages between social support, stressfbl events and strains, and 

depression. They found no evidence for the effect of social support on events and strains. 

However, they found that positive events acted as a suppressor for the effect of negative 

events on social supports when these two types of events were linked together. The 

explanation was that positive events may act as a resolution to a chah of negative events. 

Mitchell and Moos suggest that a better understanding of the functional 

relationship between stress and support will oniy corne when research simultaneously 

examines: 

a) perceived suppon 
b) support transactions 
c) structure of the social network 

( l984:448) 

In an assessrnent of the Iiterature, Barrera (1986) suggests that an explanation for 

the negative relationships that occur between perceived support and stress could be the 

consequence of the detenorating effect stress has on the perceived availability of social 

support. He cites several studies that are compatible with the support detenoration 

model, and questions why more studies do not examine this model. Future stress research 

needs to address the process whereby stress contributes to the deterioration of perceived 

support, which can be accomplished by answering the foilowing questions: 

1 )  Does increased life stress alter behavioural transactions that contribute to 
the appraisal 
of social support? 



2) Do cenain life events substantially increase 
the need for support which alters the perceived adequacy of available 
resources? 

Kaniasty and Norris (1993) studied the impact of a natural disaster on older adults, 

finding that the destruction of the cornmuniry was related to the  decline in social support 

and elevated levels of distress- They suggest the arnbiguousness that surrounds some 

diseases, physical disabilities, mental ilinesses, or !ife events may lead support providers to 

view claims on social support as illegitimate, or confbsing as to what is appropnate 

suppon. As a consequence, either support may not be offered or inappropnate forms of 

support will be forthcoming. In addition, some stress may at first mobilize support, but 

over time alterations in the amount and kind of support provided will alter or disappear 

through the unwillingness of others to continue. Chronic stress, for example, is 

particularly threatening to a continuing provision of support. 

In their study of flood victims, Kaniasty and Noms found that the loss of property 

resulted in short term distress. However, personal loss and the destruction of the 

cornmunity over the long term resulted in chronic strain and altered perceptions of 

support. This could have been a result of unmet expectations of social support reflected in 

the decline in well-being. in addition, they found that flood victims who did not 

expenence persona1 losses also had a reduction in their overall assessrnent of social 

support. This could have been a consequence of environmental constraints due to 

environmental destruction. This destruction rnay have iead to a decreased perception of 

available support. Since people were prevented fiom visiting each other, there was 

reduced access to recreationd facilities, churches and shopping malls. Actual support 
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transactions would then be reduced over a[I the comrnunity. The authors concluded that 

study evidence confirmed the usefùlness of the social support deterioration mode]. and 

suggested as further areas of appropriate enquiry the effect of chronic stressors, physical 

or mental illnesses, and mbiguous events on social support. 

Rather than develop a global mode1 of social support that covers al1 types of life 

stress, this literature suggests that chronic strains and life events may Vary in the need for 

type, arnount, source, and timing of social support. It is important that the support 

offered fits what is needed by the person undergoing stress. In addition, chronic stressors, 

particularly those that are ambiguous, differ from life event stressors in the perception of 

need, and the ability, or desire, to provide support by supportive others. This presents a 

situation whereby the person in an ambiguous situation must manage perceptions of their 

need in such a way that initial support is forthcorning and continues over time. 

Support Neîworks as Op~ortuniW Structures 

Increasingly researchers have found that melding social support and network 

studies allows for a greater understanding of sources and types of support, support 

negotiations, and actuai transactions, as well as contingencies that may affect the provision 

of support. Imporiant issues to be considered in undertaking any study of social suppon 

involve: 1) the social context, and 2) reciprocity. 

Granovetter (1 973), in a study of professional, technicd and managerial job 

changers, suggests that weak ties are important in the provision of linkages to the Iarger 

community, and important for job mobility. Respondents indicated that they did not see 

workmates (weak ties) in a non-work context, but that these "acquaintances" were 



important for information and ideas necessary to job mobility. As a consequence, these 

weak ties present opportunity structures for specific support needs. 

Hall and Wellman (1985) also address the issue of networks as opportunity 

structures. They suggest that the stnicture of networks can have an effect on the extent to 

which individuals have access to much needed support resources. Social support. 

therefore. is a set of contingent resources that tlow through ties and networks. As a 

consequence, researchers should take into account nonsupportive ties (weak ties) since 

these people may have access to rnuch needed support resources, through their network 

ties, that would otherwise be unavailable. 

In an analysis of survey network date from the 1985 General Social Survey. 

Marsden (1 987: 130) concluded that: 

... the success of 'networking' as an instrumentally onented pursuit depends on 
access to diverse others, those best situated to make use of it are the young 
and middle aged, the well-educated, and those living in larger places. 

This has implications, of course, for differences between the genders in the structure of 

their networks. As Moore ( 1990) found, men and women's networks are similar in six, 

but Vary differently in structure. Similar to Marsden, Moore found. in cornparison to less 

privileged individuals, those who were privileged educationally, occupationally and 

economically had larger networks and also tended to establish closer nonkin ties. The 

consequences for network structure are clear, predominantly men are the educationally, 

occupationally and economically privileged. This c m  be seen in the differences between 

men and women who do not work fil1 time outside the home. Women tend to maintain 

more close kin ties than men, and these kin ties were also much more diverse than the kin 



ties of men in a similar position. In addition, married people had more and a greater 

varïety of kin ties and fewer nonkin ties than did single penons. Work and family 

structures, therefore, affect men and women differentially- Network structures provide 

access to different types and sources of social support, and as a consequence networks 

themselves not only form an oppominity context for the accessibility of sources of social 

support. but they also "fom within an opportunity context that facilitates or impedes the 

formation of social ties" (Moore I990:734). 

In their analysis of the East Yorker study, Welirnan and Wortley (1990) illustrate 

how networks are opportunity structures within which social support is provided. 

According to the authors, people shop for support and obtain different types of support 

fiom different oetwork rnembers, The authors found that kin and fiends differ fiom each 

other in supportive behaviours. Additionally, relatives also differ - parents fkom adult 

children, siblings, and extended kin. Patterns of support among network rnembers have 

distinct differences, dong lines of large and small services, financial services, emotionai 

support, and companionship. In addition, gender has a role to play in which women 

provide emotional aid, more so than men, who provide episodic services, such as car and 

home maintenance repairs. The authors go on to discuss how the opportunity structure 

affects the services men and women provide. Full-time homemakers provide child care, 

spousal care, and domestic chores for each other. These suppons are provided by women 

to those with whom they have both strong and weak ties. Such supports also alleviate 

potentially isolating situations. Men are much more likely to provide household and 

maintenance work that symbolically benefits the entire household rather than a specific 



individual. Wellman and Wortley conclude that there is an unequal representation of 

different types of ties in any give network, and 

... the availability of support fiom dEerent types of ties depends on how 
many such ties are in the networks and how likely that type of tie is to provide 
support. (1990580) 

In other words, networks are opportunity structures and the type of social support that is 

needed and provided depends on its availability and the relationship between the members 

exchanging such support. 

Walker, Wasserman and Wellman (1 993) also stress the importance of 

understanding that social support is a multidimensional concept, composed of ernotional 

aid. material aid, information and companionship. Due to the diverse nature of social 

support and the network within which individuals are embedded, different network 

memben provide different types of support. The authors cite the East Yorkers study as 

an example of the differedial provision of social support by network members, stating that 

"most rnembers of the ego's network supplied only 1 to 3 types of support" (199375)  

either ernotional aid or material s e ~ c e s ,  but not a combination of the two. Again, we see 

the network as an opportunity structure, providing aid to memben in need from 

specidized sources. 

Networks as opportunity structures have implications for those who are 

undergoing chronic or life event stress. Individuals who are undergoing stress must be 

able to recognize the contingent nature of the resources available to them through their 

network, the specialized nature of sources of support, and how the network can constrain 

or facilitate the accessibility of needed support. How do people identi& their 



opportunities for support? Do they appreciate that they are contingently available from 

both strong and weak ties, or do they recognize the availability of supportive resources 

based upon past peFformance ody? 

Reciprocity 

A second important issue in this literature is the reciprocal nature of social support. 

Wellman (1 988) discusses the reciprocal aid provided to network members by East 

Yorkers, finding that only a minonty of East Yorkers had supportive close ties. The 

findings indicated that the majority of ties within a network were not supportive ties. Ties 

were diverse, in that some were neutrai, some positive, others were hamiful. Expectations 

of reciprocity for support given were not evident in this study. Instead Wellman found 

that network members would limit seeking help from such ties since the result could be the 

disintegration of the tie if the potential help giver's lack of response was brought to the 

forefiont. Despite this precaution these relationships ofien endured over many years as 

strong ties within a supportive network. 

Lee (1 985) argues that reciprocity is particularly problematic for elderly people. 

They require services that strain their personal resources, often making them dependent 

upon others, children, relatives, and fnends, to provide them with goods and services they 

cannot provide themselves. Because their resources are strained to the breaking point, the 

elderly may be unabte to reciprocate when their support providers are themselves in need. 

Thus they may be unable to maintain a balance with others in their network. This may be 

particularly relevant in the case of fnendships. Lee argues that fiendships are based upon 

consensus, equality, and reciprocity and, if this relationship becomes unbalanced, it will 
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present problems in maintaining relationships. This argument cm be extended to those 

who suffer from a chronic ilhess, whereby they will require services and aid front their 

network that they may be unable or unwilling to reciprocate. 

On the other hand, Peters and Kaiser (1985) argue that there has been a tendency 

in the literature to conceptualize the eIderly as dependent, aging, recipients of support. 

There is no acknowledgement that the elderly may dso be active providers of support to 

others within their networks. As wiIl be argued later, elderly persons may not reciprocate 

in kind, but instead provide support that diEen from what they themselves have previously 

received. Again. we can estend this aspect of support to those who suffer from chronic, 

debilitating illnesses The? ais0 may be able to reciprocate differentially. 

In a study of rniddle-aged and older adults, perceptions of social support 

reciprocity, In_rersoll-Dayton and Antonucci (1 988) found asymrnetricd support 

exc hanges were viewed as dissatiseing. They argue that unbalanced reciprocity (either 

receiving more than providing to others, or vice versa) was more detrimentai to 

relationships than balanced reciprocity. This supported an earlier article that suggested 

that for elderly pcrsons reciprocal relationships were important to happiness (Antonucci 

and Akiyama 1987) Overall. the findings suggest that the effects of reciprocity are 

variable. The aut hors arpe.  

... the effects of both forms of nonreciprocity [giving and receiving] 
differed depending on the kind of relationships and the kind of support 
involved . (1987.71) 

The authors suggest that individuals may develop a "support bank" over time. As support 

is provided to others, there may be an expectation that this support will be reciprocated in 
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the future. Satisfaction with support may, indeed, be related to past "banking" of support 

and, if it is not reciprocated at the tirne it is most needed, dissatisfaction occurs. On the 

other hand, if one has not built up a "support bank" and receives a significant amount of  

support from fnends or spouses this may lead to feelings of guilt and, again, dissatisfaction 

with the relationship. Similar to Wellman, the authors argue that reciprocity in social 

support varies with relationships. the type of support being exchanged, and the gi"ng o r  

receiving of support. In addition, noms of reciprocity differ with the type of relationship 

and support expected or provided, that is emotional versus matenal aid. Further areas of 

research suggested were: 

1) the impact of health on the assessrnent of support reciprocity; 
2) there may be gender effects on reciprocity; 
3) examine both the existence and the degree of non-reciprocity. 

Johnson (1988) in a study of 167 elderly people recently discharged from the 

hospital examined the changing relationships between elderly people and family and 

fnends in times of increased expectations due to chronic illness. The author argues that in 

meeting the needs of the elderly the farnily and the informal network do not necessarily 

function in concert. "Instead caregivers are available in serial order" ( 1988: 1 84). In Iight 

of this fact. she concentrated on the dyadic relationship in her analysis. Her hypothesis 

assumes that illness in the elderly creates a dependency that in turn increases the need for 

social suppon, placing increased expectations on the individual's pnmary relationships. 



As one partner in the relationship becomes more dependent on the other partner, 

expectations built upon the specific type of relationship are altered and redefined. 

This has consequences for reciprocity. Relationships become unstable and c m  

potentially disintegrate when exchanges between provider and recipient do not Iive up to 

expectations and become inequitable. tn addition, as one partner in a relationship becomes 

more dependent on the other, there is a transfer of power to the caregiver. At the sarne 

time as gaining increasing power, however, the caregiver has increasing costs in the 

relationship, since he or she is also providing an increasing amount of care to the 

dependent partner. Costs will increase unless the relationship is dissolved or some other 

mechanism cornes into play that bnngs the relationship back into balance. If this balancing 

mechanism does not corne into play, the caregiver is likely to become ambivalent about the 

relationship. One caution expressed by Johnson is that this occurs within a social context, 

and within differing ethnic groups noms of reciprocity will difEer, resulting in disparate 

interpretations of obligations and expectations of relationships with elderly parents, 

siblings, and other relatives. 

We retum again to the East Yorker study (Wellman, Carrington and Hall 1988; 

Walker, Wasserrnan, and Wellman 1993) in which the authors found that, when network 

members received support in the form of emotional aid or srnaIl services, reciprocity was 

enacted eventually. However, uncornmon forms of  aid were more likely to  remain 

unreciprocated. Provision of support such as large loans, or long-term, intensive heakh 

care was most often unidirectional, and the provision of such aid depended upon the 



structure of particular networks. Wellman, Carrington, and Hall (1988) argue that 

commonly exchanged forms of support are likely to take place even when the nom of 

reciprocity does not operate. However, this nom appears to be working since 

unexpectedly high rates of aid are exchanged. 

Wellman, Carrington and Hall (1 988) also examined generalized reciprocity among 

East Yorkers and found that network members provide each other with the same number 

of resources, although not necessarily the sarne type. The range of support provided 

fluctuates between members in that those who provide a wide variety of support to other 

members also receive a wide variety of support from other members, whereas those who 

provide Iittle support also receive Iittle support. Looking at the overall structure of 

networks, the authors conclude there is an automatic balancing of networks when al1 

members are actively and strongly engaged in reciprocal support. 

What is evident from this literature is that the ability to reciprocate social support 

rnay act as a constraint on perceptions of availability of social support. If social support 

transactions are based on past relationships, what is owed to others may constrain the 

ability of an individual undergoing stress from activating a support interaction. The 

perception of indebtedness in a relationship and how that debt should be repaid rnay be a 

significant consideration in the activation of support transactions. When an individual 

suffers from a chronic illness is it possible to reciprocate in kind, or do other forms of 

suppon act as substitutes? When social support is activated, do receivers of support 

perceive there is an equality of provision based upon the historical nature of the 



relationship? If social support depends upon a hierarchy of supportive others, how do 

people sort out the hierarchy in times of need? 

Chronic Stress 

Research examining the relationships between different stressors and mental health 

(distress) have focussed on issues such as I )  gender, 2) chronic versus life event stressors, 

and 3) the social context of stress. Aneshensel and Pearlin (1987) make the point that it is 

not gender that govems reactions to stress. Instead, people are exposed to stress through 

the roles they occupy, and consequently they respond differently to diffèrent stressors. 

The authors argue that people are exposed to stressors specific to their roles. for example 

the unemployed experience different stressors from the employed. full-time hornemakers 

experience a different set of stressors fiom employed homemakers also holding paying 

jobs. The authors point out that individuals cannot experience stressors connected with 

particular roles unless they occupy that role. To better understand the stress-distress 

connection we must understand the social context within which it occurs. 

As rnentioned earlier, Kessler and McLeod (1 985) assessed the stress buffering 

hypothesis by examining normal population surveys assessing the relationship between 

support, stressfùl life events and mental hedth outcornes. They argue that chronic strains 

were more effectively buffered by social support, than life crisis events. Chronic stressors 

and the daily hassles of living have greater repercussions for mental health than any 

particular life crisis event. In their assessment of these surveys, the authors conclude that 

"evidence for a causal influence of support is not likely to corne fiom normal population 



surveys" (1 985:237). Instead studies focussing on chronic stressors rnay be more 

productive. 

Turner and Avison ( 1989) argue that chronic strains have greater implications for 

depression than do life events. They suggest chronic strains; because they are unresolved, 

these strains may generate greater distress than short term life events. In a study of 

physically disabled and nondisabled subjects, they found that the primary element 

explaining variation in distress for the elderly was chronic stress. For middle-aged and 

young people the effects of chronic stress were compounded by the effects of more 

discrete stressors. There was no difference between genders, with the exception of 

discrete life events - women experienced greater affects from recent life events, while men 

were affected by past life events. The importance of chronic stress, the authors argue, is 

their additive effects on more discrete stressors that may be experienced at the same time. 

They suggest that chronic stresson are not necessarily role related, but may represent long 

terni interpersonal difficulties. 

Pearlin (1989) argues stress cannot be separated from its structural conte-. The 

experience of stress and the effects of these experiences are bound up in the social 

structure of people's lives. The author argues that sociological studies of stress rnust 

examine these social structural conditions, rather than treat them "as anaiytic noise that 

needs to be controlled statistically" (1989:243). Life event research in the past has 

assurned that a11 change Ieads to negative stress. However, as Pearlin argues, this is an 

unacceptable assumption. Instead it is the quality of change that has the potential to affect 
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people negatively, as undesirable, unexpected, non-normative. or uncontrollable events. 

Life event scales often do not distinguish between life events and continuing chronic 

stressors. This leads researchers to ignore the social context of the event and its 

relationship to extended life circumstances, impeding "a clear understanding of the social 

etiology of il1 health and emotional distress" (1989:244). People's lives are structured in 

ways that allow disruptions in one sector to intrude and disrupt other sectors of their lives. 

In addition, problems and stressors experienced by one individual will often have effects 

on others within the saine role set. Pearlin emphasizes that Our attention should not be 

focussed on the events or strains in people's lives, but more on how stress may disrupt and 

reorganize these Iives. He continues with a suggestion that p n m q  stressors rnay lead to 

secondary stressors. These secondary stressors may have separate and independent 

consequences on the overall stress expenenced. Thus they may increase the intensity of 

the stress. In addition, researchers must also be open to the social context or individual 

coping mechanisms, as well as the social context of the stress process. Networks only 

represent the potentid resources from which individuals may draw. However, in response 

to life problems, the network becomes much more restricted in providing support, 

dependent upon the relationships between network members and the context of those 

relationships. 

Dean, Kolody and Wood (1990) also indicate in a study of individuals 50 years of 

age and older that social context is an important consideration in the study of stress. Their 

findings indicate that spouse, fiends and adult children " r d  in descending order of 
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magnitude of effects on depression" (1990: 156). In addition, expectations of support 

fiom spouses and children, may be reflected in levels of depression. The authors suggest 

future research should consider examining not only expectations of support but aIso 

factors that may have an influence on such expectations. 

Of course social context is important to sociai support and chronic stress. People 

do not live in a vacuum. and to ignore the social context surrounding any type of stressor, 

chronic or othewise. limits our understanding. Chronic stressors are unresolved, 

enduring problems that potentially affect the provision of social support, as well as the 

perception that suppon is available when one has to cal1 on supportive others over a long 

penod of time. Thc roles people occupy are affected by chronic stress and rnay reduce the 

ability to perform those roles adequately. This may increase the need for sociai support. 

This also has impiications for supportive relationships within an individual's network 

Ieading ro conditions conducive to the creation of secondary stress. It is hperative, 

therefore. to gain an understanding of the social context of chronic stress. 

III. Conclusion 

A number of conclusions c m  be drawn fiom the above discussion. First, 

quantitative measurements do not tap the underlying conditions of social support 

transactions. The meanin3 of social support is not self-evident and quantitative 

techniques, wit h t heir indirect measurements, do not address this issue. Second, the 

validity of quantitative measurements remains in question, and as a consequence, new 

rneasures of social suppon are constantly being reinvented. Third, the need for social 
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support varies by type of stressor. Past research has focussed on life event stressors, white 

chronic stress has been under investigated. Fourth. social support networks are 

opportunity structures, offenng aid contingent upon social context, with network members 

specialking in different types of support. Fifth, reciprocity can act as a constraint on 

actively seeking support, with the possibility that chronic stress may reduce or eliminate 

the ability to reciprocate for aid received. Sixth, social support is offered and received 

within a particular social context, and this context may Vary depending by the type of 

stressor involved, whether Iife event or chronic. 

In consideration of the focus of past research, this study wilI concentrate on the 

supportive transactions between those who have a chronic illness, multiple sclerosis or 

fibromyalgia, and their family, Fnends, neighbours, and healthcare providen. In addition, 

their reasons for participant or non-participation in support groups has been examined. A 

chronic illness as a long-term stressful condition sets the context for these supportive 

transactions, therefore, the examination of the interpretation and reinterpretation of cancer 

is integral to this research. 



CEAPTER TEREE 

RESEARCHING SOCIAL SUPPORT 

As Chapter Two has made clear, an ovenvhelming trend in the social support 

literature has been the reliance on quantitative designs. There have been few qualitative 

investigations of social support. A review of the literature on chronic illness, multiple 

sclerosis, and fibrornyalgia has presented, once again, a picture of quantitative emphasis in 

research of social support. This has left us without an underlying understanding of the 

meaning of social support or of the social context within which social support transactions 

take place. Most importantly, 1) what does social support actudly mean to those who 

find themselves in need. and in light of the definitions people hold. 2) how is social 

support constrained or facilitated? 

By asking the questions posed in Chapter Two, it has been possible to lay bare the 

meaning of social support, grounded in the life experiences of people undergoing a chronic 

illness. To date. the meaning of social support has been defined by researchers pnor to the 

actual collection of data, and as a consequence we continue to create new and "better" 

measures of social support that are not grounded, however, in the life expenences of 

people who are actively engaged in the exchange of supportive interactions. What is not 

clear is why different individuals can provide the same type of social support (e-g., 

expressive, informational, instrumental) that nevertheless may not be viewed as support by 

the recipient. The difference is located in the meanings people attach to social support, 

the context of not only the relationship between the provider and the recipient but also the 
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context of the stressfùl situation (e-g. chronic illness), and the experience of social support 

itself. This research intends to explore these meanings. 

I- Conceptualization of Social Suoport 

Before any research could be carried out in the area of social support, the concept 

Asocial support@ had to be defined. There are a multiplicity of definitions of social 

support, with many emphasinng either expressive aid or instrumental aid. For example 

Cobb (1976), emphasizes the emotional component, defining social support as information 

that leads individuais to believe they are (1) cared for and loved; (2) esteemed and valued; 

and 3) belong to a network of communication and mutual obligation. Lin et al. (1986) 

provide a generalized definition of social support as &..forces or factors in the socid 

environment that facilitate the survival of hurnan beings@ (17). However, a much more 

exacting definition is necessary for the purposes of research. By analysing the concept, it 

is evident that the social aspect iinks the individual to three levels of the social 

environment: cornmunity, social network and intimate relationships. Moreover, support 

provided by these three sources is composed of both instnimental and expressive actions. 

The expressive component of social support is defined by Thoits (1982) as 

" . . .socioemotional aid ( e g ,  affection, sympathy and understanding, acceptance, and 

esteem from significant others) ... @ while the instrumental cornponent of social support is 

conceptualized as A.. .advice, information, help with family or work responsibilities, 

financial aid@ (147). Lin et al. (1 986) suggest that perception must also be incorporated as 

an integral part of the definition of social support. Therefore social support is defined as 

A.. the perceived or actuai instrumental andor expressive provisions supplied by the 



community, social networks, and confiding partners@ (1 8). 

Wellman and Wortley (1 990). emphasize instrumental aid, defining social s ~ p p o n  as: 

1) emotional aid, minor and major aid and advice about farnily problerns; 2) small services 

including the lending and giving of household items, minor household senices, and aid in 

dealing with organizations; 3) large seMces which include major household repairs, 

assistance with housework, babysitting, and long-term health care; 4) financial aid which 

may incorporate small and large Ioans and gifis, including those for housing; and 5) 

companionship. Sherbourne and Stewart (1991) strike a balance with their functional 

definition of support as: 1) emotional aid involving caring, love and empathy; 2) 

instrumental aid; 3) information guidancdfeedback that may assist in problem solving; 4) 

appraisal support providing information pertinent to self-evahation; and 

5) companionship. Although a clear, balanced definition of social support is important to 

any investigation. each of Sherboume and Stewart's functions of social support overlap to 

some extent with each other, (e.g., emotional aid may allow an individual to continue 

working, or instrumental aid may be perceived as a demonstration of a caring 

relationship). 

In short, there is a continuous reinvention of the wheel as researchers try to develop 

clearer understanding of what social support entails, and what is an appropriate 

measurement. The present study takes a diKerent approach in trying to understand why a 

supportive interaction may or may not be perceived by the recipient as supportive. 

11. Research Desien 

This research looks at social support from a different perspective. Rather than 



documenting what supportive transactions take place, the intent was to explore the 

meaning of social suppon itself That meaning is grounded in the everyday experiences of 

stress, both chronic and otherwise, in the provision and receipt of support fiom others, 

and in the developing understandings of not only relationships with others but also the 

context of stress itseIf 

As has been previously indicated, social support research has been ovenvhelmingly 

quantitative in nature. This has necessitated the development of multiple scales that 

measure social support, as weN as many life event scaies, Iimiting our understanding of the 

nature of social support. To appropnately answer Our research questions, a qualitative 

design was developed instead. Although exploratory research cm be accomplished 

utilizing either a quantitative or qualitative approach (ShafGr and S tebbins 199 1 ), 

qualitative research methods "are best at gaining access to the life-world of other 

individuals in a short tirne." These Iife-worlds include "motives, meanings, emotions, and 

subjective aspects of the lives of individuals and groups" as well as "daily actions and 

behaviour in ordinaiy settings and situations, the structure of those actions, and the 

objective conditions that accompany and influence them" (Schwartz and Jacobs 19795) 

and this is the objective of the research questions. Individual perceptions of social support 

and the meaning of social support are developed within the social context surrounding 

people's lives. To gain an understanding of the meaning of social support, the life-worlds 

of individuals undergoing chronic stress and non-chronic must be taken into account. 

Since research has focussed on quantitative measures, which are of necessity proxies for 

social support (e-g. senices provided by others, the presence of a confidant), we remain 



ignorant of the meaning. A qualitative design can provide an understanding of human 

meanings. 

Because a qualitative design dlows for flexibility in the research, it was possible to 

abandon unmiitful avenues of inquiry, while permitting other paths of inquiry to open up. 

A grounded theory approach helped maintain this flexibility while at the same time 

meeting the criteria of "good science." This approach to qualitative research utilizes a set 

of systematic procedures which lead to rhe development of a theory about a phenornenon 

that is inductively derived and grounded in the data. The methodology emphasizes the 

development of multiple concepts and their relationships captunng a great deaf of the 

variation present, and provisionally testing both the developing concepts and their linkages 

(Strauss 1987; Corbin and Strauss 1990). 

To capture a full and accurate picture of the life-worlds of individuals who were 

undergoing chronic stress, a multi method approach was incorporated into the research 

design. As indicated by Richardson (1991) a single approach would be Iimited in scope, 

and would not necessarily provide a11 the information that was required for a fiil1 

investigation. By incorporating multiple sources of data, it was possible to follow-up on 

significant areas of inquiry that only becarne apparent during data collection. In-depth 

interviews were conducted not only with individuals who were experiencing chronic 

stress, in this case Multiple Scierosis (MS) or Fibromyalgia (FM), but also with heaithcare 

providers who treat patients with either of these two chronic illnesses. Systematic 

observations were dso made at social support group meetings for people with MS or FM. 

Al1 these sources of data provided a wider context for understanding chronic stress and its 



relationship to social support. 

Data Collection 

Qualitative researchers have developed a number of strategies for reconstmcting 

the experience of research participants. These strategies include participant observation, 

analysis of personal accounts, reconstruction of life histories, and semi-stmctured and 

unstmctured interviews The moa preferred theoretical approach for these methodologies 

has been symbolic interactionism (Schwartz and Jacobs 1979). 

While participant observation was integral to gaining an understanding of the 

social context of t h e  suppon groups, semi-stmctured in-depth i n t e ~ e w s  were the main 

method of collecting data This interview method dlowed the first i n t e ~ e w  to begin in 

an unstmctured manner. and as information was gathered, each subsequent interview 

became somewhat more structured since each one incorporated questions developed fiom 

previous inteniews However. the open-ended nature of the i n t e ~ e w  was maintained 

throughout. alloaing respondents to provide as much information as they felt willing to 

disclose. It was felt that through this method of interviewing, accounts of personai 

experiences would bccome an integral part of the interview. 

tnten.ie\vs wcre conducted over a period of 27 months: fiom A p d  1995 to July 

1997. Each intenieu ranged from one to three hours, with the participant setting the 

Pace and tone of the interview. The time and location of the i n t e ~ e w  were at the 

participantr s discretion With only two exceptions, ail interviews with chronically il1 

participants were conducted in the participantr s home. Two interviews were conducted 

in restaurants of t he  participantsr choice. InteMews with health care providers were 



conducted in their offices. Since the location of the interview was seIected by the 

participant, it was felt that an atmosphere of comfort and control was provided for each 

person. 

With the permission of the participant, each interview was recorded . As indicated 

by Schwartz and Jacobs (1 579), recording i n t e ~ e w s  allows the researcher A ..to 

concentrate on the i n t e ~ e w  without distracting the respondent (or himself) by taking 

notes and still retain ail the respondent relatede (43). A cautionary note expressed by the 

authors is the possibility that this procedure might intimidate some respondents, as well as 

the interviewer. To minimize this possibility, a small recorder was used. In addition to the 

inconspicuousness of the small recorder, eye contact was maintained with the participant 

throughout the interview, further minimizing the presence of the recorder. Eye contact 

not only demonstrates the interest the interview holds for the interviewer, but also by 

ignoring the recorder (except to check the tape occasionally) it suggests to the participant 

that he or she can also disregard its presence. 

A drawback mentioned by Schwartz and Jacobs (1979) is the possibility that the 

interviewer may become somewhat inattentive since she will have a complete spoken 

record of dl that transpired. Recogniùng that this can be a problem helped maintain a 

high level of attentiveness during each interview. Additionally, impressions of the 

interview were recorded immediately aftenvard. 

Interview questions were framed in the most general language possible, while still 

maintaining the focus of the interview, so that respondents had maximum fieedom to 

include what they felt was a significant part of their expenence of chronic illness (see 
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Appendix). Information that is unsolicited, provided voluntariiy &y a participant, has 

greater vaiidity than information that is structured by a response to a specific question 

(Becker 1957). In this marner, it was expected that responses of participants would have 

greater validity than responses that might be provided by narrowly defined questions. By 

allowing the participant to provide what he or she felt was significant, new information 

could be collected that woufd not be available otherwise. Rosenblum (1987) refers to this 

as "fresh talk." If the social science interview can be conceived of as a continuum with a 

"professional" demeanor at one end and a "personai" demeanor at the other end, fiesh 

talk wiII occur within the context of the interview as the interviewer moves toward a more 

personal mode of interviewing. Rosenblum States at a minimum, 

. . . when an in re~ewer  produces brief exclamations, asides, or encouraging 
subvocalizations, dhe moves the interaction somewhat away from a purely 
professionai model, while still encouraging the respondentr s production of 
utterances. (1  987:390) 

To encourage fresh talk, the interviewer moved away from the purely professional 

social science interview model. while stiil attempting to maintain enough distance from a 

personal mode1 of inte~ewing to ensure the integrity of the interview. In a discussion of 

techniques for interviewing women, Oakley (198 1) encourages scholars to adopt a much 

more interactive style of interviewing, incorporating the willingness to respond to inquiries 

directed toward the in te~ewer  by the participant. Although this may inject bias into the 

interview. we must always be aware that the interview itself is an interaction that does not 

stand outside the participant' s experience but becomes an integral part of that experience 

and therefore cm itself bring meaning not only to the research but to the participantr s 



everyday experience. 

In his discussion of interviewing style, Dijkstra ( 1987) concludes that '...the style 

of interviewing (personal versus formal) affects the motivational level of the respondent 

rather than the tendency to ingratiate oneself with the interviewer" (3 3 0). Therefore, 

interviewers who demonstrate their interest, empat hy, and willingness to engage in an 

interactive situation initiated by the respondent may increase the motivation Ievel with 

little or no resulting tendency toward ingratiation. This provided me with the opportunity 

to respond to interviewees= questions, thus motivating them to share their experiences. 

The level of rapport between i n t e ~ e w e r  and intewiewee was deepened through this 

technique. For example, participants regularly questioned my reasons for researching 

either multiple sclerosis or fibromyalgia. I discussed my interest in understanding a 

chronic illness fiom their perspective. As a result, Mfesh taIk@ becarne a cornmon 

expenence dunng interviews. 

SampIe 

As indicated by the literature review, chronic stress has been understudied, and individuals 

who experience chronic stress may have significantly different experiences than individuals 

who experience life events. Chronic stressors that may provide excellent insight into the 

meaning of social support are Multiple Sclerosis and Fibromyalgia. The results of a search 

of the Iiterature on Multiple Sclerosis indicated that, similar to other studies in the area of 

social support, research into social support has been ovemhelmingly quantitative in 

nature. A similar search of the literature on Fibromyalgia indicated that, to date, there 

have been no studies of social support conducted in this area. Instead, research in 



Fibromyalgia has concentrated on the psychological effects of this chronic illness. 

Both Multiple Sclerosis and Fibromyalgia are chronic in nature, yet the coune of 

each condition is not the sarne. Multiple Sclerosis is a disease of the central nervous 

system. The syrnptoms of multiple sclerosis Vary fiom person to person, and fiom one 

episode to another. Symptoms include problems with eyesight, speech, partial or 

cornpiete paralysis of different parts of the body, extreme fatigue, shaking of the hands, 

loss of CO-ordination, problems with control of bladder or bowel functions, numbness, loss 

of balance or staggering, and dragging feet. Typically, multiple sclerosis symptoms last 

for a short period of time, after which they may disappear for weeks, months or years. 

Symptoms may be severe, or very miid, and can return unpredictably. To date, there is no 

known cause or cure for Multiple Sclerosis (Multiple Sclerosis Society of Canada 1993). 

Fibromyalgia, unlike multiple sclerosis, is a collection of symptoms which most 

likely have more than one cause. Symptoms include pain, fatigue, tenderloins, morning 

stiffness, and sleep disorder. It may occur with a number of other conditions, such as 

allergies, chest pain, clumsiness, imtable bladder and imtable bowel syndrome. 

Fibromyalgia c m  manifest itself gradually over a long period of time or may corne on 

suddedy. Although syrnptoms may Vary over time, the syndrome is continuous, and 

remissions are rare (Ediger 1994). Similar to multiple sclerosis, there is still no known 

cause or cure for fibromyalgia. 

Variation in the expenence of chronic illness has been rnaintained through the 

inclusion of both multiple sclerosis patients and fibromyalgia patients in the sample. The 

sample includes participants who have undergone chronic stress intermittently (multiple 
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sclerosis) and participants who are subject to continuous stress (fibromyalgia). To obtain 

participants for this research, a multi-phase sampling procedure was used. Participants 

were contacted through the Multiple Sclerosis Society in Calgary, and the Fibromyalgia 

Support Group of Calgary. I attended social support meetings at both organizations and 

made a short presentation, outlining the purpose of my research, and my particular interest 

in multiple sclerosis and fibromyalgia, and requesting voluntary participation. It was 

concluded that the members themselves felt more cornfortable volunteering to participate 

in this research when 1 was known to them, disclosed the purpose of my research, and 

discussed my interest in multiple sclerosis and fibromyalgia. Since there are people with 

MS and FM who are members of the social support group but do not participate, 

purposive procedures were used to sample them from the membership lists of the two 

organizations. Members who fit the criteria of greatest variability (e-g., length of 

diagnosis, age, income, severity of condition) were contacted and asked to participate in 

the research. 

In addition, a snowball sarnple of participants who identified themselves as 

nonmernbers of these two organizations was also obtained from other participants. 

Participants were asked to contact potential participants they knew were not members of 

either organization, and inquire whether or not they would be willing to participate in the 

study. The names of willing participants were then passed on to myselfand 1 subsequently 

contacted each one. This approach to snowball sampling allows participants to make their 

decision with little or no pressure from myself A negative decision can be made without 

my knowledge, minimizing any feelings of obligation since there is no contact until after 



the decision to participate has been made. The sarnple was distributeci as follows: 

Table 1: Sample Distribution 

I I - Fibromyalgia 20 10 

No Support Group 

10 

Chronic nlness Member of a Support Group 

condition. This ensured participants represented both a range of symptoms (fiom mild to 

severe), as well as longevity (recently diagnosed to long term -- 45 years). Seventy of 

condition ranged nom mild cases of multiple sclerosis and fibromyalgia to severe cases. 

Multiple Sclerosis 

Sample Size 

Mild multiple sclerosis and fibromydgia include participants who are able to continue their 

employment status (fiil or part-time), and maintain a lifestyte that requires no 

modifications or only minor changes, such as diet, exercise, and rest patterns. Moderate 

multiple sclerosis and fibromyalgia include participants who have some dficulty walking, 

Le. the use of canes, only able to work outside the home on a part-time basis or not at d l ,  

and major modifications to lifestyle such as the use of canes, reduced employment hours, 

increasing use of medical interventions. Severe multiple sclerosis and fibromyalgia 

include participants who have physical restrictions such as use of a wheelchair, need 

homecare support, and are unable to secure employment because of their disability. In 

addition, ages of participants range fiom 18 to 65 years and over (mean age 46), income 

ranges from less than $10,000 per year to over $60,000 per year (mean income $1 8,289). 

Education of participants includes less than Grade 12 to a postgraduate degree. This 

20 

Participants were contacted based on both the severity and longevity of their 

40 20 



sample, therefore, allowed for cornparisons to be made across al1 categories of chronic 

illness. 

Two clinics. who treat multiple sclerosis and fibromyalgia, were also contacted for 

participation in this study Questions about diagnosis and the problems surrounding 

diagnosis of mu1 t iple sclerosis and fibromyalgia, and the difficulties of managing both 

conditions were discusscd with both the representatives of the clinics and the chronically 

il1 participants. These interviews increased the understanding of the social context 

surrounding both medicat conditions. 

Data Analvsis 

The method of data collection and analysis utilized was the grounded theory 

approach. Grounded i1ieot-y is an approach to 

. ..doing qualiiative analysis that includes a number of distinct features, such 
as theoretical samplinç, and certain methodological guidelines, such as the 
making of constant cornparisons and the use of a coding paradigm, to ensure 
concept ual devef opment and density. (Strauss 1987:s) 

Followin~ Strauss' ( 1987) guidelines, the following steps were taken to ensure 

adequate data collection and sampling. M e r  Brst conducting initial interviews, the data 

was coded and analysed making provisional linkages among the emerging concepts. This 

initiated the process of developing an increasingly dense theory. 

Emerging concepts were validated, hypotheses arising out of the original analysis 

were tentatively tesred. linkages were firmed up and cornparisons made with the new data 

collected. Sampling was guided by this step, suggesting where to collect relevant data, 

test new hypotheses, and formulating and creating an increasingly dense theory. 
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Coding was tested for relevance to the real world. "Thought process(es) m u s  be 

linked with. tied in tightly with, the examination and collection of new data in order to be 

of service to the research itself' (Strauss 1987: 17). 

Coding for the core category or categones was a constant process. Carefùl 

attention was paid to determinhg dimensions, distinctions, categories, and linkages that 

were of greatest importance, beginning with initiai coding procedures and continuing as 

each successive set of data were coded and analysed. This ensured that integration of the 

emerging categories became increasingly more certain and tighter, with the object being to 

generate an inductively-based theory that is "convincing both to the researcher and those 

who will read.-." (Strauss 1987: 18) the end product. 

IntegraJ to this process is the generation of theoretical memos. Theoreticai ideas 

were elaborated and interconnections made between them. A continuous sorting of these 

memos and continuous coding and recoding helped develop greater scope and density of 

the subsequent theory. The memoing also indicated what type of additional sampling was 

required and when a category had reached "theoretical saturation." 

These procedures continued into the writing phase of this dissertation, and as a 

result the writing progressed even as data was still being collected, and coding and 

memoing were still under way. 

Ethical Considerations 

As each potential participant was contacted they were infonned of the intent of 

this research, an examination of the everyday experiences of people undergoing chronic 

stress. They were presented with a letter describing the study, and assuring anonymity of 



themselves as well as confïdentiaiity of any information they disclosed during their 

interview(s). In addition, they were provided wbth information about the possible use of 

the data collected from them, their ability to withdraw from the study at any time (the tape 

and transcript being destroyed imrnediately), and the length of time the data would be held 

in safekeeping before being destroyed. 



CHAPTER FOUR 

BECOMING CHRONICALLY ILL 

Multiple sclerosis and fibromyalgia are medical conditions poorly understood by 

the general public. M o a  participants in this study had heard of multiple sclerosis 

beforehand, and understood it as a disabling condition. However farniliarity with the 

disease was sketchy at best, coming predominantly frorn fundraising campaigns. 

Fibromyalgi4 on the other hand, was a term encountered for the first tirne at diagnosis. 

Participants were faced with absorbing the idea that they had a medical condition that they 

had never heard of before, that was not only a mystery to  themselves but also to their 

physicim. 

Chronic illness does not become "real" at the moment of  diagnosis, but oniy afier a 

period of  time during which a person is faced with accepting the diagnosis, reaiizing 

present and potential limitations, and adopting lifestyle changes that accommodate those 

limitations, both willingly and unwillingly. Their own understanding of multiple sclerosis 

o r  fibromyalgia facilitates or constrains this process. A short discussion of the history of 

each of  these medical conditions will provide an understanding of the difficulties of 

coming to grips with a chrmic iIlness. 

1. Multiple sclerosis 

Multiple sclerosis was first identified by Charcot, an erninent French neurologist, in 

1868, and was considered to originate in the individuai's psychologicd makeup. It was at 

first judged to be a type of hysteria (Buzzard 1897), and the hysterical nature of  the 
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disorder contnbuted to the difficulty of diagnosing multiple sclerosis (Adams and Fletcher 

1950). Indeed. hysterical symptoms were thought to manifest themselves in multiple 

sclerosis more often than in any other identified "organic diseases of the nervous system" 

(Brain 1930). The above authors were refemng to the recumng symptoms of multiple 

sclerosis, such as blindness, speech difficulties, partial or cornplete paraiysis of different 

parts of the body, extreme fatigue, shaking of the hands. Ioss of CO-ordination, problems 

with controi of bladder or bowel functions, numbness, loss of balance or staggering, and 

dragging feet, which may manifest thernselves for varying lengths of time and then seem to 

completely disappear. These symptoms, which we now know to be comected with the 

separation of the myelin fiom the neural transrnitters. were once perceived to be 

psychoIogical disorders. 

Poser traces the hiaory of multiple sclerosis indicating that approxirnately 60 years 

ago this disorder was "...perceived as esoteric, mysterious, and comparatively seldom 

recognized." In generai lay people in the 1930s had no familiarity whatsoever with 

multiple sclerosis (1 984:xi), and it often went unrecognized by physicians since they 

viewed it as a difficult and confusing disease to diagnose. Due to the perceived difficulty 

and confusion surroundhg diagnosis, multiple sclerosis was &en the label inappropnately 

applied to other medical conditions. At the same time, a considerable number of people 

with true symptorns of multiple sclerosis went undetected. It was not until the 1950s, as 

a result of intensive scientific investigations into the disease after World War II, that 

medicine came to a true understanding of the prevalence of multiple sclerosis. 

However, some difficulty remained because "...diagnosis, indeed, (was) only assured at 
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autopsy ..." (Matthews 1978:3). The difficulty of the situation has been considerably 

relieved by the invention and subsequent use of the Magnetic Resonance Imager (MW) 

which can provide an image of the brain and the lesions that occur due to multiple 

sclerosis. This has greatiy reduced the problems surrounding diagnosis of multiple 

sclerosis and the length of time involved. Multiple sclerosis is now accepted as a 

legitimate physical disorder, both by the medicai profession and the  generd public. It is 

incurable, but symptoms often cm be alleviated with medicai treatment. 

II. Fibromvalpia 

Fibromyalgia was originally diagnosed by Stockman as "fibrositis ", defined as a 

"slight infection reacting to a deeper intemal infection" (1904:) Suggested treatment at 

that time was drastic since it involved the removal of intemal organs that rnay be the origin 

of the disorder, (e-g., appendix. gall bladder, uterus, among others). In 1937 Hailiday 

reinterpreted fibrositis as a psychological reaction to a traumatic event. Subsequent 

studies conducted in 1938 focussed on the involvement of neurological pathways and the 

development of appropriate treatments. It was not until the 1950s that Graham suggested 

that physiology rnay be a contributing factor since there was a consistency in symptom 

presentation by patients. At this time he indicated that there may be a biologicai pattern to 

the symptoms of fibromyalgia with psychological factors contributing to the overall 

manifestation of the disorder. In the 1970s Smythe and Moldofsky added sleep 

deprivation as an additional contributing factor, and in the 1980s and 1990s researchers 

are still explonng the possibility of biologicd foundations of fibrornyalgia. This research 

has, at the present time, failed to corne up with an effective treatrnent. However, the 
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psychological makeup of the individual is still considered the major contributing factor to 

fibromyalgia and similar conditions such as chronic pain and chronic fatigue (Wolf 1995; 

Russell 2 995; Mease 1 996). 

My own libraq research into the treatment and symptoms of fibromyalgia reveals 

that there is an emphasis on a psychological contributory factor indicated by the 

ovenvhelming representation of psychological research into this disorder and by the fact 

that psychology appears to have the most to Say about fibromyalgia. When one examines 

the public representation of fibromyalgia, the most recent coun cases of patients suing 

insurance companies for disability insurance. indicates that there is a heavy reliance on 

psychiatn'dpsychological expertise in determining the disposition of such cases. 

Fibromyalçia therefore. appears to be perched on contested ground - psychological versus 

biological disorder - and seems to be situated in the sarne position today as multiple 

sclerosis was over 90 years ago. 

111. The Developine Reality 

When people are first diagnosed with a chronic illness this can be an ovenvhelming 

expenence. They are faced with corning to grips with a medical condition that they have 

been told is incurable. lasts for a lifetime, is disabling, and has no known cause or cure. 

For those who are diagnosed with fibromyalgia, the duration of the disorder and disabling 

effects are indeterminate Both multiple sclerosis and fibromyalgia require considerable 

and constant adjustment to a person's lifestyle, since both conditions Vary from individual 

to individual, as well as over time. There appears to be no consistent pattern of 

symptoms, nor a consistent pattern of treatment of these symptoms. Both require 
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unexpected adaptations and generate fear of what the future will bnng with it. Within this 

context, a number of adjustment tasks must be accomplished, beginning with the diagnosis 

and extending over a lifetime. 

IV. Confrontine the Unex~ected 

As syrnptoms of the chronic illness develop, both before approaching a physician, 

and during the diagnostic process, participants speculated on what might be wrong. 

Moreover, expectations were placed on the medical profession that, whatever was causing 

the symptoms, it could be cured, simply and quickly. When advised that they have a 

chronic illness, with unknown cause and no cure, there were a number of responses. Al1 

participants were comforted by the knowledge that their symptoms could be classified and 

named. However, they were aiso shocked, unwilling to accept the diagnosis, 

contemplated suicide, or were relieved that they finally knew what was at the source of 

their symptoms. 

Shock 

When a participant has little knowledge of the chronic illness, the reaction can be 

very strong, even leading to the suspicion that it may result in death. As Bemice, a 

woman with a mild case of multiple sclerosis stated: 

1 think the first thing that happens is you corne face to face with dying. 
Particularly for me because I was redly quite young, 1 was only 19.A 
was really hard then because I really, 1 oniy knew one thing about MS 
and that's that people got it, and they got really sick and they died really 
quick. 

Ross, a man with severe multiple sclerosis, indicated sirnilar sentiments: 

... 1 was shocked, so you go fiom, 1 don? know, but it was a signïficant change 



... 1 hardly remember anything about that conversation, other than 1 knew two 
things, 1 had multiple sclerosis and it wasn't going to kill me. 

Mild symptoms, and speculations about what those symptoms may mean, lead to 

expectations, that whatever was wrong, could be mended by medical expertise. As Maria, 

a wornan with a mild case of multiple sclerosis indicated: 

1 was a little shocked because it's not what 1 expected. 1 mean, 1 hadn't been 
feeling well for probably about three years ... 1 thought it's just gonna be a virus, 
he's just gonna give me a pill, and then my life will go on. 

For some participants a sense of helplessness cornes with the diagnosis of multiple 

sclerosis or fibromydgia, and the knowledge that neither illness is curable, or, in the case 

of fibromyalgia, that it can be treated effectively. Susan indicated her sense of 

bewilderment, helplessness and inability to cope with the news that she had a chronic 

illness, "...when 1 first got fibromyalgia 1 didn't know what to do. I sat here two months 

crying cause nobody would help me." 

And Denise also talked about her reaction to fibromyalgia, "...the first year I was 

diagnosed 1 really had a hard time. 1 did not accept it. And I just sat at home and felt 

sorry for myself" 

Denial 

Participants dso taiked about their fear of accepting a diagnosis of chronic illness 

because that would be a confirmation that they had an incurable medical condition, that 

they and the medical profession could do nothing about. Sornetimes the diagnosis would 

be kept secret, as in Francine's case where she wîthheld information about her multiple 

sclerosis: 



At that time I hadn't told, 1 had known for six years then, but I stiil hadn't told 
my family or anybody ... Then it would make it real too if 1 told anybody. So  1 
didn't te11 anybody that I had it because it was so minor, Iike the symptoms. 

Lynn, w*th moderate symptorns, stated "I'd have to  Say that for the first four years 

from diagnosis, from 1990, 1 didn't have MS. In my head 1 didn't have MS." Jill also 

states regarding her mild symptoms: 

... right now I think I'm in deniat I even have it ... I put it down to I'm just getting 
old ..A went on the Multiple sclerosis walk and 1 think then it reaUy became 
more real for me. that 1 have it when I saw other people ... I just feel like this 
can't be  happening to me, because this is too unbelievable. 

Participants who were diagnosed with fibromyalgia also indicated an inability to 

accept the fact that this is an incurable, chronic disorder, as in Bonnie's case, a woman 

with moderate symptoms: 

I found it hard. but Itve corne to believe that maybe 1 won? [get better] ... 
1 just kind of wonder. well maybe, maybe there's hope still. AI1 I c m  think, 
maybe there is  hope. 

Pamela indicates her rnoderate symptoms do not deter her from the expectation that this is 

only a temporary condition 

... one of thesc days something will happen. Yeah, 1'11 get the energy back. 
Like l'ce o n e  throush penods where 1 cantt walk and 1 never think that's 
permanent ever It's a temporary inconvenience. I look at it that way, not 
so much as that. yeah. that's gone now, what can 1 do now. It's not going to 
be a permanent thing. 

Diagnosis can also lead to adopting a day-to-day approach to dealing with the 

diagnosis and continuing symptoms. David, with moderate symptoms of fibromyalgia, 

uses the rhetoric of suwival. similar to the discourse ofien used by the media regarding 

cancer patients. 



... 1 can reaily say that it, that it, uh, really altered my behaviour thoroughly. 
It had a drastic effect d e r  the injury and accident, and then, uh, you know, 
for many years actually I've just been in a suMval mode. 

However, Lorraine, a woman with moderate symptoms of fibromyalgia, indicates such 

denial c m  only be  maintained so long, and eventually a person has to face the reality ofthe 

situation: 

... for the first year or two, I was not accepting the fact that 1 was going to 
be like thîs for the rest of my life and so 1 lived fiorn day to day thinking I 
would wake up the next moming and it would be al1 gone. When that didn't 
happen. I finally came around to accepting it. 

Suicide 

The devastating nature of the diagnosis and the continuing symptoms of the 

chronic illness, can lead to thoughts of suicide, and even atternpts by participants to 

end their situation. Looking toward a future with no reduction in symptoms, and 

increasing disability, participants discussed their thoughts regarding suicide. As 

Bernice indicated about developing multiple sclerosis, " Like if 1 got reaily sick I probably 

would take some pills or something and kill myself 1 have no doubt about that in rny 

mind, cause I would make that choice." However, it was the participants with 

fibromyalgia who talked most frequently about suicide. For both men and women with 

fibromyalgia, the pain that accompanies this illness, increasingly leads to thoughts of 

suicide. John discussed how the seventy of the syrnptoms Iead to his contemplation of 

suicide as a solution, "...some days if 1 had a gun I'd shoot myselc to tell you the truth, 

because the pain just gets so bad ... I'd been thinking about it for a while ... there's only a 



certain amount of pain that people can go through. " Comne, with rnoderate symptoms, 

also indicates her intolerance of the accornpanying pain: 

... at that time, 1 had no days that the pain wasn't, no time in any day even that 
the pain wasn't so severe that 1 was just on the edge ail the time, you know- 
Just 1 can't handle this anymore. 1 used, you know, used to just sit and pray 
that 1 would j u s  die and get it over with. 

Age is a consideration, both present age and increasing age. Looking toward a fbture of 

continuing syrnptoms, and increasing disability, Carole, a woman with severe 

fibromyalgia symptorns, talked about her situation: 

1 had a very hard time accepting this, 1 really did ... 1 went suicidai. I didn't 
want to live. 1 didn't want anything to do with this ... A 26 year old does not 
want to hear that you're totally disabled. It's just not the thing that you 
want to hear. Not, not at that age. 1 mean, my god, I was just starting my 
life. And that was, oh it was just awful. It was real traumatic. 

Susan, Iooking toward her own future, commented: 

1 can't imagine being an old person with this. You know, I don? know how 
a person would be able to do it And I'm telling you if 1 have this, you know, 
if they ever bring that out where you can go and have a shotgun, or go get 
yourself put to sleep so you never have to wake up again. If they dont find 
a cure for this, I'd vote for that. 1 really would cause 1 do not want to live 
with this forever. 

Similar to previous accounts of speculation about what is wrong with their 

physical situation, participants tned to appraise their situation, and as a consequence often 

suspected conditions that were, in their own eyes, much worse than the subsequent 

diagnosis, (e-g., cancer, mental illness). Since the diagnosis of multiple sclerosis or 

fibromyalgia was perceived as less catastrophic than their imagined condition, the 

diagnosis cornes as a relief. even if they were not familiar with either condition. Amy, 



w*th severe symptoms of multiple sclerosis, suggested it removed uncenainty f'korn her 

life, "At was a relief to know that 1 really had something. That I could give it a title, 

instead of always wondering." 

Melanie, who now has severe symptoms of rnultipIe sclerosis. saw the diagnosis as 

a reprieve that prevented her fiom occupying her tirne with concerns over her physical 

condition, "I'm glad 1 didn't know 30 years ago that 1 had MS cause it would have given 

me al1 those years to be womed about it." 

With moderate symptoms of multiple sclerosis, Vem expressed his feelings of 

hstration over not knowing what was wrong, and his relief that he now had a label for 

his condition, and the ability to now take into consideration his chronic illness when 

assessing situations: 

... whether I'd found that out a year and a half or two years earlier rûally 
wouldn't have changed anything. But it sure as heck would have reduced 
the frustration of not knowing ... I was relieved and 1 was fnistrated and I 
was angry ... it gave you something more to, to, assess the situation on. 

For several participants, it was a relief to know that their condition was not cancer, 

or some other fatal disease. As Lome States: 

It was a relief to know that, 1 thought it rnight have been cancer, or some 
other, I guess, fatal type of disease ..A doesn't HI you. It just slows you 
down- And so 1 was relieved that it was that.., 

Diagnosis could also relieve fear of other debilitating conditions, as Bernia, with severe 

fibromyalgia, indicated: 

... I'd just started [skiing] and reaily found it so exciting, and then it was gone, 
and never coming back. That's the hard part, to realize it's unlikely that it 
wiIl ever corne back ... 1 was kind of relieved to know that's what it was, And 1 
probably wasn't getting Alzheimer's, that it was this. 



For both multiple sclerosiç and fibromyalgia participants, one of the most 

fiequent concerns was that their symptoms were an indication of mental illness. As 

leremy, with moderate symptoms of MS, reveais: 

1 was actuaily relieved.. .once 1 was diagnosed I was relieved and al1 that. 
"Hey, I'rn not crazy. This is an actuai disease, a viable symptorn. This is 
a disease." So it didn't really bother me that much to know that's what it 
was. 

And Alicia, with severe FM, discussed her fears and relief that she was not aione and 

mentally ill: 

I've had this pain for about thirty years .At was almost like there is something. 
I'm not crazy. I'rn not stupid, you know. And once I had a naine and I 
knew that 1 wasn't the only one, and I went to one of the first meetings ... I was 
absolutely shocked at the number of people that showed up. 

V. Limitations 

Gradually participants came to understand that as multiple sclerosis or 

fibromyalgia develops they will experience growing limitations on their abilities to 

physically and mentally accomplish planned goals, social and leisure activities, and role 

obligations. Participants made cornparisons with their own past abilities, measuring what 

they could do in the present with what was possible in the past. They also compared 

themselves with other people, placing their quality of life under a microscope. 

Com~arison with Dast self 

When comparing their present state of affàirs with past abilities, participants found 

that they had to alter goals they had set for themselves since MS or FM set limitations that 

prevented the accomplishment, or perceived abiIity to meet goals set for the future. As 

Bernice, a woman with mild symptoms of MS, stated ...y ou have to make really senous 



life decisions, you know, a lot of the things that 1 had thought 1 would want to do 1 just 

simply couldn't really do anymore. Multiple sclerosis at the very least can encourage a re- 

evaluation of a person's Iifestyle, as indicated by Ward, "I'm looking at things in a 

different light. Before I was go, go. go, go. Whereas now f'm just backing off a linle bit. 

I'm looking at things in a different light now." Similady. moderate symptoms of 

Fibrornyalgia have had an effect on how Lorraine structures her life. 4 have had to let go 

of my Iifestyle h m  previous and adopt a totally new lifestyle which 1 was not prepared 

to do nor would 1 have chosen to do this-.." 

Active Life 

The most significant change for participants with muItiple sclerosis and with 

fibromyalgia was the perception that they had lefi an active physical life behind. They felt 

that their physical activities were now constrained by the syrnptoms of MS or FM. This 

seemed to be of pariicular importance to the men, as indicated by Lome, ". . .when 1 was 

first going out with my present wife, we used to do a lot of hiking and camping.. A's that 

part 1 feel fiustrated in not having the capability of doing." And Vincent, another man 

with multiple sclerosis states: 

1 was always involved in sports and whatnot. 1 can't do that anymore, so that's 
hard on me. 1 always did a lot of walking or ninning. 1 always played with kids, 
helped coach kids in baseball, hockey and whatnot. 1 can't do that anymore. 
That's hard, you know. And it's hard not being able to lie up your grandchildren 
whenever you want to. 1 mind that a lot. 

The limitations of physical abilities were tested by participants in an effort to define the 

boundanes of their lives, for example Vincent states 



I guess when you've lived your life doing everything for yourself, and then 
al1 of a sudden something cornes up and either you can't do it or you're not 
sure if you cm do it so you want to try anyway. 1 dont think 1 ever want to 
Iose that, I try. 

As Iane indicates. testing becomes a part of the acceptance of, and fnistration with, 

moderate multiple sclerosis: 

Well I haven't accepted it gracefully. I'm a fighter, and so 1 think because of 
that I cause a lot of fnistration for myself Sometimes because 1 resent the 
limitations that have been imposed on me ... my whole life I've always been 
so active and then not to be able to do any, really to me, any kind of discernable 
amount it's a disappointment, you know. 

Sirnilarly Ross expresses his disappointment with a change in his abilities: " ... like it wasn't 

like a death sentence. but in my mind it was close ... I've gone from active in sports, and 

active with my kids sports and al1 that kind of stuK.." Denise, with moderate FM, also 

talked about her disappointment over diminished physical abilities and her pessimism about 

the fiiture: 

... 1 still can't do what I used to do. That's what bothers me. You know, the 
fact that sure 1 feel better, but I'm still not Iike 1 was five years ago, or 
four years aga I will never be like that. unless they find something, which I 
can't see them doing. 

For Bernia, a woman with severe FM, there is a continuous decline in her physical 

abilities: 

1 was very physicaily active. 1 was leading the whole school in aerobics, 
coaching rhythmic gymnastics, doing rhythmic gymnastics myself. doing 
jazz dance ... 1 know I can't do things, but you know it's just so hstrating 
... something I might do on my lunch hour before I had lunch, wipes me 
out for the day ... 1 have gradually gotten worse al1 along. Like even now, 
compared to when 1 went off on disability, 1 can't do a lot of the things 1 
could do then. I wasn't having on almost a daily basis. 

Thus the physical limitations that corne with multiple sclerosis and fibromyalgia may lead 



to not only a complete change of lifestyle, but also a change in the way one thinks about 

oneself and one's life, as indicated by Barbara, with moderate FM: "1 was an active person 

... it meant a total lifestyle changeAt was just a total lifestyle change and an attitude 

change and everything " 

Role obIieations 

Participants felt that multiple sclerosis and fibrornyalgia stood in the way of filling 

their roles in a cornpetent manner. According to Ross, MS was reducing his effectiveness 

as a husband and fat her. " right now I don? feel Iike a great success at being a father, at 

being a husband or anything. ..Iqrn not doing what 1 feel I need to do ..." Jane also felt MS 

was interfering with her role as a housekeeper, 

.. .therels still apan of my brain that says you still should be able to rnake 
supper or do the dishes, those kinds of little things ... 1 think that was pride 
... Because I just so fiercely wanted to do it. To just have to accept that 
some days 1 can't 

Roles other than marital roles cm also be affected by physical limitations brought 

on by MS and FM Sarah. with mild fibrornyalgia, talks about the difficulty with changes 

that occur to her perception of herself in a work role: 

It's a whole change in lifestyle. Um, it's difficult to leam if you've been 
somebody who worked hard and did a lot of things al1 your life to live 
as quietly as it requires some of the time ... It's very discouraging at tirnes 
. . .1 don't ~ o r k  as hard or do a lot of things 1 was able to before. 

Social life also becomes constrained, as Geoff describes: 

I have no social life at al1 now. 1 can't go golfing I used to play basebail. 
1 used to go tishing. hunting, and al1 of that has corne to a complete 
stop ... like 1 love to fly fish. Just using the arm and about five minutes I 
just totally cannot do it anymore. 



Health com~arison 

Assessments of limitations were also based on a cornparison between the diagnosis 

of multiple sclerosis or fibromyalgia and other possible diagnoses. Joan, a woman with 

severe MS, indicates her positive assessrnent of multiple sclerosis: 

1 could be alot worse couldn't I? 1 could be dead. Oh yeah. 1 could be a lot 
worse than I am. So I'rn just glad that I've still got, I'm still glad 1 can 
think still, and talk, and reason, and do al1 that stuff. And really I've only got 
abilities fiom my neck up. 

Similarly, Ross also talks about his positive assessrnent of multiple sclerosis: 

... 1 didn't lose it ali nght away ... as hard as it was to deai with 1 feel advantaged 
from the perspective of at least things changed slow enough that 1 could 
overcome a little bit at a time ... I'm gratefùl that it happened that way. It would 
have been different had it been some other disease ... itfs not easy to deal with 
but at least 1 can deai with it in little bits. 

Not ail participants made positive health comparisons, however. Carole, a woman with 

severe FM, saw her heaith as continuously declining: 

... I've got allergies, I've got a touch of asthma now which I never had before. 
There's so many things that I've got now that 1 never, ever had. 1 used to be 
healthy, you know. 1 had an active Iife ... 1 loved hiking and walking and that 
kind of stuff. ..now forget it. 

Cornparison with others 

Participants also compared their limitations with the limitations other people may 

expenence. For exarnple, June, who has moderate MS, talks about her cornparison with 

other MS patients: 

1 can look at other people that 1 know, that I've seen and think, wow, I've 
really got it easy because I'm still ambulatory, although there are days when 1, 
1 dont waIk as well as 1, as well as 1 used to. 

Lome, on the other hand, makes an unfavourable cornparison with farnily members: 



A ' s  gotten much worse in the last, certainly in the last two or three years 
... chronic progressive [MS]. There's no, there's no remission at dl... 
Unfortunately, I'm on a scaie sliding down, whereas the kids are on the scale 
quickly sfiding up. 

Cornparisons are afso made to fellow workers on the job, as Elain indicates:: 

1 have to double check al1 my book work. Which takes extra time. 1 can't 
guarantee that 1 do it right the first time. I'm not as fast as some of the other 
techs. And 1 tend to Wear out faster than they do. 

The standards set by others on the job emphasize the failure to now meet the "normal" 

requirements, or, as in Parnela's case, as FM symptoms increase, a person becomes unable 

to even assist themselves in overcoming the symptoms like "normal" people c m :  

And the one thing that you realize as time goes on, because your mind isn't 
focussed any more and your rnemory is al1 but gone, you can't do the things 
that a normal person would be able to do in order to improve their state. 

Both multiple sclerosis and fibromydgia presented participants with a difficult and 

ambiguous situation. Due to the unpredictable nature of the both conditions, participants 

found themselves unable to predict their ability to accomplish even the simplest tasks. 

Amy, with severe MS, explains: 

It's hstrating just cause you dont know from one day to the next what it's 
going to be like. Like if you're in a car accident and you have brain damage, 
you'd probably be the same every day. You know what you're like, but with 
MS you don't know. That's what 1 find hstrating because you don't know 
what's going to happen. 

Susan. with moderate FM, agrees "It's really, really hard because 1 can be fine one 

minute and the next minute a bomb goes oK..itls very, very hard to deal with." 

For participants with FM it becomes difficult to trust the days when symptoms are 



at a low ebb, since the situation can change without warning. Glen describes his situation: 

1 don't know when it's going to hit me. 1 mean some days 1 feel there's nothing 
wrong with me. 1 tend to get it after I've done sornething. 1 could be working 
on something else. I'm okay. But once I've stopped that's when it hits me. 

Geoff relates the same situation: 

.. .you feel good today, and even say you feel good for two or three days, that 
you know you're functioning. Then al1 of a sudden you just get this what I cal1 
them is flare-ups. You just ache, and pain al1 over, and you just, if you were 
working there'd be j u s  no way you'd be able to go in and perforrn a function 
properly ail day long. 

The difficulty sornetimes lies with the inability to trust your own assessrnent of the 

situation. Carde describes her problem: 

You figure once you get a handle on what you've got and you start to 
understand it, you figure, okay I've got a handle on it. 1 know how to do 
this. t know how to manage it ... no you don't know how to do it. There's 
so many twists and turns, and it changes so kequently. 

For participants with MS there is an awareness of the health trajectory of multiple 

sclerosis. A person with MS becomes increasingly disabled by the syndrome, and this is 

made clear to them by the medical profession. Since little is understood about 

fibromyalgia, and its prognosis, and since it is unpredictable participants are lefi to 

speculate. Richard, a mild FM patient, talks about his speculations: 

1 still have fear in the back of my mind that this thing is cumulative. and, and 
it's, it's gonna catch up with me someday and I'm gonna end a lot worse than 
1 am. So there's a real fear about it. 

Bonnie talks about her mal1 window of optimism: 

1 found it hard, but I've corne to believe that maybe 1 won't [get better] ... 
1 just kind of wonder, well maybe, maybe there's hope still. Al1 1 can think, 
maybe there is hope. 



Grieving 

One woman with multiple sclerosis discussed how she sees MS as a process of 

continuous gneving. She gneved for the loss of physical abilities that would never retum 

and found that this had become almon a continuous daily experience, since she no longer 

experienced remission periods. However, grieving was not considered part of the 

experience of other MS participants. On the other hand, grieving seerned to have become 

an integral part of both men's and women's expenence of N. Florence, with moderate 

FM, saw it as a method of cornhg to grips with fibromyalgia: 

1 grieved and gneved. I cried buckets. I screamed and hollered and 1 did the 
whole thing. Denied it,emotionally, mentally. I've done the grieving, um 
and, of course, spiritually coming to grips with it when 1 couldn't do the things 
I wanted to do, yeah. 

Tom expressed discornfort with the grieving process and his sense of privacy about his 

feelings: 

Like I don't like to feel sorry for myself. 1 dont like people to feel sorry for me. 
1 guess. uh, the times that 1 sort of gneve the most and think about things 1 
can't do and that is when I'm by myself 1 don? like to sort of burden other 
people. 

Bernia expressed the necessity of grieving for losses and a changed Iife: 

... there is a lot of grieving process. 1 mean for me it isn't on a daily basiq and 
1 try not to think about what I could do and how active 1 was and how my 
mind was functioning ... but at the sarne tirne you certainly go through a grieving 
process because you have had r d  substantiai losses that are afTecting you evexy 
day of your life. 

However, there was also an effort to avoid dwelling on the loss of physicai abilities. As 

Parnela explains: 



... like 1 kind of get up and I look at things, and so 1 can't do this today, but I 
dont dwell on it. If there's any grieving for loss it's subconscious. i'm not 
aware of it because self pity is probably the worst thing you can do when 
you've got that kind of condition [FMI. 

VI. Chan~e  of LifestvIe 

Participants found that they had to make numerous changes to their lifestyle. For 

Multiple sclerosis participants the changes came gradudly, but for the Fibromyalgia 

participants changes sometimes had to be made rapidly. The main themes that surrounded 

these changes were the loss of control, regaining control, lack of independence, and the 

necessity for plans and the difficulty of making plans. 

Control 

Control was an important issue for Fibromyalgia participants. They indicated that 

they felt a considerable loss of control over their lives, as if FM had been able to wrest 

control from them. Helen speaks for most of the FM participants when she says: 

I lost all control. I lost al1 control. I don? anymore. It, the only thing it does 
is remind me when I've done too rnuch, Oh, 1 did lose al1 control because for 
some reason I thought the pain tells you what you can or cannot do, and 1 thought 
that's just the way it was going to be. 

Glen also indicates his desperation with his situation, "It's taken al1 control. 1 can't, I'm 

boxed in. 1 can't do a thing." 

Fibromyalgia seems to run its own course, and this causes feelings of loss of 

control. Carole talked about how difficult things can become when others try to help in 

the situation: 



... there's no control. There's no nothing. You don't have control over this. 
And no matter how hard you try you can't. It7s like somebody throws 
a monkey wrench in and it could be any time ... 1 feel like everybody else is 
running rny life. 1 mean, okay 1 haven't got the greatest mind anymore, 
you know ... but 1 don7t need other people running my Me. 

Dunng some periods participants felt they could re-establish control over their 

[ives, though this was never permanent. oniy a phase ofthe condition. 

Like some days I feel like yeah, I could do something but then other days 1 
have a hard time just getting around the house. So 1 think. like 1 have 
improved, like taking control over this without having it control me always. 
But 1 have to really watch it. 

There was a belief that at some point in their lives they would be able to re-establish 

complete control, but for the time being Fibromyalgia has the upper hand. Pamela talks 

about her future in cornparison with her present situation, " At this point, until 1 can 

regain some of my focus, life is something that happens to me as opposed to me deciding 

where 1 want to go and what 1 want to do." 

However, for most participants with FM there was a sense that acceptance of fibromyalgia 

as a permanent condition was the ody course they could take. Bonnie explains: 

... I am powerless, I can7t do anything about that FM. 1 can do things to help, 
but I can't cure it, can7t get rid of it. I've jua got to accept it. Just admit it. 
admit it. But that was hard for me to do, admit thai there it was. Admit that 1 
have to accept it. 

Not al1 FM participants had a sense that they had lost al1 control over their lives, 

but were willing to struggle with the symptorns in an attempt to retain control. As Carole 



1 make sure 1 do things for myself, you know. No matter how bad I am. 
Even if I have to crawl on my hands and knees, 1'11 do it.A found that with 
myself controlling it this way 1 have a better handle on it and I donTt get as 
severe bouts. 

Cindy, on the other hand. reframes her situation in a positive marner: 

A t  hasn't taken control of the things that are important. It hasn't taken the 
control away from m e  as a mother. You know, I'm still a mom to my 
kids. It has taken t h e  control away from me in how much energy 1 have, which 
sometimes really sets me down. 

Independence 

Independence is anot her issue that was important for participants. The importance 

of retainiy independence was critical to their own sense of  self-worth. Becorning 

dependent on others sas  not a preferred state of affairs. As Alicia, a woman with M. 

stated. "lt takes away a lot of my independence, because 1 have to depend on others. I'rn 

the type of person who doesn't depend on other people to do things for me. Geoffalso 

indicated his abhomence with dependence on others, "1 hate having things done for me. 

Um. like 1 wani to he able to support myself..right now, my whole life is just totally 

niined." There is a fierce determination among participants to retain or gain 

independence As Carl States: 

1 no l o n p  am independent ... 1 myself can no longer be independent and 
that evey  so oRen hits me as a very depressing situation ... 1 don? know if it's 
arrogance or the instilled independence of my being, but 1 will try t o  maintain 
myself. 

Loss of independence can lead to anger about the situation, as in Elaine's case: 

"Independence is a very strong issue with me, yes, most of the time. Sornetimes 1 get very 

angry about it, angry at myselc and angry at other people." David indicates how loss of 



independence has had an effect on the goals he set earlier in Me: 

Well I've been very independent and resourceful ever since this happened ... 
17ve always found a way to make ends meet ... but E haven't, like I Say, I 
haven't accomplished the normal goals that 1 would have liked to at my age 
and so on- 

Planning 

The difficulty presented by multiple sclerosis and fibromyalgia is the erratic nature 

of both disorders. A person does not know what the next day wi1I be like, since symptorns 

may suddenly appear or the pain may become unbearable. which prevents making plans or 

carrying them out. On the other hand, participants indicated there is a need to plan 

activities of al1 kinds in order to meet obligations, both social and othenvise. Bernice talks 

about evaluating and organizing her life around MS: "1 corne out of "remission" I guess is 

what the term is, 1 have to sort of re-evaiuate and sit back and think about what I cm and 

can't do. Barbara indicates how FM has also made her re-evaluate and organize her life: 

...y ou have to try and think more what's this going to do to me if 1 do it, and 
that sort of thing. Like, you can't go out and party every night on the weekend 
~ h i s  gives me a totally different viewpoint on life. Cause 1 see what, cause 1 
know how it is to tive normally. 

The nature of both diseases means that plans must be short term, if it is possible to make 

plans at dl. Bonnie speaks about this difficulty: "One day at a time, you have to, you have 

to live like they tell you, one day at a time. Live for today, and let tomorrow take care of 

itself. Living for the moment can increase patience, but it can also emphasize the 

importance of making every good day count, as it does for Cindy: 



Having got Fibromydgia has increased my patience and tolerance in life, cause 
I had to learn to, um, oh well, it's not going to happen today, and go on 
and do something else. I'm very carefùl not to waste my good days. 1 don? 
Iike to waste my good days. 

However, making good days count can often lead to trouble iater on, which has happened 

to John, a man with FM: 

1 try to keep myself as busy as I can, because usudly when those days happen 
al1 the running around that 1 should have done when 1 was sick al1 has to get 
done in a day ... then I'm heading for a crash. 

Carole talked about how good days cm lead to false hopes: 

I had a run of two days that was actually not too bad. And I rather enjoyed 
those two days, and actually the second day 1 was going through the 
paper looking at the want ads. 1 thought maybe 1 can start work here. Oh 
this is good. Yeah, right. I ended up I couldn't move the next day. 

Participants rnust plan, but they cannot be sure the plans can be carried out. As Car1 says: 

There's no rhyme or reason or pattern that you can set d o m  on paper and 
say "Okay, on Monday 1 know this is going to happen, and on Tuesday this 
is gonna happent' ... 1 have to take each day as it cornes ... 1 [ive a day to day life 
now. 

As the severity of symptoms increases planning becornes more difficult. Comne, with 

FM, talks about her inability to make plans that extend even beyond the immediate 

present : 

There's no way I can plan anything more than a few hours ahead. Like I can't 
plan at night for the next moming for sure because 1 don't know. And 1, 1 just 
my whole life revolves around how well I am today. Where my whole life 
used to revolve around what I have to do today. You get destroyed by how 
you are that day. SI1 end up, little things, like saying to a girlfiend "Well, I'11 
meet you d e r  work for a coffee. But give me a cal1 on your last coffee break 
to make sure." Because it can change that fast, you know, that 1 just al1 of a 
sudden can't do what 1 plan to do. 

The difficulty of planning makes it impossible for some to plan a week or two 
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ahead, Iet alone a few days ahead. Vacations may not even be a possibility because plans 

must be made so far ahead that there is less of a guarantee that they can be carried out 

than for people who do not suffer from a chronic illness. This forces participants to 

change their lifestyle in order to accommodate their illness, as Florence says: 

My priorities have changed completely ... in that achievement is not my thing 
anyrnore. 1 dont need that in my life, because I can't, it'll kill me. This doesn't 
kill you, you just wish you'd die sometimes. 

Disappointment with lost goals, changed Lifestyies, and the constraints placed on planning 

are a part of living with these chronic illnesses. As David says: 

... at this point I'rn at the real crossroads right now of what 1, of what I c m  
do with the rest of my life. Because I must admit I'm in a holding pattern 
since I got injured. It's a problem, so uh, you know, what can I do? ... 1 just 
need to get more stability in my life. Get some goals that are more realistic. 

VII. Emer~ent Theory 

What theoretical generdizations can be made in Iight of the above discussion? In 

answering the question posed in Chapter Two about how lives are disrupted and 

rearranged by chronic stress, three effects of chronic ilhess are evident. First, people 

confiont and ernotionally react to an unexpected diagnosis that will alter their life 

expectations; second, they redefine their situation in an attempt to grasp what the chronic 

illness means for their lives; and third, they define the effects of Mestyle changes in an 

attempt to make sense of the situation 

As people confiront this unexpected diagnosis of a chronic illness they react in a 

number of ways. Some are shocked at the diagnosis, with disappointment and 

helplessness being an aspect of their shock. Some deny the possibility that they have a 



chronic illness by keeping it a secret, convincing themselves that it is a temporary 

condition, or fdling into a survival mode in order to cope. Others may contemplate 

suicide, depending upon the perceived severity of the illness. Finaliy, relief is a possible 

response since concems over symptoms rnay Iead to the fear of less desirable diagnoses. 

In an attempt to redefine their situation, people with chronic illnesses have a 

tendency to make cornparisons with their Iives before the onset of the ihess and their 

present condition. They redefine their ability to carry out roles within their families, their 

social lives and the workplace. Comparkons may aIso made with other iilnesses, other 

people with chronic illnesses, farnily members, CO-workers and those considered normal. 

People grieve for perceived physical losses and a life changed for the worse, while the 

arnbiguous nature of a chronic iiiness leads to mistnin in their ability to assess the 

situation. 

Chronically il1 people also define the nature of lifestyle changes that are perceived 

as necessary. They rnay feel a loss of independence and control over their Iives. 

Independence is critical since people fear dependence on others. Planning also is an issue, 

since the nature of chronic illness can create a situation where plans must be made but 

cannot be carried out. 



C W T E R  FIVE 

MANAGING TBE IMAGE OF CHRONIC ILLNESS 

1. Social Context 

A crucial issue that arose during interviews was the need to manage the image of 

chronic illness. This is accomplished by assessing others' acceptance or nonacceptance of 

the person as chronically il! and evaluating the self as a chronically il1 person. Both 

assessments have consequences for the presentation of self and subsequently for the 

activation of the social support network. Harking back to W.I. Thomas, for these people 

"it is not important whether or not the interpretation is correct -- if men define situations 

as real, they are real in their consequences" (1928572). Lazanis and Folkman (1 984:53) 

also argue: 

... the evidence is ovenvhelrning that appraisal-related processes shape the 
reaction of people to any encounter. Moreover, ernotiond response is in 
fact specific to appraised meanings and differentiated as to quality as well as 
intensity . 

So, for the respondents in this research, their interpretations of others' acceptance of their 

medical condition and their own evaluation of themselves as chronically il1 leads to a 

particular presentation of self 

M u h i e  Scierosis 

One of the problems for respondents who suffer fiam multiple sclerosis is the 

invisibility of the disease in the earky stages. As the disease progresses it becomes much 

more visible. This requires the individuai to manage change of his or her image over tirne. 



Depending upon the progress of the disease, either rapid or slow, the image can be dtered 

in a gradua1 manner, or quickly as increasing physical disability rapidly takes place. The 

focus for this group is both extemai (public evaluation) and intemal (self evaluation). 

Extemal (Public Evaluation) 

Through advertising campaigns designed to raise Funds for the Multiple Sclerosis 

Society. the public is presented with a stereotypical image of a person with multiple 

sclerosis. The most recent campaign has presented posters and television advertisements 

of an older man in a wheelchair, with a child who may be his grandchild. This can be a 

mistration for multiple sclerosis patients who do not need either a wheelchair or a cane to 

get around in their daily life. Because they present no tangible evidence of their illness, 

others are sceptical of it's very existence (Stone 1995). As Bemice, with very rnild MS. 

descnbed : 

It's a hard disease to deal with because you look so healthy. 1 mean, 1 don't 
know how many times people have looked at me and said Well, you can't 
possibly be sick. Look at you, you're healthy .'... It's really a hidden disease ... 
one of the difficulties with someone who looks as healthy as 1 look is that if 
you start to make excuses, well people think of it as excuses. 

When people are open about their condition, although it is not yet physically 

evident, others begin to respond to them as if they were already physically disabled. lill, in 

the early stages of multiple sclerosis, tried to be open about her medical condition, but felt 

people were beginning to change their behaviour when she was present. 

There's a nervousness around me that 1 don't understand, that's never been 
there before. Kind of a we don't really know what to say. We don't really 
know. They dont know if I'm gonna fa11 d o m  and not be able to walk in front 
of them or what, you know. 



The frustration with others and the continuing invisibility of multiple sclerosis is 

exacerbated by the unwillingness of others to speak about the disease in the presence of 

the chronically il1 person. Jane expresses her frustration: 

... 1 wish they xould ask questions or taik about it. Like sometimes, like 
maybe. 1 dont know why they feel so uncomfortable. And they won't redly 
try to ask questions or find out more about it. Like it's, it's kind of like a 
nonexistent disease. And I've heard different ones say this, cause you 
look quite. quite normal. 

Sometimes people attempt to deflect the idea of multiple sclerosis away Eom the 

relationship they have with a person living with multiple sclerosis by making excuses. As 

Jill explained: 

Like she'll say "Oh yeah. well I'm really tired too from walking or something, 
you know." But 1 know she's just saying that so that 1 don't feel so different 
from her. And in a way I wish she'd just Say "Ml nght we'll slow down for 
you ..." It's almost like she's trying to make me think it's not the M S ,  it's just 
I'rn just normal I'rn just like her. 

When there is tangible evidence of multiple sclerosis, throlrgh the use of a cane or 

increasing use of a u heelchair. other people's experience with interpretations of disability 

corne into play People's familiarity with disabilities can lead to rnild indications of 

acceptance, "..if u-e're hobbling d o m  the Street, it's like "What did you do?" And so, to 

... those people 1 don't mind saying "Well, 1 have MS." And ifs like, "Oh." This type of 

response lead June. with a moderate case of multiple sclerosis, to reinterpret the exchange 

as follows: 

... You know. it's kind of not what they are expecting to hear. But, we have 
a lot of retired neighbours who have al1 kinds of things that are, you know, 
not that great either. 

This casts the interaction in a positive light. However, some people react very strongly 



and negatively when they are faced with the unfamiliar, atternpting to define the situation 

in light of their own experience. Ward relates his experience: 

... if I went into the public and I'd lose my balance and stagger around or 
sornething, everybody'd think I'd been drinking dl day. 1 got nailed a couple 
times in public. Some public penon would corne up to me and Say "What, have 
you been drinking al1 day? You shouldn't be here." 

Interna1 (Self Evatuation) 

When evaluating themselves as chronically ill, participants saw themselves as 

deficient in some way. The multiple sclerosis was a sign of a personal deficiency. This 

sense of their own deficiency may explain why they also cast thernselves in the role of 

"other." Their illness makes them different frorn people they consider normal. Seeing 

oneself as somehow deficient was not exclusively verbalized by male pariicipants, but it 

was more frequently expressed among men with multiple sclerosis. As Jeremy, with a 

moderate multiple sclerosis, stated, "1 kinda think of it as a weakness A t  means that 

you, you're letting the weaker side of  you out into the open." 

When the disease visibly manifests itself. participants discussed how their 

deficiency becomes public knowledge. Amy, who uses a wheelchair, indicated, "Itls like 

you have to admit that you have this inadequacy and you have to ask for help with things 

you always did, everything." Talking about his own reluctance to evaluate himself as a 

chronically il1 person and having to use a cane, Vem, with moderate multiple sclerosis, 

nervously stated, "By accepting it, you know, and going with the cane then it's, it's, it's I 

guess more of an open admission that you have a health problem and so forth." 

By accepting and re-evaluating themselves as multiple sclerosis patients, men in 



particular saw themselves as less than what they were before. Having just established a 

new relationship, Ward, with moderate muItipIe scIerosis, stated: 

,,.I feeI 1 dont have to offer her what I would have when I was well..-I'm 
starting at square one with a disability. 1 think that's what h u m  the rnost ... 
I'm starting a11 over again at zero plus a disability, which makes it more 
difficult for me to go out there and make a comeback. 

Seeing themselves as somehow deficient, women participants cast themselves as 

other. That is, they now see themselves as different fiom most of the people around them, 

as pan of a new group. JiIl. with mild multiple sclerosis. talking about participation in the 

MS support group, stated: 

... I'm here for the reason, like 1 wouldn't be here if I didn't have it. And so 
when you are with other people, it's almost like you've been thrown together, 
and you have to face this like mirrors. it's like each one of them is a mirror 
and I look and 1 see myself in them. So 1 Say, I'm here because I'm like them. 

Sometimes, this idea of being "other" is confirmed by other people. June discussed 

how people with whom she played baseball reacted to her: 

... it's, you know, learning to accept that you're now part of this group, you 
know, those people over there. And you don't fit in with the ones that go 
out and play baseball anymow. Um, and you don't want to explain to  people 
"No, I don't want to go." It's like "Well, why not? Why wouldn't you want to 
corne?'' Um, and if you tell some of these people, it's like "Eeew!" You know 
they're going to back nght off. 

When evaluating their situation as multiple sclerosis patients, participants indicated 

that because the disease cannot be seen for the most part, until the use of canes and 

wheelchairs are necessary, the disease is invisible. At times this can be very mistrating. 

Maria stated: 



...y ou know, you're having a homble day, and, 1 mean, it's nice of people to 
say "Oh gee, you look great, you know." And you think, "Oh that's nice." 
And you feel like shit, but "Oh, thank you very much." And it's kinda hard to 
be false ... I said to my husband it would probably be a lot easier if 1 had a Qreen 
lirnb, or one was missing, you know, or something because then it's visible, you 
can see it. 

There is a perception that people don? want to know about multiple sclerosis, or try to 

ignore the evidence of it. However, when physical symptoms become evident that can 

have negative consequences. On the other hand, they fdl into the same perspective when 

evaluating themselves as multiple sclerosis patients. Participants saw themselves as 

somehow deficient, and this sornetimes lead them to cast themselves as "other," 

confirming their own evaluation. 

Fibromvalpia 

As with the multiple sclerosis interviewees, the invisibility of fibromyalgia presents 

problems for participants with fibromyalgia. However, increasing visibility of disability 

frorn fibromyalgia does not seem to alter the situation. Accordingly, the public perception 

of fibromyalgia is one of scepticism that there is such a disease. This could be fielled by 

the reported scarcity of physicians who understand and treat the disorder, and, for 

Calgarians at least, the recent (June 1995) court case that resulted in a woman with 

fibrornyalgia being denied disability pension and cast as a mentally disturbed person. As a 

consequence, it becornes important for respondents with fibromyalgia to focus on external 

perceptions rather than on their own assessrnent of their condition. 

External (Public Evaluation) 

In general, inte~ewees were faced with a public perception that fibrornyaigia 



doesn't exist because it is invisible. You cannot see fatigue and you cannot see pain, so 

how do you evaluate whether or not a person is ill. Sarah describes the situation: 

1 think it's hard because you're moving around and you quite often don? look 
that ill. It's very hard for people to understand the fatigue and the pain ... 
1 think it's very difficult for people to understand how difficult it is. 

Respondents d o  not see the people that surround them as particularly supportive 

or understanding of their illness. As Lana, with moderate fibromyalgia, stated: 

.. .I think people see you, and they can't see anything. They can't see, really 
see the pain that you're in or you know, how tired you're going to be ..So Il 
I think support is quite weak really ... 

Even family members have a tendency to discount the extent of the disease. as Elaine 

relates: 

... they [farnily] don't understand that I c m  Wear myself out. 1 guess they 
figure like, you know, they feel. 1 mean, they see me when I'm sick 
that's fine. But they don't see it as a serious probIem. 

This evaluation of public perception is reinforced by relationships with the medicai 

community. There is a particular bitterness arnong participants about how they have been 

treated by medical professionals. As Lorraine. with moderate fibromyalgia, indicated: 

...p eople's inability to accept someone's illness when they have this is because 
they keep looking at that person saying, "But you look fine." And so no matter 
how sick you really get, it's "You look fine. No matter how often I look at you, 
you look fine. There's nothing wrong with you that 1 can see. It's not physical, 
so 1 will not accept that you're sick and 1 would rather say " Well, you're no fun 
anymore, or ... maybe you just dont want to be part of our social circle anymore. 
But the last thing 1 want to believe is that there is something wrong with 
your health, cause 1 can't see it." So many people, yeah, if they can't see it, it 
doesn't exist. Just like doctors and psychiatrists. 

This same woman has been a member of the largest of the two fibromyalgia support 

groups in Calgary since it was first established, and has developed her interpretation of 



public and medical perceptions through her interactions with a large number of other 

fibromyalgia patients. 

Personal experience with physicians leads to perceptions of a medical community 

that either doesn't care or doesn't understand the condition itseif Many respondents had 

stories of treatments that didn't work and of exercise programs and physiotherapy 

programs that only made the symptoms worse. As a consequence of such expenences, the 

medical profession is perceived, for the moa part, as unable to deal with fibromyalgia and 

condescending wit h patient S. As Elaine stated: 

. .. I don? know too many docton that deai with FM very well at all.. . I've gone 
through a psychologist, I've gone through a psychiatrist. 1 just was packed out 
of the internist's office with the admonition that you'd better go get a 
prescription for anti-depressants to help the fibrornyalgia and you better go do 
a p hysical t herapy program. 

Legitimacy of any medical condition, of course, lies in the hands of the medical 

community. Given the authority to define medical disorders ascribed to the medical 

profession, if there is little or no acceptance, then the public will remain sceptical. There is 

pessimism among these participants that there is lack of acceptance of the condition within 

the medical community. While fibromyalgia participants see the condition as increasingly 

disabling, they perceive the medical community as 

nonresponsive to that problem. Lorraine expresses the comrnon hstration: 

... our health care specialists have not ... reached the point yet where they 
accept that some people are totally disabled by this illness to the degree 
that help needs to be provided. 

This perception is frarned in the social context of Calgary, and has most of these 

participants concemed about how the medical and judiciai system are affecthg the public 



perception of fibrornyalgia. Al1 participants have indicated their concem with the recent 

court case mentioned previously. Sarah explains: 

"Of course. this controversy in Calgary has put it really, has made it really 
quite uncornfortable for some people because I don't think they know how 
to react since this finding. 

Intemal (Self Evaluation) 

Unlike respondents with multiple sclerosis, these i n t e ~ e w e e s  were less likely to 

place a personal evaluation on their fibromyalgia. Most felt the fibromyaigia was a result 

of accidents, making the condition something that happens by chance and is beyond their 

ability to control. For the most part, there is a belief that the fibrornyalgia will be cured or 

go away on it's own. Some respondents even talked about how they had heard that it only 

lasts for approxirnately eight years and then begins to disappew. As a consequence, 

fibromyalgia is perceived to be a ternporary condition. Lorraine expresses this belief 

... 1 dont consider myself disabled. I don't look at myself. 1 don? see myself as 
disabled. I guess 1 see myself as ternporarily not fully functioning, but 1 don't 
consider myself disabled. 

Participants with fibromyalgia had a harsher perception of their situation than those 

with multiple sclerosis. Because the first disease is, for the most part, invisible, people do 

not believe there is such a disease, and the medicai profession lacks an understanding of 

the disorder and adopts a non-caring attitude. Within this perceived context, they evduate 

their situation as not of their own making. Instead they are victirns of accidental 

circumstance. 

II. Presentation of Self 

G o f i a n  (1963:42) argues potentially discreditable persons will manage 



information about their failings, "TO display or not to display; to tell or not to tell; to let 

on or not to let on; to lie or not to lie; and in each case, to whorn, how, when, and where." 

For these participants. the evaluation of the public's perception of them as chronically 

itVdisabled and their own evaluation leads to a special presentation of self For some, 

because their illness is invisible they continue to maintain that invisibility. Others present a 

positive veneer. masking the seriousness of the illness or using humour to deflect 

syrnpathy or questions frorn other people. Stebbins (19965) argues consensual humour 

on the part of the disabled person "alleviates awkwardness and stimulates interaction." 

Other participants developed an assertiveness that was not there before the onset of their 

M uit iple Sclerosis 

Participants with multiple sclerosis had the most variable presentation of self. 

When possible. the- maintained the invisibility of the disease. Exacerbations, the 

reappearance of symptoms. which occur periodically and last for a short time, allow 

respondents to hide away until the evidence of their disease disappears. For example 

Francine, wit h moderate MS, stated: 

. ..it never really was noticeable externally until dmost two years ago when 1 
had an esacerbation and one side of my face was pardyzed and my eyes 
weren't blinking togther. Even though not that many people noticed, to me 
it was horrendous I just wore sunglasses and hid out for three weeks 
until it went away 

Bemice spoke of her husband's brokenng of relationships with people outside the family, 

so that fnends and coworkers would not see her during an exacerbation. 



1 refùse to use a wheelchair or crutches. 1 just cannot cope with that, Sm 
sorry. 1 will stay home rather than have to hobble some place ... I try not to 
have to deal with it. Joel brokers a lot of that for me. 

In some cases, work relationships would confÏrm this as an appropriate response. 

Francine stated: 

MostIy I've kept it to myself At work I've had to tell. Two years ago, when 
1 had my exacerbation, afterwards I had told my boss at that tirne. And she 
didn't see it as being an issue that I had to reveal to anyone, as long as 1 could 
work around it. 

As a result, this wornan maintains the invisibiIity of rnultipfe scIerosis even during the most 

minor symptornatic evidence, "The days that 1 was really tired I could stay home and work 

at home and work over the phone so no-one had to see me ... I really didn't have to reveal 

to anyone." However, at times the need to remain invisible can be thwarted by the good 

intentions of others, for example Franche's experience: "...my husband put bars in the 

bathtub ... 1 was just mortified. I was afraid someone would corne to visit and wonder 

what they were for.. ." 

Men had a particularly difficult time dealing with the visibility of the illness and in 

attempting to maintain its invisibility, even though MS had reached the stage where it was 

difficult to conceal. They often took extreme steps. Ross, now confined to a wheelchair, 

isolated hirnself from farnily activities, "...I1ve just got to isolate myself fiom the situation 

and let them get on with it ... Okay, I'm having trouble so Ill nay here, out of the way and 

not bother anybody.2' Previously he had been heavily involved in his children's activities. 

But now, to avoid appearing helpless, he had alrnost entirely removed hirnself from those 

activities, rnuch to his family's chagrin. Ward refused to use his much needed wheelchair: 



Since I've had it I've never used it. Because, in my mind 1 Say, if it's easier 
to use it 1'11 use it more and more and more, and pretty soon I won't be 
without it. So in my mind, 1 Say "That things in the back of my truck and 
1 know it's there and 1 dont want to use it." 

Participants also attempt to present a positive facade to others, as in Amy's case, "1 

think you've gotta be sort of more outgoing so people feel cornfortable with you and want 

to help you. " Past experience has taught them what image others want them to present. 

Beth, who has severe multiple sclerosis, said "1 hate a whining, complaining person. I've 

had so many people say to me "peth], you never cornplain." This positive presentation 

sometimes leads to feeling guilty when it cannot be accomplished. Francine, who has 

moderate multiple sclerosis, explains, ''1 want to corne [home] and be happy and pleasant. 

I feel guilty when 1 don't." 

In the workplace it becomes necessary to present a positive image. Several 

participants suggested they were presenting a positive image because of extemal needs, 

e.g. Maria, who has mild multiple sclerosis: 

I still maintain a very professional attitude when I'm at work, and 1 still try 
to be there, you know. 1 mean even if I'm having a bad day, I still have to realize 
that there are people there that depend on me. 

This image is not confined to the workplace, however, but can be extemalized to certain 

other situations, as Ron, with severe MS, was able to do. He is a volunteer with a youth 

organization intending to educate them about the disabled, extending his presentation of 

self to other disabled people: 

You've gotta have acceptance. Maybe in ways what I'm doing is paying 
back to the youth of our nation. Just making them a wee bit more 
aware about what is out there. That there are physical handicaps. 



Again, when evidence of the illness makes it difficult to maintain invisibility, 

humour can be used to deflect the embarrassrnent of the situation, as well as present a 

positive image to others. Lynn talked about the difficulties of attending a convention in a 

wheelchair for the first time: 

My way of combatting it is 1 make a joke of it ... I had to corne to the realization 
that 1 was gonna have to go in a wheelchair ...In my head people in a wheelchair 
are gibbles ... So for me to have to go and sit in a wheelchair and be pushed 
around by somebody was alrnost degrading for me. So I had to deal with that .... 
And the first person 1 saw in a wheelchair that we were gonna cross paths, 1 
went like this [fist raised]. I went "Yo," ... and they looked at me for a minute 
and then they did it back. By the time we 1efL.I had everybody in a wheelchair 
doing it. 

This same woman also felt that she needed to present herself as an assertive person. One 

of the problems for people in wheelchain is they suddenly become invisible and their 

attendant who pushes the wheelchair is the one who receives the attention in interactive 

situations. Thus, the person in the wheelchair suddenly is faced with making themselves 

visible. 

1 just do more things, and become more outgoing, Say more things because 
people don't check you if you're in a wheelchair and "Oh well, that person's 
disabled". . Ive  become more assertive. 

And Lynn: 

They tried to make me invisible, didn't they, cause they talked over me ... So 
rather than allow them to treat me like an invisible person, 1 let them know 
that 1 was there.. .I let them know that I was still an entity that needed to be 
talked to in a normal way. 

For respondents with fibromyalgia, the main method of presentation of self is to 

become much more assertive. They face a situation of lack of understanding and disbelief 



84 

that fibromyalgia even exists. Aithough one woman used humour to deal with situations 

such as falling into another person's shopping cart and explaining that away by saying she 

was just checking out what the other person was purchasing, for the most part these 

participants felt they had to become much more assertive with famiy, fnends and other 

people. In trying to explain her situation to her daughter, Elaine reported: 

... 1 don't want to hear any crap about you not feeling cornfortable, because 
I'm not feeling cornfortable right now. I'rn finally leaming to speak my 
mind ... because I'rn losing my patience. I haven't got the energy to be patient 
any more. 

When assertiveness is not an appropnate tactic they focus on themselves, as 

Lorraine, with moderate FM, stated "I've done a lot of things to help myself and I'rn not 

finished yet ... I will have my health back ... I'rn already three quarters of the way there." 

Or, as in the case of Frederick, frustrated by his whole situation, he has become 

harder to [ive with and stated in the interview that he now focusses on the controllable 

aspects of his life, while ignonng the fibromyalgia since it is uncontroflable. This means he 

has to keep it to himself for the most part, in order to ignore his situation and maintain the 

invisibility of his illness. Bmce indicated that he, too, felt powerless. He found that the 

fibromyalgia shapes everything he does, and that he often has had thoughts of suicide. 

Participants with multiple sclerosis are much more variable in their presentation of 

self than respondents with fibromyalgia. 

Ill. Emergent Theow 

What constraints are placed on the enactrnent of social support within the context 

of chronic stress? Participants' perceptions of the social context of both chronic ilinesses 



have implications for their presentation of self. When participants make evaiuations of 

their situation that confirm the perceived public evaluation, this can lead to a more flexible 

presentation of self. This variability of presentation of seifis dependent on the type and 

stage of illness, as well as on the social context. 

For participants in the early stages of multiple sclerosis, the problem becomes one 

of hstration with the invisibility of the disease, even though they still want to maintain 

that invisibility so they are not discredited in their own eyes or the eyes of othen, a 

double-edged sword. B y refrainhg from contact with others when exacerbations and 

rninor symptoms occur, participants further maintain the invisibility of the disease. When 

these peop1e cannot hide their condition, other presentations became important, and so the 

variability of presentation becomes dependent upon the stage of the illness. Their 

concerns can Vary from increasing the cornfort level of other people by presenting a 

positive image to making themselves and other disabled people much more visible 

publicly . 

Limitations are placed on the presentation of self when evaluations of public 

perceptions and self evaluations are extemal, sometimes leading to an assertive 

presentation or a maintaining of invisibility due to hstration with their own situation. For 

participants with fibromyalgia, the problem is one ofhstrat ion not only with the 

invisibility of the illness but also with the inability to make it visible, even when physical 

evidence cannot be denied. Because they also see this condition as accidental, and they 

are the victims of this accident, they reject the public evaluation of their situation. This 

leads to a prirnarily assertive presentation of seE designed to overcome what they see as 



public denial, both informal and formal, which roots in the medicd community. As 

fibromyalgia becomes more acceptable, we may see a change in the presentation of self 

here. 



CEIAPTER SIX 

DEFINING SOCIAL SUPf ORT 

What is social support? How do people in need of support d e h e  a supportive 

person? There are a multiplicity of definitions of social support and often 

conceptualizations emphasize either expressive aid or instrument aid ( e g  Cobb 1976; 

House 198 1; Wellman and Wonley 1990; Sherboume and Stewart 1991). Although a 

clear, balanced definition of social support is important to any investigation, instrumental 

aid and expressive aid are not isolated fiom each other but indeed can function in another 

capacity. i.e emotional aid may allow an individual to continue working, or instrumental 

aid may be perceived as a demonstration of a caring relationship. On the other hand, 

unwelcome emotional aid rnay be interpreted as interference that is intolerable to the 

person on the receivins end. while grudgingly provided instrumental aid may not be 

perceived as supponive The question therefore remains, what is it about instrumental aid 

and expressive aid that make them social support. 

1. Understanding 

When asked how they would define a supportive person, the key word that both 

people with multiple sclerosis and people with fibromyalgia used when defining social 

support was "understanding" This word was used to define social support by al1 

participants in this study. From the most recently diagnosed young woman with 

fibromyalgia to a woman with a history of 45 years with multiple sclerosis. Understanding 

was not equated with empathy, identifjing with the person, but was defined as an attempt 



on the part ofthe supportive person to appreciate the situation of the chronically il1 

person. Jeremy, a man with severe multiple sclerosis, talking about the most supportive 

rnembers of his family and his €-ends, stated "1 would Say very understanding. They just 

let you do your own thing. " 

Understanding can be a quality that people bnng with them when they interact with 

the chronically il1 person; as Walter (MS) explained "...they understand and it's not like 

they would ever hold it against me, it's just that's the kind of people they are. " It is a 

quality that can be learned over time, and that quality then sets the supponive person apart 

tiom others. Harris, a man with severe multiple sclerosis, explained how his grandchildren 

were becorning more supportive of him over time: 

They do things for me and, 1 think. slowly with the grandchildren, slowly 
they're getting to understand ... they have a little more understanding than 
a lot of kids about what MS is al1 about and what it's like for me. And they 
know what it's like to be in the wheelchair ... 

The greater the understanding that a person demonstrates, the more supportive they are 

perceived to be. Vincent. when talking about his greatest source of social support, 

indicated that his girlfriend had reached the stage of understanding that exceeded his own, 

"She's very understanding. Like she understands probably more about my condition than 1 

do." 

An understanding person can be essential in helping the chronicaily il1 person 

achieve a better quality of life. According to Vern: 

I guess understanding would be the thing. The big thing is understanding, a 
greater understanding of where you are, how you can achieve some degree, 
t was going to Say success, but let's forget about the success factor and 
let's ~ u s t  Say satisfaction.. . 
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Even when fmily members are fÙlfiIIing familial obligations of support, this quality 

of understanding remains a most important component. Sarah, a woman with mild 

fibromyalyia, explains ". . .theyfre supporting me and 1 just feel like they're 

around to help and they're very understanding." 

The ability of another person to understand the chronically ill person's situation, 

and the application of their level of understanding, provides the chronically il1 person with 

a greater sense of being on the receiving end of social support transactions. Lorraine, a 

woman with moderate fibromyalgia, talks about her closest tnends: 

To me support is saying "Key, 1 can see you're having a bad day, 1 understand. 
1 understand you can't go waik the five mile circle with me right now, but maybe 
another time. but I'm not going to hold it against you." That to me is 
support. 

Two people with fibromyalgia defined social support in negative terms. However, 

even though their definitions were focussed on what they were not receiving from other 

people, they still included that component of understanding that seems to be so very 

necessary to a perception that support is being provided. For example, John, a man with 

severe fibromyalgia, in discussing his lack of support, evaluated social support in the 

following manner, "It's just like they (people) don't care and they don't want to know and 

they donTt want to be bothered ... they don't really understand the condition. " Social 

support. therefore, is not what is provided as much as it is the quality of the action 

provided. If it is provided with an atternpt to understand the person's situation, it is  

considered supportive, but if it is provided without some level of understanding, it is not 

considered supportive. Without exception, al1 people interviewed talked about 
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understanding as the significant aspect of a socially supportive interaction, whether their 

health was affected by multiple sclerosis or fibromyalgia. 

11. What is understandine? 

Each person was asked how they knew the supportive person was understanding, 

and they talked about the attitude that supportive people demonstrate dunng interaction. 

There were numerous ways of demonstrating understanding, or attempts to understand, 

the chronically il1 person's situation. As each person described how understanding was 

demonstrated by the most supportive persons in their network, it became ciear that the 

difference between a supportive person and a nonsupportive person was not the activities 

they provided for the individual in need, nor the provision of information or advice, but it 

was the attitude of understanding that was demonstrated during the supportive interaction. 

Understanding could be demonstrated in a number of different ways. 

Interest 

Before a person can be understanding they have to gain some level of knowledge 

about the chronically il1 person. Developing an interest in the chronicaily il1 person's life 

and demonstrating that interest becomes part of the supportive interaction. Asking 

questions about a person's health, and providing that information to other interested 

parties is interpreted as supportive. Doris, who has multiple sclerosis, defines her sister as 

very supportive, "My sister's quite supportive ... she's interested in it, in that she'll say "are 

you feeling okay?" And she'I1 answer anybody else's questions." 

This interest, as indicated by several people, requires a continuing cornmitment, 

rather than occasional contact. Although the frequency of contact was not specifically 



discussed in the interviews, the more frequently people were in contact with each 

other and dernonstrated an interest in the chronically ill person's situation, the more the 

interactions were interpreted as supportive. For example, Beth ( M S )  indicated that a 

number of her fnends were considered very supportive through their willingness to keep in 

touch at regular intervals. "Contacting me, just even to talk. Just showing their interest in 

what I'm doing, what's happening." Jane also talked about the regular contact she had 

with a particularly supportive fiend. "We keep in touch al1 the time and so  she's always, 

you know, interested." Lorraine tdked about two neighbours who demonstrated their 

interest in her circumstances through their fiequent contact and their questions about her 

health, "-..bath of these old ladies have made thernselves so availabie to me. They, not a 

week goes by where 1 don? get one o r  the other phoning or at my door to see how 1 

It is not the frequency of contact itself that demonstrates support, but the reason for 

the contact and the interest in the person's health and how it is progressing. As Carole 

States about an ex-boyfnend: 

. . .still when he phones me now, the first question is "How are you feeling 
today? You don? sound so good." Or "Gee, you know, maybe I shculdn't 
be talking to you today. Maybe 1'11 let you ren." Always concerned about 
my well being first. 

Simple inquiries of the most mundane nature can indicate a level of interest. Ward talks 

about how his girlfiend indicates her interest to him. "She'll corne to me and ask me am 1 

cold or am I hot or am 1 okay." This simple inquiry indicates to Ward her understanding 

that temperature has an effect on his cornfort with multiple sclerosis. He fùrther explained 



that she knew him and his concems about multiple sclerosis better than he did himself 

As people use negative examples to define social support, they also used negative 

examples to indicate how someone could demonstrate interest. Bonnie talks about her 

relationship with her sister-in-law and her fack of support: 

I'd like to get my sister-in Iaw into it so that she can understand it. She doesn't 
understand it- She feels maybe 1 want sympathy or something, and if she came 
to one of our meetings maybe she would understand it more and realke this is 
serious stuff. 

Understanding can be  demonstrated through indications of interest. These 

indications are asking questions, even the most mundane questions, staying in regular 

contact with the chronically il1 person, and demonstrating to a continuing interest in the 

person's state of heaith. their well-being, and just generdly to cary  on small talk. 

Listening 

Listening is another indication that a person is tmly supportive. It is not just being 

present and listening to a person's concerns about their chronic illness and how that affects 

his or her life, but showing by being attentive that the person is attempting to understand 

the situation, or may indeed have developed some understanding of what it is like to have 

a chronic illness. Amy discusses her conception of what is required of a good listener, 

someone who would be supportive: 

Someone who's there to do listening, that'll listen to al1 my concerns and a 
person who, when they ask me how I'm doing, doesn't really want me to 
Say "Okay." Wants me to really tell if I'm having a bad day ... Somebody 
that's really there to heu  me, a sounding board. 

Listening in a supportive manner means providing an ear that will hear it dl, rather than 

place boundaries on what can be said about the situation. For Amy this means hearing the 
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bad dong with the good, rather than an unspoken set of boundaries that constrains what a 

chronically il1 person can say about their own situation. 

Both Cobb (1976) and Sherbourne and Stewart (199 1) suggest that supportive 

listening provides a person with a sense that they are still valuable, important people. This 

was borne out by several of the people interviewed. for example Alicia stated "Um, just to 

be there to lend an ear ... let you know that you're still a person in your own right and that 

you're, you know ...y ou're still somebody that's important." 

Listening is a component in any interaction between conversing persons, however 

there are listeners who are simply waiting their nim to taik listeners who provide negative 

feedback, and listeners who donft want to hear about the difficult aspects of another 

person's life. A supportive listener is a person who is able to listen to the more negative 

aspects of a chronically il1 person's life, without setting boundanes beyond which the 

chronically il1 person is not allowed to go. In addition, supportive listeners are capable of 

providing feedback that is positive in orientation, so that chronically il1 persons continue 

to feel that they are significant, important persons in their own right. 

Seekinp Knowledee 

An attempt by spouses, siblings, children, fiends, or others to increase their own 

knowledge about either multiple sclerosis or fibromyalgia was interpreted as supportive. 

Supportive persons are seen to make an effort to leam more about multiple sclerosis or 

fibromyalgia by asking questions about the illness, reading, researching, or attending 

meetings of support groups and workshops that provide information about multiple 

sclerosis or fibromyalgia. Iane talks about a fnend that is particularly supportive, "So 
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Cathy is familiar with it as weiLWhen she's in town, like, she cornes to the support group 

meetingsbecause she likes to leam more about it ..." 

Vincent also indicated that his girlfiend was particuiarly supportive because she 

not only has considerable knowledge about multiple sclerosis, but also continues to show 

her support by seeking still more information. "She, you know, she knows a lot about 

MS. She's attending a lot of things at the MS Society." 

Asking questions and discussing recent reading materiai on the chronic illness are 

also ways of demonstrating support for the chronically il1 person. Cindy dso discussed 

how her closest friend not only asked questions and read material about fibrornyaigia. but 

also went so far as to dernonstrate her ability to use the information she obtained through 

expressing her concern for other people she thought rnighr also have fibromyalgia: 

She will ask questions. or she will tell that she has read something, or recently 
she phoned me  and she said "You know, I have another fnend that 1 swear has 
fibrornyaI@a. and she's not getting diagnosed." 

The suppon that is being provided by seeking knowledge about the chronic illness 

not only demonstrates an interest in what is happening to the chronically il1 person, but 

particuiarly for people u i t  h fi bromyalgia, also indicates both a willingness to believe the 

person has a chronic illness and an acceptance of them as a chronically il1 penon. 

Familiaritv 

Familiaritu with a chronic illness or a shared experience of some kind can also be 

interpreted as social suppon. An ability to have empathy for the chronically iII person c m  

become important. panicularly if your illness is not generally accepted as a physical illness. 

As Lana explains, "You have to know people that have been there and know what it feels 



like. " 

Bemia echos Lana's feeIings about who can be most supportive, "Someone who's 

experienced what you've experiencedthereys so much greater understanding." Lorraine's 

discussion about her two elderly neighbours' concem about her health supports Lana's and 

Bemia's perceptions as well: "Uh uh, we7ve been there dear, we know al1 about it. we've 

lived al1 these phases and we're concemed and we just want to make sure you're okay. " 

Pamela (FM) discusses this in greater depth. She finds one couple particularly supportive 

because not only the husband has a personal experience with pain, but also the wife has 

expenence dealing with her husband's constant pain. 

... they're very understanding, because Brian has got problems with his knees 

... and so he knows the pain and he knows it's not just, okay, well yesterday it 
was really bad and it's gone. It's like, it's here and it's here to stay, sometimes 
it's worse. but it's always there. So he knows that and he's very sympathetic 
with it. 

Farniliarity c m  also be past expenence with another relative or fnend that also has 

the same chronic illness, enabling that person to be more supportive than would otherwise 

be possibIe. As Jane explains: 

... she's done I think a lot of research because she has this other niece that 
also has MS, so. Yeah, she's, she's supportive and then any time she leanis 
about anything somebody else is trying you know, she'll mention it or, you 
know. see if I've heard about it, or looked into it, or, you know, suggest it. 

A person's occupation cm be an avenue for demonstrating support; Pamela, with 

fibromyalgia, talks about support From a fiiend, "...shels a nurse and she's dedt a lot with 

people that have got MS or FM, or you know that son of thing. So she knows. .. " 

The occupation does not necessarily have to be in the rnedical profession, but cm be one 



96 

where the worker meets people in similar situations; for example. Harris talked about his 

daughter's contact with other people who have multiple sclerosis and how that provides 

him with support. "...if I'm feeling particularly upset about something, we can talk about it 

because she's probably run into the sarne thing with somebody else ..." 

Familiarity with the chronic illness, or another illness that is perceived as similar, 

provides the recipient of  support with the feeling that there is a level of understanding not 

found in people who have never come into contact with chronic illness. A supportive 

person does not necessarily have to have direct experience of a chronic illness to 

understand, although this provides an added dimension to the supportive interaction. 

Experience with a spouse. child, relative. or friend with a chronic illness seems to provide 

supportive persons with abilities that others may not have. Familiarity can also come 

through certain occupational expenences which Iead to the perception that this person is 

more supportive than ot hers. 

Not Having to Exdain 

One aspect of social support for people with fibromyalgia was being relieved of 

having to explain how they were feeling or the difficulties they were having on a day-to- 

day basis. The need to explain how you are feeling each time you interact with others was 

interpreted as non-supportive. People who do not constantly ask for explanations about 

physical or mental health were more readily defined as supportive. Lorraine explains her 

relationship with a f iend and how the necessity for explanations is not a component of 

their relationship, "She's actuaiiy a pleasure to do something with and 1 don? have to Say 

"l'm in pain today, 1 can't do this, I need a break for ten minutes." She just seems to 



sense it." 

There is a sense that the need to expiain how you are feeling has negative 

consequences and springs fiom a negative perspective of the would-be supportive person. 

As Pamela explains, "...I don't want to have to keep explaining myself. cause some 

people look at you almost like you're making excuses." Florence summarized the 

perspective of the chronically il! person: 

It's not one thing by itself, to me. It's the iistening, it's the understanding. 
See if you have support .... 1 don't have to go into great detail about where 
I'm hurting or how I'm hurting. or how it effects me one day and doesn't 
another. 

Repeated explanations of physical health or mental health for potentially 

supportive persons leads to a negative interpretation and fear that the reasons for the need 

to explain the physical condition is simply because the chronic illness is not perceived by 

others as legitirnate. If people do not have to provide explanations each time they are 

interacting with others, there is a sense of cornfort and confidence that the other party to 

the interaction believes they are indeed chronically ill, and as a result, do not need to have 

that physical status reaffirmed over and over again. 

Acceatance 

Both people with multiple sclerosis and those with fibromyalgia emphasized the 

importance of acceptance as a socially supportive attitude. There is a need to feel that 

others accept you with al1 the problems and limitations that go along with a chronic illness. 

Acceptance cornes in several forms; for example Ji11 talks about not setting boundaries 

around what can or cannot be discussed with others: 



... 17d Say sort of an unconditional acceptance of what you're going througb and 
who you are. So that you fiel totally open and fiee to discuss your situation or 
your feelings without any fear of repercussion ...y ou don't feel any sharne or any 
sense of you're less of a person cause you need this ... 

Boundaries mean some subjects are taboo, that others witl react badly toward the 

chronically il1 person should those boundaries be crossed. Lowered boundaries facilitate 

discussion of those feelings about chronic illness or the dificulties of the situation without 

the fear of humiliation or embarrassrnent that may corne with such revelations. 

Another method of demonstrating acceptance is by making light of a dificult 

situation. Ward talks about how his girlfriend helps him deal with multiple sclerosis, and 

the effect this has on him "She's caring you know. She makes fun of me when I'm 

stumbling around and puts laughter back in my life about it. We have fun with it instead." 

Again we refer to Stebbins (19965) argument on the use of consensual humour to 

"alleviate[s] awkwardness and srirnulate[s] interaction," and this may be an explmation of 

Ward's relationship with his girlfiend. However, in this situation it is the girlfiiend who 

utilizes the humour. A condition that may justify this use of humour by the non-disabled 

person is her knowledge of disabilities and her work with disabled persons, other than 

Ward. The knowledge and the humour remove a threat, or the worsening of an awkward 

situation, that would otherwise exist. 

Inclusion in activities, even if they may be somewhat difficult to carry out, provides 

a continuing sense of belonging. This is similar to what WelIman and Wonley (1990) and 

Sherboume and Stewart (1 99 1) Say about inclusion of cornpanionship as a component of 

social support. Lorraine explains: 



When I'm not lefi out, for instance, when one of my fnends, you know, 
phones me and says, "You know, well a few of us are going to get together 
tornorrow, and just maybe take a little waik in Fish Creek Park. Just we'll 
only go as far as you can. Do you think you might feeI up to joining us?" 
Just saying, "Hey we understand if you're having a bad day, we're not 
angry or upset and when you're having a good day, you can give of yourself 
to us ..." There's still communication and there's still laughing and there's 
still some joy to Iife there. 

The difference in companionship lies in the willingness of friends to continue the 

relationship, demonstrating that a change in physical ability will be accommodated. 

Although joining a social support group will bring new fnends who understand the 

situation, there is also a need to maintain old fnends. The old fiends mean that those who 

accepted you before the chronic illness and are willing to accept you despite the changes 

that corne with it. 

Elaine confirms this when she talks about the willingness of m'ends to be flexible 

with plans in order to accommodate her physical limitations, "I'Il Say 1 can't walk today, 

but 1 can still go for lunch. "That's fine," they'll say." So they can change their plans." 

Being flexible with plans so that a chronically il1 person can be included in activities, also 

indicates a level of acceptance that allows a chronically il1 person to be open about his or 

her limitations without fear of repercussions. such as the loss of old fnends. 

Carole talked about whether people are judgmental about her as a chronically il1 

person. The person she found most supportive was her brother. Not only is he non- 

judgmental, but he also demonstrates a level of anger about her situation that exceeds her 



He doesn't judge me or anything. I mean, he understands what I'm going 
through. He's mad about what I'rn having to go through. He gets upset 
about it. Actually he gets more upset about it than 1 do, and more mistrated, 
which is how 1 know he cares ... Just being understood that yes. there is 
something wrong. Somebody that's willing to liaen and not judge. Sornebody 
that will let me just babble on about whatever, no matter what, and not tell me 
that it's wrong to feel that way. 

Richard also talked about judgmental attitudes when he compared his ex-wife's attitude 

with his present partner's attitude toward his physical dificulties: 

Working around you, being able to be sensitive enough to know when to 
ask you to do something and when not to. When to, uh, Say just something 
simple Iike, you know, take out the garbage and not give you the third degree 
if you can't. Not to cal1 you a Iousy, lazy bum, you know, and this type of 
stuff.. .overall acceptance and encouragement. 

Iudgrnental attitudes lower an individual's self-esteem, whereas a nonjudgmental 

attitude on the part of a supportive person allows the chronically il1 person to maintain 

self-esteem. The fear seems to be that, for the most part, a chronically il! person is always 

being negatively judged by society, thus the nonjudgmental person becomes an important 

and rare source of sociaI support. 

Something as simple as allowing a person to have their difficult days was also seen 

as supportive. As Alicia explains, "They allow me to be myself ..They allow me to have 

my down days." And Sarah also emphasizes the sarne point, ". ..they allow me to grouch 

and try to be understanding." 

Geoff emphasizes the importance of acceptance and the consequences that follow 

when people are unwilling to accept the fact a fnend has become chronically ili, "It's hard 

for them to accept, and they just don't understand, and after a while they just kind of go 
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on their own way." This unwillingness to accept the limitations of a chronic illness cm 

lead to an isolated existence for a chronically il1 person. The possibility of isolation points 

to the importance of the  need for a chronicaily il1 person to make Iifestyle changes. 

Acceptance of the chronically il1 person by supportive othen is indicated by a 

number of accommodations. Flexible boundaries around topics of discussion remove the 

threat of negative reactions to a person's physical limitations and feelings about those 

limitations. The use humour to lighten difficult moments and the surrounding atmosphere 

can normalize the context of the limitations. The efforts of fnends to include a chronically 

il1 person in activities and the willingness to be flexible so that whatever limitations the 

person has can be accommodated reassures the chronically il1 person that fnends are 

willing to maintain past relationships. FinaIly, an important component of acceptance is a 

nonjudgrnental attitude that allows a person to have "down" days as well as "up" days. 

Acceptance can. therefore. be perceived by the chronicaiIy il1 person as a movement 

toward beins treated as "normal" however he or she defines it. 

Not havinp to ask 

For some people it is dificult to ask for help, so they need others to be able to 

discern when suppori 15 needed. Their reluctance, of course, may mean they never will get 

support when the' most need it and this can present difficulties for them. This is also the 

most difficult task that a social support network may have to complete. The expectation is 

that socially supponive persons can know, without being told, exactiy what a chronically 

il1 person requires. The expectation was expressed exciusively by women, who admitted 

that this was asking too much of the people around them but that the provision of social 
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support without asking for it was a demonstration of a Ievel of understanding that was 

important to them. As Amy explains: 

... most of my support is probably without me asking ... 1 dont like to ask for 
help unless I reaily, really need it and then 1 ask for it. So most people see 
if 1 need help and then volunteer before 1 have to ask. 

Joan sees this as an intuitive ability, "...I'm maybe expecting that people should 

read my mind and know what 1 want done." Francine expects fmily members to be 

sensitive to her particular needs, while at the same time she adrnits she is expecting too 

much, Y I  know that's unrealistic to expect but I just do. And 1 corne home and want 

them to know that I'm tired and 1 need help but 1 don't want to always ask for it." 

These women deveiop unrealistic expectations because they are anticipating 

support without requesting it. Lorraine provides an example: 

... when ['m having a reaily bad day and I'm Say, so weak and in pain that 1 
can't hardly walk, it's, I find it really good when sorneone says, someone 
even in my house says "Mom, would you like me to bring you a glass of 
orange juice?" Even that, that's wonderful. .. It's support. 

This expectation can go be extended to people who are not present, and who, in 

truth would be unable to detect what kind of support might be needed. Sarah explains, 

"...and if 1 am really having a bad time of it, you know. just people are aware and, and will 

phone and say can they do my groceries or  something, that kind of thing." 

Although it is difficult, and perhaps impossible, to provide this kind of support, 

there are people who seem to have an ability to  detect others' needs. However, it may be 

that subtle clues are given about needs, which the recipient perceives are provided without 

requests being overtly made. For example, Cindy talks about fnends meeting her needs 
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unasked, when she may in fact have mentioned the quality of the food she received fiom 

the Food Bank, which then eiicited the appropriate response. 

When 1 was so broke, and we got mouldy bread from the Food Bank, she 
and her husband brought me over, just on a rough estimate, probably about 
$60 worth of food. My vehicle was running at the time, so when they were 
leaving they slipped me $20 for gas, so 1 could go out and do the thhgs 1 
had to do to get what 1 needed ... without asking. 

Potentially, the most difficdt task for supportive persons is the provision of 

appropriate support when there is no direct request for it. Chronically il1 people may be 

reluctant to request support, but nevertheless be disappointed when it is not forthcoming. 

This is particularly tme of the women in this group. An explanation may lie in their role as 

farnily caregivers. where they have tried to anticipate the needs of others and now expect 

their support network to be as empathie. It is interesting to note that they ail 

acknowledged the unredistic nature of these expectations. 

III. Emement Theory 

Within the context of chronic stress, what does social support mean to individuds 

undergoing such stress? The answer to this question lies in the concept of understanding. 

Social support was defined by everyone, whether they suffered from multiple sclerosis or 

fibromyalgia, as an attempt to irnderstmzd the chronically il1 person's situation. It was not 

only the action of social support itself, but the quality of that action. So a person could 

provide some necessary seMces that could no longer be undertaken by the chronically il1 

person, but if this were done without atternpting to understand the person's difficulties and 

changed Iifestyle then it would not be considered social support. 

Understanding itself cornes in many forms. It can be an interest in the chronically ill 
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person's life, expressed by asking questions, rnaintaining regular contact, or just engaging 

in small talk on a regular basis. Listening is another component of understanding; it allows 

the chronicalIy il1 person to make negative as well as positive comments. Listening 

includes refrainhg from setting ngid boundaries about what can be included in the 

conversation and what cannot. It is the provision of positive feedback that alIows a 

person to maintain self-esteem and a sense of importance. 

People who were willing to l e m  about the particular chronic illness were also 

perceived as supportive. Reading, asking questions about the illness, researching, and 

attending support group meetings and workshops were seen as indications of attempts to 

understand the chronic illness and thus a social support. On the other hand, people who 

already had some knowledge about chronic conditions were perceived as socially 

supportive. The knowledge may corne from personal experience or working with other 

chronically iIl persons in a health care or similar environment. 

There are three other important components of understanding, which c m  be 

particularly difficult for providers of social support. First, the relationship must not require 

continuai expianation of the chronically ill person's health condition. Second, the 

supportive person must accept the chronically il1 person with al1 his or  her physical and 

lifestyle limitations. Acceptance includes allowing flexible boundaries around topics of 

discussion, using humour to deflect difficult and awkward situations, continuing past 

relationships, and being non-judgmental. Thirdly, the chronically il1 person must not have 

to ask for support. An intuitive understanding of his or her needs is defined as supportive. 
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What seems to be important for chronically il1 people is the willingness of their 

support network to provide them with an environment enabling them to act in as normal a 

manner as possible, given the limitations in lifestyle they now experience. 



CHAPTER SEVEN 

PRIMARY SOURCES OF SOCIAL SUPPORT: 
MARITAL AND PARJZNTAL RELATIONSHIPS 

Antonucci and Kahn ( 1985) argue that family members are the closest and most 

important sources of social support. We tum to them first when we need support, and 

expect that they will be able and willing to provide what is needed. However, family 

members also have the potential to create the greatest disappointment when they are 

unwilling or unable to provide support. This is particularly true in the case of spouses. In 

1995, the divorce rate in Canada was 260 per 100,000 people (Canadian Social Trends 

1997:3 1 ). Divorce and separation arnong the participants in this study was fifly percent 

(30 of 60 participants). For the participants it was difficult to sustain their marriages 

under the conditions of chronic illness. Whether a marriagdpartnership continued was 

dependent upon three conditions: I )  attitudes toward the illness, 2) abiiity to maintain 

marital roles, and 3) the existence of previous marital problems. 

Children as a source of support, on the other hand, provide what they can based 

upon their ability. Their ability is mediated by their age, ranging from minimal types of 

support provided by the youngest members of the family to a wide variety of support fiom 

adult children. Chronicdly il1 participants were aiso concemed about maintaining their 

parental responsibilities, while seeking support from their children. The following is a 

discussion of the perceptions of participants regarding how social support is enacted with 

close family members and what constraints are placed on that enactment. 



1, Attitudes toward the illness 

Attitudes toward the chronic illness can promote the continuity of the marital 

relationship or add to the stress of the relationship, and contribute to the dissolution of the 

maniage. Participants indicated three attitudes that were important to the outcome of 

their marriages: denial of the chronic illness, famiIiarity with the chronic illness, and 

cornmitment to the marital relationship itself 

Popular psychology has often provided a forum for the discussion of denial as a 

detnmental component of psychological problems. This deniai does not necessady 

contribute to the dissolution of a rnarriage or partnership. Continuation of a marital 

relationship is possible in the face of denial if both partners are willing to dismiss the 

seriousness of the illness. For example. Bemice, mamed 25 years, indicated that her 

husband: 

... was really angry and decided the doctors didn't know what they were talking 
about. And it was all shit anyways, so not to worry. He used to Say "Don't 
wony. They are wrong. Don't worry." 

By mutual agreement, there was an unspoken acceptance of this deniai, and it 

remained unspoken for quite a few years: 

1 mean Jack and 1 managed to be married for 1 5 years before we talked about 
this. ..it wasn't really there. The doctor was full of garbage. He didn't know 
what he was talking about and Iwasn't sick. That set the tone right then. 

Part of their ability to dismiss the illness was the hidden nature of her illness. She has an 

extremely mild form of multiple sclerosis that c m  be conceaied. Aithough this type of 

dismissal c m  have a positive effect on the continuing viabiiity of the mariage, this is not 
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usually the case. Dismissai of the seriousness of the illness, or outrighr denial of the illness 

itself, when the attitude of only one of the partners, can have serious consequences for the 

marital relationship Francine indicated she was excluded from family activities due to the 

effects of her illness. multiple sclerosis: 

... he said "We don3 want to see you like this." 1 feel guilty because I'rn tired 
and I'm missing out on activities or the time that they're here because I'm 
too tired But they don? want to be with me anyway when I'rn like that ... 

Her spouse was unwilling to acknowledge that her illness required changes to family 

activities. and instead besan to exclude her fiom fanüly outings, such as camping trips, and 

hiking in the mountains 

Mana talked about how her patience was at an end because her husband refked to 

change or accommodate himself to the limitations multiple scierosis placed on her: 

... he's in denial And I'm not sure how long it's going to take him. I'rn not 
sure how long mu patience is going to hold out for him to, to accept it ... I 
d o i t  know if 1 've got the patience to wait three or four years. 

A spouse's dcnial of his or her partner's increasing physical limitations due to a - 

chronic illness (muliiple scierosis or fibromyalgia) can contribute to increasing difficulties 

in the marriage. panicularly if the il1 partner is looking for some acknowiedgement that his 

or her situation has been altered, and changes in family routine and responsibilities must be 

accommodated tlnuever. if both spouses have an unspoken agreement of deniai, and 

there are no  severe limiiaiions on physical abilities. their marriage seerns to be able to 

absorb what small changes may have to be made without acknowledgement that there is 

anything wrong. 



Familiaritv 

Knowledge of. or experience, with a chronic illness was also important to the 

stability of the marital pannership. As Corrine, with Fibromydgia, indicated when talking 

about her husband: 

. ..he had two back surgeries the Spring that 1 met him, and I was really il[ so 
we were both in bad shape. And we've both corne a long ways, and he 
knows what it's Iike to be d o m  and out. 

June discussed her husband's experience with multiple sclerosis, ". . . he worked at 

Calgary Handibus, so this stuff was not new to him.. . he had been working with people 

who are much more severely disabled than what I am." A shared experience from the 

onset of the illness, along with a willingness to accept the consequences of chronic illness. 

also promotes a continuation of the marital relationship. lane. with multiple sclerosis, 

talks about how her husband has become increasingIy farniliar with her illness and is 

willing to accept whatever lies in the future for them as multiple sclerosis changes their 

lives together, "...he7s kind of been in on it right from the very beginning ... he made a 

decision that whatever happened he was prepared for it. " 

For some participants, the marital reiationship was sustained because they 

thernselves understood the difficulty spouses had understanding their illness. Carl, with 

fibromyalgia, explains: 

... she's having her own difficulty and it's like the family of the alcoholic ... she 
can't relate to the degree of pain I'rn having ..A sort of creates a problem 
between two people. The one that has it and the one that can't understand 
how you got it and why you're so miserable today 

Puning oneseif in the place of the other spouse, in order to appreciate the difficulties of 
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understanding the illness from bis or her perspective, can provide an opportunity for better 

communication about reiationship problems and the development of subsequent solutions. 

Car1 and his wife have a long term marriage that both are struggling to maintain, and he 

believes his efforts to continue their p u t  routines, including a romantic dinner date once a 

week, contributes to the stability of their relationship. 

However, familianty or expenence with a disease does not always promote or 

sustain marital relationships. It may bnng back fears experienced by the spouse during an 

illness of their own. Jeremy explains, ". . .when I got involved with her, she had had polio 

when she was three or four . A e  said "1s this contagious." She was very concemed ... Oh, 

she cried." For this married couple, the wife7s fear of a recurrence of polio, and the 

evidence of her husband's continuing physical detenoration due to Multiple Sclerosis, 

eventualiy lead to divorce. 

For other patients, spouses refused to discuss, read, or leam about the chronic illness. 

Maria was fmstrated by her husband's unwillingness to accept, or learn about. multiple 

sclerosis, and suggested marriage counselling: 

. . .he refuses to go.. .17m thinking of getting together with them, because her 
husband's been there, done that, took pictures, son of thing. That we get 
together with them and maybe have him talk to my husband. And maybe that, 
you know, having somebody that's gone through, or going through the same 
thing might help. 

This is the same woman who feels she cannot wait much longer for her husband to corne 

to tenns with her illness. 

Elaine, talking about her husband and daughter, was hstrated by their lack of 

ability to understand her situation resulting fiom fibromyalgia: 



They know they don't understand that 1 can Wear myself out. 1 guess they 
figure, like you know, they feel, 1 rnean, they see me when I'm sick and that's 
fine. But they don? see it as a serious problem ... They Say they don? feel 
cornfortable. 

The marital relationship can be supported if the spouse shares a similar experience, 

has familiarity with health problems or  makes an effort to l em about the chronic illness. 

This must be a joint effort, however, and the chronically il1 person also needs to make an 

attempt to understand the difficuities the chronic illness presents to his or her spouse o r  

partner. On the other hand, familiarity with a chronic illness can also lead to unfounded 

f e u s  and subsequently a marriage that c m o t  be sustained due to those fears. 

Additionally, refusa1 to leam about or  understand the problems of a chronic illness can 

afso lead to problems within a marital partnership and possible dissolution of  the 

relationship. This is most evident in the high divorce and separation rates of  the 

participants in this study. 

Commitment 

How a spouse sees his o r  her commitment to the marriage is important in 

sustaining the relationship. 

Commitments express what is important to the person, what has 
meaning for him or  her ... Any encounter that involves a strongly 
held commitment will be evaluated to the extend that the outcome 
harms or t hreatens the commit ment or facilitates its expression. 
Commitments also underlie the choices people make or are prepared 
to make to maintain valued ideals andfor to achieve desired goals. 
(Lazarus and Folkman l984:56) 

Commitment was assessed by participants through the strength of their own and their 

spouse's commitment, their willingness to take responsibility for that cornmitment, and the 



participant's ability to continue to make an equal contribution to the marriage. As 

Bemice, with multiple sclerosis, explains "We've been rnarried 22 

years.. .It's got to do with that commitment we've had for each other for so many years." 

And June, who feared her husband would not be able to continue with their rnarriage 

because she had multiple sclerosis, said: 

... 1 had asked him recently because ... we met six years ago.. .and then we were 
rnamied almost four years ago, and 1 said "If, you know, if I had this and you 
had known this was what was wrong with me, would you have married me?" 
And he looked very shocked and hurt and surprised and said "Well of course." 

His commitment to continuing their relationship into rnaniage had not been lessened by 

increasing evidence that there was something physically wrong with her health. Lorraine, 

surprised by her husband's willingness to take responsibility for his commitment, stated 

"...he said, "You know, when someone gets sick, they're sick. You don? question it, you 

just do what needs to be done. That's dl,  that's all." Helen, who like Lorraine also has 

fibromyalgia, indicated that her husband "...told me that just because 1 have a condition 

he's not going to leave.. .like he's still gonna be here. .." 

Marital commitment to the mamage by the chronically il1 person can, however, be 

changed by the illness, creating other stress within the mamage. Bemice, discussing her 

husband's perspective on multiple sclerosis, stated: 

... He said "WeIl you're not to worry if you ever get sick, I'm here." And 1 
don't want him to take care of me ... Like if I got really sick 1 probably 
would take some pills or something and kill mysel f... It's really difficult, it's 
always been difficult for him to see that I really don't want him to have 
to do that .... 

The pressure to show a continuing commitrnent to holding up one's end of the marital 
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partnership can become dificult, as Francine indicates "...I fiel like I'm letting him down, 

when in fact it doesn't make a difference to him. That's what he tells me anyways." 

It can Iead to distress. Comne, who has fibromyalgia, explains: 

A ' s  not an issue for him at dl. But it's an issue for me because 1 feel that I 
don? contribute evenly ... 1 feel really bad. 1 feel less than normal, and 1 feel, 
you know. less than a 50/50 partner and less than just everything. 

A spouse's commitment to the mamage and how that cornmitment is expressed 

indicates to the chronicdly il1 person the depth of the marital relationship. This, however, 

can become a double edged sword since it can become a point of contention between the 

couple when the spouse's wish to provide care becomes so strong that it raises fears of 

diminished independence. The chronicalty il1 person's commitment to the marriage can 

also be an area of difficulty within the marriage, if he or she perceives that somehow the 

partnenhip has become unequal. Since we live within a society that idealizes the 

equalitanan mamage (Nett 1993). the perception of unequal contributions to the marriage 

can, over time, lead to difficulties within the marriage and subsequently a dissolution of 

the union. This becomes a particulariy important issue when one examines marital roles. 

II. Marital Roles 

The ability to maintain the roles that spouses anticipate they will have within a 

mamage or subsequently create within their marriages (Berger and Kellner 1975) c m  be 

disrupted by the chronic illness. Discussing her husband's perception of his role in their 

marriage, Bemice, with Multiple Sclerosis, said: 



... this is his family, and he has always been like this. Even before we had the 
kids. This is his family and the Browns take care of their families, and that 's 
the way it is ... because you know, I mean, very clearly the men in the family, 
this is their job. 

As long as roles could be maintained, however diminished they may become, the marriage 

withstands the effects of a chronically il1 partner. Beth explains "..as long as I was able to 

carry on with him and do things with him and work with him." And, when Beth goes to 

the grocery store on a daily basis using her rnotorized wheelchair she says that "John likes 

that because it gives me something to do." 

The maintenance of roles was important because, however altered they become, 

they still give a sense of continuity to the relationship. By maintaining marital roles the 

chronically il1 person continues the appearance of an equal contribution to the mamage, 

rather than appearïng to be a drain upon it. 

Chanpe 

Physical changes had a significant impact upon the maintenance of roles and the 

feeling of contribution. If change was gradual, almost imperceptible, then it was perceived 

as acceptable. Beth explains the effect gradual physical changes, brought on by multiples 

sclerosis, had on her mamage: 

1 don? know whether he could have handled it if it had hit me flat and 1 was 
out right away.. -1 think he would have found it awfùlly hard .A tell you one 
thing that does bother him, we'll hear about somebody that's going in for a 
bypass operation or something on their hem, and he says "Yes, but they will 
walk again." 

Some couples were able to ride out the rough times when change was rapidly occumng. 

Jane explains: 



.. .I rely on Jake most.. . I find I rely on that more as time goes by. .It was very 
difficult in the beginning ... 1 guess we've adjusted because he knows when to 
leave me alone, to let me do, you know, what 1 can ... He's ieaming to understand. 

For some spouses. chanye only brought a continuation of old patterns, sirnilar to 

Lorraine's situation. ". . . rny husband was used to doing his part at that point anyway. He 

always helped out, even when 1 was working. We shared, so it wasn7t dl that new to 

Gradua1 physical change. nding out the rough times and a continuation of old 

patterns served to maintain the marriage. However, if physical changes lead to 

considerable alteration in marital patterns then there is increasing stress between the 

partners. Mana. who has multiple sclerosis, gives us a glimpse of changing marital roles 

under these conditions 

... i f s  been a constant battie because my husband is Italian. He's 40 years old, 
he's been iaken care of by me for 18 years and before that by his mother. And 
so change for him is not going to be easy. And it hasn't been easy. And he 
hasn't wanted to change ... he's struggling with it because ... 17m not putting up 
with a lot of thinps 1 did before. So Our relationship is going through a very 
trying tjme ripht now. Extremely trying. 

For some, changes in a panner's physical abilities can lead to abrupt sevenng of the 

relationship. such as Bemia's expenence d e r  she was diagnosed with fibromyalgia: 

... afler 23 years of mamage he got kind of obnoxious and I said "What is 
bothennr  OU?" -4nd he said, "Look it, you know 17m a high energy person, 
and 1 k n o ~  it's shallow, but I intend to Iive my life to the fullest and you 
can't golf or ski or  sail or do al1 the thingsin my lifestyle any more, so there 
isn't any point in us being mamied any more." -30 that was it ... 

Sometimes a spouse would try to adjust to the increasing physical changes in his or her 

partner, but without success. Parnela explains her husband's difficulty with the effects of 



fibromyalgia on her p hysical activity : 

. . . he was used to me being extremely active and he could see me gradually 
over the years just losing everything. And it was fistrating for him because 
he didnyt know what to do about it. He couldn't hetp ... He'd become over 
protective. And we'd fight about that. He'd Say "You shou1dn7t do that 
because you're going to pay for it." . . . So he'd basically Say not to do stufF, 
but if 1 didn't do things, and 1 just kept within a cornfortable range, he'd get 
mad because 1 was Iaq. 

The degree of change and the ability to adjust to change has a significant impact upon the 

marital relationship. Appropriate adjustment is important, otherwise the relationship 

begins to falter, or breaks up. 

III. Pre-existirrg pro blems 

The chronic illness does not, however, stand on its own as a contributor to maritai 

breakdown. It is indeed a signifiant stressor within a marriage, but one that can be 

accomrnodated and withstood. However, pre-existing problems within the marriage 

seemed to set the stage for a marital breakdown when the stress of chronic illness was 

added. For Doris. who has Multiple Sclerosis, the pre-existing stressor was her husband's 

own chronic illness, Chrones Disease, and his unwiliingness to discuss his own illness, her 

illness, or anything other topics that might have relevance to the mamage. The two 

partners in the marriage have become isolated and distanced fiom each other: 

. . .we tend to ignore each other. Basically it's your problem and not mine. 
So we don? ask questions A ' s  my problem and not yours, so don't bug 
me about it ... he  doesn't want to get too persona1 anyway and find out 
what's going on. 

For Bill. with multiple sclerosis, his perception was that multiple sclerosis had only 

a small part to play in his marital dissolution, however, it could have been the straw that 



broke the back of his mamage. "It's an accumulation of circumstances and MS played a 

part in it. It was strange things happening. Didn't play that much." Bill's expenence is 

sirnilar to Joan's, who indicated multiple sclerosis also had a part to play in the dissolution 

of her mamage. "I would Say it piayed a part but it wasn't the whole reason. There were 

other problems as weI1. 

ORen times, it is the chronically ill person who decides the rnarriage is unworkable. 

Comne talks about the effect Fibromyalgia had on her mamage: 

1 was rnarried when the accident happened and I think that was a big factor in 
the divorce. but it was probably one of those things that would have happened 
anyway. Cause he was kind of a useless shit. ..he depended on me for al1 the 
decision-making and to keep everything rolling around him ... 1 said "1 don't 
need this kind of shit. I'm sick and I'rn hurting. I've got enough going on in my 
life without having to babysit another adult human being ... we got married three 
weeks before I got hurt. 

The chronic illness can lead to a recognition that the marriage was unworkable in the first 

place. Susan explains, "I started getting fibromyalgia when I was with him...I should have 

never. ever married my husband to begin with. He was a very, very bad alcoholic ..." 

Chronic illness places an additional load of stress on the maniage. However, that 

stress is mediated by a number of factors; among them the attitudes of spouses, such as 

deniai of the chronic illness, a shared expenence or familiarity with chronic illness. and 

their cornmitment to the continuation of the marriage. These three factors can act as 

facilitators of social support, or place constraints upon the provision of social support. 

The continuation of marital roles and the effects of physical change are also contributhg 

factors. However, as stated above, chronic illness does not stand alone as a contributor to 

the breakdown of marital partnerships. If there are pre-existing problems within the 



rnarrïage, the chronic iIlness may be the factor that tips the scales toward marital 

breakdown. 

IV. Expectations of Children 

Parents place certain social support expectations on children, which can be 

facilitated or constrained by the children's ages. Expectations increase with age, but 

decrease when children reach adulthood. There is an acknowledgement that children's 

lives change over tirne, and that they have other commitments, extemal to the nuclear 

farnily, which are legitimate concerns that require their attention. In addition to providing 

instrumental support to a chronically il1 parent. social support is also assessed based on the 

children's familiarity with health problems, their desire to gain knowledge, role reversal 

probiems, their willingness to inconvenience themselves, and their proximity to the parent. 

In addition, the personalities of individual children can affect the degree to which a parent 

expects and accepts social support. 

Instrumental Support 

Instrumental support is the provision of (1) srna11 seMces including the lending and 

giving of household items, rninor house-hold services, and aid in dealing with 

organizations; (2) large services which include major household repairs, assistance with 

housework, babysitting, and long-term health care; (3) financiai aid which may incorporate 

small and large loans and gifts, including those for housing; (Wellman and Wortley 1990). 

Provision of household services was expected, in particular by mothers. This may be a 

reflection of the role of mother as the person who is rnainly responsible for the care and 

raising of children (Mackie 199 1 ). Young children (up to the age of 12) are expected to 



provide srnail services to the chronically il1 parent, however, turning over household tasks 

can present difficulties for the parent. Lyrm, discusses her dificulties in turning over 

household tasks to her two young children. 

So 1 thought it was kinda fùnny that it was the first time it had reaily hit me 
how much the kids had taken over, you know. And theyTre, they're really 
trying to help me. But I'rn, 1 got a pretty tight hold on those reins still too, 
and I 'm a little reluctant to pass them over. 

Maria, on the other hand, discussed how she managed the assignment of  household 

duties to her two young daughters: 

Yeah, they've [daüghters] been actudly very good this sumrner. They do the 
dishes. They've been helpful and if they seem to slip, 1 have two wondefi l  
girlfiends who corne over and chat with them. And it's amazing what those 
children wil1 do. 

When the children become reluctant to provide those small household tasks, Mana tums 

to other women for help. Mackie (1 983 : 1 22) argues "when the biological mother is 

unable or unwilling to parent, other women, rather than men, nearly always take her 

place." This chronically il1 mother also seems to depend upon the same strategy to ensure 

that her young children provide instrumental support. 

As children grow older, household tasks become a routine expectation by mothers. 

Bemice expiains her changing expectations for her two adolescent sons: 

James's going to be 14 this week, and David's eleven, okay so now if I'm not 
up to things 1 can Say to  them "Okay, one of you guys get the dishwasher." 
They are exactly at the point they really do do a lot of things, they do their own 
laundry and everything. But you know, when 1 think back to  when they were 
littte, it was a lot scarier to be sick than it is now, 

Adult children have greater expectations placed upon them, since they are capable 

of providing more sophisticated seMces than younger children. Larger and more complex 



seMces are expected, and delivered. Amy talks about her children as sources of 

instrumental support, since multiple sclerosis has made household tasks much more 

difficult for her: 

Well rny son lives in B.C. so he's not around very much, but rny daughter lives 
here right now. She does things, gets groceries, and she does a lot ofcooking 
for me and bringing it out and puts it in my freezer ... 

Adult children's roles as providers of instrumental support are divided by gender, 

with female children providing traditional female tasks. Amy's daughter not only grocery 

shops and cooks for her mother. but also assists in cleaning tasks within her rnother's 

home. On the other hand, Dons, who also has multiple sclerosis in the more advanced 

stages, looks to her adult son for financial and legal services, "Oh y e a  rny son's my 

attorney-at-large, power-of- attorney.. .My son's very good. 

However. instrumental support was also a point of difficulty between participants 

and their adolescent or adult children. If the need for assistance becomes demanding or is 

perceived as onerous, that assistance c m  become a flashpoint for contlict within the 

parent-child relationship . Beth, who has fibromyalgia, explains her difficult relationship 

with her two adult daughters: 

I think 1 have corne out and asked at points in time and received nothing but a 
rather gmff reply. "Yes, 1'11 do it when 1 get around to it." Well, when 1 ask I 
want it done at this point in time, like now ... they can do whatever they want. 
but 1 will tell them what I want done. And most of the time it's not major, I 
don? expect any major jobs done ... You know, I shouldn't have to ask a 22 year 
old to take the garbage out. At 22 1 was mnning a household. 

Dons. in a wheelchair, has reached the advanced stages of multiple sclerosis and must deal 

with her adolescent son's embarrassrnent over her disabled condition, "1 do have a son 
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with a car when he shows up. But he doesn't like to take me shopping. He'll pick up 

grocenes if 1 give him a list or grocenes I have lefi at the store, he'll bring them home." 

The unwillingness of her son to take her shopping decreases her ability to maintain her 

marital role, as well as reduces her potential for social contact outside the home. 

The types of instrumental support that a chronically il1 person requires increases as 

physical disability begins to prevent a parent tiom accomplishing household tasks. As 

household tasks become more dificuIt, chiidren are expected to take over those tasks 

mediated by their age and abilities. However, the older the child, the greater the potential 

for contlict around these tasks. Adolescent children expectations surrounding provision of 

instrumental support increases with the age of children; however, this can lead to conflict 

when parental expectations for support exceed what children are willing to provide. As 

Joan, with fibromyalgia, explains about her son, "Like sometimes he kind of, he won't do 

what he's asked because he figures it's an infringement on his own life and time and rights 

and stuK" 

Familiarity 

Chronically il1 parents do not expect their young children ro be familiar with their 

illness. They are considered naive and at times may be protected from full knowledge of 

the consequences for their parent of multiple scierosis or fibromyalgia. However, 

adolescents, who are expected to be able to understand the chronic illness and it's effects, 

sometimes experience difficulties. Cindy, divorced from an abusive mamage, explains her 

son's difficulties with her fibromyalgia: 



My oldest can't handle me hurting. When he cornes down, if I'm hurting he 
has to leave. He just can't cope. 1 don? think that h e  likes mom hurting 
period- And I'm not sure that it bnngs up a lot of bad mernories to him. 

Dons, with multiple sclerosis, also encountered difficulties with her adolescent 

son's ability to understand her illness. She felt she had partially solved the problem after 

he had a particularly painful experience with a martial arts class, "...I mentioned it and I 

said "Now you know what 1 feel like eh." 

Adult children of parents who became chronically il1 while they were children, have 

had tirne to become familiar with the chronic illness and are therefore expected to 

understand and provide social support. Joan's two children were familiar with her multiple 

sclerosis. since she was diagnosed as having it before they were bom. "They've grown up 

with it ... They just gren up knowing that they maybe had to push their mom in a 

wheelchair, like when they were older." Ron, also with multiple sclerosis, has a similar 

experience to relate "He always saw his dad with MS so he was able to accept it very, 

very easily. 1 suppose " 

Among partici pan ts who were diagnosed with a chronic illness after their children 

were adults. there i s  a recognition that their adult children may experience a difficult 

period of adjustment Lorraine explains the difficult time her adult children had when she 

was diagnosed \vit h multiple sclerosis: 

My kids had a really hard time with it. My daughter is older, she's 24 now, 
so she was 20.. .She took a long time to, she could not handle having a mum 
who was so ver). active a11 the years ... it was very hard for her to accept the 
fact that 1 could not physically, 1 was not physically able to do al1 the things 
that we had always done before. 

Adult children can also compensate for the new circumstances and this is evidence 



of an attempt to understand what it is k e  for their parent to be chronically ill. Alicia 

explains how her children began to take into account her changed physical status: 

... they find it hard that rnom's not as active as she was, you know. Mom can't 
do everything that she did with them ... 1 think it's just, well instead of saying 
"Let's ask mom to go with us," it's sort of well. weTIl do this because mom 
can't do that. . .I  think they change their plans to accommodate me ... 1 think it's 
wonderful that they do consider it. 

Both adolescent and adult children may use other sources to assist themselves in 

becoming familiar with their parent's illness. Jane, explains how her son's fnendship 

provided him with the ability to understand her situation: 

... with my son, a very good fnend of his that he's gone to, or had gone to 
school with for many many years, his Fnend's mom has MS, so it wasn't 
something that was very alien to him ... I think it made it easier for him to 
understand, you know, what was happening. 

Francine indicated her son had a similar experience that allowed hirn to adjust to his 

mother's multiple sclerosis. 

... 1 think once he told one of his Fnends that he's been close to for years. 
He said. "Well my neighbour has had it for 25 years and he just went 
into a wheelchair." That was kind of good for him to hear because he 
lives, he lives on not knowing when it will happen. 

Harris also provides us with a glimpse of his daughter's familiarity gained through 

her regular contact with the Multiple Sclerosis Society and her ability to provide hirn with 

social support more readily than other farnily members: 

And, of course, you've met my daughter so you know what she's like and 
the rest of them are just like her. I'm very fortunate, very, very fortunate. 
Cause when 1 look around and see what's happening with other people it just 
makes me sick. 

While young children are not expected to immediately become familiar with their 
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parent's chronic illness, there is an expectation that over time they will develop greater 

understanding. The adult child is, therefore, expected to be able to use this experience 

over his or her lifetime as a resource to provide social support for the chronically il1 

parent. However. adolescent children of chronically il1 parents can experÏence some 

difficulties of adjustment to the new situation, retuming to memones of other negative 

experiences in their lives and making the provision of social support more difficult for 

them. An adult child also can expenence difficulties in adjusting to a parent's chronic 

illness if it has occurred after they have reached adulthood. However, they more readily 

adapt to the dificuit situation, perhaps due to their greater maturity and sophistication. 

Finally, external experiences of both adolescent children and adult children can be a rich 

resource for understanding the parent's situation and providing much needed social 

support. 

Seekinp information 

Adolescent and aduIt children may try to obtain more information about their 

parent's illness, and, as discussed in Chapter Six, this is interpreted as supportive by the 

parent. lill. who has multiple sclerosis, discussed how her adolescent son, in an effort to 

better understand her situation, went searching for sources of information, "Also, 

Christopher, my oldest one, he went to, he told me he went to the guidance teacher at 

school and talked about it. And I said "Good, talk to whoever you want." Moreover, a 

parent can use subtle methods to inform their children about the chronic illness- Vincent 

explained that his children ask about multiple scIerosis, but he also keeps them informed 

through more subtle methods. "They ask me a lot of questions about the MS. 1 don? 
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know if they've read anything about it, apart fiom the information that's laying about 

around the house." By leaving brochures and newsletters about multiple sclerosis where 

his children can see them, he ensures that they can keep up to date on his illness. 

On the other hand, children can also be a source of  information for the parent. By 

looking for information and providing it to the parent, children can act in a supportive 

capacity to the parent. Lana, who has fibromyalgia, talked about her adult daughter 

helping her to  better understand her illness. "...one o f  the girls was reading an article, rny 

girls, my daughten, in Chatelaine or  something and she brought it over t o  me and she said, 

"Mum, this sounds like you." 

However. a parent c m  also be sceptical of his children's desire to gain more 

information about their parent's chronic illness. As Ward suggeaed, "...we talk about it. 

1 tell them anything they want to know. 1 try t o  open up some discussion ... They Say 

they understand. So most Iikely they don? want t o  talk about it." The exacerbating 

factors that led to scepticism for Ward are a difficult divorce that has transformed into a 

trying relationship with his ex-wife and children. The troublesome family situation has led 

him to develop a pessimistic attitude toward his relationship with his children, perhaps 

making it more challenging for his children to  become supportive: 

... everybody tells me they're at that age where they're doing their own thing. 
And sure, 1 agree because I did the same thing, you know. But, maybe they 
just don? understand or are aware of the fact that 1 need them too.. . 

Children obtain information about their parent's chronic illness through discussions 

with parents, but also by seeking it fiom others. This can be done in an overt manner so 

that both parent and child are aware of the search for information, or it can be a subtle act, 
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such as a parent leaving brochures and newsletters in convenient places so the child can 

l e m  about the illness without actively seeking information on it. Not only are parents a 

source of information about the chronic illness for the children, but children can also be a 

source of information for the children. However, trying to gain information about a 

chronic illness can elicit suspicion nom the chronically il1 parent if the social context is 

difficult, such as the memory of a disagreeable divorce that does not dissipate. 

Reversal of roIes 

As the parent becomes more incapacitated by either multiple sclerosis or 

fibromyalgia children take over more and more of the parent's roles. Problems can occur 

as children take over these roles. There is a fine line between offenng support to a parent 

by performing household chores and other services that become more dificult to perform. 

When that line is crossed problems occur because the social support stops being 

supportive and becomes a point of confiict between the parent and child. An extreme 

example of role reversal was provided by Franche, "And now that I've told my kids, 

they're 15 and 16. and my 16 year old is very blunt, and he'll Say "You7re turnïng a bit. go 

to your room." 

Attempts by adolescent children to do as much as possible for an il1 parent can 

make the situation nonsupportive rather than reduce the stress the parent expenences as 

their illness increasingly incapacitates her. As the fibromyalgia increasingly made things 

more difficult, Cindy's daughter was caught in this situation when she tned to take over 

more and more of her mother's household duties in order to assist her: 



My daughter, who is a good support, is too good. She can't do enough for 
me. So she exhausts herself and then she's no d a m  good to either one of us. 
She, um, 1 just, she's done everything. 

There can be a struggle for control over who does what job, as Francine again 

explains: 

... if Jason catches me vacuuming, because that's his job, and even though he 
doesn't do it the way 1 want, or when 1 want, or as efficiently. or in as timely 
a fashion as 1 want, he doesn't want me doing it either. And if he cornes in 
and I'm vacuuming or gets up and I'rn vacuuming, he'll Say "That's my job," 
and take away the vacuum. So there's this struggle over that.. .part of it is are 
rny standards too high? Do I expect too much? Am I obsessive? 

As Francine articulates, this struggle can result in parents questioning themselves, rather 

than the situation that lead to the struggle. This can also result in fears that the parent role 

is disappearing. Lana, who has fibromyalgia, talked about the struggie between herself 

and her adult daughter: 

... in a way I guess it has because 1 feel as if they are looking after me now 
rather than me looking after thern. The roles have turned. Especially my older 
daughter, she's, of course older children are like that. The oldest child usually 
is a caregiver you know, um, but I find that 1 have to Say to her some days, you 
know, "I'm your rnother, you know, you're not my mother." 

It is not just parents who may fear a loss of the parenting role, but children can 

also fear that they wiil have to become parents over their own objections. Parnela's son 

was particularly won-ied about his role if his mother's fibromyalgia becarne too severe: 

It's caused a lot of stress in the people that are really close, especialiy my son, 
because he basically figures that maybe he'll have to take care of me ... I've told 
hirn dozens of times, it's Iike, no, if we live together afler you're done with your 
college, it's only as two adults. It's not going to be hey, you have to take care 
of your mom and stuE 

Taking over parental responsibilities is a delicate task for adult children, and even 



more difficult for adolescent children. Too heavy a hand makes the parent feel threatened 

and conflict over roles of parent versus child can enipt. Certainly this is expected from a 

parent, while the possibility of having to take over a parent's role can also represent a 

threat to a child anticipating what the fiiture will bring. 

Inconvenience 

Participants were concerned with how much providing social support would 

inconvenience their adult children. This was a difficult aspect of enacting social support. 

On the one hand, they did not want to cal1 on adult children that had busy lives and other 

commitments. On the other hand. a chiid that was willing to inconvenience himself or 

herself was interpreted as supportive. Sarah, who has fibromyalgia, was pleased with the 

support that her daughters provided: 

My girls are very good, my daughters are very good, but they have families of 
their own, you know. But they, they certainly try and make it easy for me. - 

Like they'll do things like 1 used to do for them, do a little bit of extra baking 
and that kind of thing for me ... 1 try not to intrude on their lives. but you know, 
1, they're, they're always there if 1 need them. 

Adult children, who have other comrnitments, may provide small services that may be 

somewhat inconvenient for them, and this is interpreted as supportive. 

Participants indicated that they were reluctant to intrude on their children's lives, 

and were willing to wait until adult children could make the time to become supportive. 

Florence explains: 

1 have a daughter and two sons. But one is in Nova Scotia so he's not directly 
attached ... A son here and a daughter ... Well you know, they're not too 
supportive. They're independent. I'rn not in their lives a lot, but yeah. But it's 
taken a while for them to get there, particularly my daughter, because she's just 
like me. 



A child was viewed as particularly supportive if he or she provided unexpected 

services. Carole's son surprised her when he returned to live with his parents while he 

searched for employrnent, "My son will help me vacuum the floor, or floors ... 1 think it's 

really supportive. because before it just wouldn't have happened, I think." However, this 

was not necessarily the case. When a child returns home to live, what is considered 

supportive action when they were living elsewhere, can become an obligation upon 

retuming to the parental home. Corrine explains, "...once she moved in and was living 

with us then it was just son of like, this is part of what you're doing and this is what I'rn 

doing. That's just pan of living here." Other participants expressed the same sentiments. 

An adult child that liïes away from home and provides services to the il1 parent is 

perceived as supponive On the other hand, an aduIt child who lives with a parent is 

expected to pitch in. and those chores or tasks that they perform are considered not 

supportive but routine There is an exception, however, and that is if the service is 

unexpected it becomes supportive. 

However. there are adult children who do not provide support to their chronicaily 

il1 parent. Rather t han become angry with these children, participants made dlowances for 

their lives and their absence as social support providers. John explains: 

They can't They're trying to go to school ... Well my one daughter is getting 
some upgradin~ She didn't get her full grade 12 diplorna. And my other 
daughter has to stay at home because rny grandson has Down's Syndrome. 

Participants perceived as supportive a child who had to inconvenience themselves 

to provide even small services as supportive. At the same time, participants were reluctant 
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to ask busy children to provide them with support. They were willing to make excuses for 

their chiidren's lack of  support, and portrayed themselves as understanding under the 

circumstances. However, when a child Iived at home, o r  returned to !ive at  home with the 

parent, what would be considered supportive othenvise became routine and expected. 

Children who provided routine seMces while living at home were not considered 

supportive, unless they were providing unexpected support. 

Proximitv and reeularitv of contact 

The frequency of contact with children and their proxirnity are important to  

parents since they can provide feelings of closeness and support, while at the same time 

facilitating or constraining support.. Contact can be maintained by regular visits. phone 

calls and letters. It is not, however, sirnply a visit or  phone cal1 or letter; rather it is the 

quality of the interaction fostered by the particular type of  contact that is important to 

feelings of closeness and suppon. Bill talks about his relationship with his children, who 

live close to his ex-wife and maintain an emotional distance fiom him, but who keep in 

contact periodically by telephone, "Nope, not one way or  the other .... Couple of times a 

year, maybe. They're up in Peace River Country. 

Jane, on the other hand, has a different perspective on the contact she has with her 

son, "He's actually excellent. We, this year really, we've spent more time together-we 

talk on the phone a lot ... he's been really great." Melanie also perceives regularity of 

contact with her children as very supportive: 
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So they're very supportive. My son [ives in Ranchlands, and as 1 told you. my 
daughter Iives in Hinton. And she's coming Wednesday ... Oh, we7re very close. 
1 talk to or see my son every other day pretty well. 1 talk to my daughter pretty 
weil every day. 

Proximity is a factor that assists or becornes a barrier to feelings of closeness and 

support. whereas it is not an issue when young and adolescent children live with their 

parents. However, adult children often leave to start a new life in other cities, provinces 

and countries, making regular contact between child and parent more difficult. Ji11 finds 

living in Calgary presents barriers to a supportive relationship with her adult daughter who 

now lives far away. Fibromyalgia has made it difficult for her to earn a living; 

consequently she cannot aRord to make close physical contact. They attempt to 

compensate through letters and phone calls, but this is not as satisfactory as Ji11 would like 

it to be, ''1 have a daughter who's mamed. She's in Toronto. And I haven't been around 

too much since I've been hurt. 1 just can't a6ord to go travel. So we write and talk on 

the phone." 

It is not unusual for adult children to Ieave the family home because they cannot 

cope with their parent's chronic illness, or because they view themselves as only adding to 

the stress surrounding their parent's situation. Lana explains why her daughter moved to 

another city, "..A think part of it was that she felt she was being a burden and if she wasn't 

here it would be easier for me." Lana regrets the physical distance that now exists 

between the two of them, and the diminished social support that results, but also excuses 

her daughrer's decision. 

Letters can act as a device to begin the process of social suppon, as well as a 



mechanism that provides social support. Harry, who has fibromyalgia. has decided to 

move to the same city as his daughter, who he had not seen since his divorce when she 

was a child. He has now made contact with her, through a visit, and that contact suggests 

to him that this is where he will find a potential source of social support. He explains how 

he is preparing his daughter so she c m  be his source of support when he  finally moves 

closer to her. 

... we write frequently ... as a matter of fact I'm going to send her. so she'll 
become even more aware of what it is, because, uh, you know, when you 
first mention it to somebody who's never heard about it, uh you know, they 
don't know what it is. So 1 have a brochure that 1'11 send out to her today, 
and she'll get a better idea. 

1t is not just the regularity of the contact, however, since grudging phone calls and 

visits or duty letters would not provide a sense of closeness and support. Ron, divorced 

for over 10 years, and a non-custodial father, expresses the quality of contact and the 

close proximity that makes his relationship with his son supportive: 

He lives downstairs, he's 25 now ... We talk and there's some real good 
communication that comes. It's strong. Initially what happened with the 
divorce. ..I had to pay support. Then he came of age and he said 'Tm 
moving in with dad." And he's been here ever since. It makes me 
feel dam good. 

Vem, who has multiple sclerosis. explains why phone contact over Long distances is just 

not sufficient when he is in need of social support from his children and how proximity 

enhances phone contact: 



But the fact that you can phone, the fact that you know they are that close, 
whereas being out in Vancouver, you know it's long distance and you can 
talk to them on the phone and if you wanted them to  corne over right away they 
couldn't. But here if there's an immediate situation that you need some 
help with, whatever it may be, the farnily's there. Yeah, for me, and I think the 
same for Lo rretta as welI. 

Regularity of contact through visits, phone calls and letters can provide social 

support to  chronically il1 parents. It is, however, the quality o f  the interaction that is 

contained within those visits, phone calls, and letters that makes them socially supportive. 

An added bonus that enhances the quality of  the social support, is the physical proxiMty 

o f  children and the sense of comfort that cornes with that neamess. 

The personality of children was a consideration when participants either were 

seeking support or were offered support by these sarne children. Sornetimes a child's 

personality presented an opportunity to  receive support, when other members o f  the 

family were particularly unsupportive. Francine, who is becoming increasingly restricted 

in physical activities due to multiple sclerosis, finds herself excluded from family outings. 

Her young son. perhaps unwittingly, provides her with opportunistic social support, 

"...our younger son isn't quite as physical as that, so he's quite content to stay at home 

with me on some occasions when he's not with them, so." 

Personalities can present a barrier to  social support from one child, while another 

child's personality facilitates social support. For example Comne, who has fibromyalgia 

finds that she has to be careful on some of the days during which a daughter is allowed to 

visit : 



My one daughter 1 have probIems dealing with on a bad day. cause she's 
noisy. She's a very hyperactive type. She's noisy and she's loud, and if I'm 
having a day when I'm really not well, she just escalates everything for me.. . 
my other daughter ... she's just super to be around when you're d o m  because 
she's quiet and very relaxed and never a problern. 

On particularly difficult days, Corrine makes a conscious seiection between her children, 

creating a barrier to or facilitating social support. 

Personalities, however, cm prevent children from oEering support, and when this 

is particularly evident a parent may offer an excuse for the lack of support forthcoming. 

Jane is particularly disappointed with her daughter, "Well, she's sort of like her dad, in no 

tolerance for anyone who isn't tùnctioning 100%. Which is strange because she's a severe 

asthmatic.. ." 

Children's personalities can facilitate support both intentionally and nintentionally. 

However, a child's persondity can also present a barrier to social support, with the 

chronically il1 parent sometimes selecting who provides support based upon their 

children's personalities. 

V. Parental responsibility 

Although children did take over some roles of the parent, participants still 

attempted to remain in the role of parent. They saw themselves as protecting their 

children from the realities of their chronic illness, as well as guiding them to an 

understanding of what the future holds. Participants also were concerned over their 

cornpetence as parents and the effiect their failure to adequately perfom the role of parent 

had on their children. This was particularly important for parents of young children and 

adolescents. A third concem of parents was involvement in leisure activities with their 



children. 

Protectin~ and guidimg 

Protecting young children and adolescents corn the stresses of a chronic illness 

and helping them to understand the effect it was having on their parent, was seen as 

pnmarily the responsibility of the women participants. As mentioned earlier, this may be a 

reflection of the role of women as the primary caretaken of children (Mackie 1993). A 

parent rnay refrain from discussing her chronic illness with her children for fear they would 

not be able to adjust or deal ~ Ï t h  the information. Bemice, who has multiple sclerosis, 

1 probably woddn't talk to the boys, because you know, they just would, 
James particularly would get really upset, cause he likes to know that things 
are never going to change. That mum and dad are always going to be there, 
and that murn and dad never really get sick. So does Adnan. They are still 
at the age when they really need to know that they are being taken care of, 
and that there is nothing that's going to get in the way of them. 

Similar to Bemice in her desire to protect her young son, Francine chose to cornfort her 

child instead of hiding the seriousness of multiple scierosis: 

And Timmy was like, well his fint concem was "Are you gonna be in a 
wheelchair? Are you gonna die?" "1 don't know, and no, probably not 
for a very long time." And once he got over that ... and once they got over that 
they talked about it. 

Lynn, on the other hand, decided that the best course of action was to act as a 

guide and involve her children in her joumey with multiple sclerosis: 

... it's been interesting for the kids because I've tried to teach them that it's not 
going to change who 1 am. I'm gonna try real hard not to let it change me ... 1 
made them an active part of what I'm going through too. I don? know, I 
don't think it's hurt my kids to see that you can still be strong, that it hasn't 
changed me. I'm still mom, I'rn still goofing around, I'rn still having fun. 
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Female participants with young and adolescent children continued in their parental role as 

nurturers and caregivers by protecting their children fiom knowledge about their illness, 

reassuring them t hat t hings will not change, or teaching their children how their mother 

would continue to be active in her role as mother. Al1 three styles of parenting were 

effective supportive strategies, helping to reassure their children that, in these three cases, 

multiple sclerosis would not prevent her from continuing in her role as mother. 

Com~etency 

Through childhood socialization we l e m  it is important to competently play out 

roles as men and women (Zimmerman 1993). and this would naturally extend to other 

roles we take on. such as Our parental roles. Both men and women participants talked 

about their concern over their competency as parents. Beth, who has multiple sclerosis, 

talks about her abiliiy io ful fil1 her role as parent before her illness began to limit that role: 

. . . when my family was young, you see, my youngest of three is, she's 4 1, and 
1 wasn't bad <il1 like I Say the last 15 years. It's been my worst tirne. And they 
accepted eveq-thing along the way, 1 guess because mum was always there. 

She bases her succcss on ihe fact that multiple sclerosis did not limit her parenting skdls 

untiI her chiIdren Hcre mell  into adulthood. Lorne, on the other hand, is concemed that he 

will be unable to fulfill his role as parent as his multiple sclerosis progresses, "Well I want 

to be able to do things with my boys. 1 want to be able, as an example, to 8y a kite." 

Helen and Georee. who both have fibromyalgia, see themselves as fading in their 

roles as parents. Helen esplains her inability to fulfill her parenting role: 



It wasn't easy at first, because 1 couldn't accept it, 1 couldn't handle it very 
well, so that's what made the situation worse for them ...... it's become a 
routine that mom may not do what other moms do. And there was a lot of 
guilt involved in rny part on that too. She doesn't go to school and volunteer 
Iike other moms do. 

She has in mind a detinition she holds as a standard, and compares henelf to that standard. 

Her measuring stick means that she finds herself wanting as a parent. George also views 

hirnself as a failure in his parenting role: 

... 1 lived on that couch for that two years, you know. It's hard to be, ah it was 
bad. 1 hate thinking about it. It was miserable because you couldn't, you felt 
Iike you weren't really helping them, you weren't realIy, my role as a father or 
whatever it was ... My son is a teenager, he's 19 now, so he would have been, 
now that7s five years ago, so he would have been 14, that age there so. I think 
without the preoccupation with some of my problerns we probably would have 
had more time to see what was going on with him . h e  ended up in al1 the drugs 
and al1 those things, so it didn't help. 1 blame a lot of things on tibromyalgia. 

George feels that he was unable to provide adequate tirne to his adolescent son and. while 

blaming fibromyalgia for his troubles, stiII finds hirnself responsible for his son's troubles 

Glen, who also has fibromyalgia, finds himself failing as a provider for his children: 

I suffer more because of what my wife is going through and what my kids are 
going through. My other son is 15, h e  wants to, he's a really popular kid, but 
he's got no money. It7s tough and it's hard for him to understand. 

Again, we have a parent setting a standard, this time as a good provider, but finding 

himself wanting. 

Participants assessed their competency as parents, sometimes setting a standard by 

which to measure their performance and sometimes finding themselves less than 

competent performers as a result. When a chronic illness progresses slowly and parents 

c m  carry out their roles to their own satisfaction, the assessrnent is a positive one. 
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However, for the most part, both men and women were not satisfied with their roIe as 

parent and found that their chronic illness interfered with their ability to meet standards 

that t hey set for themselves. 

O bli~ations 

A parent's involvement in children's leisure or sporting activities can be an 

important source of social support, not only for the chifd but also for the parent. Doris, 

who has severe multiple sclerosis, spent ten years aîtending her sons' hockey practices and 

games. She estabiished a number of friendships with other hockey parents, but after ten 

years both sons decided they would not longer participate in hockey. Hockey had become 

a source of supportive interactions with other parents. and then suddenly it was severed: 

... now that our kids quit playing hockey you don't have any people you 
talk to at all. Cause you don7t have the hockey parents around.. .because 
bango al1 of a sudden you had hockey from September to May or thereabouts, 
and basically you lived for it &er you've been through it for ten years. It 's 
hard to take when al1 of a sudden they quit ... Basically we don? do much as a 
family around here now that hockey isn't Our main interest. 

For the most part. Dons does not have any outside activities now that participation in 

hockey has ended. As mentioned earlier, her marriage and relationship with her sons were 

difficult, so she appears to have lost her main source of social support, other hockey 

parents. 

Ross, who also has severe multiple sclerosis. thought he should distance himself 

fiom his wife and children. so they could proceed with their lives. M a t  he discovered 

was that his participation in his son's hockey and his daughter's curling activities were 

important to his children. 



But I mean, just the fact I was going made him that happy that I was still 
interested in being involved and ail that stuff. Like his interpretation was 
that he doesn't care about me anymore ... that was a big shocker to me .... so 
I go watch her curling and 1 go to watch him play hockey. 

Not o d y  was he depriving himself of supportive interaction, but he was removing an 

important source of social support from his chiidren. 

Parents participation in their children's activities can be a source of  social support 

for both parent and child. When there is a long term involvement with such activities, the 

parent may corne to recognize how supportive the obligation was only after it ends. The 

same applies to  support for children. An ovemding concern with their own situation may 

distract parents fiom examining the effect of their withdrawai on their children's activities. 

VI. Ernereent Theorv 

The above discussion bas addressed two questions, 1 )  how is social support 

enacted and 2) what constraints are placed on that enactment within the context of the 

nuclear family? Social support fiom spouses of chronically ili participants was precarious 

at best. This was clear from the high divorce and separation rate (50%). Contributing 

factors to the stability or instability of marital relationships were attitudes related to denial 

of the chronic illness, familiarity with chronic illness, and comrnitment to  the marriage. If 

marital roles can be rnaintained, even in the face of rapid physical changes, the marriage 

could be held together. However, gradual change allowed time for spouses to adjust and 

take over some of the responsibilities of their partner's role within the mamage. The 

effect of attitudes and marital roles do not stand on their own. Pre-existing problems 

within the rnarriage make it difficult for spouses to adjust, and relationships seemed to 



dissolve with the added stress of a chronic illness. 

Children, from very young ages to adult, provide an alternative source of sociai 

support. Their support is mediated by the age, gender, ability, and personality. They 

provide instrumental support at al1 ages, with the young children being called upon, for the 

most part, ta do small household chores. The ability to provide sociai support is a gradua1 

leaming process. Children are seen as supportive as they becorne more familiar with the 

chronic illness. Multiple sclerosis provides time for children to  become increasingly more 

familiar, since it is a chronic illness that is long term and often progresses slowly. 

Fibromyalgia, however, often comes on suddenly and physical deterioration is not as 

evident as it is with multiple sclerosis, perhaps making it more difficult for children to 

adjust. 

Children not only seek out information in an effort to  understand their parent's 

situation, but also act at times as a provider of that information to the parent. If an adult 

child had to  inconvenience himselfor herself in order to provide any type of support, 

participants felt they were particularly supponive no matter how small the seMce or 

support provided. Living close to  the parent and maintaining regular contact facilitated 

supportive interactions. However, it was the quality of the contact that ensured the 

children were viewed as supportive. 

An important aspect of the relationships with children was the ability of 

participants to  maintain their role as parent. They acted to protect their young and 

adolescent children from the harsher reaiities of a chronic iiiness and to guide a developing 

understanding about what was happening to themselves as parents. At the same time, they 
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measured their cornpetency as parents against standards they set, ofien finding themselves 

inadequate to the task. Finally, participation in children's sport o r  leisure activities cannot 

only act as support for the children, but also, to some degree, become support t o  the 

parent through contacts and fiends they make while participating in those activities. In 

short, how a chronically il1 person is able to maintain their parental role may constrain 

their ability to enact social support fiom children. 



CHAPTER EIGHT 

EXTENDtNG SOURCES OF SOCIAL SUPPORT: 
OTHER RELATIVES, FRIENDS AND NEIGHBOURS 

We have discussed the role of spouses and children in social support. Although 

they are the first persons that people in need may tum to parents, siblings, other relatives, 

fnends and neighbours can also be important sources of social support. These diverse 

sources of social support available to participants provide opportunities for participants to 

shop for support (Wellrnan and Wortley 1990), tapping into specialized sources in order 

to obtain what is needed at particular times. Searching out the most appropriate source is 

either constrained or facilitated by a number of contingencies. The following is a 

discussion of the perceptions of participants regarding how social support is enacted with 

parents, siblings, other relatives, friends and neighbours and what constraints are placed on 

that enactment . 

1. Parents, Siblinps, Other Relatives 

Additional sources of social support fiom farnily members can be provided by 

parents, siblings, aunts, uncles and other extended kin. There are many contingencies that 

determine who, why, how and whether support is accessed by participants. These 

contingencies include the history of the relationship. present impediments to support, 

proximity, and reciprocity. 

Historv of reiationshi~ 

Participants discussed the importance of the hiaory of social support. The 

recollection of past interactions by pariicipants ailowed them to assess the possibility of 
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obtaining social support fiom relatives other than spouses and children. Trust, or lack of 

trust, was developed over time, with p s t  actions determining whether or not participants 

would be able to access social support from particular members of their families. 

Amy, who has severe multiple sclerosis, discusses the trust she has in her brothen and 

sisters developed as a resuit of their support provided during past crises, " When 1 was 

going throush my divorce and stuff they were always checking to make sure I didn't need 

help. thinking things out or just somebody to talk to, advice." Because her siblings were 

there for her at a time of great difficulty, A m y  is confident that she can cal1 upon them for 

support now that she has a chronic illness. Social support fiom relatives may be an 

expectation because in the past it has consistently been provided, even when contact 

between siblings is low Beth, who has severe multiple sclerosis, describes her 

expectations of tu-O brothers. "...one lives in Calgary and one in Edmonton, but T don? see 

them a lot. N o  1 don't I'm sure if 1 ever wanted anything they'd be there." Her past 

history with her brothers has been positive and she has never been disappointed in their 

willingness to assist her. so she continues to expect a positive response if she should ever 

need to cali upon their assistance. 

Responses to crisis situations in the past also determine who will or will not be the 

person contacted for social support. Bemice, who has multiple sclerosis, indicated that 

her parents were not the people she would tum to for instrumental support because such 

news in the past had resulted in emotionai upset for both parents, "1 wouldn't talk to my 

mom, because she just would get too upset. That's one person I would definitely not 

talk to. I wouldn't talk to my dad for the same reason." However, since her sister had 
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shown a willingness over time to keep Bernice's physicai difficulties a secret from their 

parents. Bernice had confidence and trust in contacting her sister when she was in need of 

assistance. 

My sister 1 do. And usuaily what will happen is if I'rn not feeling well. and I 
need a liale help, and 1 dont want to go to my mother, 1'11 phone my sister up 
and she'll certainly do whatever she can. Shels realiy good that way. And she's 
aIso good at not saying anything to my mother. And so that works quite well. 

A negative history can produce anger between relations, and this constrains the 

ability to access social support. Dons. who has severe multiple sclerosis, spent many 

years suffering the symptoms without knowing her diagnosis. Her mother and doctor had 

colluded in keeping it a secret from her. 

I'm not sure what they thought then or basically it's the usual scene with my 
mother. She couldn't tell me. The doctor wouldn't Say anything to me, 
because, because of rny age. Which 1 think is a mistake on their part. 

She has developed a deep seated anger toward her mother, shutting off that avenue of 

social support. 

A long history of poor medical health can lead to the establishment of particular 

patterns of interactions that may not be interpreted as supportive. Family rnernbeo can 

tire of constant calls for support, and coupled with other family problems, may be 

unwilling or unable to provide support for the person with a chronic illness. John, who 

has severe fibromyalgia, talked about his difficulties: "Well I've been sick most of my 

childhood and adult life. 1 was hit by a car when 1 was quite young and I've had problerns 

ever since then." Due to many years of medical problems, he, his parents and siblings have 

estabfished a pattern of interaction that does not take into consideration John's new health 



concems. Compounding his medical condition is a past abusive situation that has becorne 

a point of contention within the family making it extremely difficult to create an 

atmosphere conducive to social support. This means that social support is not 

forthcorning from his parents or siblings, with the exception of his sister. 

Similar to John's situation, Susan, who also has fibromyalgia, indicates how 

present actions confirm the history of family relationships: 

1 was mad at them because at the iime 1 got so sick so fast, 1 couldn't do 
nothing for myself and nobody would corne over and help me one bit.. . 
Not once ... 1 was very, very rnad at my family. I'm still mad at my family ... 
1 don't talk to them very much. 

Susan also talked about past family abuse, and their present lack of support confirms her 

assessrnent that her family is not the place to seek social support. 

A positive history of social support not only facilitates continuing supportive 

interactions, but can have a hand in constraining them as well. David, with moderate 

fibrornyalgia, explains: 

... the family I couldn't have asked for more. I've been stagnating so long ... 
that I'm sure it's mistsating for them. But they don't know ... There's no 
way they could tell or detect that from comparing my behavior over the last 
two or three years ... 

Because his parents have been supportive in the past, but he has been unable to overcome 

his physical problems, he does not want to add to their mistration with his continuing 

demands for social support. Instead David tries to hide his continuing health problems 

fi-orn his parents. 

Not only is the history of family memberst interactions taken into consideration, 



but current family situations are aiso part of the assessrnent of potential sources of social 

support. Participants discussed how family situations becorne a concern when determining 

who will provide support. Impediments discussed ranged corn the effects of aging on 

parents, lack of understanding, family problems, continuing difficult relationships, and 

fmily health problems to comparative levels of illness within the family. 

One of the potential effects of aging on parents and their adult children is 

movement toward a reversal of roles. This becomes an impediment to social suppon 

when the adult child has a chronic illness. Joan, who has severe multiple sclerosis. 

My mum cornes down about every six week and Gays for a few days ... my 
mom is like 76 years old, so she's not able to do. 1 make a Iittle list of things 
for her to do, easy things cause she wants to do things ... her brain was getting 
a M e  funy... Like rny mother is very supportive, but she's, um, you know 
getting older so she's unable to do a lot of the things. 

Although Joan appreciates her mother's efforts to provide social support, her mother's 

supportive visits mean that Joan has to organize how her mother provides support. 

Aging parents may also have difficulty understanding the nature of the chronic 

illness, and thus not be able to provide appropriate support. Sarah, who has fibromyalgia, 

explains the difficulty for her aging parents: 

Ah, well they're both very elderly and um, um, my father's in Toronto, my 
mother's in Edmonton, they're certainly, Mum doesn't understand it, she's 
89 and, and ah, but she's concemed about me and always has been. 

Geographical distance between the chronically il1 child and her aging parents adds an 

additional impediment to providing social support. The effect of proximity will be 

discussed later in this chapter. 
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A reluctance to ask for support may be related to the perception that the potential 

source of social support may be expenencing other family problems. Although John's 

sister is the only penon in his family who understands his medical problems, and is willing 

to provide support. he is reiuctant to ask her for support. He explains his reasons, 

". . she' s more understanding.. . S he doesn't have tirne.. .she7 s divorced, and she's got a new 

fiancé and they're going through a lot of problems and stufFso." 

Difficult interpersonal relationships between farnily members may also create 

barriers to suppon, and indeed potentially be a source of anger directed at the person who 

could provide much needed support. Maria, who has muItiple sclerosis, lives on the same 

Street as her mother-in-law, but their relationship is so strained that it is not possible for 

her to turn to her mother-in-law for needed support. 

I'm just not going to be able to tell her I've hired a housekeeper. And I'm not 
going to tell her, and quite frankly 1 don't give a damn, it's none of her business. 
But, because she's the kind of, she's like a martyr. You know, like she's sick 
and she still cleans the house, and does, you know her back hurts and her knees 
h u m  

The situation between Maria and her mother-in-law has become so difficult, Maria sees it 

as a reflection on her own response to multiple sclerosis. 

The perception of a chronic illness as adding to overall family stress also 

constructs a bamer to social support. Both Beth, who has multiple sclerosis, and Cindy, 

who has fibromyalgia, were concemed about parental illness and how that affected their 

parents' ability to provide social support. Beth explains her reluctance to discuss her 

chronic illness with her parents, "Well, 1 didn't want to tell them because .... My dad had 

just had a stroke and he  wasn't doing well and he wasn't getting around, and 1 didn't 



want to tel1 hirn." Cindy justifies why her parents are not an available source of support, 

"1 believe they're sympathetic, but my dad is very sick and 1 believe that they don? have 

too much time to think about this ..." 

Family health problems c m  act as a constraint when chronically il1 people compare 

themselves to other family members' medical problems and redefine their own problems as 

rninor in comparison and therefore should not call upon fmily members for much needed 

support. Francine. who has moderate multiple sclerosis, indicated that she found her 

problems less significant in comparison with other family members. 

... my dad has heart trouble, and there's seven kids in the family and there was 
always sornebody to worry about. A grandson with severe asthma. So 1 mean, 
my problems 1 felt were very minor. A non-issue. So, al1 it would do was give 
them something more to worry about that they didn't need. 

Proximity 

Participants discussed the importance of  living close to family members so that 

constant contact can be maintained. Wellman, Carrington and Hall ( 1988), in their East 

York study, indicated that rnost East Yorkers social support ties live within short driving 

distance or a local phone call away. Participants with multiple sclerosis o r  fibromyalgia 

indicated that it was important to have relatives close by because constant contact was 

much more easily maintained. However, it was also clear that contact was regularly 

maintained with relatives over long distances, through telephone calls, letters, cards, and 

visits. Close proximity helps maintain regular fmi ly  contact that may not provide tangible 

evidence of  social support, but in fact maintains family ties that reaffirm the closeness of 

the extended family unit. This may be important as increasing physicd limitations make 



other social activities more dificult. Jeremy, who has severe multiple sclerosis, taiked 

about his perception of how regular visits with his mother and siblings provide him with a 

sense of closeness: 

Wei1 my sister Mary she usually has a dinner get together I'd Say about every 
other week and weII birthdays. Well she has 5 kids, so there's always 
birthdays or something. So we, not al1 of us, get together. My mother and 1, 
and the odd time Barb and my brother Tom and hÏs two kids ... we're a very 
dose family. 

A sense of closeness with other family members can provide a confidence that when social 

support is needed those same family members will be there to assist. 

Vem, who also has multiple sclerosis, indicated that when he lived in another 

province he was distressed with the distance between himseIf and his extended family of 

parents, siblings, and other relatives. Although most contact with family members would 

be maintained through long distance cails, and driving more than 30 minutes to visit. his 

perception is that he is now much doser. 

And my parents live in, my father and steprnother's still in their 80s and living 
in Stettler. And a sister living there and a brother that lives in Edmonton. 
And another brother that lives down here in Priddis. And so it's, it's, for me 
particularly it's kinda nice to have family around afler being 6 years out there 
on your own and sick the whole six years you're out there except for the first 
2 1/2 months. 

Vem indicated this gave him much more confidence in his ability to cal1 on family 

members for support. The distance fkom family members while living in another province 

was perceived as a restriction on his ability to cal1 on them for support, and their ability to 

provide it. Although it is possible that he does not need their help to any great extent at 

the present time - he has moderate MS - the perception that they are close enough to 



provide support in the future may be providing him with a less tangible fom of social 

support, confidence that they will be there when he needs them. 

The closeness of family members can provide quick spontaneous support 

interactions through unexpected visits. This was particularly important to Carl, who has 

severe fibromyalgia. which restncts his ability to make farnily visits. Visits by relatives to 

his home reduces the potential for isolation. 

So al1 of a sudden the doorbell rang, and her cousin and her husband walked 
in and before vou knew it we had a whole party going on here of unexpected 
visits. But we enjoy it. As you can see our door is open, and not just for fresh 
air. 

One of the most important functions of close proximity for a chronically il1 person, 

particularly for participants who were experiencing severe symptoms, was the ability of a 

relative to provide emergency help on short notice. Amy, who has severe multiple 

sclerosis. finds she needs to cal1 upon her aunt, who lives in the same residential area, 

regularly for emergency assistance. 

My aunt that you just saw, she lives a block away and like if it wasn't for 
them somctimes 1 don't think 1 would even live here. Cause some mornings 
I have trouble setting out ofbed and stuff and I just phone her and she cornes 
and helps me 

This close proximity ofa  supportive relative means that Amy is able to live on her own, in 

a residential cornplex that facilitates independence for the elderly and disabled. Thus, Amy 

is able to live a relatively independent iife which she values. 

Although close proximity can provide for a sense of well-being through regular 

family contact, and provide for emergency assistance from relatives, support is dso 

provided by relatives who live at greater distances. Amy also indicated she has relatives 
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who live out of town and are willing provide support through small household repairs 

when they come for visits, "So people come and do things like that for me. Like my uncle 

came down yesterday, and did a few things for me. 1 had a little thing wrong with my 

scooter and you know, things like that." For Amy, close proxirnity means that support 

can be provided by her aunt on an emergency basis, while other relatives who live at a 

greater distance can provide less urgently required services. As a result, she is very 

confident that her support network can respond to her needs. 

Living at a distance fiom preferred sources of social support does not mean that 

social support is absent. Richard, who has fibromyaigia, feels that distance does not 

prevent his parents fiom being a main source of social support for him. 

Actually they've been very supportive over the years, very supportive. And, 
um, of course they don? live in the same town. But, when they come for a 
visit they do whatever they cm. And try to make suggestions about what I 
could do for a living, because I was having such a hard time with rny job 
previously . 

For Lorraine, who also has fibromyalgia, distance is no bamer to support. While 

other participants wanted face to face support, Lorraine does not feel that the most 

supportive interactions are necessarily face to face; rather she believes that family can be 

as supportive through long-distance telephone calls, "So basically I've received support 

fiom my family, they are supportive of me and um, even though they're far away, even 

long distance, they are supportive ...y ou don't have to be face to face." 

However, distance fiom the chronically il1 person can cause concem for relatives, 

particularly parents. June, who has moderate multiple sclerosis, discussed how her parents 

would like to be close to offer support to her, but their geographical distance results in 



considerable concern about her health. 

... they live in Victoria so it's harder on them in some ways because 1 know 
Dad would Iike to be here helping --.Any time they read one of these cure 
things in the paper, they're on the phone. "Have you heard about the latest 
one?" "Yes, Mum." Doctor would tell me if there was any point." 

Even though Iune and her husband travel to her parents' home for regular visits this 

produces greater concem for her mother in particular, "..my mother always hates it when 

we drive back and forth and we've done that many, many, many times but she's always 

worried about it." 

This may explain why some participants preferred the geographical distance 

between themselves and relatives. Geographical distance allows for restraint in providing 

information to relatives about a chronic illness and its impact on the chronicaily il1 person. 

Francine, who has rnoderate multipIe sclerosis, explains: 

. . .they don? live here and. ..If 1 don't call for, well my mom asked me why I 
dont cal1 sometimes. And I'd Say "Well then I'd have to Say I'rn fine. And if 
I'rn not feeling the, 1 don't know why so 1 just don't call and say I'rn feeling 
fine." Which 1 know doesn't make sense. Cause 1 can't say I'rn fine when I'rn 
not. So 1 just dont call for a week or ten days and then she'll call. And hopefully 
she'll cal1 in the morning because in the morning I'rn fine. 

The distance, in Francine's case, between a parent and a chronically il1 adult child means 

that the child c m  make efforts to buEer the parent fi-om the stress of worry about their 

child's health. Lorraine concurs: 

. . she's, I think it's probably good that there's some distance between us 'cause 
we're really close, um, because 1 think she would of had a really harder time 
had I been under her nose like this. She would have had a really hard time 
accepting this. 

What is happening in Francine's and Lorraine's cases, is not that they are receiving support 



fiom parents, but that they are tryÏng buffer the effects of their chronic illness on their 

parents. This can have an effect on their own social support, for it short circuits the 

ability of parents to provide social support. whether it be expressive or instrumental. 

However, in both cases distance plays a part in the perception that if parents know the 

effect of multiple sclerosis or fibromyaigia on their child this would create more stress. 

The effects of distance on perceptions of the need for support may result in a 

reduced ability to provide social support to the chronically il1 person. Lorne indicated that 

his brothers were unable to understand the effects of multiple sclerosis on his life and his 

need for social support from them. Because they live at such a distance, and the nature of 

multiple sclerosis means that syrnptoms appear and disappear at varying intervals. they 

have never been present when he is expenencing symptoms. Periodically Lome has to use 

a wheelchair. but this has never been the case when he has been visiting or has been visited 

by his brother. Thus, they are having a hard time understanding his need for support from 

... they're down east in Ontario ... L've got a brother here in town and another 
brother in Red Deer, another brother in Nova Scotia and then the rest of 
them are in Kingston ... They're trying to understand what MS is. It hasn't 
quite hit them, cause every time they've seen me I've been, you know, I've 
been in excellent physical condition. You know, I've been walking around 
and doing things. They dont associate me in a wheelchair. 

When relatives are scattered al1 over the world their potentiality as sources of 

social support is reduced. Elaine, who has fibromyalgia, has a large farnily and has found 

that the distances between herself and her siblings, and the variety of locations has placed 

a barrier to receiving support from them. 



1 don't know hirn very well. 1 never see him, 1 haven't seen him since 1 was 
12. My one sister tries to be supportive. But she's got a lot of problems, 
and she's in Manitoba. I don't see a lot of her. And the other one, 1 oniy 
send her a letter and Christmas card, and I very seldom ever mention any 
health problems. The other one's in England, my brother's in Australia, my 
stepsister's in England and my other stepsister's in Manitoba ... We correspond 
through cards and letters. You know, every couple of months. And lately it 
hasn't been that way.. . 

Her geographical distance fiorn her siblings has resulted in increasing reluctance to discuss 

her health problems with them, and consequently she does not turn to them as sources of 

social suppon. 

Although reciprocity is not often a spoken agreement between individuals who 

provide support for each other, it is an implied expectation. Antonucci and Akiyama 

(1987) and Ingersoll-Dayton and Antonucci (1988) suggest that people build up a support 

bank, an account of support they have provided to others, that can be called upon in times 

of need. Wellrnan. Carrington and Ha11 (1 988) and Walker, Wasserman and Wellman 

( 1993) further suggest that people will eventually reciprocate for past support received 

from others. Although reciprocity in family relationships was only discussed by two 

women, they indicated the contingencies that surround reciprocal supportive relationships. 

Because reciprocity may become unbalanced resulting in the disintegration of a 

relationship (Johnson 1988), participants are inclined to assess supportive acts for an 

obligation to retum the support in some way. Amy, who is constrained in what she can 

reciprocate for services provided by her severe multiple sclerosis, discussed her concems 

about her ability to ask a relative for assistance: 



Because 1 feel again 1 have to reciprocate. 1 have to reciprocate, I have 
to do something for them if they do something for me. But if 1 build up 
this confidence in somebody. Like certain people 1 can ask and feel 
really confident and one is my aunt. I'11 ask her if 1 need help. And that's 
taken a while to build that up so I can ask her without feeling "1 shouldn't 
be asking her for help al1 the time," you know. It's a certain person and a 
certain task when I cm ask. It was one of the  hardest things to do you know. 

The need to reciprocate makes her reluctant because of her physicai limitations. However, 

when she can fee1 confident that asking for help means there are no conditions attached, 

such as reciprocity, then that relative becomes a source of social support. 

In Bemice's case. reciprocity gets in the way of accessing social support fiom a 

parent. While Amy is concemed that she may not be able to reciprocate, Bemice is 

distressed by the  cost of receiving social support from her mother. As Johnson (1 988) 

indicates, an asymmetrical relationship may disintegrate when the cost of reciprocity is 

perceived as greater than the support received. Bemice explains her relationship with her 

mot her: 

I don't get. I try not to get support from my mother because my mother cannot 
cope with this. Never could cope with this ... so 1 don't look to support from her 
at d l ,  it's too hard. E have to do too much stuff in retum. Like 1 have t o  sort of 
take care of her, and make sure she's okay ... 

In Bemice's case, it is much more difficult to dissolve a relationship with a parent than it is 

to end a fkiendship. Her solution is to avoid asking her mother for support. As mentioned 

previously, Bemice chooses the safety of her relationship with her sister, who will keep 

confidences fiom their mother. 

Social support Corn extended farnily members is complicated by the history of 

relationships within the family, the present state of relationships and how they create 
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impediments to social support, the geographical separation between family members, and 

concems around reciprocity. In any given situation, one or more of these factors wili 

determine who provides support. why it is provided, how it is provided and whether or 

not social support will be forthcoming at all. 

II. Friends and Nei~hbours 

Chapter Seven and the present chapter have provided an understanding of how 

fami-ly social support is mediated by family contingencies. Farnily relationships provide 

deep emotional bonds that can provide continuous and satisfiing social support. But they 

also act as a constraint upon supportive interactions- As mentioned previously, WelIrnan 

and Wortley ( 1  990) argue that people shop for specialized sources of social support. 

Fnends and neighbours act as alternative and nch sources of social support for chronically 

il1 participants. Friends are conscious choices made by participants in cornparison with 

relatives who the participant is bom with. Friendships are based on shared beliefs and 

values, are more flexible than family relationships, and have lower expectations and clearer 

boundaries (Rubin 1985). Friends may, as a result, be easier to choose between when 

chronically il1 participants need support. Neighbours can also be fi-iends, but more oflen 

are strangers or develop a dislike for each other (Wellman and Wortley 1990) and 

relationships with neighbours are more by happenstance than by choice. Moving into a 

neighbourhood means becorning a neighbour without choice. However, neighbours can 

potentially provide social support in tirnes of need. 

Ideolow of Friendshir, 

Participants indicated their underlying beliefs about what friendship entailed. 



Fnends are expected to maintain the relationship through good times and bad, through 

"thick and thin." An illness should not prevent a continuation of the relationship, 

especially a chronic illness. The desire on the part of participants is to maintain a much 

needed social contact outside family life. When friends fail to meet the expectations of 

what a good friend is. disappointment ensues. Lorraine explains: 

... they just stop including you and thatts ail...these people were never really 
my fiiends because friends dont desert &ends in time of need and if I have 
a fi-iend and al1 of a sudden she's not feeling welI and I've been there. I've 
never desened a friend for being sick ... 

Lorraine compares how her friends respond and how she wouId respond to a frïend in 

need of her suppon. and finds some fiends wanting. She then redefines them as non- 

fnends because the' do not fit her conceptualization of fnendship. 

Corrine indicat es her understanding of friendship : 

You make the effort to be my fiend, then I feel it's important for you to 
understand that F e z ,  I'm sorry that I couldn't make it over for coffee 
yesterday 1 jus1 couldn't move, and 1 was on medication and 1 just couldn't 
make it But ît wasn't because I didn't think of phoning you, it was because 
1 couldn't dial the phone. 

Fnends are expecied to take into account difficulties caused by the chronic illness and be 

willing to excuse t hose difficulties. In this way the friendship can be maintained. Both 

Lorraine and Corrinc rcdcfine people who are unwilling to respond in an expected manner 

as nonfnends, therefore the friendship cannot be maintained on either side. 

Lorraine adds another dimension to assessing Fnendship. A fiend has become a 

door-to-door salesperson and wants to sel1 products to Lorraine. As a consequence, the 

fnendship has been disrupted, since the basis of this fnendship does not include using a 



person for the purpose of eaniing a living. The friendship is not completely discarded, but 

the fnend is no longer considered a close fiend. 

1 don? consider this a persona1 fnend. You see, 1 did at one time. And so, 
this person is looking for sornething 60m me that I can't give her and it has 
nothing to do with fnendship, it has to do with her making money somehow 
and 1 dont appreciate kind of being used that way either, so. 

Male participants did not discuss the meaning of fnendship for them. This may 

be a result of the tendency on the part of men to turn to wives, female partners, sisters, or 

mothers for social support (Farrell 1986; Stebbins 1988). A chronic illness may alter a 

man's perception of himself so that he does not wish to cal1 on fiiends for support. As 

Glen, who has fibromyalgia, explains, "1 didn't want them to see me like this." 

Historv of  Reiationshi~ 

As has been discussed with family relationships, the quality of a relationship over 

time means that long term fnends may be more likely to provide social support. Ron, who 

has multiple sclerosis, indicated that a particularly supportive fiiend was a long term 

fnend, "Well one man I've known since we were teenagers. Gone to school together." 

Understanding a chronicdly il1 situation is much more likely when fnends have been 

together for a long period of time. An understanding of what a person is like means that 

his or her cornplaints about a chronic illness that is not visible are potentially more 

believable. Bernice explains how long term fiends are able to remain supportive: 

. ..theylre really very calm people and they're people who generally know me 
very well, and they're people who know my history. Like, 1 dont ever, like 
rny medical history, 1 don't ever talk to people generally that don't know about 
it. Like, I do keep it fairly quiet because 1 think there's a necessity to. 

Her long term fnendships within her close social circle mean she has built up a sense of 



tmst and comfort there, while they understand that Bernice's problems with multiple 

sclerosis are not fabricated. 

A few long term supportive fnends can be more important than a large social circle 

of acquaintances. SirniIar to  Bernice, Corrine's long history with a srnaII nurnber o f  fnends 

has generated the development of mutual tmst and acceptance and the belief that they find 

her credible. 

... 1 was never a social butterfly. 1 was never a person who had this huge circle 
of fnends like some people do. I have very few fnends, but they're fnends for 
20 some years sort of thing. I have really good friends and that's one thing that 
1 can Say ... my circle of fnends know, you know. Because they've known me for 
years and years and yem, and they know if I'm looking like this or I'm acting 
Iike this that this is not some big farce to rip off the government or the insurance 
Company or to get attention. 

For both Bernice and Comne it is important that their fnends find them credible, since 

credibility reduces the fear that they will be stigmatized as maiingerers (Goffinan 1963; 

Parsons and Fox 195 1 ). 

As a friendship develops over time it creates strong bonds between fnends, 

providing social support to the chronically il1 person. Cindy, who has fibromyalgia, 

explains: 

Ruth is my confidant, my best fiiend. She's always been my friend. I knew 
her before I moved back to Calgary. And, um, 1 just couldn't Say enough 
good about her ... Her canng and her understanding. And 1 think just the bond 
that grew over time. 

Amy ais0 explains how time allows for the development of mutually supportive 

relationships. 



It's something you build up, it's something that builds up and you have to work 
on it. And after a while you just feel totally cornfortable with that person and, 
you know, can tell your story and she c m  tell hers. It's something you work up 
to. 

If  a person has a chronic illness, such as severe multiple sclerosis, the relationship becomes 

less reciprocal but. as in Amy's case, support continues perhaps out of loyaity and 

cornmitment to maintenance of a long term relationship. 

A long term fiiendship means that much of its history is shared and support has 

ofien been integrd to the relationship. Part of the history of a relationship can be the 

survival of the fnendship through difficult crises in the ps t ,  so the expectation is that a 

chronic illness will not dissolve present relationships. June discusses her continuing 

fiendships: 

..A hasn't made any difference. They're concerned, but um, I've had some 
friends for a long, long, long time and you know we've been through divorces 
and who knows what, um, and you know if they didn't hate me before they're 
not going to start now. 

Although proximity will be discussed later, long term friendships can be 

maintained over long distances, continuing the supportive nature of the relationship. Jane 

discusses her relationship with a long term fiiend: 

She and I got to know each other just about twenty years ago now, we used 
to work together. We have just been very very close ever since then. Before 
they moved out to Vancouver Island they were living on a small fm just 
outside of Balzac and she, she was in tears all the time when 1 told her what 1 
found out. I went to see her just before 1 went into the hospital, and she was 
just wondefil. We keep in touch all the tirne. 

Because they have been fiends for such a long time and good support has always been 

given, there is a desire to continue, even in the face of large geographical distances. 



A history of shared interests, activities and attitudes that fit with changed 

circumstances helps sustain long term relationships. Sarah, who has fibromyalgia, is able 

to rnaintain a Iong term relationship with a friend because they have traveiled together in 

the past; they share interests, activities. and attitudes about travelling. Their fnendship 

continues because the chronic ilIness does not interfere with established patterns. She 

explains: 

... a fnend and I spent time in B.C. last week. We were on the road for the 
better part of a week and I was certainiy tired when we got home. And we 
Pace ourselves. She, she ah, doesn't like to do too much concentrated driving 
either so we just take it easy and stop and if she wants to do something more 
active and I can't, I simply, 1 carry a book and I read while she does it.. .we1ve 
travelled a lot together more extensively.. . 

History does not in itself mean that fnendships are maintained. for it can mean that 

barriers to social support can be erected due to negative experiences. John, who has 

tibromyalgia, indicates how his history of m'endships has Iead to his reluctance to seek out 

supportive fiend relationships, "I've been huri so badly through my life by roommates 

and people that I've allowed to get close to me, that I'm just not letting anyone get close 

to me anymore." 

As previously stated, neighbours are often fiends but fnendship is not a necessary 

component of neighbourliness. A supportive fiiendship with a neighbour can develop 

through shared experiences of child rearing. When women in a neighbourhood have 

children of the same age and those children are friends, the potential for neighbours to 

become fnends increases. This friendship can then lead to supportive interactions. Jiil, 

who has multiple sclerosis, explains how friendship developed between herself- and a 
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neighbour, "The one across the road I'm very close to ... Our kids have grown up together. 

My son and her son are best friends. So yes, she's been incredible. Bringing meais over 

when I was in the hospital ... 

Proximity plays a very large role in supportive relations. Neighbours were not 

necessarily identified by participants as fnends. but were considered essential to providing 

instrumental foms of assistance in times of need. Because of their close proximity 

neighbours can respond to a variety of situations that a chronically il1 person finds 

themselves in. We are al1 aware of how neighbours look after each others' houses and 

take in mail when someone is on vacation. This can be extended to other forrns of 

assistance when a person is chronically il[. Jeremy cannot shovel his walk in the winter 

because of his severe multiple sclerosis. "1 think the fellow that moved in next door he's 

aware of rny situation. In the winter he shovels my front sidewalk." Being a good 

neighbour means providing assistance to those in need of instrumental support. Being a 

good neighbour may also mean when you have the means to provide the support, you 

provide it to more than one neighbour, as Vincent explains: 

And my neighbours are so temfic. Oh, 1 have one neighbour down here that 
when the snow gets heavy he comes and does our walks eh. He's got a 
snowblower and he cornes up and does two or three houses. He's very good 
that way. You knock at the door or the window and wave at him or something. 
And he'I1 just wave back. You know, he's good. 

The neighbour's willingness to clear several sidewalks has the effect of providing 

instrumental support to another neighbour rnost in need. 

As stated before, neighbours are not necessarily fi-iends, although fiiendships often 



develop through neighbourhood contact. Because neighbours have the potential to be 

fnends and are also in close proximity they are able to provide social support in times of 

need much more quickly and more often than family and fnends when they Iive ekewhere. 

As Amy has experienced, "My best fnend was my neighbour also, so she was really there 

for me." 

Neighbours are also present to observe behaviours that may prove to be 

detrimental to a person's health, and can then take over chores that the chronically il1 

person may be attempting to accomplish. Vincent explains how his neighbours step in 

when he's doing chores in the yard or house: 

Yes, 1 have two neighbours across my back lane there who will go out of 
their way to do things for me without my asking. I'11 be out in the yard, 
they'll Say "What are you thinking about doing Vincent?" "Well 1 was 
thinking if I could, I'd limb some of these trees." "Oh 1'11 come over and 
do that for you, Vincent." That's great. Or 1'11 be trying to get my garage 
cleaned out which is pretty hard for me. And they'll come over and do that 
for me, sweep up the floor or whatever it is. 

Close proximity coupled with reciprocity means that neighbours can exchange 

services while at the sarne time maintaining an ernotional distance. Lorraine maintains a 

reciprocal relationship with her neighbours: 

.. . I  always kind of watch their houses, both of them if they need something I'm 
here. We don't get ont0 each other's doontep dot, but we're here for each 
other and right now the lady next door here is away in B.C. where her daughter 
lives in Prince Rupert for a month and 1 look d e r  her house. 

The importance of this reciprocal relationship is that, despite her chronic illness, Lorraine 

can maintain normal neighbourly relations by providing instrumental support to a 

neighbour, who at the same time reciprocates. This reciprocity is easy for Lorraine to 



maintain because it is close to home and does not require much effort. 

Proximity also has a bearing on the continuation of supportive fiiendships. 

Fnendships can deveiop into relationships that are more intense than family relationships. 

These relationships promote confidences such that when a fiend moves to another city the 

sudden Ioss of contact can become distressfùl (Potts 1997). Jane has lost a close 

confidant and feek the efEects of that loss: 

My girlfriend Shirley. the one that's, like when she Iived here we were 
extremely close for years. And you know, the distance, you know, Iike 
she was one. you know, like that was mutual. 1 would talk to her about 
anything like wc've always been closer to each other than even Our our 
fleshly sisters In a lot of ways, you know, we were closer. 1 miss her in 
that respect 

However. the increased geographical distance does not necessarily mean that close 

fkiendship ties will dissolve Potts (1997) argues that low levels of depression in oMer 

adults are correlated with continuing contact with friends, even when done at a distance. 

Carole explains ho\% she maintains contact with her closest fiend: 

1 could tell hcr an~hing, and I still phone her up in Vancouver sometimes. 
and whine and like that. And she does the same vice versa, you know. She 
phones me But il's not as rnuch as what 1 used to. And like, 1 miss her so 
much 

Certainly Carole is able to continue her supportive interactions with her fiend, however, 

as she indicates. it is not at the Ievel that she would wish. 

Social Activities 

Participants talked about their need for companionship through social activities. 

Since isolation from social contact is a possibility with increasing disability, social 

activities become an important avenue in overcoming isolation. As well as depending upon 



current fiends for companionship and activities, participants joined sports activities and 

social groups in order to expand their social circle and reduce isolation. Physicd 

activities, such as acquasize, not o d y  help overcome or delay increasing physical 

limitations, but also provide the potential for social support. Bill, who has moderate 

multiple sclerosis. attends an acquasize group in order to strengthen his muscles. He finds 

the activity becomes an opportunity to make new friends and find social support, "...the 

atmosphere is, is a lot of humour and laughter and there's fnendship there, and probably 

understanding and interest. " 

When increasing physical limitations mean that employment is no longer a 

possibility, social activities c m  help maintain contact with friends Rom a former 

occupation. A sense of continuity of relationships is important to rnaintaining supportive 

relationships. Vincent talks about how he retains his friendships from work: 

Most of my friends were the people 1 worked with and they're still working. 
But 1 do go and see a few of them. We meet for coffee usually on Tuesday 
mornings on my way to my acquasize class. 1 leave here usually around 9:00 
in the moming and my class doesn't start until 1 1:00 and so I tell al1 these guys. 
So if they can get up there they do. It's great. 

Vincent takes an active role in getting his fiends together on Tuesday mornings and this 

can ensure that continuity of relationships remains. 

Carl also takes an active role in maintaining his social life. His willingness to 

welcorne fiiends into his home on impulse allows for them to actively provide him with 

social contact. "We've acquired some nice fiends here too. We just like people. Well, 

we've got an open door." Carl also makes the effort to attend social functions, despite his 

severe fibromyalgia, which also contributes to maintenance and development of fiend 



relationships. "...we'll go to a social fùnction that may be happening through the theater 

groups, bar-b-ques or get togethers or whatever. And we do make it our business to get 

out as much as we can." 

Similar to Carl, Comne also maintains an open door policy with her fiends, to the 

point of becoming closer to those fiiends who spontaneously appear at her door. 

And the people that 1 got doser to were the kind of people that you didn't 
have to invite over, or they didn't have to cal1 first they just dropped in now 
and then. And they're the only people that really have seen me at my worst 
and put up with me through a11 the bad times. 

Her test of a good friendship is "take me as I am." If fiends continue to arrive on her 

doorstep afier seeing her at her worst, then they are true fnends indeed. 

Another strategy used to maintain continuity with fnends is altering social 

activities so that fnendships can be maintained. For Elaine it has become difficult to 

endure large gatherings of fnends. Rather than just drop out of the relationships she has 

altered her approach, "What I've taken to doing is trying to get out more separately with 

each one. One on one. 1 find I do better one on one. I dways have, but it's been more 

important since I've had the FM ..." By meeting with fnends one at a time, Elaine is able to 

maintain her friendships, and the accompanying social support, while at the same tirne 

accommodating her chronic illness. 

Elaine also discussed how sirnilarity of interests with some fnends means that she 

can engage in social activities of the kind that are easy to manage given the physical 

restrictions of the fibromyalgia. 



... I'm going with one of the girls 1 used to work with at Crowfoot, to art on 
the mal1 on Saturday moming. And that'll be like have a lunch, do a walk, 
look at the art, chat about it, whatever. Cause we're both interested in it. 

Multiple strategies used to maintain fnendships make it more likely that social activities 

will continue to be a pan of a chronically il1 person's life. 

A dificulty retaining fnends revolves around the dificulties of continuing with old 

activities while the cfironic illness becornes more and more restrictive. Bernia finds 

fi-iendships developed when she was employed are diminishing because the activities that 

her group of work friends were engaged in remain the same, while she has been unable to 

continue in her job and her fibromyalgia makes it more and more difficult to continue in 

those activities. 

So there are eight of us that have maintained, you know, good contact .-- 
they're al1 high energy people, so and they've got so much on their plate 
too. with the rest of their families. So I don't really see them very often 
other than when we have our pot lucks and things like that. Our group 
things. Um. and most of the conversation is to do with school. Which it 
feels like you're sort of in the staff room, but 1 donTt know the people any 
more.. . 

She feels she is losing touch and that her fnends can no longer understand her problems, 

thus social support is no longer a part of the relationship she maintains with this group of 

friends. A chronic illness therefore can interfere with the maintenance of friendships 

developed through occupations, but active efforts to retain fnend relationships cm 

circumvent the effects of the chronic illness. 

Symptoms of the chronic illness cm, however, become so overwhelming that 

socializing with fnends rnay become impossible at times. Comne found herself isolated 

from her fnends when she first experienced fibromyalgia. "When 1 was first sick, 1 was ~ O O  
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sick to even hold onto a phone to talk to people a lot of the time, you know." If you 

cannot even answer the phone, social isolation becomes an even greater possibility. 

Even when the chronic illness is less severe, social contact with fiiends may be 

reduced by the constant symptoms that lower a person's energy levels. Lana, who has 

fibromyalgia, found it particularly difficult to maintain her social activities: 

I don't know if it was my own doing or their doing you know, I can't blarne 
anyone for it because 1 am so tired a lot of the time, 1 just havenlt been, I've 
turned down a lot of things ... And people stop asking after a while. 

Lana takes responsibility for her reduced social activity level. and excuses her fiiends for 

their lack of interest in continuing to invite her to social events. 

Not al1 reductions in sociai activities with fiends were attributable to a chronic 

illness. Harry, who has mild fibromyalgia, found that other events in his life lead to the 

disappearance of his fnendship network. "My whole circle just vanished with the incidents 

that happened at the nursing home." His solution is to move to another province where he 

vil1 be closer to family members who potentially will provide him with the rnuch needed 

social support and social interaction that he has been unable to get from his defunct 

fnendship network. 

Through social activities friends cm act as an early warning systern, and take 

action when they perceive potentiai problems, such as depression. Wud, who has 

multiple sclerosis, felt himself sinking into depression, which was noticed by a number of 

his fnends. They took action. "They knew 1 was going down hill pretty fast, so they'd 

take me, every day they'd take me somewhere." His own expenence emphasizes the 

importance of social activities as a source of social support. 
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Social activity is also an aspect of neighbourhood life, particularly for wornen who 

are at home during the day. This social activity is a potentiai source of social support for a 

chronically il1 person who can no longer work outside the home. However, the perception 

of daytime neighbourhood activities can becorne a bamer to social support and potential 

fiiendships. Cindy has a negative view of socializing with neighbours during the day: 

We have less in common. And I'rn not a coffier, well 1 dtink a lot of coffee, 
but I'rn not into the neighborhood. Let's get together and pick on whoever's 
not here. I'm not into that. 1 refuse to get into that, and 1 wiil not get into that. 

Her perception of what types of social activities go on in the neighbourhood acts as a 

constraint on social support. Because she does not participate, her neighbours do not 

know her, they do not know her circumstances, so therefore they do not know when she is 

in need of their assistance and social support. 

Reciprocitv 

Not oniy is reciprocity expected in familial reiationships, it is aiso expected in 

fnendships as well. Reciprocity between neighbours, who are not Friends, is easily 

accomplished, by shovelling sidewalks, collecting mail, or keeping a watch on a vacant 

house, for example. If it is not reciprocated the relationship is easily broken, and perhaps 

reestablished with someone efse. Reciprocity between friends is a more serious matter, as 

it is between family members. However, one cannot easily break off a family relationship, 

and although they are not easily broken, fnendships can be dissolved when there is iittle or 

no reciprocity. 

As mentioned earlier, people potentidly build up a support bank, which can be 

drawn on in times of need. The importance of this type of reciprocity is that it must be 



perceived by the provider and receiver as a two-way process. Participants distanced 

themselves from those who did not reciprocate for past support provided. A chronic 

illness can put a strain on reciprocity. Bemice has become particularly cautious about her 

fnendships due to past experiences with fiends who did not reciprocate, "I'm just selfish 

about the relationships I redly keep up you know ... I think any relationship is a two-way 

thing and if it's not a two way thing, it's not worth it ." 

Lack of reciprocity can lead to hurt feelings, particularly if a great deal of social 

support was invested in a fiend relationship and the perception is that nothing has been 

reciprocated. Beth is disappointed with her fiend's unwillingness to ailow Beth to draw 

on the credit she has established through her past provision of support during a life crisis. 

Like particularly this one girl I'm talking about. Like through the years 1 was 
always there for her. Like she would, 1 always drove her to Calgary. She 
Iived a long way fkom Calgary, 60 miles or something. And 1 always drove 
her to Calgary, took her to her doctor, took her. And there was one time they 
were a Iittle bit afiaid she was getting cancer. And she stayed at my place for 
a week. and she was just unreal to talk to or be around, and 1 had to sort of try 
to keep her up. And that is one thing that sort of hurt me, like now where is 
she. you know. 

SimiIar to Beth, Bill is also concerned with keeping a balance between providing 

support and receiving support fiom fnends. He has a fear of drawing more support from 

the relationship than he has provided to his fiiends. "1 try to keep even ... That's a nasw 

thing to get involved in. Get the scales tipped too far the wrong way." Beth and Bill both 

share a concern over maintaining a balance of reciprocity. Beth that she receive support in 

order to balance what she has provided, and Bill to refrain from drawing more support 

than he has provided to others. Jill, who has mild multiple sclerosis, is unconcemed over 



whether she maintains a balance. "It doesn't really matter if there's a balance." This may 

be due to the fact that she is still able to provide support to others. Beth on the other 

hand has severe multiple sclerosis, which may mean she is in greater need of social 

support. And Billws concem may stem from his rnoderate multiple sclerosis, rerninding 

him that there may corne a time when he will be unable to reciprocate for social support 

received. Thus. reciprocity becomes a more significant issue for Beth and Bill than for Jill. 

Even thouph balancing reciprocity is an important aspect of social support. 

particularly for chronically il1 participants, it is not easy for some to ask for support, even 

when it has been provided to others in the past. Maria explains: 

. . same with rny girlfriend, the one that was over here last night. like she just 
went throush a bout of ceMcal cancer. And now she's cancer fkee. but I was 
there for hcr too Same thing, I mean, that's what fiends are for ... it's gotten 
easier because thcy've made a point of saying "If you need help ask for it. 
Don't be stupid. you know. Don't run yourself into the ground for the sake 
of a couple of loads of laundry." Like donit be ridiculous, you kmw. 

Her need to cal1 o n  tiiends for social support has been made easier by offers of support 

from friends The- have not only offered support, they have also emphasized their 

willingness to help hcr This may be an important aspect of reciprocity; if it is not offered, 

there is a belief thai it is not there, so requests may not be forthcoming from the person in 

need of social support Lack of an oEer may lead t o  the additional belief that a fkiendship 

is becominç unbalanced. eventually resulting in a breaking off of the relationship. 

Reciprocity ma! also be determined by shared experience. A shared expenence means 

that the fiiends are more knowledgeable about the needs of another chronically il1 person. 

Mana provides and receives support from a CO-worker who has become a fnend. 



... the one girl from work, she calls me al1 the time, she's got Lupus too. 
Which is the same thing, a chronic illness. And you know, so, so 1 aiways 
cd1 her and make sure she's okay. And she calls me and makes sure I'm 
okay and so it's kinda, you know, reciprocal. 

Social support from tnends is contingent on a number of 

factors: the ideology of fnendship, the history of friendship relations, proximity to the 

participant. the maintenance of social activities, and reciprocal relations. Similar to 

support coming from family members, no one factor determines where the support will 

corne from. Rather it is a combination of two o r  more factors that usually determines 

who, why, how and when social support will be provided. 

HI. Emergent Theory 

Continuing the discussion in Chapter Seven, the two questions about how social 

support is enacted and what constraints are placed on that enactment have again been 

examined. However, the context has changed to extended family, fiends and neighbours 

as potential sources of social support. Members of the extended family provided support 

based on the history of family relationships. Trust and confidence were developed over 

time, enabling participants to sort through their relatives to determine who was potentidly 

the best source of social support. Coupled with family history is the present state of 

famiiy relations. A famity's ability to provide support is contingent upon the age of 

parents, poor health of elderly parents and other family members, lack of understanding of 

the chronic illness, and continuing family probiems. 

Proximity is dso an important condition of social support for the participants- 

Living close to one's family was preferred, but distance was an impediment to socid 
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support only for some participants. Others were able to continue receiving support fiom 

relatives despite long distance relationships. One advantage of geographicai separation 

frorn parents, in parîicular, was the ability to hide the difficulties of the chronic illness. 

However, this can aiso lead to a Iack of understanding, because visits may occur when 

syrnptoms are not in evidence, placing a barrier between the chronically il1 person and 

potential sources of social support fiorn relatives. 

Finally, reciprocity between relatives was only mentioned by two participants, who 

showed concern over the ability to reciprocate social support, as well as over the burden 

of providing support to another relative. However, farnily relationships do not dissolve 

over unbalanced reciprocity, but sirnply become aitered to account for these problerns. 

Friendships provide an alternative to family social support. Among the 

contingencies that determine whether a fnend is supportive is fnendship ideology. 

Participants defined fnendship and those who did not meet the criteria were redefined as 

nonfriends. 

Similar to relatives, the history of a friendship was important when determining 

who was available to provide social support. Again, a long-term relationship means that 

trust and confidence in the relationship c m  be developed leading to supportive 

interactions. However, a history of negative experiences can also mean that a chronicaiiy 

il1 person will be wary of establishing new fnendships. Relationship history also plays a 

part in the transformation of a neighbour into a fnend that can provide social support. 

Proximity also plays a role in fnendships and neighbourhood relationships. 

Although neighbours usually provide small services to each other, they are also often the 



people who can provide assistance on short notice. They are capable of observing 

behaviours that may be detrimental to a chronically il1 person and of stepping in and taking 

over those chores. Even though neighbours are often geographically the closest people 

they also have an ability to maintain emotional distance and only provide support when it 

is less costly. 

Friends, on the other hand, do not maintain an emotional distance, and therefore 

increasing geographical separation can create stress between two very close fiiends. 

However, constant contact over long distances can serve to retain the supportive nature of 

the relationship. 

Social activities with fnends were important for participants. These activities 

ensured that isolation did not grow and they provided fiends with opportunities to 

actively head off potential problems. Participants employed various strategies to maintain 

their past social activities and develop new ones. However, it is clear that activities have 

to change in order to accommodate aitered lifestyles. The continuance of past social 

activities may lead to a dissolution of fiiendships due to the physical limitations they place 

upon participants. 

Reciprocity was also important to fnendship relationships. Maintaining a 

reciprocal balance with fnends was important to participants, particuiarly to participants 

who recognized that they rnay be unable to reciprocate for support received. Concem was 

also shown with regard to receipt of social support for past seMces provided to fnends. 

As a chronic illness progresses, the need for social support increases and friends who are 

unwilling to provide support no longer are considered friends. 
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In conclusion, the factors that determine which relatives or fiiends are accessed for 

social support are very similar. The history of the relationship, proximity, and reciprocity 

a11 play a part in determining how and when social support is enacted.. 



SEARCHLNG FOR SIMILARITIES: 
f ARTICIPATION IN SOCIAL SUPPORT GROUPS 

As we have discussed in Chapters Seven and Eight, socid support c m  be provided 

by a spouse or partner, children, parents, siblings, other relatives, fiends and neighbours. 

A chronic illness can, due to its continuous and long term nature, Wear out the above 

mentioned sources of social support. Other concems rnay interfere, and farnily, friends 

and neighbours have to attend to other aspects of their lives, thus reducing their ability to 

provide social support. Wortman and Dunkel-Schetter (1979) in their review of the 

Iiterature and research with cancer patients, argue that families and fnends can maltreat a 

person in need of support through perceptions of the disease and misunderstanding of the 

type of social support that may be needed. Certainly some participants with fibromyalgia 

have indicated that they sense a lack of understanding coming from farnily and friends, 

leading to difficulties in receiving support from them. Social support from outside a 

person's social network is an alternative that cm provide supportive interactions when 

more traditional sources of support are unavailable. This chapter asks three questions 

relevant to participation in social support groups : 1) how is social support enacted? 2) 

what constraints are placed on that enactment? and 3) how do people manage not only 

their need for social support, but also requests fiom others within their social network? 

Taylor, Falke, Mazel and Hilsberg (1 988: 1 88) describe the key attributes of 

successful support groups as: 



( 1 ) srnalI, face-to-face interactions; 
(2) an emphasis on personal participation; 
(3) voluntary attendance; 
(4) an acknowledged purpose in coming together, such 

as to solve a problem or to heIp individuds cope 
with a handicap or illness; and 

( 5 )  the provision of emotionai support. 

The authors ernphasize that these groups are most often "grass roots 

organizations.. .developed by those who have the problem in order to meet psychological, 

social, and logistical needs that have gone unaddressed by the fomal institutions designed 

to manage the problem" ( 1988: 1 88). In the case of the Multiple Sclerosis support group, 

this group was developed by the Multiple Sclerosis Society, and the group leaders are not 

necessanly people who aIso have multiple scierosis but rather are employed by the 

Multiple Sclerosis Society1. On the other hand, the Fibromyalgia Support Group of 

Calgary was developed by people diagnosed with fibromyalgia, who came together 

because they saw a need for a support group and whose group leaders are also 

fibromyalgia patients. Thus the Multiple Sclerosis Support Group has institutional 

suppon, while the Fibromyalgia Support Group of Calgary is a grass roots organization 

without institutional support. 

Gordon, Winter, Feldman, and Dimick ( 1996)exarnined the power of group 

counselling for people with multiple sclerosis concluding that meeting with peers provides 

hope, security, and feelings of social belonging. Groups also present the opportunity to 

share strategies for adaptation and the reduction of feelings of isolation. Reissman (1 997) 

1 The Multiple Sclerosis Society is in the process of changing the structure of the social 
support group to include leaders who have multiple sclerosis. They are also looking to 
make leadership of the grûup a volunteer rather than paid position. 
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aIso argues that social suppon groups provide opportunities for peer suppon, self- 

determination. social support. and helping others. Groups aiso foster a philosophy of 

consumer as producer (philosophy of noncornmodification), strength rather than 

pathology, shared values and beliefs, and intemal focus on personal improvement. 

Multiple sclerosis and Fibrornyalgia participants emphasized the importance of 

their social suppon proups as sources of information, an opportunity to associate with 

others who are familiar with their particular chronic illness. occasions for social activities, 

a source of peer suppon. the oppominity to provide support to other chronicaily ill 

people, and the ability to make a contribution through their participation in the social 

support group For multiple sclerosis participants, the Multiple Sclerosis Society in 

Calgary not only provides social support groups but also holds seminars on medical 

treatments and advances in deaIing with multiple sclerosis open to patients and the public 

and seminars in dealing with multiple sclerosis. such as "Beyond MS: A Journey to 

Wellness. " Act ivii ies. suc h as bowling, picnics, yoga classes, exercise classes, fiee tickets 

to entertainment events in Calgary, trips to the zoo, among other events, are also 

organized for muliiplc scierosis patients. Additionally, the Multiple Sclerosis Society also 

provides opportunities for patients to get involved in volunteer work and fundraising 

activities. 

In contrast. because the fibromyalgia support group is much smaller and does not 

have institutional support - thus is often short on funds - it is much more constrained in 

what it can provide for its members. The group provides once a month social support 

group meetings focussing on information, guest speakers providing possible alternative 
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treatments for fibromyaigia, and periodically a "care and share" meeting so members cm 

discuss their problerns and feelings. 

The organization of each group differs as well. The Multiple Sclerosis Society has 

two support groups. one for those who are more recently diagnosed and have mild to 

rnoderate symptoms of MS. and one for those who have had long term multiple sclerosis 

and are in the severe stages of MS. Both groups meet on the same evening, are small in 

number and, because of their size, dlow for sharing of personal experiences with multiple 

sclerosis. In cornparison, the fibromyalgia group is large in number; during my 

observations each meeting had over 50 members present representing dl stages of 

fibromyalgia. The size of the fibromyalgia group makes it much more difficult for 

members to develop an intimate, self-disclosing atmosphere. 

1. Non~ar tk i~a t ion  

Plant, Richardson, Stubbs, Lynch, Ellwood and Slevin (1987) have noted that not 

all patients are willing to attend support groups. Forty participants attended either a 

multiple sclerosis support group or the fibromyalgia support group. Twenty participants 

identified themselves as nonrnembers. Occasionaliy some of the nonmembers would 

attend support meetings. What is the difference between these two groups of 

participants? Why do some participants attend social support group meetings, while 

other participants are unwilling to attend? The main focus of this chapter will be on the 

reasons for attending social support groups. However, we will first discuss why twenty 

participants did not attend the support groups, even though they were well aware that 

support groups were availabie to them. 



A nurnber of reasons for nonparticipation became evident during interviews. 

Participants did not attend based on the nature of their illness, negative experiences, 

repudiation of the chronic illness, perceived need, self-perception. and organization of the 

meetings. 

Nature of the Illness 

For fibromyalgia participants in partici ~Iar, the nature of their chroni s eithe 

prevented them from attending FM support group meetings or reduced the nurnber of 

meetings they were able to attend. Helen, who has moderate FM indicates that the 

fatigue that accompanies fibromyalgia means she can only attend her chronic pain support 

group: 

I'm, 1 have, I've gone to their meetings. But their meetings are dways the day 
afier ours, and that day I'm wiped. So, that's the only reason I haven't. 
That's the only reason, but 1 keep contact with a lot of their members. 

The multiple sclerosis support meetings are held in the Multiple Sclerosis Society's 

offices in cornfortable carpeted rooms. with padded chairs and access by elevator, 

particularly important for people who use canes or wheelchairs. In cornparison, the 

fibromyalgia support meetings are held in the basement of a church. with tiled floors over 

concrete, hard wooden chairs, and no wheelchair access. Members have to walk up a 

flight of steps to enter the church, and then down a second tlight of stairs to enter the 

meeting room. Some potentiai members may find it difficult or impossible to negotiate the 

stainvays. In addition, the physical attributes of the space make attending the meetings 

diEcult at best. George finds that fibrornyalgia means that he is unable to attend al1 the 

meetings he would like to, and it even causes him to question why he attends meetings at 



1 find. uh. 1 probably go to haif their meetings 1 guess. i'rn not really actively 
invoived. 1 find the evenings reaily tough, because of the sitting. ..I 
stand the whole meeting. And that just gets Iike, again I guess it gets sore, so 
1 corne out ofthere thinking what am 1 doing? 

John concurs with George. He has a severe case of fibromyalgia that will not even 

allow him to negotiate stairs. This rneans that John, who does not have an effective 

support network. finds himself unable even to access suppon through the once a month 

support meetings. 

When a person has a disabling chronic illness, access to social support can be 

constrained by something as simple as the physical structure of the meeting facilities. 

Neeative Ex~eriences 

For some participants, attending a suppon meeting became a negative experience. 

Beth, who has severe MS, found it was a reminder of what the future may hold: 

When 1 was first diagnosed way back, 1 went to an MS meeting and it was 
just so depressing. Like there were people leaning in their wheelchairs and 
their heads hanging. 1 just never went back for years. 1 just couldn't stand 
that ... 

Beth now is occasionally attending support group meetings, but not on a regular basis. 

Ron, who also has MS, had a similar experience while attending several meetings: 

... the MS 1 went a few times, you know, back in the beginning. And all that 
1 saw was a bunch of sick people sitting around watching one another get 
sick. and I said "1 don't need this." So 1 stayed away fiom it. 

His perceptions about the group made him reluctant to attend any future meetings. 

For Parnela, who has fibromyalgia, there are multiple reasons for her absence from 

support meetings: 



That7s another thing I don't go to fibromyalgia meetings, simply because, um, 
it's almost like you go there and it7s a gripe session ... Going to a meeting is like, 
again, the admitting that I'm disabled. And plus 1 can't see any constructive 
things coming out of it ...part of the coping mechanism is to not think about it, 
or not to dwell on what to do about it, or now what, or you know, that sort 
of thing .A don? find it a cornfort to ded with people who are in the same 
boat. 

Parnela's perception of the support meetings are that they consist mostly of complaining 

rather than dealing constmctively with the problems surrounding fibromyalgia. Attending 

meetings means she cannot escape into denid. which is a coping mechanism she utililes. 

The contact with other people who have fibromyalgia does not mean support to her, but 

rather reminds her how bad things have become. Her method of coping with a chronic 

iIlness is to remove it fiom her conscious thought, and attending support meetings makes 

that impossible. 

Comne, who also has fibromyalgia, felt that association with people who shared 

her chronic illness confirmed there was no hope of a cure. She found this was 

compounded by the guest speakers who often came to the meetings: 

I just found after a while that it was, like you know, bringing in these speakers 
all the time and it was the same things you were hearing over and over. And 
you know, I found it depressing. 1 just kept hearing the same stuff. hearing 
how hopeless it is, and seeing a11 these people who are crippled down there 
and barely able to sit, and 1 found it really depressing. 

George, who has fibromyalgia, found the support meetings only added to his 

negative view of the illness. 



. . .the meetings t hemselves, t hey cm be pretty depressing. They really are. 
1 don? corne out of there ever smiling, thinking "Oh, wow this is wonderfiil." 
It does reinforce that this is a syndrome, there is no cure for it, and it will get 
worse as you get older.. .I'd just as soon, when things are going good, kind of 
push that back. When things arenlt going good again- I go back because you 
get good ideas. 

Meetings. for George, do not hold the promise of a better future, but instead emphasize 

the negative aspects of fibromyalgia. As a consequence, when he is feeling good he avoids 

the meetings, and when he is feeling bad he retums to them. Although he gets much 

needed information. he has restricted his receipt of support to times is symptoms are 

particularly bad. This also curtaiis his ability to provide support to other members of the 

Another aspect of the meetings that rnay restrain men from attending was brought 

out by George as well. Fibrornyalgia is predorninantly diagnosed in women, as a result 

women are in the majority at the social support group meetings. This rnay encourage the 

support group to organize their meetings so that they fit the needs of women, but may also 

mean that what men may seek in the form of social support may not be forthcoming. 

George indicated that the number of women at meetings was a negative feature: 

... 1 really like the way they run those meetings. Initially they were more 
support, you know, care and share. And that's just too, 1 don't want any 
part. 1 don't like that ... one thing it's mostly women that have it and it's 
intimidating. 

He finds that the style of meeting is more expressive in nature and he does not feel 

cornfortable exposing his inner feelings within the group. George is more interested in the 

provision of information by guest speakers and less emotiond content at meetings. 

Observations of the meetings indicated that the provision of information by guest speakers 



was the predominant style of FM support gatherings, and George's perception that the 

meetings are predominantly expressive in content means he cannot get the very thing h e  

wants frorn support meetings. 

Perceived Need 

Early negative experiences when attending support meetings lead potential 

members to shy away from attending support groups. However, some do retum when 

tliey feel they are in need of the support group's aid- George continues to elaborate on his 

infiequent attendance at support group meetings: 

Iust the idea that you're, just a rerninder that this is a concrete thing that you 
have. 1 think 1 tend to, when things are going well 1 tend to dismiss it, and 
Say "Well, I'm passed that, I'm over this. I don't reaily have this." At least 
that's what happened last time. Whereas you go there and it kind of reinforces 
that you have to pay attention. And some of the speakers they've had there are 
excellent. Really helpful. 

He has mixed feelings about his membership in the support group. He finds the 

expetience negative when he attends, but needs the support and information From guest 

speakers when he is having a particularly difficult time with his chronic illness. On the 

other hand, when he is feeling good he refrains from attending the support group because 

it reminds him that he has a chronic illness. . 

lune, who has multipIe sclerosis, also sees attendance at MS support group 

meetings as only an occasional activity. Aithough she admits that the meetings are 

interesting and provide an oppominity to meet new people. she does not need to attend on 

a regular basis, "Weil, lots of things had changed, there were lots of new people and it's 

just kind of interesting and 1 thought maybe its something 1 could drop in to every now 



and then but 1 dont need it every month-" 

Tom also fails to see regular attendance at FM support meetings as a necessity in 

his life. His perception is that he had already dealt with his concems over fibromyalgia 

and had developed adequate coping mechanisms. ''1 don't go very often ... 1 guess by the 

time 1 signed up for that I was already like catching a grip on what was happening to me." 

George. lune and Tom do not identie themselves as members of either the 

Fibromyalgia Support Group or the Multiple Sclerosis Support Group, because they do 

not attend meetings re-ularly. They do, however, recognize that periodically they may 

need the group when they are not able to cope with their chronic illnesses as well as they 

would like. However. this creates a situation whereby attendance can be perceived as a 

negative experience. reinforced by the negative persona1 experiences with their chronic 

illnesses. When they are feeling good, attendance at support groups is avoided, when they 

are feeling il. attendance at support groups is important until they are feeling good again. 

This means the support proups have a fluctuating rnembership, composed of a set of 

regularly attend in^ mernbers and a set of people who often do not identiQ themselves as 

mernbers. The sporadic nature of their attendance suggests they have a low level of 

cornmitment to the group overall. 

Repudifit ion 

An additional constraint on participation is the desire to avoid confronting the 

problems associated with a chronic illness. Lana, who has fibromyalgia, does not like to 

think about her chronic illness and the effect it has had on her iife. To attend a support 

group means she has to confront the problems fibromyalgia raises now and potentially will 



present in the fiiture. 

... I did go to one group and 1 found that it was quite depressing. You tend 
to get into these kind of groups and they are wondemil, I mean there's nothing, 
you know, they really are, they're wonderfui for some people but I don't want 
to, I don't want to think about the down side of things, you know. 

Jill finds attendance at support group meetings makes multiple sclerosis far too reai 

and brings home the nature of the illness. "1 don't want to face the fact that 1 might be 

there one day. 1 don't want to see it, so this is an incredible avoidance." Lynn, who also 

has multiple sclerosis. suggests her reluctance to attend support group meetings is tied up 

with her unwillingness to accept her iliness. 

But I didn't have it you see. so 1 didn't need to go. 1 wasn't, 1 wasn't dealing 
with it so why did I need to go. Cause it would be like admitting 1 had it. 
So 1 didn't, Iike that's not my conscious thought, but that was rny subconscious 
thought. By going to a meeting yes then you're accepting that you have the 
disease. 1 wasn't ready to accept the disease so why go to the meeting. 

By not attending the support meetings, Richard. who has fibromyaigia, indicates he 

maintains his emotional equilibrium. If he stays away fiom other people who share his 

chronic illness, Richard, like George, can maintain the fiction that he does not have 

fibromyalgia. "I don't go. I don't get the newsletter. Um. I try to put it out of my mind. 

The more 1 think about it the worse I'lI feel. I don? have a whole lot of contact with 

t hem." 

For some participants it was important to repudiate the notion that they had an 

incurable chronic illness. It was too difficult for them, too emotionally draining to accept 

the idea that they were subject to an illness over which they have no control. They felt it 

was better to ignore syrnptorns. avoid contact with other chronically il1 people, and 



maintain the fiction that they neither fibromyalgia nor multiple sclerosis. Multiple 

Sclerosis, with symptoms that appear then disappear for long penods of tirne, makes it 

rnuch easier for a participant to create this fiction than if he or she has fibromyaigia, which 

is not so forgiving. Since chronic fatigue and pain are constant companions. it would be 

much more difficult for participants with fibromyalgia to maintain the fiction. Richard 

m u t  work hard at avoiding confronting fibromyalgia. 

Time and Privacy 

How a person perceives themselves and what goes on at meetings also act as 

constraint upon attendance at support group meetings. J o a ~  who has multiple sclerosis. 

justifies her non-participation: 

I dont go to many of them no. I just never really gotten into the habit of 
doing that. Seemed like 1 was busy dl the time. WeIl busy enough. 1 really 
Iike my time to myself I'm kind of a private person. 

Time and privacy are important components in the explanation provided by Joan. Her 

perception is t hat time constraints prevent her anendance at meetings. Additionally, even 

if she had the time to attend support meetings, her privacy would be invaded. The 

implication is that support group meetings would mean that other people would attempt to 

pry into the private aspects of her life, something she wants to avoid. 

Elaine, who has fibromyalgia, also justifies her non-participation based on time 

constraints. 'Tve had contact with the group, but 1 havent had time to really do a whole 

lot. 1 mean, 1 just, it's enough. 1 do enough as it is. Plus I'm not a joiner." Elaine works 

evenings, and support group meetings are held during evening hours. Work therefore acts 

as a constraint upon her attendance. However, Elaine also justifies her non-participation 
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with the obsewation that she is not the type of person who joins clubs or groups, perhaps 

because she feels the need to fortif?y her earlier excuse. She appears to feel guilty that she 

is not doing more with the group and needs strong reasons for her lack of participation. 

Perhaps the knowiedge that other people with fibromyalgia are putting in the time not only 

attending meetings but also volunteering as members of the executive makes her feel she 

needs strong reasons for non-participation. 

Time is also used by Barbara as a justification for non-participation at the 

fibromyalgia support group. "1 don't have any tirne. 1 don? have the extra energy to do 

that sort of thing, cause basically I have to put al1 my concentration into staying healthy 

and staying in school and keeping caught up." In addition to tirne, Barbara, similar to 

Elaine's use of dual justifications, fortifies her justification of time constraints with the 

effects of fatigue on her ability to attend. 

Melanie. who has multiple sclerosis. on the other hand indicates that she does not 

attend MS support meetings because she is mentdly fatigued by the content of support 

meetings: 

I'm not so sure I'rn going to join it in the fdl. 1 get so, I'm so tired, sick and 
tired of talking about MS. They tell you "they" in quotation marks, they tell 
you you aren't sick you have a disease. But everything 1 do with the MS 
Society they're talking about MS. I'rn sick and tired of it. 

We often see support groups as an oppominity to spend time with peers who understand 

the problems of a shared experience. However, this can indeed become Fdtiguing after a 

period of time. Melanie indicates that she is need of a break from multiple sclerosis, from 

talking and hearing about it. This may be an important part of social support, being able 



I 89 

to rernove yourself from the need for support or the actions of support. The very act of 

receiving support may reach a saturation point, where it then becomes over-involvement 

and strains relationships within the group. 

Grour, Size 

For some potential members size was an important factor that had a bearing on 

their attendance at meetings. Taylor et al (1988) argue that small, face-to-face 

interactions are an important attribute of successful support groups. Participants, with 

fibromyaigia indicated that one of the difficulties they encountered when attending 

meetings was the large size of the group. The view was that the large size of the group 

acted to prevent supportive interactions. Sarah stated "Well. there were too rnany of us to 

be really supportive it's such a large group." The larger the size of a group the more 

constrained the activities rnay become. For Corrine the group size meant that the 

meetings had a particular organization that constrained her from developing relationships 

with other FM members: 

But where 1 find the big groups it's mostly just, it's a speaker, you ask them 
questions. You don? even get to meet the other people really, unless you're 
really outgoing about pushing yourself on other people ... 

Although the group attempts to make it possible for attendants to meet other 

members of the group znd approach them for social support, the size of the group 

prevents the development of more intimate relationships constraining some people from 

making contact with others even outside the meetings. Corrine continues: 



Even though they pass out the narnes and stuff like that big group, like 1 
wouldn't feel cornfortable phoning sornebody that I don't even know, and 
saying. you know "Talk to me for a few minutes. because I'm having trouble 
breathing." Whereas if it was a small group where you're interacting I 
would have found a group dong that Iine, I'm sure. much, much more 
beneficial. And that wasn'r what 1 was finding there, and 1 was finding it 
was very depressing to go to that meeting. 

AIthough the provision of information about fibromyalgia is an important 

attraction For potential members. the perceived lack of organization of the meetings and 

the size of the group appear to be stronger as push factors. Glen explains: 

In a lot of respects it was usefûl in the sense that the actual speakers I learned 
a lot fiom. 1 was put off basically with the way the thing was run. It was 
too flippant. It's okay to have a bit of relaxation within the system. but a lot 
of those people were uncornfortable. I c m  sense things, or I think I can sense 
things that a lot of people were uncornfortable. It was too big for one thing. 
Smaller groups would accomplish a lot more than a group that size ... This was 
very informational. especially the literature they had on the table. I mean 
everybody was very friendly, and there's nothing wrong with that. It is just there 
was too many. 

The very size of the group may be leading Glen, and possibly other potentid members, to 

perceive the meetings as disorganized and uncornfortable. 

Comne. however. has the opposite perspective on the meetings. which seem to 

push her away from attendance: 

Well, it's too structured and it's too big to be really a support group. It's a, 
it's a knowledge group. It's not a support group in that way, it's a knowledge 
group cause they get in these speakers ... it seemed like every time they got a 
speaker there was somebody trying to push something at you. 

Her perception is based upon the heavy reliance on guest speakers at the meetings. Each 

meeting has a specific organization with introductions of the executive committee, 

followed by information provided by executive committee members, such as instructions 
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on how the style of applications for disability insurance c m  affect the acceptance of an 

application, announcements of upcoming seminars or medical conventions on 

fibromyalgia, new research findings, etc. This is followed by a guest speaker, who rnay 

also have a service to sel1 to members. There is a cofTee break after the presentation, 

which is then followed by questions to the speaker by group members. The meeting is 

closed by shoner announcernents of interest to the members, including a cash draw that is 

a feature of each meeting. 

Even though the meeting is very organized, the size of the mernbership in attendance 

rnay lead potential members to rnisinterpret the format of the meetings based upon their 

own panicular needs. It is a great effort on the part of participants with fibromyalgia to 

overcome fatigue in order to attend an evening meeting. When their own expectations 

are not met during their first meeting, the group is large and fatigue accompanies 

fibromyalgia, there is often a tendency to avoid future meetings. 

Cornmodification 

Another point that Comne makes relates to Reismann's (1997) argument that 

successful social support groups avoid cornmodification. If guest speakers are attempting 

to sel1 services to the members then the meetings become an arena for the 

cornmodification of fibromyalgia. Perception of the monthly meetings as a social support 

gathering is threatened when this is a regular feature of meetings. 

Most discussion about the organization of the support group meetings was 

provided by fibromyalgia participants. Ody one multiple sclerosis participant indicated 

that the organization of support group meetings placed a constraint on her willingness to 
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attend multiple sclerosis meetings. Jill, who was diagnosed just before the i n t e ~ e w ,  is a 

member of another social support group that has an alternative organization, and this 

organization is maintained at every meeting. 

1 really was hoping this group would be the same. But 1 find it's too loose. 
it's too easy ['m so used to structured group where there's such, everybody's 
the same and everybody gets an opportunity to speak, and I don't know. I'm 
disappointed in that but yet listening also 1 l e m  a lot. 

The dificulty for Jill seems to be her ambivalence about her attendance at the multiple 

sclerosis suppon proup meetings. She is put off by the flexible organization; multiple 

sclerosis support g o u p  meetings are smaller, more intimate and more self-disclosing than 

fibromyalgia suppon group meetings. Her association wi-th a therapy group, where the 

participants are required to make personai contributions at every meeting, provides her 

with a model of social suppon she can hold up as an ideal. She compares her therapy 

group with the social suppon group, tinding it more dificult to adjust to the flexible 

organization of the hlS group meetings, where personal disclosures are voluntary- 

However. t h e  shared experiences of other MS participants is an attractive aspect of the 

A cornparison of the suppon groups shows that both the fibromyalgia support 

group and the multiple sclerosis support group regularly have guest speakers at their 

meetings. The difirence in the guest speakers at the FM meetings vis-à-vis the MS 

meetings is the commodi£ication issue. The intent of speakers at fibromyalgia meetings is 

usually to sel1 a semice. the  intent of speakers at multipie sclerosis meetings is to provide 

information. MS workshops ihat present the latest medicai findings and treatments 
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emphasize the need for MS participants to be irformed consumers, wary of alternative 

treatments. Participants bring questions to workshops about treatments and alternative 

treatments creating a team-work atmosphere with the facilitators and medicd 

professionaIs making presentations. The workshops, coupled with support group 

meetings. create an atmosphere of tearnwork between patients and health care providers. 

On the other hand, the  emphasis on guest speakers at the FM meetings, who are trying to 

sel1 their products or services to members. creates a dramatically different atmosphere, one 

that does not promote an atmosphere of tearnwork. Instead it is a relationship of 

consumer to salesperson, defeating to some extent the social support intent of the 

meetings. 

II. Partici~ation 

Participants who identified themselves as members of either a multiple sclerosis or 

a fibromyalgia support group provided a number of reasons for pariicipation. The search 

for information about their chronic iliness and the need to be with other people who 

shared their illness, to find an avenue for socid activities, and to rnake a contribution were 

all reasons for joining and continuing membership in a social support group. 

Information 

For fibromyalgia participants the perception of the rnedicd profession as poorly 

informed about fibromyalgia Ieads them to seek other sources of information. The 

Fibromyalgia Support Group is perceived as the best source of information. Harry found 

that he was unable to get any information from his physician and his membership in the 

support group has filled that gap. "I've lemed more about it through the support groups 
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and pamphlets I read than the doctor." Sarah also finds the support group an important 

source of much needed information. ''1 subscribe to ail the papers and things Iike that that 

I've been able to find, do alot of reading." The newsletters, brochures and books suppiied 

at the meetings. for a minimal cost to members, aliows her to gamer much needed 

information about her illness and its possible treatments. 

Although members also attend meetings for other reasons, some attend only to 

obtain information. Bmce is an example. His main purpose for attending fibrornyalgia 

support group meetings is his desire to collect as much information about fibromyalgia as 

possible. He is fmstrated with more conventional sources of information, such as his 

physician and library sources. He tinds greater satisfaction with the information obtained 

through attending group meetings and purchasing the materials available at the meetings. 

It gives him satisfaction. and probably a sense of control, to spend a good deal of his time 

investigating the probable causes and potential cures for fibrornyalgia. Bruce made it clear 

that it was not his intention to attend suppon group meetings for the purpose of receiving 

support from other members, but only so that he could collect information and possibly 

find a treatment or cure. 

Comne also indicates the fibromyalgia group is an important source of information 

for her. She did not know what fibromyalgia was when first diagnosed, and her physician 

did not provide her with enough information. In her search for information she purchased 

fiom a local drugstore "Coping with Fibromyalgia" by Beth Ediger. 

1 went to get information. Because I'd never heard of this when 1 was 
diagnosed, and I got the little red book fiom the dmg store and 1 r a d  it 
and found out about the group. 



The booklet is short, only 38 pages in length, and offers an introduction to fibrornyaIgia. 

This small booklet then led her to the group, which acts as another source of information. 

The support group is also a source of information on the accompanying problems 

of fibromyalgia. Bemia attended her first meeting to obtain information, and was 

overwhelmed by the type and amount of information suddenly provided: 

. . .it was such an eye opener for me. I was just so shocked I barely knew 
what went on in the meeting. It was a reai eye opener. I had no idea. 1 
had no idea that these problems were connected to fibromyalgia to begin 
with. 

The provision of infonnation at the meetings may therefore become a problem for 

participants if they are unprepared. It can also become a problem when guest speakers are 

expected to provide information, but also treat the members as consurners. 

Bruce was particularly disappointed with this aspect of meetings. He views guest 

speakers as a potential source of important information, which means he continues to 

attend meetings, but is disappointed with their tendency to ais0 treat members as a source 

of income. He feels this creates a negative atmosphere at meetings. Nevertheless. the 

cornmodification of fibromyalgia has the potential to drive away other potential members. 

Denise, who continues her association with the FM support group, interprets guest 

speakers in a very negative light. 

Maybe 1 could l e m  something more than what I already know. Because they 
have a lot of information. They do. Sometirnes it bothers me. 1 went once 
and I was so upset with the speaker who was, I don? think she was a true 
fibromyalgia patient ... 1 felt that she was out to make money on people that had 
fibromyalgia and were desperate enough to do some of the things. 

Information is a very important reason that keeps Denise attending the support group 
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meetings. However, since guest speaken are a regular feature of the meetings and the 

speakers often solicit business, she has become very sceptical of their motives. 

Scepticism can extend to the expertise of guest speakers especially when the 

information that is soughr is not provided dunng the presentation. Sarah explains "they'd 

asked a couple of pharmacists to speak and the pharmacists had no idea what they were 

speaking on so that was really pretty bad." Lack of information fiom the medical 

profession and dependence on non-medical sources of information, rnay result in difficult 

communications with guest speakers about the information members are seeking. This 

potentially leads to the perception that the speakers themselves are inexpert. 

The problem for fibromyalgia participants was a lack of information fiom the 

medical profession, a rnuch preferred source. However, because the medical profession 

does not have the information, or is simply not providing it to patients, the Fibromyalgia 

Support Group of Calgary is perceived to be the best source possible. However, a first- 

time participant may become overwhelmed by the amount and kind of information 

provided because their expectations of what information c m  be provided by a support 

group may differ fiom their higher expectations of the medicd profession. 

In addition to the information provided by the group facilitators, guest speakers 

are an integral part of most meetings. Participants viewed guest speakers as potential 

sources of expert information on fibrornyalgia. If the speaker does not meet the 

information needs of the members, or has a tendency to link his or her information with 

the sale of products or services to group members, participants may become sceptical of 

their expertise or motives. This potentidy creates a negative atrnosphere. In cornparison 
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to non-participants, group rnembers continue to corne to the meetings, perhaps because 

they are willing to tolerate the motives of guest speakers in order to obtain any new 

information that may be provided. 

Similar to some fibrornyalgia participants, two multiple sclerosis participants 

discussed information overload. In addition to attending social support group meetings, 

multiple scierosis participants also attended seminars and conventions that furnished 

information on research findings and treatments. The presenters are open and honest 

about findings, providing their audience with both positive and negative tindings. 

Although this was interpreted by me as a very positive attitude on the part of the health 

care providers. creating an atmosphere of teamwork between the multiple sclerosis 

patients and the researchers, this is not necessarily the case for the patients. Bill 

periodically attends MS seminars and is not always enthusiastic about the information 

provided: 

They go through al1 this really nice encouraging talk, and then the doctors 
get up there and blow the wind right out of everything. They have really 
negative comments. The first part would be recornmended, but the last part 
to listen to the doctors is highly unrecommended. 

The provision of information can lead to negative perceptions of the process. The 

information provided rnay not necessarily be helpfùl, and may increase a person's 

concems. June explains: 

1 guess 1 just wanted to learn more about the MS thing, um, and what was 1 
going to say, that's been kind of an odd thing too. I dont know that leaming 
more about it has necessarily helped me, it's made me, ifs given me a lot more 
to be concerned about but you just have to l e m  to deal with it. 

Because information presented to multiple sclerosis participants has the weight of the 
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medical profession behind it. scepticism about the information is not a part of their 

perceptions. However, negative information about research results and treatment tends to 

add to the concems of participants with multiple sclerosis. 

Through reguIar attendance at MS support group meetings, members are also 

provided with information that is directly applicable to their persond lives. Dons explains: 

"Cause the. the article 1 got from the MS society ... there's two ways 1 get information is 

through the MS society and through the MS clinic." Doris finds the newsletter she 

receives from the Multiple Scierosis Society, as well as information she receives fiom the 

MS Clinic, of help in dealing with relationship problems within her family. Doris also 

regularly attends MS suppon group meetings, ensuring she has various sources of 

information on multiple sclerosis. 

In addition to receiving information about the Iatest research findings and 

treatments and strategies for adapting lifestyles to multiple sclerosis and to having the 

opportunity to associate with other people who have multiple sclerosis, participants 

indicated it was important to listen to how other people dealt with the everyday problems 

of living with multiple sclerosis. Iane finds attendance at support group meetings 

particularly helpfùl in this regard. 

1 really enjoyed it cause it does help to listen to other people, like you Say, 
are running into the same barriers or obstacles that you are, whether its with 
mobility or wondering how to handle an ernployment situation or something. 
you know. So I've been enjoying them in that respect. 

Participants with multiple sclerosis also indicated they had an interest in 

participating in medical research to test new drugs and other treatments. Attending social 



support group meetings helps them gain information about new research projects and 

offers the chance to be included in those research projects. There was a strong desire to 

be included rather than iefi out, and the social support group meetings were an avenue to 

knowiedge of what research was underway or would be underway. Participants could 

then avail thernselves of cutting edge medical treatments, while at the same time make a 

contribution as a research subject. Amy discusses her perspective: 

My initial reason for going was 1 wanted to keep in touch, to keep in touch 
to find out what was happening in the latest in research to sort of have my 
foot in the door If sornething was happening 1 wanted to be right on top of 
it al]. 

What becomes apparent, with regard to multiple sclerosis, is the linkage between 

the social suppon goups. the seminars and conventions, and the newsietters provided by 

the Multiple Sclerosis Society As stated before. support group members attend seminars 

and conventions O-anized by the MS Society. The information provided at these seminars 

and conventions is usefùl in letting multiple sclerosis patients know the state of treatment, 

what is applicable to thcir particular health situation, and how they can adapt their Iifestyle 

to accommodate multiple sclerosis. Beth expresses her pleasure at the possibility of 

obtaining information at one of the seminars: 

That was the hesr conference sort of thing I've ever had. 1 know 1 have 
told ne+ diaposed kids and people, 1 said "If you ever have a chance, 
or ever gel asked to go to that Beyond MS Seminar," I said, "Go it's so 
helphl." 

The "Beyond MS Seminar" is an eight-week program that provides both newly 

diagnosed and long-term MS patients with strategies for living with multiple sclerosis. 

The seminar was limited to a small number of participants, approximately 15 during the 
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eight weeks I attended. Confidentiaiity is maintained so that participants wiil feel fiee to 

discuss their concems and problems with multiple sclerosis without fear that they will be 

discussed outside the seminar room- 

Comparing information sources available to fibromyalgia participants with those 

sources available to multiple sclerosis participants shows considerable difference. While 

fibromyalgia participants can experience information overload fiom the support group, 

multiple sclerosis participants experience information overload fiom the health care 

profession. This overload of multiple sclerosis information can increase concerns about 

multiple sclerosis, reinforcing a negative perspective on the part of the participant. 

The information provided in the social support group. as well as  other prograrns, 

often can be directly applied to participants' lives and thus is perceived as very usefùl. In 

addition, attending support group meetings, as well as other prograrns is perceived by 

participants as an opportunity to gain information on research programs and t hus become 

invoIved. 

In cornparison with the fibromyalgia participants, who perceive their social support 

group as the main source of information, the linkages between the different programs 

provided by the Multiple Sclerosis Society, and the ability of participants to attend various 

programs in conjunction with the social support group, provides participants with the 

ability to avail themselves of multiple sources of information. 

Both multiple sclerosis and fibromyaigia participants indicated that it was 

important for them to be able to associate with peopIe who shared their chronic illness. 
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Attending a social suppon group meant participants did not have to explain themselves 

and there was a sense of comfort in meeting with people that share similar experiences. 

Helen. who has fibromyalgia, explains how supportive FM meetings are for her, "1 

think it's just you're in an environment where you don? have to explain yourself So it's 

pure support from people who have the same illness." The support p u p  has knowledge 

of the illness and a person's situation without needing explanations. At her first multiple 

sclerosis support meeting. Lynn overheard two other members discussing their problems 

with multiple sclerosis. She explained what this conversation meant to her: 

... I found it so soothing to be within a group ... like 1 watched this exchange 
with great interest and I thought "Right on, nght on. They know where I'm 
at. ".. . So it was nice to be in a room with people that had the same problems ... 
Like suddenly you don? feel so isolated, like this is ody happening to me. 
I'm the only one that walks around like this now, you know. So it was really, 1 
really liked it 1 found it really good. 

Without support group attendance, chronically il1 people can corne to believe that their 

situation is unique. Joining and attending support groups relieves the loneliness and sense 

of uniqueness of their situation. 

lune's experience attending a multiple sclerosis support meeting paralleis Lynn's 

experience. "I thought it was a really good thing because as I say, 1 was just, 1 had no 

idea there was so many people. Just regular folks walking around, well, kind of walking 

around." 

Additionally, attending support group meetings cm provide a sense of comfort 

about who you are and what the chronic illness means to you. Attendance does not 

necessarily mean it is used as a source of support, but can act as a respite from constantly 



having to explain yourself to people who are not familiar with the illness. Helen, who has 

fibromyalgia, indicates her interest in spending time in a comfortable place for a few hours 

per month more than drawing on support from the group: "lt's more comfortable being in 

a room full of people that you don't have to explain yourself. But 1 don't draw support, 

much of any support to be very honest." 

Discussing her attendance at the multiple sclerosis support group, Francine seems 

to be offering an explanation for Helen's comfort: 

It's just going and it's for the most part it's enjoyable. It's humorous, everyone 
can laugh about the symptoms. the problems that we ail seem to face. The 
emotions with it ... And 1 think that's what it is to know that I'm not the onIy one 
with it, or dealing with it, or who feels that way. 

The ability to share problems. talk about sirnilanty of reactions to those problems. and at 

the same time take a light-hearted approach can increase the comfort level of participants. 

The importance of spending time with people who share a sirnilar situation can become 

a necessity for some participants, as it has for Jeremy, who has severe multiple scIerosis: 

I think I need the MS meetings, the support groups I think those do help 
significantly because I'm, at times you're with fifieen or twenty people in the same 
scenario that you are in. 

Similarly to Jeremy, Lorne, who also has multiple sclerosis, finds that sharing experiences 

with other people who have multiple sclerosis has become imponant. 

Yeah, the once a month-. 1 havent been for several months, but it's good 
to talk with other people who are sick the same way as you and how they 
have adapted. 1 mean. you leam fiom their expenences how to, how toT 
how to do things. And that's positive. It's positive to see the reactions it 
causes in some of them too. 

. - 

It becornes a positive experience to find sirnilar reactions in other group members. In 
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addition, the once a month meetings reinforce the similarity between rnembers, and can cut 

down barriers to sharing feelings and problems. As Lome continues "It's a good couple of 

hours to sit and talk with people who are in the same boat as you are ,  1 guess ... we're al1 

sharing that boat, and it's the MS boat." 

Attendance at a social support group can also provide the opportunity to recreate 

a social network that has been lost gradually over time. Lorraine, who has fibromyalgia, 

has found her chronic illness has lead to the loss of her social network. The Fibromyalgia 

Support Group has provided her with an opportunity to reconstnict a social network: 

I guess 1 have found myself doing without, thinking about over a few years 
Iosing a social network and rebuilding a new one. And these people are al1 
basically doing the same kind of  thing and so you know through the support 
group they've found me, I've found them.. . 

Although social support groups allowed participants to establish relationships with 

people who shared their situation and they found cornfort spending tirne with people who 

have the same medical condition, too much time can become a problem. Whereas people 

who share a medical condition do share the sarne experiences and understanding, they c m  

also be a constant reminder of what the participant wants to forget. Carole, who has 

fibromyaigia, explains: 

1 like it ...y ou don't feel so al1 alone A ' s  kind of nice to go to a place where 
everybody's got the sarne thing. ..if you're around them too much, it's too 
much of a reminder of  what you have, and 1 find 1 have to get that break away 
with my fnends that don? have anything to do with it. 

A varie@ of  Friends, including fiends who do not have the same ÎIlness, can enable a 

chronically il1 person to forget, or put aside, concems about multiple sclerosis or  

fibromyalgia. 



Amy recognizes her need to have fnends who do not have multiple sclerosis, and 

actively seeks out other people and activities that give her a respite away from the MS 

atmosp here. 

1 don't want to have everything to do just w*th disabled either. So I have, I've 
searched out other things and other people, like around here. e have a lot of 
social activities and I've met a lot of different people. And so it's a different, 
different Iife again. 

Participants, chiefly wornen, indicated their need to get away fiom the concerns 

surrounding their chronic illness. People who are not connected to the  support group 

provide an opportunity to concentrate on other activities and enjoy themselves in a 

different manner. Melanie, who has severe multiple sclerosis, found the escape from the 

concerns of multiple sclerosis made life more enjoyable. "If 1 get out wïth rny friends that 

aren't sick or dont have a disease 1 enjoy it so much more." She recognizes the need to 

develop relationships with a vanety of people. Aithough this need was directly expressed 

by women, the fact that al1 the male participants made an effort to have fnends outside the 

support group does not make this exclusively a female perspective. The men just did not 

articulate their need for vanety, but instead expressed it more indirectly in their discussion 

of friendships. 

Both multiple sclerosis and fibromyalgia participants expressed a need to associate 

with people who had a similar chronic illness. This type of association met the need to 

spend tirne with a group of people that did not require explanations, shared experiences, 

and that provided a level of comfort not found elsewhere. On the other hand, they also 

expressed a need to associate with people who did not share their experiences. Other 
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acquaintances and fnends provided an opportunity to engage in different activities, and at 

times increased the enjoyment level. This atlowed for a respite fiom the concerns of 

multiple sclerosis or fibromyalgia. 

Social Activities 

As stated earlier Gordon et al (1996) argue that social support groups provide 

participants with the feeling of social belonging. The Multiple Sclerosis Society provides 

opportunities for people with multiple sclerosis to get together not only through the social 

suppon groups, where Fnendly interaction can take place, but dso through their other 

activities that they provide for members (e-g. bowling, yoga, picnics, outings). These 

activities provide a means for participants to develop new friendships, reduce isolation, 

and consequently help to improve their quaiity of life. Such social activities allow 

participants to be reassured by other people with multiple sclerosis as well as their 

families. leremy. who has severe multiple sclerosis. explained his perspective: 

We had an MS picnic last Saturday, it's an annual thing. 1 see a lot of people, 
whole families of people heading out with a person in a wheelchair ... 
It's kinda neat how, when you see a whole family of people, it's almost 
reassuring . 

Although Jeremy and his wife have divorced since he was diagnosed with multiple 

sclerosis, the chance to spend time at a social activity and see other families gives him 

some reassurance that it is possible for families to remain together despite the chronic 

iliness. 

Not a11 participants took advantage of the social activities provided by the Multiple 

Sclerosis Society, however they indicated that it was important that social activities are 



available even when they do not use them. Again, Ieremy explains: "Knowing theyfre 

available is good." The Multiple Sclerosis Society often receives donations of tickets to 

V ~ ~ O U S  events in Calgary. (e-g. hockey, theatre performances, concerts) and passes these 

tickets ont0 members 

The provision of various activities to people with multiple sclerosis expands 

possible choices for panicipants. However, there are constraints placed on the ability to 

participate. Thesc constraints can be as simple as the physical constraints of multiple 

sclerosis, panicularly when activities are schedded at inconvenient times of the day. Amy 

has severe multiple sclerosis. and this places a constraint on her ability to participate in 

sociai activities 

1 just son of pick and choose what 1 like to go and do. 1 find a lot are in the 
rnornings and 1 have trouble in the rnornings. It takes me until about noon 
to really set eveything done. So 1 don't attend anything in the mcming 
unless 1 rcally. really have to. 

Because the society provides several activities, Amy is able to still make a choice among 

several alternatives. rather than have only one option. 

Activities arc viewed as positive experiences, providing participants with a good 

time. and the chance to forset about their physical problems. Beth explains: 

It's booked for us 11's over here on 28th Street, itfs called "Let's 10 Pin." 
And 1 love tu so t here. cause everybody. you c m  hardly get around for 
wheelchairs- you know. But it's neat. Everybody talking and you don't 
usually hear a bunch of complaining people there, nagging about their 
aches and pains 

Social activities can provide participants with a very busy weekly schedule. 

Melanie takes advantage of the variety of options available to her: 



1 go to MS activities during the week. Right now Yoga which is usually two 
hours on Monday is over for the summer ... Wednesday 1 go bowling with the 
MS group, and Fnday I go to Fun and Fitness. 

Social activities become important for some participants not only for the social 

contact that they provide. but also because they are affordable and are suitable for all 

levels of mobility. Sponsored activities have become very important for Vincent: 

I p e s s  the biggest thing is al1 the benefits that 1 get out of the Society, like 
being able to attend the yoga and the acquasize and the bowling, the fun and 
fitness. You know that's very important to me. AJ1 those classes are very 
important and of course they're al1 sponsored by the MS Society and they're 
very inexpensive and anyone can attend eh. Whether youfre mobile like 1 am 
or whether you're confined to a chair. 

The ability of the Multiple Sclerosis Society and the social support groups to 

provide various social activities, helps to provide members with a higher quaiity of life 

than would otherwise be possible. Participants indicated the activities provided them with 

choices and activities that are affordable and fit al1 levels of ability as well as a chance to 

forget about physical problerns, a chance to keep themselves busy, and most importantly, a 

chance to spend a few pleasurable hours with new found fnends. 

Fibromyalgia participants did not ernphasize the social aspects of the FM support 

group. For them the support group is primarily informational. Occasionally, expressive 

support is provided through a care and share meeting. However, the fibromyalgia group 

does not have the resources of the Multiple Sclerosis Society. The first Iacks institutional 

support and therefore their financial resources are small, and primarily devoted to 

maintaining the monthly meetings and newsletter sent out to members. This does not 

mean that members fail to develop fnendships within the support group that may provide 
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some social activity outside the group. Elaine has been able to establish new friendships 

with members: "It's support. I dont use it a whole lot but it is. It's just more fiiends for 

me. I just really enjoy people." 

M a k i n ~  a Contribution 

Reissrnan ( 1997). as noted earlier, argues social support groups provide 

opportunities for mernbers to provide support to each other. They also provide an 

opportunity to make a contribution through volunteer work. For both the multiple 

scierosis and fibromyalgia participants contributed to the general welfare of their support 

groups. This was accomplished through two channels, providing support to other 

members of the group and through volunteer work with the organization itself 

Participants saw their membership in the support group as a prime opportunity to 

provide support to other mernbers. They believed their own experiences were resources 

of understanding to draw upon when providing others with support. A quotation from 

Helen, who has fibromyalgia examplifies this perspective. 

1 see this as an opportunity to tell people there is hope. And support groups 
are needed ...y ou want to talk to somebody, and nobody's hearing you. 
Nobody knows. nobody understands. And the bottorn fine from a lot of people 
is support groups, where everybody knows what you're talking about. 

Since participants with fibromyalgia believe there are no other sources of social support 

outside the group, they are the only ones who truly understand fibromyalgia and, 

therefore, they have an obligation to each other to provide support. 

Providing support to others benefits participants' feelings about themselves. 

Bonnie, who has fibromyalgia, explains: 



There's a couple of people I've talked to and now 1 see them in the same 
[treatment] program I'm in. And I'm really happy for them, and it really gives 
you some kind of lift. And 1 feel why should [ always have to keep everything 
to myself The tmth helped, and people undentand. 

Some participants had a strong desire to  help others, and thus make a contribution 

while benefitting themselves. This did not mean that it had to necessarily be done in the 

milieu of the social support group. Bemia, who has severe fibromyalgia, often provides 

support over the telephone. "Well, certainly my objective is to have inner peace and to do 

what I c m  to, you know. help others. And that doesn't require you to be in a particular 

setting." Because she understands what it is like to have fibromyalgia, she feels the need 

to provide others with support. "I'm sort of, I'm glad I've been able to help them. 1 don't 

know that I really think much about if it gave me satisfaction or not. 1 was just glad I 

could do something that might help them out a bit." 

The provision of support to others gives the person providing the support a sense 

of accomplishment and self-worth. Carole, who also has fibromyalgia, has the same 

expenence as Bernia: 

... I love it when I'm helping somebody else, you know. 1 do. I've had a few 
phone calls fiom other people that are wanting to commit suicide ... 1 help them 
out and that. and after 1 hang up, and after I'm done the conversation and that 
and they thank me and everything, I feel like "Ah right, I've done a good job 
there." That makes me feel really good. It's like a high for me ... Like 1 did 
something worthwhile today. 1 succeeded at helping somebody ... 1 have a 
purpose, t have meaning to my life. I'm useful. The key, useful, cause feeling 
not usehl is not nice. 

Providing suppon to other group members gives meaning and purpose to  the person who 

acts as a provider of support. They are making a contribution to another person's general 

well-being. It takes away the feeling that one's life may lack meaning and purpose, and 



raises their self-esteem. Thus, providing support to another chronicatly il1 person benefits 

the provider as well. Lorraine's cornmitment to providing social support to other 

members of the fibromyalgia group is so strong it has become an integraf part of her self- 

image: 

1 get the satisfaction of knowing that I am able to, through what I've leamed, 
use rny knowledge to help others. Um, that makes me feel useful and that's 
very important to me, that 1 feel useful. I f  I didn't have something that made 
me feel usefiil 1 may rhen be susceptible to becoming depressed or um, a 
worthless person of some kind. a worthless, not even a person, a nonperson ... 
It's the satisfaction of doing something for someone else. If something 1 can 
do or Say helps someone else in even a tiny little, miniscule way, if it even 
makes me smile for today, um, then it's not been in vain. There's something 
worthwhiie out there for me and it's not for me, but I guess it is for me 
cause it's a reward in a way, it's a reward ... then I've done something worthwhile 
for me as well. 

Again. Lorraine reiterates what Bemia and Carole are saying. Providing support to other 

chronically il1 people not only benefits the receiver but also benefits the provider. 

Providing support to other members of the support group is reciprocal in nature. 

Not only do participants provide support to other members of the group, but they also 

receive support from members. Amy, who has multiple sclerosis, expresses her feelings 

about her role as a provider of support: 

1 wanted this, and I wanted to know what was happening. And now it's a 
mixed thing. I go for it for that, and 1 go for it because 1 feel maybe 1 can 
help somebody else ... I remember when I was diagnosed and how fnghtening 
it was. 

A second channel of contribution that memben make is through volunteer work 

with each organization. Florence, who has fibromyalgia, makes a contribution by working 

on the FM support group organizing cornmittee: 



The support group. 1 was very active in that, on the steering cornmittee. It 
was absolutely to begin with, because 1 got involved with the steering 
committee and they became like extended farnily to me. So that connection, 
being able to access the kind of information, up to date information on al1 kinds 
of things and talk with other people. This being on the steenng comminee 
was a real support for me. More than the group ... making a contribution was 
important. 

Again, by making a contribution in some form to the support group, in this case 

volunteering for the organizing committee, participants can benefit by finding a purpose. 

Carole, also volunteers with the organizing committee of the FM support group, which 

helps to keep her occupied and gives her a purpose. 

I'm also helping with the support group ... Sometimes 1 find it hard, very, very 
hard. But, aiso like I Say, it makes my brain work too. And it makes it that 1 
have something to do. 

Volunteering as a member of the organizing comrnittee for the FM support group 

is beneficial for participants since they can find a sense of purpose through this channel, as 

well as providing support for other group members. Additionally, there is the desire to 

make a contribution. to be intellectually stimulated and have something to keep them busy. 

While MS participants have the chance to participate in social activities through the 

Multiple Sclerosis Society and thus keep themselves busy. FM participants have the 

oppominity to volunteer as committee members in order to keep themselves busy. The 

MS support group is organized and run by the Multiple Sclerosis Society and therefore is 

not an avenue that MS participants used in order to keep themselves busy. That may 

change when the MS Society changes the format of the MS support group. 

Multiple sclerosis participants also made a contribution through their fbndraising 

efforts. It is an opportunity not only to make a contribution as an individual, but also to 



recruit family members, as Jane did: 

We went, yes as a matter of fact, the walk, the Super Cities Walk, the 
begiming of June, rny sister and Bob nd 1 al1 volunteered for that, and you 
know went down. Yes that, that was good. 

For some participants it was important to set themselves as examples to other 

peopIe with multiple sclerosis, as explained by Francine: 

I hadn't really thought about it in that way until 1 went on the walk, the Super 
Cities Walk. Several of us fkom the wellness group went together. And one 
of the women said "Well you have to keep coming because you're, we've had 
it. We can ded with it. We have to be for those new people coming in to let 
them know itlll be okay?" 

Making a contribution can become a long-term commitment on the part of 

volunteers, as it has for Harris: 

I'm still involved with the MS Society a certain amount but not as much as 1 
was. Right now I'm. last, oh god I don? know how many years, 1 0 years at 
least, I've been looking after these coin containers you see in the different 
locations. Well 1 look after the ones for the MS. 

Harris' severe multiple sclerosis does not deter him from making a contribution to the 

Multiple Sclerosis Society as a fundraiser, and their willingness to have him act as an 

organizer of other volunteers emphasizes his usefulness and ability to make a contribution 

despite his disability. Harris goes on to emphasize how this affects his self-image: 

If 1 can help somebody in the way that 1 do things, fundraising for instance has 
always been my big thing with the MS. If that in tum will help somebody else 
that's great, that's how 1 feel about it. 

Because the level of disability does not deter participation in volunteer work, and that 

work is provided by the Multiple Sclerosis Society, Hams, and others in his same 

situation, can view themselves as useful, adding to their own sense of self-worth. 



Amy is reciprocating the social support she received from the group when she was 

first diagnosed. Her understanding of the emotions surrounding the diagnosis of multiple 

sclerosis leads her to take on the responsibility of guiding new members through the 

emotional adjustments they may be making. Maria, who has multiple sclerosis, also 

recognizes the reci p rocal nature of social support: 

I think I'm there for them, like when, when, you know if 1 talk if I phone one 
of the other zirls that. you know, and they're having a bad the ,  or when in the 
summer N hen actually 1 was having the incident with my a m  somebody else 
was havin- a really bad week, so it was like you know I'm there to console 
them as well .And then when there's new people there that have just been 
diagnosed it's. 1 think it's my responsibility too to kinda help them out. Because 
I was helped out when I first came there, and to let them know, you know, 
they're not alone. you know, there are other people here and we're here for 
you. Kinda thing. so yeah I think 1 do. 

Reciprocity becomes an oblisation, a responsibility to return the support that was 

provided when the  panicipant was in need. As mentioned in Chapter Two, Antonucci and  

Akiyama ( 1987) sussest that individuals may develop a "support bank over time. As 

suppon is providcd to ot hers. there may be an expectation that this support will be 

reciprocated in t hc future Both Amy and Mana are meeting the expectations of 

reciprocating suppon provided in the past, while building up a support bank, should they 

need to draw on it in the future. They are keeping a balance of support and meeting their 

responsibilities as the! see them. 

Expressive Support 

As discussed previously, expressive support is provided at social support meetings 

and over the telephone, predominantly be female support group members. However, 
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participants also attend support group meetings in order to receive expressive support. 

Although earlier in the interviews some participants indicated that they attended 

their support group for informational purposes only. some find they attended the meetings 

not only for information but also for emotional needs as well. In Amy's case, she needed 

the emotional support of the MS support group not only to  help her cope with multiple 

sclerosis, but also because she was new to Calgary. "Well I'd just moved to Calgary, and 1 

really needed the support right at the start, emotionally. 1 needed some support, so 1 was 

kinda selfish when 1 went there." 

Women participants communicated their desire to provide expressive support to  

other memben of the support groups. This desire to provide expressive support is an 

expectation that is placed upon women and is most oflen provided by women (Wellman 

and Wortley 1 990; Krause and Keith 1989). For female fibromyalgia participants, their 

belief that they have a unique understanding of fibrornyalgia provides a sense that they are 

more qualified than anyone else to provide support to new and continuing members. 

While providing support to others is intended to improve the well-being of the recipients, 

there are also benefits to the provider of support. Providers gain a sense of 

accomplishment, self-worth and purpose, so the results of providing support are 

bidirectional. Not only do other members of the group benefit from female members who 

provide support, but those members who actively provide support reap the benefits of 

their efforts. 

Although it is predominantly women who provide expressive support, men also 

attend support meetings in order to receive support from other members. David attends 
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two suppon groups and finds the expressive support he receives beneficiai, creating a new 

core of fiends that provide what he needs. 'And many more new fiends in the chronic 

pain and fibromyalgia groups that have. uh, aliowed me to open up a Iittle bit more about 

this. " 

Expressive support is provided not only at meetings but also over the telephone, 

which can be beneficial for those who have difficulty attending support group meetings. 

Carl. who has severe fibromyalgia, explains: 

It's a good support group if you're feeling down or depressed. It's something 
to do. You go down to the meetings or cal1 one of the. you have a list of names. 
You can cal1 somebody and sort of use them as a cry-ng towel. They're very 
supportive.. . 

Aithough the fibromyaigia support group meetings do not have regularly scheduled care 

and sbare meetings, some members are able to access expressive support through informa1 

means within the group, as well as through contacting other members over the telephone. 

So, for some members. the size of the support group does not act as a deterrent on their 

ability to obtain expressive support. 

Of course, part of the importance of expressive support is its timeliness (Shinn et ai 

( 1984), and support group members cari be particularly important in times of need. Lynn 

explains: 

... 1 phone them when I'm feeling really despondent. They're always there for 
you, they've been really supportive.. .Theylll listen and they'll let you cry 
on their shoulder. 

Because there is usually more than one source of expressive support within a group. 

whoever is unavailable cm often be replaced by another rnember. 



Not al1 MS support group meetings are heavy with elements of expressive support, 

but indeed can just provide an enjoyable evening in the Company of people who share the 

person's situation, as Joan indicates: 

Yeah, um. like some nights nobody has a big thing to, you know, anything for 
us to deal with. But sometimes we have guest speakers. And sometimes 
somebody has a big problem, so we deai with it. And sometimes we just 
chat, and it's fùn. 

Expressive support can also be provided through the telling of stories. Bill, who 

has multiple sclerosis. benefits fkom other people relating their experiences with MS 

"About the only one 1 really go to that 1 enjoy is the support group on Wednesday nights. 

Good honest testimony, most times it's testimony." 

Even though expressive support is considered one of the main components of 

social support group activities, not al1 members attend for expressive support reasons. As 

explained earlier, the organization of the meetings facilitates or constrains expressive 

support interactions. However, as we have seen with some fibromyalgia members, 

informal efforts during meetings and outside meetings, Le. over the telephone. also are 

avenues to receiving expressive support. 

The timeliness of provisions of expressive support are important, and support 

groups are able to act in a timely marner when such support is needed by members. 

However, expressive support can be provided through light hearted occasions that 

members find enjoyable. such as other members telling of their stories of chronic illness. 

III. Emereent Theory 

Chapter Two asked a number of questions related to social support groups. How 
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is social support enacted? What constraints are placed on that enactment? How do 

people manage not oniy their need for social support, but aiso requests fiom others within 

their social network? Social support groups are a potential source of much needed social 

support that may not be forthcoming from famiiy, m'ends or neighbours. Not al1 

participants were willing to participate in social support groups. Comparing those who 

did not attend to those who regularly attended support group meetings it becomes clear 

that the participants who did not attend varied in their reasons from those who did attend. 

Participants who identified themselves as non-members of either the fibromyalgia support 

group or the multiple sclerosis support groups indicated that there were multiple reasons 

for their unwillingness to become members. The nature of the illness can place a 

constraint on attendance, particularly in the case of fibromyalgia participants. Negative 

experiences when first attending suppon group meetings lead participants to a negative 

view of the group itself Participants who did not perceive a persona1 need for support 

from the mernbers also either withdrew frorn attendance or sporadically attend meetings. 

There was a tendency on the part of some participants to repudiate the chronic illness 

itseif. and attendance at support group meetings would mean facing what they wanted to 

avoid. Time constraints, concems about pnvacy, and perceptions of themselves also 

contribute to lack of attendance at support meetings. Finaily, the organization of meetings 

can act as a constraint on attendance. Size, a heavy reliance of guest speakers and their 

tendency to cornrnodi@ fibromyalgia, and the tendency to view support meetings as 

disorganized contribute to participants reluctance to attend meetings. 

Those who were active participants in support group meetings, on the other hand. 
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indicated that the meetings were important as a source of information. social activities and 

expressive support. There was a need to spend time with people who shared their chronic 

iilness and had similar expenences. However, there was also a recognition that breaks 

away from chronically iIl people were necessary in order to add variety and enjoyment to 

life. Finally, participants who regularly attended at support group meetings also were able 

to make a contribution either through providing expressive support to others or through 

volunteer work, either in the organization or by fundraising. Becorning a member of a 

social support group, and in the case of MS participants. associated prognuns. provided 

participants with a chance to make a contribution, enhancing feelings of self-worth, 

providing an opportunity to keep busy, and increasing their SehSe of usefulness. 



CHAPTER 'EN 

FORMAL SOURCES OF SOCIAL SUPPORT: 
PATIENTS AND HEALTH CARE PROVIDERS 

So far in previous chapters we have been considenng the role of informal suppon 

in the case of chronic illness. A more forma1 system of social support is, of course, 

through the medical profession. in the eyes of the patient. the physician is consulted 

because he or she is the repository ofknowledge about the body. The expectation is the 

physician will diagnose and appropnately treat the illness to the satisfaction of the patient. 

A competent physician will provide expert treatment that can be easily followed by the 

patient to his or her own benefit. Although Parsons (1951) has been criticised for his 

conceptualization of the sick role, the relationship between physician and patient proposed 

has becorne a cultural expectation. If these roles are carried out to their mutual 

satisfaction, the patient will perceive the physician as supportive. However, if these roles 

do not resuit in a mutually satisfactory relationship, the patient may perceive the 

relationship as adversarial. and question the cornpetence of the physician. 

Multiple sclerosis patients have a central source of healthcare in Calgary, the 

Multiple Sclerosis C h i c  at the Foothills Hospital. The Multiple Sclerosis c h i c  sees 

almost al1 MS patients, and is able, therefore, to coordinate their healthcare. There is a 

close association between the c h i c  and the Multiple Sclerosis Society, and this is evident 

by the prominent display of information about the seMces ofEered by the Multiple 

Sclerosis Society. The clinic, in addition to providing healthcare services, operates 



seminars on living with multiple sclerosis called "Optirnus." 

On the other hand, patients with fibrornyalgia do not have a central source for 

healthcare services. and ofien must search out an appropnate physician for treatment. 

This can lead to a discouraging search for a doctor willing to treat their condition. 

General practitioners who recognize symptoms of MS in participants were willing refer 

them to neurologists for funher testing and treatment. General practitioners who 

encountered participants with symptoms of fibromyalgia were less willing to refer to a 

specialist. rheumatologist or physiatrist. Recalling the discussion of legitimacy and 

illegitirnacy of chronic illness in Chapter Three, the reluctance of general practitioners to 

refer participants with symprorns of fibromyalgia may have its roots in its lack of 

legitimacy. and the perception that FM participants are more likely to be suffenng from 

psychologicai distress Multiple sclerosis, on the other hand, is recognized as a legitirnate 

chronic illness. and physicians would have no trouble refemng potential MS patients to 

appropriate specialists 

The experience of multiple sclerosis and fibromyalgia participants varied 

considerably. hluliiple sclerosis participants, for the most part, perceived their 

relationship with physicians in a positive light. Fibromyalgia participants, on the other 

hand, experienced geat difficulty obtaining a diagnosis and, subsequently, appropriate 

medical treatment The result. an antagonistic relationship often developed between 

physician and patient The antagonism only diminished when fibromyalgia participants 

found a physician more to their liking. Participants experienced differences in perceptions 

of syrnptorns, length of time between onset of symptoms and diagnosis, experience of 



diagnostic tests, perceived expertise of physicians, and communication between physician 

and participant. 

1. Svmptoms 

Zola (1973) proposes that patients seek medical attention when the 

accommodation to symptoms, whether physical, personal. or social, breaks down. It is at 

the point where patients can no longer adjust their lives to their symptoms that it becomes 

necessary to consult a physician. Participants discussed how symptoms Iead them to 

consult physicians. 

Because the symptorns of multiple sclerosis are not continuous, but come and go. 

the participants' attention to multiple sclerosis varies. When symptoms were present and 

tangible enough. participants became concemed. If the syrnptoms were mild, they were 

taken less seriously. For exarnple, Francine discussed her minimization of symptoms: 

When 1 was about 17 I didn't have feeling in my feet frorn the ankles down. 
And that lasted for a year and they couldn't figure out why. But it really 
wasn't that big of a deal. It was just an inconvenience thing more than, and 
I was the only one who could feel it. . . I  always seem to have some kinds of 
symptoms. They're very, very minor. 

Attention to symptoms may become more important when they are perceived as 

unusual or disturbing. Joan consulted her physician when syrnptoms could no longer be 

ignored: 

... the only doctor I had was a gynaecologist. So 1 went to him with, I had 
these fünny symptoms, and 1 said to him, and 1 said "You know, I've got 
these symptoms now, and in the summer I had these other symptoms." And 
he jus  looked at me and he said "You know, I'm going to send you to a 
neuroiogist." 

In addition to the unusual nature of her symptoms, Joan was also concerned that there was 



an accumulation of symptoms. This accumulation of syriiptoms can also persuade people 

to consult their doctor. Maria noticed a buiidup of symptoms while being treated for 

another iIlness: 

I went to, well my family doctor knew about the mono, and I was in treatment, 
1 took some time off for that. And after that I seemed to  get al1 these Wuses, 
like flues, colds, 1 mean 1 was constantly sick. And then when 1 went numb 1 
went into my doctor and she started doing like the things like your nose to your, 
your finger to your nose, and some neurological thing she did in her office. And 
she said " Well 1 think 1'11 set you up with an appointment with a neurologist. " 

Her expectations were that treatment of her existing condition would mean a return to 

health, however, the accumulation of additional symptoms drew her attention enough to 

for her to  return to her physician. 

The perception that syrnptoms are rninor in nature rnay delay a person's perception 

that a physician should be consulted. However, as symptorns persist, even though they are 

minor, the possibiIity of consulting a physician becomes more likely. Ross talks about his 

initial perception of his symptoms: 

I probably could have gone and started seeing a doctor even before 1 did. But 
1 mean, it started really for me with those three fingers were numb al1 the time. 
You know, it got to, you know, iike when you sleep on your arm and it feels 
that way, that's what it felt like ... You know, 1 mean, it but, it wasn't like I was 
thinking well 1 really better do this cause 1 was womed about it. I just thought 
"Weil okay, we might as well find out what's going on." 

At first he minimized the symptoms, comparing them to a normal occurrence. However, 

the persistence of the symptoms lead him to consult a physician. He continues 

nevertheless to minimize the symptoms. His minimization of syrnptoms rnay be rooted in 

his reluctance to seek medical care. He continues: 



See 1 never liked committing to stuff like that either 1 never did. Like, iS if 
I wasn't really sick I never reaily felt like I was sick, other than the fact that 
they were numb. I mean, 1 knew there was something wrong. 

Symptoms can also been perceived as minor by physicians, who may then become 

reluctant to advise the patient. Ward was not advised of his multipte sclerosis for several 

years : 

They just said it was mild enough that they didn't feel they needed to disrupt 
me ... Well, you tell sornebody with a sore thumb that they've got a sore thumb 
and pretty soon it hurts more and more. So I guess that's why they didn't tell 
me. 

Rather than becoming angry, Ward searches for an expianation of his physicians' 

behaviour, and finding one is satisfied. 

Working for a physician can mean that attention to syrnptoms cannot be minimized 

or put off. Melanie was attributing her symptoms to tiredness at the end of a long 

workday in a physician's: 

1 noticed at the end of the 12 hour day that my left leg was dragging a bit 
and my doctor noticed the same thing, so he ordered an MRI for me. And 
it showed five different areas where the myelin was scarred in my brai4 two 
in the right, two in the left and one in the base of my brain. 

Fibromyalgia participants related difEerent experïences with symptoms and their 

need to consult physicians. Because fibromyalgia is accompanied by constant pain, 

attention to syrnptoms is a consistent feature of participants' Iives. It is difficult to ignore 

or rninimize the syrnptoms of fibromyalgia. It can corne on suddenly and progress rapidly, 

as in Lorraine's case: 



1 was reaching for something that was out of my reach, doing some kind o f  
body mechanics that 1 redise now are very unhealthy, and ah, put a disc out 
in my back. And um, as that happened, my right leg also went instantly numb 
and I couldn't walk properly and it was four months later, the disease over the 
next um, days and weeks progressed to, two weeks &ter this, like I was in my 
doctor's office the very next morning in so much pain 1 could barely move, 
and over the next couple weeks 1 was in my doctof s office several times and 
finally I said to her "Something very strange is happening to me, this is spreading, 
whatever it is, it's spreading! It's going through my whole body!" 

The rapid progress of symptoms ensures Lorraine's attention and results in fiequent visits 

to the doctor over a short penod of time. Multiple sclerosis, on the other hand, often has 

slow progression with symptoms that, although incremental, are infiequent thus visits to 

the doctor may be sporadic, occumng only when symptoms appear 

Similarly to multiple sclerosis, participants discussed how physicians would ofien 

minimize their symptoms, frequently trivializing the former's concerns. Tom explains his 

experience: 

1 really started like saying to the doaor, like something's definitely happening 
here. Like I don? know what it is. And basically he kept just saying, "Oh, 
you'll get better, you'll get better." 

Rather than excuse this behaviour, participants would become angry and begin searching 

for a new physician. Zola (1 973 :23 5) argues: 

... where the physician paid little attention to the specific trigger which forced 
or which the individuai used as an excuse to seek medical aid, there was the 
greatest likelihood of that patient eventually breaking off treatment. 

Fibromyalgia participants indicated that they were hstrated with the lack of 

recognition of their symptoms, the seriousness of their illness, and indeed the very 

legitimacy of fibromyalgia. John explains his experience: 



It was last September that it was suspected and then 1 went to my farnily 
dodor and he wouldn't do anphing so I went to another doctor and he 
sent me off to a rheumatologist and she said "There's no doubt about it, 
you have fibromyalgia." 

FibromyaIgia participants spent a considerable amount of their tirne searching for a 

physician who would pay attention to the symptoms and provide treatment. 

Ofien participants diagnosed their symptoms before going to a physician and then 

looked for someone who would agree with the diagnosis, only to find it difficult to find a 

physician who would accept a layperson's diagnosis. Harry provides an example: 

...y ou tell them the symptoms and according to the pamphlet I have on 
fibrornyalgia a11 these symptoms add up to fibromyalgia, and why they 
can't corne up with a diagnosis. 

The participant clearly identifies the illness through the presence of symptoms, but 

questions of fibromyalgia's legitimacy stand in the way of physician' s diagnoses. 

Physicians, faced with uncertainties of what is a legitimate diagnosis, may fa11 back on 

alternative explanations. Zola (1973) found that physicians who could not attribute 

symptoms to an organic basis attributed their symptoms to psychological difficulties. This 

is evident in participants' discussion of physicians handling of cornplaints of fibromyalgia. 

Carl, who has such a severe case of fibromyalgia that he is treated with morphine, explains 

his dilemma: 

... they're punching you up with syringes, checking your blood. And they 
find, well your heart's fine, and your, you know, your electrocardiogram 
shows well, and your blood tests, well you know, your sugar's right at a 
normal level, and your cholesterol level is perfect, and your thyroid glands 
are fine, and your blood count is perfect. And you Say, "Okay, great. So 
what have 1 got?'Well maybe, are you sure that nothing's bothenng you? 
Now they're diagnosing you crazy, you know. 



Carl's dilemma is his belief that medical teaing will suppfy the physicians with answers. 

but instead they suggest he has psychologicai difficulties. To Car1 his symptoms are an 

indication of physical problems: 

I've got this funny pain, but they're not telling me what it is. They're telling 
me I'm crazy. Meantime I'rn walking around with the pain and they're telling 
me maybe I'm crazy. Maybe I'm ready for Ponoka. You know. until one 
doctor says, "Wait a minute, you've got this disorder." 

Carl's solution; search for a physician who will provide him with a diagnosis that concurs 

with his perception and treatment that is focussed on afleviation of pain. 

In some cases the diagnosis is not gently put. This is an example of how the 

relationship between physician and patient can deteriorate when patient perception and 

physician diagnosis do not correspond. Florence relates her expenence: 

They put me through everything, then send me to a psychiatrist who of 
course, said again, it's clinical depression. He said to me at the door when 
1 came. he said to me "1 want to get one thing straight. There is no such 
thing as fibromyalgia." He said to me "What you have is a clinical depression, 
now 1 want to get that clear to start with." 1 hadn't even sat down, he hadn't 
even said "Hello, how are you." 

This disagreement between patient and physician sometimes erupts in anger on part of 

physician, as in Cindy's case: 

1 was just going crazy with the pain and during the time I had doctor that 
didn't believe that 1 had fibromyalgia. 1 was going to this doctor that 
basically told me to go home and cope with this pain and quit sniveling 
about it so much. And get on with my life and quit babying myself so that 
it wasn't on my mind al1 the time. 

The important difference between multiple sclerosis and fibromyalgia is the 

legitimacy of the illness. While rnultipie sclerosis is a legitirnate chronic illness, 

fibrornyalgia still has not been generally accepted by the medical cornmunity as a legitimate 
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chronic illness. Although each participant with fibromyalgia was able to find a physician 

to treat his or her symptoms, it was not an easy task and often meant confrontations with 

some physicians. Other physicians were inattentive and uninterested. 

Attention t O symptoms varied between muItipIe sclerosis participants and 

fibromyalgia participants as well. While Zola's (1973) study was focussed on ethnic 

differences in relating symptoms to physicians, the differences in chronic ilinesses also bear 

on patients' as well as physicians' attention to syrnptoms. The van-able and discontinuous 

nature of multiple sclcrosis symptorns may ailow participants to ignore or disregard 

symptoms for Ions periods of time. However, unusual syrnptoms or an accumulation of 

symptorns increases the likelihood of consulting a physician for a diagnosis. In contrast. 

fibromyalgia symptoms are continuous and difficult to ignore, increasing the likelihood of 

consulting a physician as soon as symptoms occur. However, the legitimacy of 

fibromyalgia as a chronic illness stands in the way of such a diagnosis, and often 

alternative explanations (e  g . psychological disorders) are oEered. Because the patient 

perception and t h e  physician perception of the illness does not coincide, patients seek out 

other doctors w ho will agree with their own perceptions. Encounters with physicians W ~ O  

are in disagreement with  the patient can lead to dissatisfaction on the part of the patient 

and potentially to anser on the part of the physician. 

II. Lenpth o f  Time to Diagnosis 

Participants passed. for the most part, extended periods of time before receiving a 

diagnosis. Uncertainty in determining causes of symptoms was a factor in delays in 

confirming a diagnosis. Multiple sclerosis, in the past, could take many years to diagnosig 



contingent upon the appearance and disappearance of symptoms. Participants with long- 

term multiple sclerosis reported that diagnosis of MS often was not made until the retum 

of symptoms a second or third tirne. However, the purchase of Magnetic Resonance 

Imagers (MM) has made diagnosis a faster process. Multiple sclerosis participants 

indicated they waited for a diagnosis from 2 months to 18 years. Recently diagnosed 

participants indicated that the MRI was instrumental in obtaining a speedy diagnosis, 

reducing the time fiom onset of symptoms to diagnosis to between 2 months and 1 year 

The time factor in diagnosing multiple sclerosis is particuiarly evident in Amy's 

case: 

Well it was mled out in167 after my daughter was bom, and was always, 
doctors were always sort of looking for it when something would go 
wrong. And finally in '85 I was diagnosed. And I really didn't have many 
symptoms over that time. 

In some cases a diagnosis was provided but it took several more years before multiple 

sclerosis was c o n h e d  as the true underlying cause of symptoms. Bernice found herself 

in this situation: 

When was I first diagnosed? Probably when 1 was 19, so that would have been 
about 1970 ... they didn't really formally diagnose it, it was sort of like, they 
called it neuraigia for the longest tirne, and so really the formal diagnosis, I reaily 
didn't get formally diagnosed until 1976 or '77. 

The length of time it takes to  reach a diagnosis is mediated by the participant's 

perception of the physician's commitment to finding the underlying cause. Jeremy 

explains: 



1 went to my doctor for about 8 years prior to that and I'd go, I'd go numb 
from the neck d o m  predominantly in the wi-nter time and late fall. And h e  
did a11 these tests on me and said "Well Terry, 1 can't find out anything with 
you and if it doesn't go away in a few months then corne back and see me." 

There was no expression of anger at the medical profession for taking so long to diagnose 

multiple sclerosis. There was a sense that the doctors did the best they could given the 

state of the art. Jane, who waited several years for a diagnosis, explains: 

Sometimes 1 wonder if maybe if, you know, we would have started treatment 
or something sooner if it would have made any difference. But then everything 
I leamed about how they diagnose it and that they probably, you know. 
maybe wouldn't even have had any conclusive diagnosis anyway. 

As time passes, more sophisticated diagnostic tests have become available. 

including the MRI. Through the seminars conducted by the MS Chic  and the MS 

Society participams became well aware of the state of medicine with regard to multiple 

sclerosis. These tests and diagnostic tools mean that multiple sclerosis can now can be 

diagnosed within a few weeks to a few months. Although some participants perceived 

these seminars as a negative experience (see Chapter Nine), others were reassured by the 

efforts made to improve medical diagnosis and treatment. Since these participants are 

Iooking back over time, their perspective on their feelings about how long it took to 

receive a firm diagnosis can be altered by the considerable changes in medicine that have 

occurred. If indeed they had negative feelings at the tirne, these feelings have dissipated 

over that period of tirne. Certainty Jane is offering an explanation for her feelings about 

the diagnostic process. 

The perspective of fibromyalgia participants was that the diagnostic process takes 

too much time. The continuous painfil symptoms make it important to get a diagnosis 



and begin treatment as quickly as possible. They go from doctor to doctor looking for 

someone to confirm what they aiready believe is wrong with their hedth. Lorraine reflects 

on the perspective of fibromyalgia patients: 

And 1 was one of the lucky few. U m  because many people it takes four and 
five and eight years to get diagnosed. 1 was very, very fortunate to be diagnosed 
in as Iittle as four months. 

Similarly to the perspective of irritable bowel syndrome participants (Meadows, Lackner 

and Belic 1997) participants took the perspective that physicians were uncaring and 

unwilling to take them seriously, extending the time for diagnosis. Alicia explains: 

Well I've had this pain for about thirty years. And I've gone to doctor after 
doctor. I've been told it was al1 in my head. I was a bored housewife, 1 was 
a hypochondriac. If 1 got a life 1 wouldn't have al1 this pain. 1 just wanted 
attention. It was an attention getter. It was very hstrating. 

The delay in obtaining a diagnosis and treatment can have serious consequences, as 

indicated by Tom: 

... he got me an appointment with a physiatrist. And so, the first letter I got 
from her was they don? book for two months, and that I'd have to wait ... I 
went to the doctor and said "Well, it's been more than two months and I'm 
not getting better. We'd better find out what's wrong." And so then he 
signed me up for this lady again, and 1 got a letter frorn them and this time it 
said six months. And in March 1 tried to commit suicide because 1 couldn't 
handle it any more. 

III. Diagnostic Tests 

Ai1 participants were subjected to multiple diagnostic tests on the way to a 

definitive diagnosis of either multiple sclerosis or fibromyalgia. Diagnostic tests for 

multiple sclerosis included but were not limited to spinal taps, motor tests, eye 

examinations, myiograms, and catscans. Diagnostic tests reported by fibromyalgia 



participants included blood tests, mylograrns, bone scans, ultrasounds and x-rays. The 

degree of accuracy of diagnosis was an important difference between the two groups of 

participants. Francine. who has moderate MS. experienced the vagueness of diagnosis 

before more sophisticated diagnostic tools were available: 

It drove me c r a q  but at the time there was no MRIs available or anything, 
so the doctor sent me for testing, and said "Well maybe it's just an imtation 
of the nerves.. . " It's not like something you could see, so I'd go and say 
"Well, why is it doing that?" "Gosh we dont know." So, and theyfd run 
tests and try and see what it was but never found anything. 

Both Francine and her physicians existed in a situation of uncertainty. However, she 

acknowledges the lack of sophistication at the time. The development of the MRI, with 

the resulting efficient diagnosis, offers more certain conditions in which to diagnose 

multiple sclerosis. 

Multiple sclerosis participants indicated a trust in the accuracy of multiple tests, 

and this was promoted through CO-operation between physicians. Tests stood as a 

rneasure of a physician's expertise. Jeremy explains his expenence afier being referred to 

Within 15 minutes he said "Yes, you've got multiple sclerosis." Well 1 had a 
bunch of tests done pnor to that, and 1 had a spinal tap, a mylogram, and 
well the EEG's and that kinda stuE. They had dl the documentation at the 
hospital, cause they had al1 the records. And he just said "You've got multiple 
scierosis." 

The presentation of the need for additional tests is effective in reducing the 

uncertainty of a diagnosis. Joan, who has severe MS, talks about how ber physician 

introduced the idea of additional tests: 



The neurologist went through some of the tests and stuff like that, you 
know. Like the motor tests and things like that. And he took a spinal 
tap. just to check, cause at that time the protein levels in your spinal 
fluid were what, were a big determinant in those days, cause they didn't 
have an MRI and stuff like that. And he said "I'm just doing this," he said 
"just as a sort of a back up." But he said "I'm pretty certain that you've got 
multiple sclerosis." And that was like a half an hour. 

The certainty with which the physician presents the test results, and his confidence in the 

diagnostic tests, inspires trust in the process by participants. Hamis indicates his 

confidence in the diagnostic process, because he can name the test that provided the final 

diagnosis: 

It was probably close to a year d e r  that it was finally the doctor told me 
that's definitely it, afier different tests. I think the one that finally naiied 
it down was the, the one where they take the fluid from the spine, the 
spinal tap. That's where the final decision was made that it was definitely 
multiple sclerosis. 

This is similar to the oft-mentioned MRI scans that more recently diagnosed participants 

frequently mentioned. Their confidence in the diagnostic process is enhanced by the idea 

that one specific test will provide a firm diagnosis. The test takes away uncertainty. 

Physicians set the stage for such confidence in the way they present the 

possibilities of a diagnosis to the patient. Vern talks about how his physician presented 

the possibility of multiple sclerosis to him: 

He has me walk down the hall and walk up the stairs and corne back to his 
roorn and sit in a chair. And he's just kinda shaking his head and he says "1 
don't understand why you havent seen me or somebody like me before this." 
He says "Nine times out of ten, you know, there's a 90% probability you that 
what you have is multiple sclerosis. But we'll go through al1 the tests." Then 
in three months or so we'd gone through the four main tests that came in 
relatively normal other than one was a vocal response and one was, was MRI 
and he says "Yes that's what you have, multiple sclerosis." 



By observing the participant and using statistical probabilities, coupied with multiple tests, 

including the latest technology, the physician encourages the patient to have confidence in 

his abilities. Although this is secondary reporting, this participant is indicating why he has 

confidence in his doctor's ability to diagnose. 

A physician's confidence in his or her own abilities to diagnose and use new 

technology, such as the MRI, increases the atmosphere of certainty. Lorne explains his 

experience of diagnosis: 

They sent me to a neurologist and he said "1 don? know what it is. Lorne. 
But we'll find out." And he said " We'll make a good educated guess afier 
I've put you through some tests." 1 went and had an MRI scan at the 
Foothills and that was the concluding test for the neurologist that 1 had. 
And he said "Yeah" and he said "Lorne. you've got MS." 

In Loine's case there is a referral to a specialist, who is uncertain about the diagnosis, but 

he counters that uncertainty with confidence that he wiil be able to make a diagnosis afier 

a number of tests. The definitive test tums out to be the iatest diagnostic tool, that allows 

the physician to make a firm diagnosis, removing the earlier uncertainty. 

Participants with fibromyalgia, in cornparison. are unabie to dispel the atmosphere 

of uncertainty surrounding the diagnostic process. There is a lack of definitive tests that 

enable a physician to Say to the patient "You have fibromyalgia." Most comrnonly trigger 

points are used as a diagnostic tool. The test is a simple touching of the trigger points 

which indicates the nurnber of points that are tender. The patient must have a minimal 

nurnber of painhl trigger points before receiving a diagnosis of fibromyalgia. Sara 

explains: 



Actually by the time 1 got to the specialist, he had a letter from my GP, 
he just taiked about me. And then there are these 18 points involved, 
tender points. and if you have sufficient of them, then you have fibro- 
rnyalgia. 

Given the number of participants with fibromyalgia who talked about the number 

of different tests that they went through, with no results, the probiern for physicians is 

finding something that will provide them with empirical evidence of fibromyalgia. Relying 

on simple touch does not seem to be acceptable as a diagnostic test. So participants were 

put through man' tests Comne explains the process she went through, "They did a 

mylogram they did bone scans. they did ultra sounds, they did this and that and couldn't 

find anything for al1 those months." Physicians indicated to participants their desire to use 

a more complex way of diagnosing fibromyalgia. Bemia relates her physician's concern: 

Well like my family physician will Say, you know, "At this time we haven't 
developed a blood test that will show it. It's not been developed yet, or we 
don't knoir ihat We don't know that yet, you know, what's causing it yet." 

The physician needs his or her diagnostic tests, whereas participants were willing to accept 

a diagnosis based upon trigger point testing. 

Nor all panicipants with fibrornyalgia viewed multiple testing as a negative 

experience. Two panicipants viewed the efforts that their physicians were putting forth as 

an indication of rheir cornmitment to making an appropriate diagnosis. Glen is typical of 

both: 

1 went to my doctor and 1 said "Well look, 1 want a second opinion." So he 
sent me to another arthritis specialist, and she p ut me through every test you 
can think of. I t  must have been about fourteen blood tests. She really went 
to bat. she was really, realiy good. 

The positive perspective rnay be related to his own effons to get a second opinion coupled 
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with the physicians cornmitment to make a diagnosis. In the end, both participants found 

the diagnosing physician had to fa11 back on the tender point test. 

Tests can provide certainty for both physician and patient. Participants with 

multiple sclerosis related how both they and their physicians rely on diagnostic tests. 

Tests can be named by patients as confirmation that they have multiple sclerosis. The 

latest technology, in the form of the MW, has increased patient confidence in diagnosis. In 

addition to tests, physicians' presentation of self was important in instilling confidence in 

his or her abilities. Physicians used tests to confim their own diagnosis, or to remove 

uncertainty from the diagnostic procedure. 

In cornpanson. participants with fibromyalgia commented on the uncertainty 

surrounding diagnosis, citing tests that failed to provide a definitive diagnosis. They were 

lefi to rely on a test that is not acceptable to physicians and does not provide sufficient 

proof of fibromyalgia. 

A final point regarding diagnostic tests: the willingness of physicians treating 

participants with multiple sclerosis to admit the limits of their knowledge is a welcome 

alternative to the perspective of physicians dealing with pa~icipants who have 

fibromyalgia. Perhaps the underlying difference. and thus a contribution to the confidence 

participants with multiple sclerosis had in their physicians. was this willingness to admit 

they needed expert advice fi-om specialists, rather than continuing to rely upon their own 

limited expertise. Lome's experience with his family physician's attempts to diagnose his 

multiple sclerosis is an example of that willingness. 



So 1 went and finaily went to the doctor again and 1 said "Look there's 
something going on here and I want it investigated." And that's where 
he, he went through some tests and then he said "Bill, we'll send you out 
to see a neurologist and let him do the, do the work cause it needs more 
of a specialist." 

IV. Knowledge 

Participants indicated that knowledge was an important factor in their acceptance 

of medical expertise. Armstrong (1 984:240) tracing the history of medicine and 

interactions between p hysicians and patients argues: 

... the truth of the disease was contained only in what the doctor found, in the 
form of the sign. Syrnptoms, what the patient said, could provide a guide or 
a hint or a suspicion of which organ or system might be involved but were only 
preliminaries; the core task of medicine became not the elucidation of what the 
patient said but what the doctor saw in the depths of the body. 

The presentation of symptoms and the use of diagnostic tests condition the participants7 

perceptions of physicians' knowledge about their particular disorders. There is a struggle 

for control of knowledge between some participants and their physicians. Participants 

with multiple sclerosis yielded knowledge and control over multiple sclerosis to their 

physicians. Participants with fibromyalgia were in a constant struggle for control of 

knowledge. Their perspective was that there is no medical expertise with regard to 

fibromyalgia, and this places them in the position of holders of knowledge through 

persona1 experience. 

Ail participants initially began their investigations into their health with the 

expectation that the medical profession would provide expert knowledge and consequentiy 

would be able to make their health problems disappear. Franche, who has moderate 



multiple scierosis, had such an expectation: 

I didn't know what was wrong, and 1 though 1 would just, when 1 could 

finaIIy get into the neurologist's he would just make it go away. Give me 

something and it would just go away. And of course he couldn't.. . 

Maria, who also has multiple sclerosis, also had similar expectations of her physician: 

I just thought it was the mono. 1 just thought 1 was still sick. And then 1 
got numb and then 1 went to the neurologist and I thought it's just gonna 
be a virus. he's just gonna give me a pill. and then my Iife will go on. 

However, even when expectations were not met, physicians were stili able to maintain 

their position as knowIedge experts in the eyes of the participants with multiple scierosis. 

Credentials were important in establishing expertise, as Ji11 indicated when talking about a 

neurologist she hoped to be able to consult in another province whiIe on vacation: 

He goes around and lectures, and wrïtes in joumals and al1 this stuff. So 
there's a possibiiity that 1 might get in to see h i m i t  would be interesting 
just to talk to him if 1 can get in that quick and then let my doctor know. 

Because knowledge within the multiple sclerosis research community is shared with 

patients, participants may feel comfortable seeking out and providing new information to 

their physicians, for mutual benefit. 

Some participants saw their physicians as the repository of knowledge about 

multiple sclerosis, to the point of rejecting other sources of information. Jane explains her 

confidence in her physician: 

Unless 1 hear it fiom my doctor 1 don't like listening to al1 the crap that's 
out there cause so many people are so ignorant. I feel like saying to them 
why show me it written in a docurnentary or book or something ... Unless 1 
hear it from my doctor 1 pretty much keep away fiom it or I don't wony 
about it. 



The success of diagnosis and the sharing of knowledge with patients creates an 

atmosphere conducive to accepting physicians as the experts in diagnosing and treating 

multiple sclerosis. However, not al1 physicians are accorded this respect. Hanis, was 

initially disappointed with his experience: 

1 don't think personally you can leave everything up to the doctors ... In my 
case, our farnily doctor wouldn't have anything to do with me ... and this is 
going back a long time mind you. But he just refûsed, he didn't know anything 
about MS and he didn't want to know anything about MS. So it was a case 
that the only doctor I've seen for aimost 30 years was my present doctor. 
1 had no physician outside of him. 

His initial experience with his farnily physician, has left him suspicious of most doctors. 

However, at the same time he has conceded expertise to another physician for a lengthy 

period of time. 

Participants with fibromyalgia did not. for the most part, acknowledge the 

expertise of their physicians. One factor contributing to their perspective was the open 

disagreement between physicians. Lorraine descnbes the reaction of her famiiy doctor to 

the recommendation of a neuroIogist: 

1 had been to a neurologist ... the tests al1 came back negative, however the 
neurologist suggested that 1 be seen by a physiatrist and um, because he 
suspected my problem was not neurological and ah, when rny doctor saw 
this the oniy thing she said to me was "There's nothing wrong with you! 
You should just, why don't you jua forget about al1 of this and go back to 
work?" 

Hany's experience after asking to be referred to a rheumatologist elicited this response 

from his family physician: 

"Well," she said, "you have arthritis. There's a 99.999% chance it's 
osteoarthritis and if it's osteoarthritis, I cm do as much for you as a 
rheumatologist. They can't do anything more than I can." 



Turf wars between physicians as expressed to a patient will reduce the confidence the 

latter has in the expertise of physicians. However, these turfwars extend to the 

participants' perceptions of their own knowledge. Elaine talks about her perceptions of a 

physician's knowledge versus her own knowledge: 

The one psychologist/psychiat~~t 1 went to pigeon hoied me. And 1 won? 
ever go back to another one. They told me that 1 was depressive. That it 
was a genetic thing. So you know why I won't go back to another one. 
Cause 1 disagree with them. 

Bernia encountered the same attitude: 

if they don7t know the answer they blame it on the patient. If they don't 
know what's causing it, they say "Well it7s psychological," or  whatever. It 
somehow gets blamed on the patient. 

Both women experienced the silencing of their knowledge. a not uncornmon expenence 

for participants with fibrornyalgia. Consequently. participants consulted multiple 

sources for information. For example Harry credits other sources with knowledge, rather 

than his physician. 

It just seems the doctors don7t go any farther than tell you that's it. you know. 
Even my doctor that he referred me to, really I've learned more about it 
through the support groups and pamphlets 1 read than the doctor, who's never 
told me anything. 

The lack of information from his physician is interpreted as a lack of  knowledge. 

A similar situation is when a physician, rather than discussing the chronic illness with 

the patient, hands out literature for the patient to read. Denise indicates her displeasure 

when this happened to her: 

1 didn't like Dr. Brown, Iike she said to me, she said "You have fibromyalgia." 
I said "What is it?" And she gave me a pamphlet and she said "Take this home 
and read it." 



Two messages are sent to the patient in this type of interaction. The first is "1 don? Gare 

to take the time to discuss this with you," and the second message is "I don't have any 

knowledge about this chronic illness." Both messages are distressing to the patient, and 

can foster the belief that physicians have no expertise. It does not matter whether or not 

the physician does understand fibromyalgia, the perception is that he or she has no 

knowledge of it. 

A similar situation lead Tom to change doctors: 

I'd never heard of it before and 1 didn't know what it was. They told me to 
go and buy a couple of books on it so 1 could read about it and what 1 could 
do for it- 

The message is not only do doctors have no knowledge about the chronic illness, but they 

are even unwilling to learn about or treat fibromyaigia. 

However, the problem for participants was the variety of opinions offered in the 

fibromyalgia Iiterature and other sources of information. Glen finds being left on his own 

to research the causes and treatrnent of fibromyalgia leaves hirn more confbsed: 

I went to the library and read it up a bit. And the way it is, every information 
i go for it* s totally different corn the last book I read. Nobody seems to 
have the same opinions. It's like that TV program, I was telling you about. It 
was on for three hours, and there must have been about 12 doctors there and 
they al1 had diKerent opinions. The rasons why you have this, and such and 
such. So actual knowledge about it in my opinion is very, very lirnited. 
Everybody's got opinions about what's going on but nobody really knows 
anythin~ about it. 

His confusion led him to conclude that there is no store of knowledge. As a result. 

patients will corne to conclude that they have greater knowledge than the medical 

community and therefore should rely on their own expertise rather than that of their 



p hysicians. 

A physician who has personal knowledge of fibromydgia is considered an expert 

by participants. Lana was referred to a doctor who treats fibrornyalgia: 

1 didn't realise at the time that this doctor had fibromydgia until 1 went to 
see her. S h e  didn't examine me because she redises how painfiil it is to 
be examined 

Because the physician shares the same chronic ilIness, Lana accords her the respect she 

would bestow on an expert. She eiaborates: 

1 think it's l ike  everything. It's Iike being in AA or Aianon or any other type 
thinç. You have to know people that have been there and know what it feels 
like and 1 mean. my GP's wonderfùl at other things, but she doesn't know 
anything about FM and she doesn't seem to take the tirne to find out anything 
about it so therefore 1 go to someone who knows something about it. 

If a physician does not experience the chronic illness, how then can they have the expertise 

them to appropriately treat people with fibromyaigia. Florence a l so  shares this view: 

The respirologist came and sat down on my bed and said to me "1 can tell 
you whai you have. and 1 can tell you where you hurt. Cause," he said "1 
have it too " And it was the most, he was the ody one who made any sense. 

She rejects other physicians' opinions because they do not have personal expenence with 

A factor that also contributes to the acceptance of a physician as an expert is his or 

her willingness to aclnowledge that the patient is also a repository of knowledge. Cindy 

reflects on her experience with one doctor: 



I saw another doctor and this doctor said "We're just, we dont know what's 
wrong with you." She said "Do you think we're missing anything?" 1 said 
"Yes, 1 think you're missing fibrornyalgia. But 1 don't know anything about it." 
Except I had just that very day read an article on it in the waiting roorn. It was 
called "Now the real pain begins" and it was by Martin Lane. And I said "1 think 
you're missing the fact here that 1 have fibromyalgia." So she sent me 
to another doctor who diagnosed me with this. 

Participants initially have high expectations of physicians' expert knowledge. For 

participants with multiple sclerosis this expertise was confirmed through credentials and 

the willingness to share information between physician and patient. The firm conviction 

that physicians are the holders of knowledge of multiple sclerosis is dernonstrated by the 

wilhgness to reject other sources of information. 

On the other hand, participants with fibromyalgia had their initial confidence in 

medical practitioners shaken by the knowledge of disagreements between physicians as 

well as disagreements between patients and physicians. Participants tumed to altemative 

sources of information and granted them expert status rather ihan granting the same status 

to physicians. However. physicians appear to be more than willing to capitulate their 

expertise to other sources, sending messages to patients that deny the physicians' 

expertise. 

In spite of this situation, some participants encountered physicians they felt were 

knowledgeable. These doctors had persona1 experience with fibromyalgia and could thus 

be considered experts by the participants. In addition, physicians who were wiiling to 

listen to participants. accepting their perspective as expertise and laid the groundwork for 

a CO-operative treatment program. Zola (1 973 :Z3 5) argues 



... the physician may more intelligently intervene in the patient's efforts to 
cope with his disorder if he has the knowledge and awareness of the patient's 
views of health, sickness, his expectations and his reasons for seeking help. 

This is certainly borne out by the perspective of the participants, for those participants 

who have such a relationship with their physicians appeared to be the rnost satisfied. 

V. Teamwork 

Meadows et al ( 1997: 164) argue that "...the right match between physician and 

patient and the realization that the patient needs to be proactive are important to a positive 

outcorne." Participants indicated that their greatest satisfaction came when they were able 

to operate in harmony with their physician. As in the above study. participants 

emphasized the importance of good communication with their physician. Taking time to 

listen to participants' accounts of their illness was appreciated. even under the pretext of 

keeping an eye on a patient's condition. as in Francine's case: 

Oh he's been very good. I've been seeing the sarne GP since I was 16 years 
old. And he's been very good in that when 1 was having a hard time dealing 
with it. he made me corne in every two days to check how I was doing. Part 
of it he would Say, he said well because my eyes weren't blinking enough, to 
make sure that the one was getting enough moisture. So just to check my eye 
everyday. But we'd just sit and talk for ten minutes. 

While the two participants do not share the same chronic illness, Francine and Alicia have 

the same expenence with their physicians. Alicia reports: 

I was lucky, when I went in 1 asked this doctor what he knew about 
fibromyalgia and he sat me down and talked to me for half an hour. And 
he's been a wonderfùl doctor. I've been through, I'd Say at least 30 doctors 
before 1 found this doctor ... and every time I go into see him, one of his first 
questions is how is the fibromyalgia today? ... he's very, very concemed about 
how you're feeling, how you're handling it. Um, how it's effecting your life 
as a whole. 



Physicians who take the time to listen and talk about the concerns of the patient, are 

preferred over physicians who are too rushed to talk to patients, do not have the skills or 

care not to do so. 

The ideal of physiciadpatient teamwork becornes a reality when there is 

collaboration between doctor and patient in the developrnent of treatment plans. Amy's 

satisfaction with her physician is related to his willingness to discuss potential treatments 

for multiple sclerosis: 

He's very good, 1 really like him and the last time 1 went.. .I inquired then 
about a couple of, 1 heard a couple of drugs that had been testing States 
and stuff So he went through them with me. 

And George values the relationship with his physician, because they work together to 

develop treatment plans for his fibromyalgia: 

1 would propose things to him. and he would shoot them down. I came up 
with lots of bright ideas. And one was trying these different drugs. and he 
would tell me which ones he would stay away From, and which ones were 
addicting over the long term. He was amazing. The reaction I got frorn so 
many was that there's nothing wrong with you. They really wish you'd just 
go away. 

Whether or not the treatment pians are successful is not at issue here, instead it is the 

willingness of physicians to work together with patients in decisions about treatment 

plans. Participants did not wish to be passive receivers of treatment, but wanted some 

form of control over their chronic illness, and working closely with a physician provided 

that sense of control. 

Participants with fibromyaigia indicated that if they were having dificulty 

establishing a teamwork relationship with their physician, they would then more actively 



pursue such a relationship. Carole became quite adamant about what she wanted in a 

p hysician: 

My other doctor wasn't listening to rne.30 1 switched doctors. So 1 went 
into this doctor one day and 1 said ..." 1'11 tel1 you 1 need a doctor who's gonna 
work with me not against me. You have to fisten to what I've got to Say. 
And dont let it go in here and out there. You have to really listen to me." 
1 said "And explain to me what's going on to the best of your ability. And be 
honest with me. Cause if you can't I won't be back." 

Susan also forcefully indicates what she requires in a physician: 

The first appointment you have an interview. And I more or less went in 
there and 1 told him, "You're not gonna give me two tons of dmgs. You're 
not going to be telling me this and that, and this and that. You know, trying 
to tell me what to be doing." 1 says, "1 don't want more. 1 just want somebody 
that 1 cm corne and talk to if 1 have a problem, then we'll discuss." 

Both of these women indicate that if CO-operation is not achieved, if control is not 

provided, they wiil actively pursue what they want. What is evident here is the desire to 

establish more equal partnerships with their physicians. They wan relationships that will 

allow them input into their treatment prograrns and a sense of control over their chronic 

illness. Al1 participants indicated their preference for such relationships. 

VI. Healthcare Providers 

A central source of healthwe for participants with multiple sclerosis is the 

Multiple Sclerosis Clinic at the Foothills Hospital. But there is no one clinic that provides 

healthcare seMces for fibromyalgia patients. Therefore, participants with fibromyalgia 

need to seek out their own healthcare providers, and often find thernselves going from 

physician to physician before finding one who meets their needs. Some patients were able 

to make contact with a fibromyalgia clinic in Calgary that is conducting a study of the 
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effects of exercise and iifestyle changes. A cornparison of these two clinics will provide an 

understanding of the relationship between healthcare provider and patient. 

The Multiple Sclerosis Clinic is a large clinic that not ody  is instrumental in the 

diagnostic process for new patients, but also acts as an entry point to other services 

available to patients. The clinic provides diagnostic services, offers educational programs, 

provides information on multiple sclerosis, helps patients find and acquire heip from 

outside agencies and, as indicated by one nurse. offers "just about anything we cm get Our 

hands on in the way of heaith services." The chic  not only is a place for physician 

services, but also provides the seMces of a social worker. occupational therapist, and 

psychoiogist. They work closely with the Multiple Sclerosis Society, providing an 

information senes on research, which is well attended by patients. This response has 

encouraged them to consider increasing the frequency of such serninars. The clinic has 

developed an integrated program that not only provides healthcare for patients, but also 

provides services that enhance their healthcare program. 

The fibromyalgia clinic is much smaller in size, and is focussed on providing 

healthcare through exercise and lifestyle alteration. The size of the c h i c  means that it can 

only provide limited services, that it does not have the resources for a program similar to 

the one at the MS Clinic. However, they do encourage patients to join fibromyalgia 

support groups that operate separately from the clinic itself 

Definitions of social support differ between the clinics. The philosophy of the MS 

Clinic is to provide: 



Everything out there that's needed to keep them happy and healthy in their 
home. And that would probably include any support we could give them, 
any coordination to other seMces we could provide. It would include 
even home care. it would include outside agencies, people to help them cope 
and have an understanding of what it is like to live with MS ...p rovide them 
with the resources they need. 

The efforts of the Multiple Sclerosis Clinic are therefore focussed on an integration of 

services that provide the best possible experience of healthcare for patients. In 

cornparison. the fibromyalgia clinic is focussed on providing an atmosphere of 

understanding guided by patients' perspectives on their needs. 

A lot of thern would just like some understanding at home ... A lot Say 
the big thing is at home nobody really cares. because they can't see any 
tangible evidence. 

Because there is a difference in perception of the legitimacy of multiple sclerosis 

versus fibromyalgia' the social support required of the two clinics differs. Participants 

with multiple sclerosis do not experience the lack of support faced by fibromyalgia 

participants. Thus the MS Clinic c m  focus on wide ranging seMces that increase the 

potential for suppon, while the fibromyalgia clinic must focus on understanding the 

patient's perspective. Both the MS Chic  and the fibromyalgia c h i c  provide emotional 

support over the telephone. Three nurses at the MS Clinic field over 800 calls per month 

from MS patients, answering questions about multiple sclerosis, helping them to find and 

acquire outside services. and providing emotional support when necessary. The 

coordinator at the fibromyalgia clinic also fields phone calls from patients asking for 

emotional support and information about fibrornyalgia. 

An important difference between the two clinics is the perspective on patient 
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lifestyle. The efforts at the MS Clinic are directed at encouraging patients to maintain 

their lifestyle as it is, and services are provided accordingly. Education programs are 

directed at accornrnodating multiple sclerosis to the patient's lifestyle, rather than making 

drastic aiterations in how a patient lives. Patients are encouraged to attend the "Beyond 

MS: A joumey in Wellness" seminar, which provides them with strategies for integrating 

multiple sclerosis into their iifestyle. The Optimus program is the rehabilitation portion of 

the MS Clinic. and it too provides strategies of accommodation. The fibromyalgia chic, 

on the other hand. attempis to get patients to alter their lifestyle by changing the way they 

think about themselves and tibromyalgia. They provide exercise classes and classes in 

self-management. in an effort to motivate patients to change their lifestyle to 

accornrnodate fibromyalgia. 

While the AIS Clinic gently encourages people to take advantage of their 

proçrams, they do noi insist that they do so, suggesting only that patients keep the 

information that is provided to them and use it when they need it. Because the 

fibrornyaIgia c h i c  is also a research project, patients are required to make changes to their 

lifestyle while enrollcd in the program. Lack of CO-operation in the project could mean 

failure of the prosram 

VIL Ernereent Theorv 

How do people manage their need for social support? The health care profession 

is an important source of forma1 social support. Appropriate health care is important in 

managing a chronic illness, but it is also important as part of a social support system. 

A number of generalizations can made about the relationship between chronically ill 



249 

patients and health care professionals. Attention to symptoms varies depending upon the 

type of chronic illness. The degree of attention paid to symptoms increases or decreases 

the likelihood of physician consultation. Symptorns that are not consistentIy present are 

rnuch easier to ignore because they corne and go, and so are only salient when present. 

However, the accumulation of ordinary symptoms as well as unusuai symptoms gradually 

increases the likelihood of consulting a physician. On the other hand, symptoms that are 

continuous cannot be ignored or set aside, increasing the likelihood of consulting a 

physician in the early stages of the illness. 

The length of time it takes to reach a diagnosis is related to perceptions of a 

physician's cornmitment to finding a diagnosis and the state of the diagnostic technology 

at the tirne. A lengthy time to diagnosis can be perceived as the result of  physicians who 

were uncaring or unwilling to take participants' cornplaints seriously. 

Diagnostic tests c m  create an atrnosphere of certainty or uncertainty for both 

patient and physician. Multiple tests can be perceived as a process of reaching certainty of 

diaçnosis, particularly when new technology, such as the MRI, provide patients with a 

measure of certainty of diagnosis, while at the same time increasing the credibility of the 

physician's diagnosis. On the other hand, when patients are caught in an uncertain 

situation, where technologically advanced tests fail to provide a definitive diagnosis and 

the patient and physician must rely on a test that does not provide suscient proof a 

chronic illness, the atrnosphere remains uncertain. 

Expectations of physicians as experts was enhanced through credentials and the 

willingness on the part of physicians and patients to mutually share information about the 
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chronic illness. Patients who were faced with disagreements between physicians and 

disagreements between patients and physicians. were Iess willing to accept physicians as 

experts. They consequentIy were more likely to grant other sources the status of expert. 

Physicians foster this attitude when they capitulate to other sources of information. 

However, patients who granted physicians the status of expert in an uncertain situation 

oRen did so because the physicians had personal knowledge and experience vvith the 

chronic illneçs and were willing to accept the participant as an expert as well. 

One of the most important aspects of the relationship between patient and 

physician was the constitution of the two parties as a team. The ideal relationship was 

seen as patient and physician CO-operatively working out treatrnent programs and 

effectively communicating concems. Participants held physicians in high esteem when 

they saw themselves as actors in their treatment prograrns, in partnership with physicians 

who take the time to develop this type of CO-operation with patients. An important 

finding was the willingness on the part of some patients to act assertively in the search for 

an equal partnership with a physician. 

Important contributors to the perceptions of healthcare by chronicaily ill patients 

are the Multiple Sclerosis Clinic and the fibromyalgia clinic. Both clinics are attempting to 

meet perceived healthcare and support needs of their patients. The MS Ch ic  has a larger 

clientele. deeper resources and is able to offer a wider range of services to patients than 

the fibrornyalgia clinic. However, there are some similarities between the clinics in the 

area of ernotional support. The differences between the clinics lie in their accommodation 

to the two chronic illnesses. The MS Clinic attempts to provide strategies to patients so 
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they can accommodate multiple sclerosis to their lifestyle, while the fibromyalgia clinic 

provides strategies to change lifestyles to accommodate fibromydgia. Not al1 patients are 

willing to  change their Iifestyle to accommodate an illness, so the MS C h i c  may be 

providing a more palatable approach for mdtiple sclerosis patients in cornparison to the 

fibromyalgia clinic. 



CHAPTER ELEVEN 

CONCLUSIONS 

We began this investigation with the observations that the relationship between 

chronic stressors and social suppon is under-investigated (Kaniasty and Norris 1993), that 

the primary focus in research on health outcomes and social support has been on acute 

illnesses or stressors, and that an investigation of the relationship between chronic illness 

and social support would provide new insight into social support processes. Because 

there were questions about the vaiidity of instruments measuring social support (House, 

Kahn, McLeod and Williams 1985; Tardy 1985). it becarne important to examine how 

participants' themselves defined social support. Social support varies across subgroups 

such as V ~ ~ O U S  illnesses (Turner, Frankel and Levin 1983), therefore the inclusion of two 

chronic stressors was important to the investigation: multiple sclerosis and fibromydgia. 

Additionally, social support may act as a buffer against chronic strains (Kessler and 

McLeod 1985) and therefore past instances of social support may ensure the continuation 

of supportive interactions (Wethington and Kessler 1986) continuing the buffering effect. 

Of course, social support flows through a network of connections to others, creating 

opportunity structures for the receipt and provision of social support (Wellrnan and 

Wortley 1990). This is study not, of course, a network analysis of social support, but is 

instead a qualitative investigation of interactions between chronically il1 individuais and 

their supportive resources. Following is a discussion of the findings, research limitations, 

theoretical considerations, implications for social research, and the future directions for 



research. 

I. Reclamation of Voices 

W~thin any research project it is very easy to [ose the voice of the participants. 

The presence of participants has been maintained through direct quotes throughout this 

thesis, in an attempt to ensure that these people do not become lost in the analysis. 

The 60 women and men in t e~ewed  for this study clearly shared sirnilarities in 

their experiences, even though each person felt they had a unique story to tell. Allowing 

participants to speak for themselves ensured that they did not become mere pieces of data. 

During the writing process the interviews represented themselves in my mind. These 

people are experiencing significant alterations to their lives. which are at times fightening 

and certainly mistrating. 

The most prominent characteristic of the sociological literature on social support is 

its quantitative nature. The question becomes, what does this type of research tell us 

about social support? Schwartz and Jacobs (19795) argue: 

Quantitative methods allow for the clear, ngorous, and reliable colIection of 
data and permit the testing of empirical hypotheses in a logically consistent 
manner. 

Quantitative rnethods allow the researcher to test hypotheses in order to confirm or reject 

theories. The purpose of this research was, on the other hand, the development of theory 

rather than testing of hypotheses, through the exploration of the processes of social 

support. Consequently, for the purposes of this research, the number of times a person 

visits another does not tnily indicate a supportive transaction. The number of services 

provided by one person to another does not indicate a supportive transaction. The quality 
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of a visit. letter, or phone cal!. the manner in which a senice is provided, and the efforts to 

understand the patient's situation are more likely indicators of whether social support is 

pan of the interaction. Counting instances of support transactions does not really tell us 

what is going on. 

To understand the nature of social support, people had to be put back into the 

research. The context of a PhD dissertation also demands that the researcher rnake a 

contribution to knowledge. It became necessary to adopt a research method that would 

accomplish these two goals. Theoretically, symbolic interaction offered the framework 

within which chronically il1 participants could speak for themselves. Methodologically, 

grounded theory ensures that social categories. dimensions. and processes are not forced 

upon the "data," but instead categories and the Like remain true to the experiences of 

participants. Although this may not be the ideal way to return the individuai to the 

research, it is an effective approach that retained scientific rigour. The heavy emphasis on 

direct quotations from participants hopefùlly lends a sense of how these people feel about 

their experiences with chronic illness, so that the reader can gain an understanding of these 

people's Iives. 

Aithough each of the participants is experiencing a chronic illness, this is a thesis 

about social support. Multiple sclerosis and fibromyalgia were chosen as vehicles to 

examine the processes of social support, since chronic stressors are under- 

investigated in the literature and they provide an opportunity to examine the continuous 

activation of a social support network. Chronic stressors are unresolved, enduring 

problems that potentially cal1 for the provision of social support, as well as the perception 
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that support is available when one has to cal1 on supportive others over a long period of 

time. The roles people occupy are affected by chronic stress. which may, in tum, reduce 

the ability to perform those roles adequately. This may increase the need for social 

support, and while having implications for supportive relationships within an individual's 

network and geeneratins conditions conducive to the creation of secondary stress. It is 

imperative. therefore. that Our understanding of the social context of chronic stress be 

expanded- 

II.- Ernergient Theon. 

The following questions were asked in Chapter Two: 1) How are lives dismpted 

and rearranged by chronic mess? 2) Within the context of chronic stress, what does 

social support mean to individuals undergoing such stress? 3) How is social support then 

enacted? 4) What constraints are placed on that enactment within the context of chronic 

stress? 5) And  OH do people manage not oniy their need for social support, but also 

requests from ot hers within their social network? What theoretical generalizations can be 

made from the exploration of t hese questions? 

One, people confront and emotionally react to an unexpected diagnosis that will 

alter their life espectations They redefine their situation in an attempt to grasp what the 

chronic illness means for their lives. In addition, they define the effects of Iifestyle 

changes in an attempt to make sense of the situation. 

Two, people's perceptions of the social context of chronic illness has implications 

for the presentation of self Flexibility of presentation is dependent upon the convergence 

of public evaluation and personal evaluation. This flexibility of presentation is also 



dependent upon the type of illness, the stage of illness and the social context of 

presentation. 

Three, people define social support as understanding; whether or  not a supportive 

interaction is perceived as supportive by a chronicalIy il1 person is dependent upon 

indications of understanding. 

Four, attitudes toward chronic illness contributed to the ability or inability of 

spouses to provide social support. Marital role maintenance contributed to the 

continuance of the marriage, as well as the slow progression of the chronic illness. 

However, the additional stress of a chronic illness when the mariage has pre-existing 

problems can contribute to marital breakdown. 

Five, children are expected to make social support contributions to the family 

based on their age, gender, ability, and persondity. 

Six, an important aspect of parent-child relationships is the ability of a chronically 

il1 parent to maintain their role as parent, which may also constrain a child's ability to 

provide social support. 

Seven, extended family members provide social support based on the history of the 

relationship, the present state of family relations, and proximity. Friends and neighbours 

provided social support based upon the history of relationships and proximity. Friends 

also provided social support through social activities and reciprocal support. 

Eight, social support groups were important to people with chronic iilness; 

however, the nature of the illness, negative experiences, perceptions of need, perceptions 

of the illness, as well as time constraints, concems about privacy and meeting organization 
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acted as barriers to attendance. On the other hand, people who attended support group 

meetings perceived the groups as a source of information, social activities, and expressive 

support, as well as an opportunity to make a contribution. enhancing feelings of self- 

worth, an opportunity to keep busy, and a way to increase their sense of usefilness. 

Nine, satisfaction with health care was related to the length of time to reach 

diagnosis, the use of diagnostic tests that provide a definitive diagnosis, perceptions of 

physician expertise and the ability to establish a team relationship between physician and 

patient. Additionally, the client size and resources of medical clinics. as well as the style 

of treatment of chronically il1 patients by medical clinics may contribute to patient 

willingness to continue care. 

The above generalizations are particularIy relevant to the transitions that adults go 

through over a lifetime. Schlossberg, Waters and Goodman (1995) identify transitions as 

anticipated, unanticipated, or non-event occurrences. The above generalizations resuit 

h m  an examination of an unanticipated occurrence that extends over a long pnod of 

time, "...the context of the transition-.., and the impact of the transition on the individual's 

life" (3 S ) ,  and the response to transitional events is influenced by both the physical 

changes occumng within a person's body as well as their social environment (Robertson 

1 992). 

III. Research Limitations 

Any research project has weaknesses as well as strengths, and there are limitations 

in this research. Although Corbin and Strauss (1990) suggest that the critena used to 

assess quantitative research should not be applied to qualitative research, the development 
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research rather than providing a resolution to the issue. Consequently, the following 

discussion will focus on the traditional cnteria for assessing the credibility of this research: 

reliability, validity, and generalizability. 

Shaffir, Stebbins and Turowetz (1 980: 1 1 - 12) present an excellent sumarization 

of the problem of validity and reiiability in qualitative research. Problems ofvalidity centre 

on whether "...an accurate or true impression of the phenomenon understudy" has been 

attained. Hand in hand with validity is the problem of reliability, which focuses "...on the 

replicability of observations." Can another researcher corne to the same conclusions if he 

or she shares the same methodological training, has the same sensitivity to the research 

domain, and is able to develop sirnilar rapport with the subjects? ShaEr et al. (1980: 12) 

suggest these two problerns fdl into three categones: 

1 ) reactive effects, 
2) selective perception and interpretation, 
3) limitations on the researcher's ability to witness al1 relevant aspects 

of the phenomenon in question. 

Reactive effects are those behaviours or responses that participants make in 

reaction to the researcher's presence. Participants may attempt to present themselves in a 

role or provide answers to questions that they believe will make a favourable impression 

on the researcher. People will atternpt to cast themselves in the best light possible in order 

to gain the approvai of others. Their answers are also conarained by their ability to recall 

past events. This is a problem that will always be part of social science research, and one 

solution is to attempt to reduce these effects if at al1 possible. 
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Before each interview, 1 spent approximately 30 minutes with each participant in 

general conversation, during which they ofien asked why 1 was interested in studying 

multiple sclerosis or fibromyalgia. M e r  explaining the purposes of a thesis research 

project, 1 indicated that I was interested in their perspective regarding what it was like to 

live with a chronic illness and was not sitting in judgement but instead wanted to examine 

multiple sclerosis or fibromyalgia from a perspective other than my own. They were to 

teach me what it was Iike: 1 was the novice, they were the experts. 

Additiondly, 1 concluded each i n t e ~ e w  with the question "1s there anything you 

would like to add?" This most often led to a lengthy tdk about issues of importance to 

each participant, somerimes unique, most times adding information to the interview. Two 

reactions from participants gave me the greatest assurance that they were not trying to 

gain approval. First, the pleasure expressed by each person that someone was willing to 

listen to their personal accounts, and second suggestions offered for future research 

projects. As a result, 1 feel confident that reactive effects were reduced significantly. 

A second problem area lies in the bias that may enter a study through selective 

perceptions and interpretations on the part of the researcher. Researchers do not live in a 

vacuum; they are influenced not only by their own personal views but also by the 

theoretical perspectives of other scholars in the same area of research. A strategy that is 

recornrnended by S hafEr et al (1 980: 14) in order to help solve this problem is ".. .to play 

back one's observations to one's subjects either in verbal or written form." Observations 

and interpretations were played back to several participants who have either multiple 

sclerosis or fibromyalgia. 
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My findings were also presented to the fibromyalgia support group, with questions 

and comments from people who both participated in the i n t e ~ e w s  as well as other 

members of the group who did not. In addition, 1 have discussed the findings with other 

researchers in the area of chronic illness, as well as graduate students, which has been 

heipful in determining the validity of the findings and conclusions. 

Ideally, grounded theory shodd be a research tearn effort in order to reduce bias 

that results fiorn selective perceptions. Each member of the tearn can contnbute different 

perspectives and insights that cm provide a depth of analysis that may not be available to 

the solo researcher. Team research, however, is a guideline rather than a rule rigidly 

adhered to by grounded theorists. Grounded theory is pursued by both single researchers 

and teams of researchen. For example Glaser has completed grounded theory research 

both as an individual researcher (1976) and as a rnember of a team (Glaser and Strauss 

1965, 1968, 197 1). In addition, Strauss (1990:xii) lists 20 other individuai researchers 

utilizing grounded theory effectively. 

As Strauss notes, the conditions of graduate work do not facilitate research in team 

settings. Indeed, most graduate students studying with Dr. Strauss leam their skiiis as 

individual researchers (1 990:284). He suggests enlisting the aid of other graduate 

students to share ideas and discuss problerns encountered. As indicated previously, this 

has been an integral part of the data analysis process for this research. 

In addition to validating findings and conclusions by enlisting the aid of others, 

there is the question of whether or not patterns exist. Quantitative sociology has carefùlly 

designed statistical methods that ". . .nile out evety possible alternative expianation for an 
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observed relationship before LindIy accepting it" (Schwartz and Jacobs 19793 12). While 

this eliminates the possibiIity of Type E error occumng, that is, concluding there is a 

pattem when one does not exist, it enhances the chance of Type II error. Type II error is 

failing to detect a pattem that does exist. Qualitative sociology is more likely to detect 

previously overlooked patterns that rnay have been unavailable to rigorous statistical 

methodologies. Through a grounded theory approach, qualitative research can expose 

those previously overlooked patterns of social interaction, while maintaining a ngorous 

methodology that might also reduce the chance of Type 1 error. Since this qualitative 

methodology is grounded in the everyday experiences of participants, the theory is 

constructed to fit the data and. consequently, should meet al1 tests of validity. For 

exarnple, the efforts of supportive others to understand the participants' situations is the 

most important component of social support and this should be apparent in future research 

incorporating the concept. 

The final category of problems relating to validity and reliability discussed by 

Shaffir et al (1980: 13) concems the limitations to the researcher's abifity to access al1 

pertinent information. Authorities that control the field "...may affect access because of 

what the subject or agency represents to the larger group." Forty participants were 

contacted through the Multiple Sclerosis Society (20) and the Calgary Fibromyalgia 

Support Group (20), and these participants may have strong commitments to the two 

societies. In order to counter the bias that couId arise from a cornmitment to either group, 

twenty more nonmember participants were contacted through a snowball sarnpling 

procedure. Their experiences acted as a counterbalance to the support group participants. 



262 

The retrospective nature of many of the i n t e ~ e w s  had the potential to present 

problems of selective recall. However, neither illness is short-term, and participants, for 

the most part. expect to Iive with it for the rest of their iives. This means that multiple 

sclerosis or fibromyalgia is constantly salient and that they must deal on a daily basis with 

the problems and limitations brought about by the chronic illness. Additionally, increasing 

syrnptoms over time make it necessary to continue to make adjustments, so that a chronic 

illness is constantly present in participants' lives. One woman who said she was sick of 

constantly thinking about and talking about multiple sclerosis as well as spending time 

with other people who had multiple sclerosis, demonstrated the salience of her illness. 

This constant presence of a chronic illness creates the possibility that participants 

will maintain a high level of supportive interactions with their social suppon network. In 

addition. the diasnosis of a chronic illness is a significant event in people's lives. As a 

result, memories of the event itself as weIl as how their Iives have been af3ected are ofien 

much clearer in comparison to less traumatic occurrences. 

Howevcr. a11 this is a problem with any research inquiring into people's lives. It 

remains unsolvable bccause researchers cannot observe or know everything that is 

germane to a givcn study 

ho the r  consideration of importance to any study is whether it can be replicated. 

Through carefui replication of the design of a study a researcher should be able to 

reproduce the same conclusions. Schwartz and Jacobs (1 979) argue that the very nature 

of some sociological studies prevents their replication. Some studies are too expensive, 

time consurning, and require large numbers of personnel to complete. Others focus on 



activities and people that are not available to al1 researchers. Changes over time in the 

social, econornic, or political milieu c m  irrevenibly alter conditions, preventing any 

possibility of replicating a study. 

However, Schwartz and Jacobs also argue that " ... many replication studies are 

feasible under comparable conditions" (1 979:309). Qualitative research should, therefore, 

be replicable through an examination of comparable conditions. For example, a study of 

people who are expenencing another chronic illness such as lupus might produce the same 

conclusions as this study of people with muItiple sclerosis and fibrornyalgia. 

The objective of sociological research is to generalize to as wide a population as 

possible. Exploratory research has limitations to its generalizability. The small sample 

size. in this instance 60 participants, the differing expenences of people with multiple 

sclerosis versus fibrornyalgia, the over-representation of people 40+ years of age, and the 

lirnited geographical spread, 58 residents of Calgary, 2 residents of srnall toms outside 

Calgary. suggests that this study is rearicted in generalizability to this particular group. 

However, as Corbin and Strauss (1 990: 15) argue: 

A grounded theory is generalizable insofar as it specifies conditions that are 
linked through actionlinteraction with definite consequences. The more 
systematic and widespread the theoretical sarnpling, the more completely the 
conditions and variations will be discovered, permitting greater generalizability, 
precision, and predictive capacity. 

The purpose of this study was to extend theories of social support and provide an 

additional basis to continue theoretical development. Therefore, 

If the original theory fails to account for variation uncovered through 
additional research, the new specifications can be used to arnend the 
original formulation. (Corbin and Strauss 1990: 15) 



264 

Since this is an exploratory study, a fûture expansion of this project is needed in order to 

continue to extend the generalizability of the findiny and hrther develop theory in the 

area of social support. 

Because the focus of this thesis was family, friends, neighbours, support groups. 

and healthcare providers, some areas of social suppon were lefi unexplored. Several 

people inquired why their spouse or partner was not included in this audy. To have 

included them would then have doubled the number of interviews and at the same time 

doubled the iength of time needed to complete the study. Given the time constraints this 

was not possible. As a consequence, it was decided that the perspective of the spouse or 

partner would be explored in hture research. 

Other unexplored areas were the role of the workplace, insurance companies and 

social programs (e-g., disability pensions) as formal sources of social support. For 

example, what accommodations can be made by companies to employees with chronic 

illnesses; what difficulty is there in obtaining a disability insurance when the chronic illness 

is questionable. such as fibromyalgia; what effect does differential definitions of disability 

have on obtaining Canada Pension Plan Disability Pensions when disability is not 

permanent (e.g., multiple sclerosis)? These questions can have a profound effect on the 

economic situation in which participants find themselves. 

There are a number of other areas that would have been hitful  avenues of 

investigation in this study. Both illnesses are chronic but not life-threatening. 

Incorporating persons who suffer chronic diseases that are life-threatening rnight have 

provided a point of cornparison when participants talked about contemplating suicide. 
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When a life is already threatened, does the chronically il1 person seek ways to extend his or 

her life? A Iife-threatening chronic illness may also affect the support network, the type of 

support provided and the process of providing support. 

IV. Theoretical Considerations 

As stated in Chapter Two, quantitative methodology predorninates in social 

support research. Although such methodology is often easily replicable and can examine 

large samples ensuring wider generalizability, it cannot be used to examine the social 

context of social support transactions. Researchers are heavily dependent on 

".. mathematical models and statisticd rnethodologies" (Fine and Kleinman 1983 :97) to 

the detriment of an examination of  the context of supportive interactions. Consequently. 

quantitative research relies on counting social support transactions, rather than examining 

their nature. The presence of a concentration of quantitative studies can lead to some 

researchers to label them as atheoretical, as has happened in network anaiysis (Wallace 

and Wolf 1 986; Fine and KIeinman 1983). 

The reasons people give for considenng some members of their social support 

network supportive and not others are difficult to examine initially through statistical 

methods. In fact. these reasons may never be discovered if certain questions are not 

asked. The perspective of symbolic interaction provides a theory that offers the possibility 

of asking those questions by focussing on the processes and meanings of supportive 

interactions, the quality of interaction, and how those interactions shape and reshape the 

social support network. Thus symbolic interaction returns the relational nature to studies 

of social support. Network anaiysis, for example, offers the opponunity to discover the 
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connections and seMces provided by a social support network. Symbolic interaction can 

help explain why those particular comections exist and how those services are perceived 

as supportive. 

Symbolic interaction has a quantitative tradition, as well as a qualitative tradition, 

consequently, it can accommodate mathematical models and statistical methodologies, in 

addition to qualitative investigations that expose the nature of supportive transactions. 

The importance of the qualitative approach of this thesis is not that other theones were 

found to be false, but that other theories can now be extended by these hdings. For 

example, quantitative projects have used indexes of  social support. composed of indirect 

mesures, as proxies for social support. As the debate surrounding main or buffering 

effects of social support demonstrates. proxies continue to muddy the warers of social 

support research. But the concept of understanding may be a more direct masure of 

social support that can help to dari@ the issue for not ody  chronic stressors but d s o  acute 

stressors. 

V. Im~lications for Social Research 

Gender has been an important component in the analysis of social support 

transactions. The literature suggests that women provide expressive support and men 

provide instrumental support. Women turn to women for both types of support, while 

men tum to women for expressive support and men for instrumental suppon. This focus 

has lead us to ignore the expressive component of men's contribution to social support. 

Male spouses in Chapter Seven provided expressive support to their wives through the 

expressions of cornmitment to the mariage. In Chapter Eight it was noted that male 
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fnends provided expressive support to chronically il1 men by careful observation of their 

emotional state and by taking aeps to counter emotional stress. A careful analysis of how 

men verbalize their receipt of expressive support may provide us with a different 

conceptualization of the gendered aspects of social support. 

Although the division of analysis into separate chapters makes the different 

components of social support seem like discrete and separate processes in participants 

lives, they are not. Social support is woven into the entire fabric of the participants' lives, 

creating a tapestry . Talking about fnends meant recalling expenences with physicians or 

particularly salient support group meetings or what their parents said or did when they 

heard about their child's chronic illness. Talking about expressive support also meant 

talking about services that were provided by family, fnends. neighbours, suppofl groups 

and physicians. 

When researchers compartmentaiize participants' lives into carefully designed 

chapters, focussing on one or two aspects of participants' lives, this act clarifies processes 

and assists us in recognizing how the processes of social support work. However. 

participants blurred the lines of separation between different providers of support and 

different types of support. People do not just provide social support and then disappear 

from the scene. relationships are maintained for many other reasons as well and social 

support is integrated into the larger picture of their everyday lives. 

1s social support important to these participants? Most definitely it is, and it 

contributes to the quality of their lives. Could these people do without social support? 

Not even those participants who clairned they did not need support found themselves 
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completely alone and without at least one other person willing to provide them with some 

sort of social support. Because social support is a murmur in the background of people's 

lives until it is required, it may not be acknowledged until research such as this increases 

its salience to participants. Does this compartrnentalize social support for participants? It 

is likely that participants continued to contemplate our interviews for a time, but 

eventually the business of their lives would have made these i n t e ~ e w s  less important to 

them than they are to us. 

VI. Future Directions for Research 

There is no need to emphasize the importance of further research in the area of 

social support. As the literature demonstrates. sociology has seen a rapid increase in this 

field in the past three decades. There still remains much to be investigated. Researchers 

need to examine chronic stressors as weII as acute stressors, and an increase in the nurnber 

of qualitative studies would be beneficid to theoretical development. 

This research has dernonstrated the effectiveness of qualitative analysis in the area 

of social support. The semistructured interviewing style, the broad questions that were 

asked, the listening through talk as well as silences, allowed participants to provide new 

and important information about social support interactions. If a quantitative method had 

been chosen instead, the role of understanding in determining who is or is not supportive 

may not have becorne apparent. 

Dunng the initial phases of this study it seemed that participants would rely on one 

main source of social support, would participate in social support groups as a result of a 

lack of support elsewhere, and would find physiciadpatient interaction antagonistic at 
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best. These explanations did not fit the participants' Iived experiences. The qualitative 

approach means that such explanations can be set aside when new information suggests 

that another interpretation would result in a better fit between the data and the developing 

theory. Multiple sources of social support, the selection of supportive others based on 

perceptions of understanding, and active participation in the development of 

physiciadpatient relations are important ingredients in an expandeci theory of social 

support * 

Although sociology has been investigating social support for some tirne, 

panicularly over the past two decades, much of the nature of social support remains 

unexplored. Qualitative research is the vehicle for those explorations. The examination of 

chronic stressors. alongside acute stressors, has the potential to illuminate old concepts, 

bring fonvard ne\\ concepts. and advance theory. The above suggestions, as well as those 

noted previousl~. have the power to provide insight into the nature of social support. One 

of the imponant characteristics of this research is the investigation of the processes of 

social suppon within the context of two chronic illnesses, one Iegitirnate, one whose 

legitimacy is contcsted Past sociological research has focussed on acute stressors or 

everyday suppon transaciions. The examination of long-term chronic stressors has 

provided new insi-ht 
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APPENDIX 

CHRONIC ILLNESS AND SOCIAL SUPPORT 
RYTERVLEW QUESTIONNALRE 

EFFECT OF CHRONIC ILLNESS 

1. What is it like to have multiple sclerosis (fibrornyalgia)? 

2.  When were you first diagnosed with multiple sclerosis (fibromyalgia)? How long did it take? 
What tests did you have? 

3 .  How often do you see your doctor? What kind of a relationship do you have with himlher? 

4. How has multiple sclerosis (fibromyaigia) changed your life? 

5. Are there any thingdactivities you are unable to do now or have had to change as a result of 
multiple sclerosis (Fibromyalgia)? What activities? How have they changed? 

6 .  Are there any new thingdactivities that you now do that you did not do before you were 
diagnosed with multiple sclerosis (Fibromyalgia)? What? Why these activities? 

7. Do you need help fiom other people in order to do some things? What t h g s ?  What type 
of help? 

8. Has your illness affecteci your farnily life? In what way? How have yodyour family adjusted 
to t hese changes? 
A. Spousdpartner 
B- ChiIdren 
C. Father andor mother 
D. Sister(s)/brother(s) 
E. Other family members 

9. Has your illness affected relationships with other people? In what way? How have you 
adjusted to these changed relationships? 
A. Friends 
B. Acquaintances 
C. Neighbours 
D. Other people 

SOCIAL SUPPORT - MEANING 

1. How would you define social support? 



2. What kind of support is important to you? Why is this the rnost important kind of support? 

3 .  Who is your most important source of support? Why this person(s)? How do you know this 
person is supportive? 

4. How would you describe a person who is supportive? Non-supportive? 

5 .  Is there anything people do for you that you would not consider supportive? What? Why? 

ENACTMENT OF SUPPORT 

When you feel you need help fiom someone, o r  someone to talk to, who do you turn to? 
Why this person? 

When do you feel you need help fiom others? What kind of help? 

How diEcult is it for you to obtain support corn others when you need it? Why? 

Does anyone ever provide suppon without you requesting it? What type of support? 

1s there anyone you would not ask for support? Why? 

Are there times when you would not ask anyone for support even when you need it? When? 
Why? 

1s there anyone who provides support that you wish would not do so? Why? What type of 
support do they offer? 

Are there any people who offer support that you did not expect to do  so? What did they 
offer? 

Have you developed new relationships due to your illness? How are they different 60m past 
relationships? 

Do you belong to a support group? Which one? Why do you belong? How does it help 
you? Are there other reasons why you attend meetings? Why don? you belong? 

PROVISION OF SUPPORT 

1. Do you provide support to other people? What kind of support? To whom? When? 



2.  Do others ask you for support? What type? When? Are you able to provide that support? 

3 Do you find it awkward or difficult to provide support to some people at times? Why? 

4.  Are these the same people who provide support to you? What type of support do they 
provide? When? 

5 .  Do you provide support to other members of the support group? What kind of support do 
you provide to them? Do you benefit fiom providing support to others? What type of 
benefits do you feel you receive? 




