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ABSTRACT 

THE ROLES OF ADULT DAUGEïïERS IN LONGTERM CARIE FACILITES: 
ALTERNATIVE CAREGIVER CAREER PATHS 

Sherry L. Dupuis 
University of Guelph, 1997 

Advisor: 
Dr. Joan Noms 

Ait hough our underst anding of issues faced by CO rnmunity-based caregivers has 

been expanding rapidly over the past decade, our understanding of the roles of family 

members withùi long-term care settings is quite lirnited. The research that does exist tends 

to conceptualise the term "role" as a uni-dimensional concept, to treat diverse caregiver 

samples as homogenous groups, and fails to take into account the broader context within 

which family member roles are played out. Employing a multi-dimensional 

conceptualisation of the terni "role", and guided by a symbolic interactionist approach and 

the conceptual framework of the wegiving career, the purpose of this study was to gain a 

deeper and more comprehensive understanding of the roles of adult daughters in long-term 

care facilities fiom their perspectives. Specific techniques of the grounded theory approach 

combined with in depth, active interviews and personal logs were used as the primary 

research design procedures. 

The analysis revealed that adult daughters' perceptions of their roles fell into five 

distinct yet not mutually exclusive "family caregivùig role manifestations": Active 

Monitors, Regulm Visitors, Indirect Supporters, Unaccepting Relinquishers. and 

Accepting Relinquishers. Key factors which help explain these role manifestations include 

temporal phase in the caregiving career, amount and nature of involvement within the 



facility7 meaning or definition of the role, interpretations of their parent's "thereness" or 

psychological presence, pressure to be involved in care, the presence of both parents, 

satisfaction with Gare, the ability to accept the situation, and the expenences in the role. 

Common to all of the role manifestations was the inherent "changeabiliv of the 

caregiving role as weli as the stresses and demands of the role and resourcefiilness of the 

caregivers. An integration of a number of the above factors is used in the developrnent of a 

substantive grounded theory on the alternative f d y  member caregiving career paths in 

long-tenn care facilities. The dominant paths in this mode1 are the "Coping Through 

Protection of Self Path", the "Focus on Other Path", and the "Growth Through 

Acceptance Path". Drawing on McCubbin and Patterson7s Farnily Adjustment and 

Adaptation Response Model, a didectic conceptualisation of caregiving career paths is 

presented. 
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"A favounte tape of mine by Shirley Eikhard has a song called Emdy Remembers. It's 

about a woman with Alzheimer's but reminds me of Mom. If you have a chance to listen 

to this song it really captures how 1 feei" (Excerpt from one of the family member's 

Member Check, 1996). 

Emily Remem bers 

Emily remembers 

The dances at her high school 

When she was young and carefiee 

Some forty years ago 

Emily remembers 

Standing on the bleachers 

Cheering for the home team 

Her hair ail wet with snow 

If she forgets today's her birthday 

And if it's Tuesday, she's not sure 

If she forgets to comb her hair now 

1 remember if for her . . . 

Emily remembers 

Her weekends in the country 

Her walks down by the river 

On Sunday af3ernoons 

Emily rememben 

Her holiday in Paris 

Those evenings at the Ballet 

Beneath an August moon 

If'she forgets that I'm her best fiend 

And how inseparable we were 

If she forgets how much she needs me 

1 remember it for her 

If she forgets how much she loves me 

I remember it for her. 

(Eikhard, 199 1) 



CEWTER- ONE 
SETlWG TEE-STAGE 

While 1 was gathering data for my Master's thesis research in the summer of 1992, 

one of the f a d y  members of a resident involved in my project approached me one day 

and asked me a question that has stuck with me ever since. She asked me why 1 was not 

studying them, meaning the farnily members of persons Living in long-term care facilties. 

This particular farnily member was having a difncult time juggling ail of her roles and was 

strugghg to understand where she fit in within the long-term care facility in terms of her 

mother's care. Her question stuck with me while I finished my Master's thesis and started 

gnawing at me as 1 began worhg  on my Ph.D. 1 found myself becoming more and more 

interested in issues related to family members of residents living in long-term care 

facilities. 

I set out to review the iiterature. This review revealed that family members 

continue to have extensive contact and close emotional ties with their older adult relatives 

after institutionalisation (Brody, 1986; Montegornery, 1 982; Moss & Kurland, 1 979; 

Smith & Bengtson, 1979; Tobin & Kulys, 1981; York & Calsyn, 1977). As well, familial 

caregivers often place great importance on their continued participation in the care of their 

older adult relatives after long-term care placement and often actively assume 

responsibility for a number of care tasks (Bowers, 1988; Dempsey & Pruchno, 1993; 

Reisman, 1986; Rubin & Shuttlesworth, 1983; Schwartz & Vogel, 1990; Shuttlesworth, 

Rubin & Du@, 1982; Zarit & Whitlatch, 1992). In fact, due to their ofien long-term, 



personal expenences in the prirnary caregiving role, "caregivers have moved far beyond 

viewing themselves merely as fonts of medical information and historical detailsy' 

(Hasselkus, 1992, p. 75). Family members have moved towards considering themselves as 

vital members of the health care team (Duncan & Morgan, 1994) throughout their 

caregiving careers. 

Nonetheless, while reviewing the Literature, 1 aiso discovered that very little 

research has focused on the roles of family members in long-term care facilities. In fa& 

although Our understandmg of specific issues faced by community-based caregivers has 

been expanding rapidly over the past decade, very little is known about the perceptions, 

activities, and experiences of familial caregivers after placement of a relative into a long- 

term care facility. In surveying over 40 textbooks on nursing home management and 

nursing home care, SaEord (1989) discovered "an almost total lack of reference to the 

family" @@. 2). Rosenthal and Dawson (1992) also noted the lack of research on families 

&er placement of a relative into a long-term care facility. They concluded: 

Perhaps this neglect reflects an implicit assumption that following 
institutionalisation, families cease to be important because paid health 
workers take on the caregiving role @osenthal& Dawson, 1992, p. 400). 

Although a few articles have appeared since Safford conducted his review of the literature, 

there continues to be a general lack of reference to, and research specifically focused on, 

the roles of family rnembers of institutionalised older adults. 

The research upon which this dissertation is based grew out of my discovery of 

this gap in the literature. Perhaps more importantly, not only was there a gap in our 

knowledge-base related to the roIes of family members in long-term care facilities, but the 

family members' perceptions or "voi~es'~ related to how they view their roles were al1 but 



non-existent in the literature. An understanding of how f d y  mernbers themselves view 

their caregiving roles, what they do in those roles, their expectations for themselves in 

caregiving roles, and why f d y  members think about or define their roles the way they do 

is crucial in facilitating strong stmfarnily member partnerships and ensuring quality care 

in long-term care settings. Further, Pratt, Schrnall, Wright, and Hare (1 987) referred to 

institution-based familial caregivers as "forgotten clients". Meeting the needs of these 

forgotten clients demands an understanding of famiy member roles, particularly fiom the 

family member's perspective. 

STATEMENT OF P W O S E  

The generd purpose of this study was to examine the roles of family members in 

long-tem care seîîings. Several authors, however, have noted key differences in the 

responses and approaches to caregiving between male and female caregivers, between 

spouses and adult children, and between caregivers c a ~ g  for persons with cognitive 

impairrnents and those caring for persons with physical impainnents. Because situations 

d i e r  for various types of caregivers Harper and Lund (1990) recommended that more 

homogeneous categories of caregivers be considered in future analyses. Therefore, 1 chose 

to focus my investigation only on adult daughters of parents with cognitive impairment 

Living in a long-term care facility. Family members caring for persons with cognitive 

impairments were chosen because these older adults make up the vast rnajority of residents 

in long-tem w e  settings. As well, caring for a person with a cognitive impairment brings 

with it a unique set of experiences and consequences for these caregivers. Similady, adult 

daughters were chosen because even though they represent the vast majority of familial 



caregivers in long-term care setangs, few researchers have wnducted in depth 

investigations of their perceived roles. Focusing on adult daughters allowed for a deeper 

and richer insight into the caregiving roles of this group of women. Further, recognising 

the limitations of excludiig other family caregivers, as weii as those caring for residents 

with physical impairment, 1 hoped that the relative homogeneity of the sarnple would 

"strengthen comparability within the sample as an aid to identifyug similarities and 

diversity" (Luborsky & Rubinstein, 1995, p. 197). 

Despite the fact that Our current long-term care policies generally reflect a 

perspective which views familial caregiving as something which happens only in the 

comrnunity, '&the careers of caregivers do not stop at the institutions door but continue in 

an altered, aili stressful way. Caregivers do not give up their role; they shift their 

responsibilities3' (Zarit & Whitlatch, 1992, p. 672). Evidence further suggests that these 

shifts in responsibility may continue over the caregiver's career in the long-terni care 

setting (Aneshensel, Pearh, Mullan, Zarit, & Whitlatch, 1995; Bitzan & Knizich, 1990; 

Greene & Monahan, 1982; Hook, Sobal, & Oak, 1982; Rosenthal & Dawson, 1992; Ross, 

1991). Using the conceptual fiamework of the "caregiving careef' (Aneshensel et al., 

1995), 1 further wanted to examine the roles of adult daughters in long-term care facilities 

at various phases or points in the institution-based caregiving career. Some researchers 

(e.g., Ross, 199 1) have suggested that the most turbulent t h e  for family members is the 

first six to nine months following the relative's placement. Family members, however, 

usually adjust to the placement of a loved one within a year (Greenfield, 1984; Powell & 

Coumice, 1983). Nonetheless, very Little is known about the caregiving careers of adult 

daughters d e r  the placement of a parent into a long-term care facility. 



Guiding Sensitizing Concepts 

In most of the research conducted thus far, the t em role has been conceptualised 

as a uni-dimensional concept. The task-assignment perspective has conceptualised roles as 

a set of expectations, specificdy a set of tasks the family is responsible for in relation to 

the institution. The role perception or meanhg approach has more broadly conceptualised 

roles as "more general gestalts and configurations of meaning about lines of conduct" (J. 

H. Turner, 199 1, p. 426). This much less frequently employed line of inquiry has examined 

how family members themselves define or perceive their roles in long-terni care facilities. 

Guided by R £3. Turner's (1968) conceptualisation of the concept role and the work of 

Margaret Ross (1991), 1 wanted to examine adult daughters' roles from a multi- 

dimensional perspective. Thus, the concept role in the present study was conceptualised as 

a construct consisting of both a subjective cornponent - that is role meaning - and an 

objective component - that is role behaviour and role expectations. 

The concepts role meaning, role behaviour, and role expectations served as 

sensitising concepts guiding this examination of adult daughter roles in long-term care 

facilities. Blumer (1 969, p. 148) described the difference between definitive concepts and 

sensitising concepts: "definitive concepts provide prescriptions of what to see, sensitising 

concepts merely suggest directions dong which to look". Further, sensitising concepts 

take into account the "the concrete distinctiveness" and the uniqueness of empirical events 

(Blumer, 1954, p. 8; van den Hoonaard, 1996). For example, the meaning of certain 

concepts or events may differ greatly across various social circumstances, groups, or 

situations making definitive concepts problematic. It is this "concrete distinctiveness" of 



events, happenings, situations, and circumstances that gives shape to the sensitising 

concept. Van den Hoonaard (1996, p. 2) explaùied this notion: 

Blurner summons for us the image of an unlaiown terrain which must be 
traversed. Our trained eyes require us to see the basic cartographic features 
on a map: the contours of mountains and nvers which aliow us to speculate 
about possible passes or t d s .  The cartographic f-es allow us to get 
closer to the actual empirical instance, we discem further peculiarities of 
the tenain. Our tentative notions of the landscape srnsitised us to the 
possibilities of travelling through the terrain. The particular, concrete 
expression of the fandscape moulds our concept of it and, through the 
concept, allows us to find instances of it in other types of landscapes. 

The "basic cartographic features" of adult daughters' roles in long-tem care facilities 

which served as a starting point for me in the present study were the meanings of 

caregiving, the behaviours of caregiving, and the expectations of caregiving. The 

definitions of role meaning, role behaviour, and role expectations and how these ideas are 

thought about had to corne from the adult daughters themselves. That i s  I set out to 

explore the meanings, behaviours, and expectations related to the institution-based 

caregiving role as if they were "empty" concepts. The content of these concepts came 

fiom the adult daughters through their descriptions of their expenences. As these concepts 

grew and developed throughout the project, they served to point me down new paths by 

identwg other relevant concepts and insights that further helped explah the essence of 

adult daughter roles in long-term care facilities. 

A final "basic cartographic feature" guiding the present study was the notion of 

"context". Drawing on the assumptions of an ecological perspective, 1 believed that the 

caregiving role meanings, behaviours, and expectations would be iduenced by various 

characteristics of the long-term care facility. From this perspective, then, roles are both 

shaped by, and shape the "endunng environment" (Bronfenbremer & Mahoney, 1975), 



partieuiarly the immediate setting in which they are played out. Therefore, the degree and 

range of f d y  rnember roles may be limited or enhanced by the institutional policies and 

availability of programs and resources which may or may not encourage family 

involvement (Brody, 1986; Dobroff & Litwak, 1977; Hansen, Patterson, & Wilson, 1988; 

Montgomery, 1982, 1983; Satford, 1980). As weU, the meaning, behaviour, and 

expectations associated with those roles may Vary depending on the philosophies and 

resources of various facilities. In the present study, therefore, context referred to a specific 

facilty and its characteristics within which the caregiving roles were being played out. It 

was not my intent to compare aduit daughters' d e s  across different institutional settings. 

However, it was important in this examination of roles to gain an understanding of the 

specific facility within which the caregiving roles were being played out. 

In addition, ecological theory also emphasises the uniqueness of personal 

circumstances or situations of individual caregivers; that is, the "positionality" of the 

family rnember (JafF & Miller, 1994, p. 53). Thus, context also referred to the unique 

persona1 positions and circumstances of the adult daughters at the time of the study. This 

m a t  that I had to gain an understanding of "who" the caregivers were and where the 

caregiving role fit into the rest of their lives. 

Several researchers have employed Blumer's (1 954) discussion of sensitising 

concepts to develop sensitising research questions (e-g., Murphy, 1992; Snyder, 1992). 

Unlike definite working hypotheses, sensitising questions serve as "points of reference that 

provide guidance for the researcher in approaching the empiricai world" (Snyder, 1992, p. 

48). They set out starting points for the researcher but do not provide definitive 



conceptualisations or relationshi ps. The sensitising questions 1 used t O guide my 

investigation of adult daughter roles in long-term care facilities are as foilows: 

What does caregiving mean to adult daughters of institutionalised older adults 
living in a specific long-term care facility? How do adult daughters define their 
roles in relation to the staff! How do adult daughters think about and describe 
their roles? 

Does the way adult daughters think about and define their roles in a specific 
setting dEer by their stage in the institution-based caregiving career? 

What do adult daughters expect of themselves in their role within the specinc 
facility? What are adult daughters' perceptions of the expectations of others 
for them in their caregivhg role? 

Do adult daughters' expectations for themselves in their caregiving role dEer 
by their stage in their institution-based caregiving career? 

How do adult daughters describe their behaviours within a specific facility? 
What behaviours do they perform as part of their role? 

Do adult daughters' caregiving behaviours dse r  by their stage in the 
institution-based caregiving career? 

What factors affect the way that adult daughters think about and act out their 
roles within a specific facility? 

summarise, the purpose of this study was to gain a deeper and more 

comprehensive understanding of the role meanings, behaviours, and expectations of aduit 

daughters at various phases or points in the institution-based caregiving career within one 

setting. Gubrium (1991, p. xi) emphasised that: "A much ignored feature of the reai world 

is that knowledge of it cornes in the form of stories - ordinaxy narratives and tales of joy 

and woe about ourselves and others". This study was intended to explore the adult 

daughters' own constructions of their wegiving experiences and why they perceived their 

roles the way they did. It was designed to allow the women an opportunity to tell theheir 

stories. 



Before 1 continue, a note is warranted about the use of first person throughout this 

document. Discussions in the feminist literature (e-g., Fannow & Cook, 1991; Harding, 

1987; Roberts, 198 1; Stanely & Wise, l983), the anthropologidethnographic Literature 

(e-g., Cliffird & Marcus, 1986; Geertq 1973, 1988; Stoller, 1989; Van Maanen, l988), 

and the qualitative educational research (e-g., Lather, 1991; Peshklli, 1988) have ali begun 

to consider how the social sciences, dominated by an ideology of science and a focus on 

objectivity, force the depersonalisation and suppression of the researcher's voice. Krieger 

(1991, p. 1) stated: 

The social sciences.. . are premised on a type of thinking that limits 
discussion of the self. We are taught to avoid attention to the authorid first 
person, whose view, and whose choices, a study represents. We l e m  to 
become invisible authors. If we cannot be objective, at lest  we should not 
cal1 too much attention to the fact of Our own subjectivity. 

Consequently, our written and oral accounts of our work become what Friedrich (1981) 

called "products of a disembodied intellect" (p. 2 17). 

Several authors (Daly, 1997; Krieger, 199 1; Stanley & Wise, 1983), however, 

have argued that the researcher's self is an important and integral component of al1 

research endeavours and that the researcher's self c m o t  be removed fkom the work that 

we do, it can only be ornitted. Stanley and Wise (1983, p. 262) emphasised this point: 

We see the presence of the  researcher's self as central in all 
research. One's self'can't be left behind, it can only be omitted fkom 
discussions and written accounts of the research process. But it is 
an omission, a failure to discuss something which has been present 
in the research itself The researcher may be unwilling to admit this, 
or unable to see its importance, but it nevertheless remains so. 

Our uniqueness, Our idiosyncrasies, our personal experiences are in fact "at the heart not 

the periphery of the scientific enterprise" (Johnson, 1975; quoted in Bell & Newby, 1977, 



p. 9). For these reasons these authors recomrnend making the est-person explicit within 

our wrïtten and oral presentations of our work. Making the self explicit in Our written 

works need not be problematic, but in fact is crucial in producing more truthful 

representations of the world and aspects of that world we are seeking to understand 

(Kneger, 1991). Making first-person explicit is also essential in obtallung trustworthiness 

and authenticity, the two sets of criteria for judging the goodness or quality of naturalistic 

studies, 

Thus, for me, it was important to do what Eisner (1988) suggested and "sign" my 

work by having a strong authorid presence throughout the work. Researchers, as acting, 

thinking, and feeling beings, are an influentid force at every stage of a research project 

(Daly, 1997); however, there are times when this force plays more o f  a role. What I have 

done in this work is to add more of a first-person presence at those places in the work 

where I feel my researcher "self' played more of a role in shaping this project. 

ORGANIZATION OF THE DOCUMICNT 

A ha1 note concems how 1 have organised the remainder of this document. 

Before I present the findings of this study, 1 present much of the groundwork on which the 

study stands. In the next chapter, 1 provide a surnmary of the literature focused on 

institution-based familial caregivers as well as the limitations of this research. Ln Chapter 

Three, 1 outlie in greater detail the guiding theoretical perspective which has informed me 

throughout this project. Chapter Four describes the specific methodological strategies 

employed in the data collection and anaiysis stages of the research. The final three 

chapten present the findings uncovered fiom this investigation -- the women's stories. In 



Chapter Five, 1 present the women's perceptions of their roles within the long-term care 

facility and how those various roles get played out. Chapter Six discusses the demands of 

the caregiving role for caregivers and the various ways that the adult daughters in this 

study found to cope with the demands of their roles. Chapter Seven is primarily devoted 

to the development of a grounded theory on the alternative caregiving career paths of 

adult daughters in long-tem care facilities and the didectic nature of those career paths. 



TEE FAMILIAL CAREGIVERS OF LONGTERM CARE RESIDENTS 

Very few studies have iscpiicitly exarnined the roles of famiIy members in long- 

term care settings. Consequently, Our understanding of these roles is very limited. The 

research that does exist f d s  under tbree aspects or dimensions of caregiving: the 

experience or impact of caregiving on the caregiver, the visitation patterns and task 

performance of farnily members, and the role expectations and meaning of caregiving in 

long-term care facilities. I have organised the literature review around these three areas of 

research. 

The Caregiving Experience FoUowing Institutionalisation 

The majority of the research on family members of institutionalised older adults 

focuses on the caregiving experience, particularly the negative consequences of 

caregiving. Some studies have suggested that caregivers experience relief from the 

emotional strahs and burdens of caregiving (e-g., Harper & Lund, 1990; Zarit, Anthony, 

& Boutselis, 1987; Zarit & Whitlach, 1992). Aneshensel and her colieagues (1995), for 

example, found that family members experienced statistically significant decreases over 

time in levels of psychological distress, such as anxiety and anger, after the placement of 

their relatives into long-term care facilities. These f h l y  members also experienced 

significant declines in role overload and role captivity. 



Many more studies, however, iliustrate the considerable pain and anguish that 

h d y  members ofken expenence in deaiing with the institutionalisation and gradud 

decline of a loved one. The majority of the research niggeas that although the stresses 

associated with the day-to-day physical care of a relative are reduced with 

institutionalisation, the pain, anguish, and emotional strains of caregiving often continue 

(Dupuis, 1993; Pagel, Becker, & Coppel, 1985; Pratt, Schmd, Wright, & Cleland, 1985; 

Pratt, Wright, & Schmaîi, 1987; Riddick, Cohen-Mansfield, Fleshner, & Kraft, 1992; 

Stephens, Bridges, Ogrocki, Kinney, & Norris, 1988; Stephens, Kimey, & Ogrocki, 199 1; 

Townsend, 1990) and may become more pronounced after institutionalisation (Canilio & 

Eisenberg, 1983; George & Gwyther, 1984; Tobin & Kulys, 1981). Furthemore, 

researchers have found similar depression scores, morale scores, and levels of burden 

among both community-based caregivers and institution-based caregivers (Pratt, Wright, 

& Schmall, 1987; Stephens et al., 1991). Family members who institutionalise their 

reiatives also experience significant elevations in guilt (Aneshensel et al., 1995) and often 

find visiting to be hstrating, painful, and difficult (Edelson & Lyons, 1985; Greene, 1982; 

York & Calsyn, 1977). Thus, institutionalisation does not eliminate the burdens of caring 

for a loved one, it merely shifts the distress to other areas. This literature emphasises that 

family members may have needs of their own as they go through the transition to 

institutionalisation and cope with the gradua1 deterioration of their loved ones. However, 

this literature dso suggests that the caregiving experience may be very different depending 

on such factors as the caregiver's gender, familial relationship to the care receiver, and the 

care receiver's hnctional heaith status. 



The Guegiing Eiperience: Gender Diffeences 

Studies of both wmmunity-based and institutionai-based caregivers have found 

that caregiving has a greater negative impact on wornen than on men (Fitting, Rabins, 

Lucas, & Eastman, 1986; Harper & Lund, 1990; Pnichno & Resch, 1989; Zarit, Todd, & 

Zarit., 1986). Consistently, women caring for an older adult relative report lower morale, 

greater levels of depression, and poorer health and weil-being than men (Fisher & 

Lieberman, 1994; Galagher, Wrabetz, Loveît, Maestro, & Rose, 1989; George & 

Gwyther, 1986; Montgomery & Prothero, 1986; Young & Kahana, 1989; Zarit et al., 

1986). Harper and Lund (1990) and Brody, Dempsey, and Pruchno (1990) dso found 

gender dserences in the factors associated with caregiver burden and mental heaith (Le., 

depression, emotional effects). 

Some researchers (e-g., Barber, 1989; Horowiy 1985 a) have suggested that 

women may experience greater burden than men because they approach their caregiving 

roles differently. For exarnple, women tend to be more intensely involved in overall 

assistance to their older adult relatives than men (Horowitz, 198Sb; Kivett, 1983; 

McAuley, Jacobs, & Carr, 1984; Reece, Walz, & Hageboeck, 1983; Stoiler, 1983). 

Further, women are far more likely than men to provide "hands-on" assistance in the areas 

of domestic and personal care (Chang & White-Means, 199 1; Dwyer & Coward, 199 1; 

Horowitz, 198%). Men, prirnarily adult sons, are more likely to provide assistance with 

home repair, hancial management, and maintenance (Stoller, 1990). Other explanations 

for this gender dBerence in caregiver burden have been advanced including role conflias 

(Brody, 1981), and the hstration of women's desire for dealing with care receivers (Zarit 

et al., 1986). Nonetheless, these gender differences in the caregiving experience are 



particularly relevant considering that the major i~  of familial caregivers of residents living 

in long-term care facilities are women. Generaiiy, daughters, followed by wives, represent 

the largest group of institution-based caregivers (Bowers, 1988; Duncan & Morgan, 1994; 

. Safford, 1980). 

The Cwegiving Experience: Famiiy Relotionrhip Dï#èrences 

Although spouses have been identified as the highest risk group for burden and 

distress among ail caregivers (Cantor, 1983; George & Gwyther, 1986; Motenko, 1989; 

Quayhagen & Quayhagen, 1989), adult daughters are also deeply affected by caregiving 

responsibilities. In fact, the literature suggests that adult daughters are the second most 

affected group of all caregivers. In a shidy conducted by Grau, Teresi, and Chandler 

(1993), for example, daughters reported the second highest demoralisation scores (i-e., 

non-specific psychoiogical distress related to anxiety, ~ e ~ e s t e e m ,  

helplessness/hopelessness, and sadness) after spouses, and had significantly higher scores 

than sons. Riddick et al. (1992) dso found that although spouses showed sigdicantly 

higher levels of caregiver burden than daughters, spouses and daughters perceived sùnilar 

negative emotions (Le., guilt, sadness, anger, hstration with lack of control over 

relative's health, thoughts about own future health, and thoughts about own future living 

arrangements) surrounding the placement of their loved ones. Investigating f d y  

members of hospitalised "long-stay" patients, Rosenthal, Sulman, and Marshall (1993) 

found that although spouses had higher depression scores than adult children, the 

differences in levels of depressive symptomatology children did not reach statistical 

signincance. The factors related to depressive symptoms, however, differed for spouses, 



adult children, and other relatives. Findy, Brody et al. (1990) noted significant dserences 

in the effects of parent care when comparing adult daughters and sons of institutionalised 

older adults. Daughters experienced signtficandy higher emotional effects (e-g., helpless, 

fnistrated, angry, emotionaiiy drained, guilty, womed etc.) and levels of depression than 

sons. Daughters also reported s i ~ c a n t l y  more time pressure as a result of caring for 

their parents than did sons. Sirniiar to the Rosenthal et al. (1993) study, these authors also 

found that the predictors of depression and emotional effects difEered for daughters and 

sons. 

Brody (1981) introduced the concept of "women in the middle7' to explain the 

greater distress experienced by adult daughten. The term refers to the competing demands 

that rniddle-aged women experience in their various roles (e.g., spouse, moîher, employee, 

caregiver to aging parent, and so forth) which could result in role overload. Today women 

feel the pressures of f d y  responsibility for care of theû elderly relatives and at the sarne 

t h e  may feel the cornpeting pressure of working outside of the home and building 

occupational careers for themselves. Balancing multiple roles may lead to higher stress 

levels, particularly for women who are often forced to balance a number of different roles 

at the same time (MacBride-King? 1990; Martin Matthews & Rosenthal, 1993). Other 

researchen (e.g., Himes, 1994; Rosenthal, Martin-Matthews, & Matthews, 1996; 

Rosenthal, Matthews, & Marshall, 1989; Spitze & Logan, 1990; Stone, Cafferata, & 

Sangl, 1987; Stone & Kemper, 1989; Stone & Short, 1990), however, have found that the 

concept of "women in the middle" may not be a typical occurrence arnong middle-aged 

adults and that multiple family roles and responsibilities are not necessarily related to 

negative effects on caregiver well-being (Loomis & Booth, 1995). It is more likely that the 



diirential approaches to the caregivuig role by women and men are more important in 

explainhg the greater distress felt by adult daughters than are the competing demands of 

multiple roles. In fact, combinations of roles may have positive outcomes for a caregiver's 

weil-being and sense of self (Scharlach, 1994; Skafï & Pearlin, 1992; Stoiler & Pugliesi, 

1989). 

The Guegiving metience: Impact of the Gwe Receiver's He& Staîus 

Research M e r  suggens that the caregiving experience and its outcomes may 

differ by the care receivers' physical and mental health status (Birkel, 1987; Bu- Eaton, 

& Bond, 1988; Ross, 1991). These authors suggest that caregivers of persons with 

physical impairments may have very different experiences in their roles and adjustment 

patterns than those caring for relatives with cognitive impairments or dementia. It is 

unclear, however, which type of impairment situation bhysical or cognitive) is the most 

stressfûl for caregivers and the most difncult to cope with. 

Some researchers suggest that although caring for a person with dementia can be 

extremely rewarding, it also can be one of the most dficult. hstrating, and distressing of 

al1 the caregiving roles (Brody, Lawton, & Liebowitz, 1984; Motenko, 1989). For 

exampie, George and Gwyther (1986) found that community-based caregivers of persons 

with Alzheimer's disease experienced three times as many emotional stress symptoms and 

were two to three times more Uely to take psychotrophic dmgs than other caregivers. In 

another community-based study, Birkel (1987) found that dementia was associated with 

higher levels of stress and that there were difEerent mediating factors in cases involving 



wegivers of persons with physical impairments when compared with caregivers of 

persons with dementia. 

Although studies focused on long-term care facilities suggest that &equency of 

visits is not related to the resident's health status, the quality or enjoyment of the visits for 

family members appears to show some relationship with the resident's cognitive abilities. 

In an institution-based sample of f d d  caregivers, York and Calsyn (1977) found a 

significant negative relationship between enjoyment of visits and level of cognitive 

impairment. No significant correlation was found, however, between enjoyment of visits 

and physicd or sensory disabilities. Moss a d  Kurland (1979) reported similar findimgs. 

Nonetheless, Ross (1991) found that wives of penons with cognitive impairments 

living in a long-term care facility appeared to cope better over time than wives of residents 

with physical impairments. Wives caring for husbands with physical hnpairments continued 

to be heavily involved in visiting and caregiving over time. Wives of husbands with 

cognitive impairment, on the other hand, were less involved in visiting and caregîving and 

felt less responsibility for the provision of care at the nine-month interview. Furthermore, 

wives "embracing new reaiiues" showed sigruficant decreases over time in depression 

scores and a significantly greater proportion of these wives reported being happier at the 

nine month interview. In cornparison, those wives who were "holding on to the past" 

showed very smail and non-sigruficant increases in depression wide their morale scores 

tended to remain relatively stable and substantially lower than those wives "embracing new 

realities". Perhaps a relative's cognitive impairment is more dficult to deal with early in a 

caregiver's institutional career, but is easier to adapt to over t h e .  Nonetheless, the 

majority of residents living in institutional settings have an iiiness causing dementia 



(German, Rovner, Burton, Brant, & Clark, 1992; Ontario Ministry of Commun* and 

Social SeMces, 1991). As Duncan and Morgan (1994, p. 236) pointed out, because of the 

large percentage of persons with cognitive impairment Living in long-term care facilities, 

"the role of the family in caring for these patients takes on added importanceyT. 

Due to the emotional distress experienced by family members &er the 

institutionalisation of a loved one, several researchers have stressed the importance of 

serving the famils members as well as the residents as clients (e-g., Montgomery, 1982, 

1983). Greenfield (1 984), for example, emphasised: 

If quality service is t d y  an important issue to nursing home administrators, 
it becomes critical that institutional planning include intervention strategies 
. . . to expedite and facilitate the process of change in the most cornfortable 
manner possible for both the resident and his or her farnily (p. 21). 

These researchers have suggested several strategies which could help address the needs of 

family members. The need for f d y  counsehg services and supportive educationd 

groups as well as support groups as part of a continuum of care for family members has 

been articulated by several researchers (Coen Buckwalter & Richards Hall, 1987; Hatch & 

Franken, 1984; Pratt, Schmall, Wright, & Hare, 1987). Cox and Ephross (1989) 

recommended the development of self-help f d y  groups and stressed the importance of 

the "socialisation fùnctions" of these groups. They suggested that a self-help group 

"provides a milieu in which new roles and behaviours appropriate to the institution are 

leamed" (p. 61). Similady, Bmbaker and Schiefer (1987) emphasised the building of 

f d y  social support networks which could be available to families of incoming residents. 

Schneewind (1990) discussed the institutionalisation process as a step in the normal family 

life cycle and encouraged the uses of rituals to assist families adjust to placement. 

Greenfield (1984) proposed the use of famiy group orientation meetings, on-going family 



support group meetings, and the inclusion of f d y  members in therapeutic activities with 

the residents as possible therapeutic interventions. This fiterature suggests that the roie of 

the f d y  member as client may be important, at Ieast from the long-tem care facility's 

perspective. It is unclear, however, how family members perceive the client role within the 

long-term care facility and whether this is an important aspect of their role. 

To summarise, much evidence demonstrates that the emotional strauis of 

caregiving do not disap pear d e r  the institutionalization of a care receiver . Nonetheless, 

because of the dflerent approaches to caregiving or the different caregiving situations, not 

aU caregivers expenence the caregiving role in the sarne way. Wornen, particularly wives 

and adult daughters, appear to be more intensely aEected by the caregiving experience 

than men. Further, some evidence suggests that the care receiver's hedth status may also 

influence how a family member copes with the caregiving role. Greater awareness and 

recognition of the emotiond distress experienced by f d y  members after the 

institutionalization of a loved one has resulted in the development of intervention 

strategies to help family members adjust to their new circumstances and new roles. The 

differences in the caregiving experience highlight the problems with treating 

heterogeneous samples as homogeneous groups and emphasise the need for research 

which focuses on a specific group of caregivers. 

Caregivers' Behaviours Following Institutiondisation 

Role theonsts have defined the concept of role behaviour as "the behaviour that 

emerges in interaction under the guidance of a role" (Heiss, 1981, p. 127). In his 

discussion of expectations, identities, and behaviours, Biddle (1979, p. 24) described overt 



behaviour as "the relatively transitory, overt activities of human beings". Sarbin (1968, p. 

546) used the term "role enactxnent" to refer to "what the occupant of a given position 

does and suyf (itaiics in the original). A s m d  body of Iiterature has examined the 

behaviour of familial caregivers in long-term care facilities. This research has focused 

primarily on the visitation patterns and the task performance of institution-based f a d y  

members. 

I-iitaii*on Patîerns of Familial C<ueg0vers 

Evidence fiom the research on the role behaviour of institution-based familial 

caregivers consistently iiiustrates that family members continue to have fiequent contact 

with their older adult relatives after placement into a long-term care facility. The majonty 

of family members, in fact, visit at least once a week (Aneshensel et al., 1995; Bitzan & 

Kruzich, 1990; Hook et al., 1982; Moss & Kurland, 1979; Munichiello, 1988; York & 

Calsyn, 1977). Average fiequency of visitation per week appears to range from once a 

week (Hook et al., 1982) to almost four times per week (Zarit & Whitlach, 1 W2), with a 

small percentage of family caregivers visiting daily (Hook et al., 1982; Moss & Kurland, 

1979; Ross, 199 1). 

Family members also appear to spend substantial arnounts of tirne with their loved 

ones living in long-term care facilities. Research suggests that family visits range in 

duration fiom an average of 3.4 hours on weekends to 6 hours on weekdays (Zarit & 

Whitlach, 1992). Aneshensel and her colleagues (1995) reported that family members 

spent anywhere frorn O to 30 hours during weekdays (or an average of 5 hours per week) 

visiting their relative in the nursing home. The duration of visits ranged from O to 12 hours 



(or an average of 2.5 hours per weekend) on the weekends. Ross (1991) found that the 

wives involved in her study reported visiting f?om ten to meen minutes to eight hours per 

visit. The majority of the wives visited for two to four hours at a tirne. 

Very few of these studies have compared Visitation patterns by the caregiver's 

gender, relationship to the care receiver, or the a r e  receiver's fùnctional health status. 

The scant research that does exia, however, suggests that women, specifically wives and 

adult daughters, may visit more regularly than men. For example, when Hook et al. (1982) 

compared the responses of adult sons and daughters, they found that daughters reported 

more daily and semi-weekiy visits than did sons. Further, Ross (1991) found that the vast 

majority of the wives in her study visited several times a week if not daily. 

Severaf studies suggest that the majority of farnily visitors to long-term care 

faciiities are adult children, particularly daughters. In a study of residents in three homes, 

York and Calsyn (1977) found that in 64 of the 76 families interviewed, the family visitor 

was a child of the resident. In a study of 629 visitors of the residents of three rural nursing 

homes, Hook et al. (1982) again found that the residents' children made up the majority 

(41%) of the visitors. Kahana, Kahana, and Young (1985) reported similar hdings. 

Residents also identfy adult children as  prima^ contacts or visitors. In inteniews with 

332 intellectually intact residents in 54 nursing homes, for example, Bitzan and Kruzich 

(1990) found that of the 90% of the residents who identified a person outside of the 

nursing home to whom they felt close, most (41%) narned an adult child. Of the adult 

children, adult daughters outnumber sons as the primary caregivers in the institutional- 

setting by a ratio of between three and four times to one (Brody et al., 1900). 



The Literature also suggests that the number of f d y  visits is not related to the 

amount of resident impairment (Greene & Moiiahan, 1982; Moss & Kurland, 1979; York 

& Calsyn, 1977). Nevertheless, the resident's level of cognitive impairment may 

significantly shorten the duration of f d y  visits (Moss & Kurland, 1979). Again, it must 

be emphasised that most of the research thus far treats relatively heterogeneous caregiver 

samples as homogeneous groups or ody examines one type of family caregiver, 

specifically wives. Thus, our understanding of differences in visitation patterns by gender, 

caregiver relationship to resident, and resident's functional status is extremely limited. 

Our insights into the relationship between length of residence in a long-terrn care 

facility and the visitation patterns of familial caregivers are also limited. Some researchers 

have found no significant declines in visitation over a Nne month period (Dawson, 

Rosenthal, & Ross, in review; Linsk, Miller, Pflaum, & Vïcik, 1988; Ross, 199 1) or over a 

one year span (Moss & Kurland, 1979; Spasoff et al., 1978). Ross (199 l), for example, 

found that 71 -3% of the wives involved in her study remained consistent in their visitation 

patterns over a nine-month period. 

Other researchers, however, have reported a signifiant negative relationship 

between the length of t h e  residents have lived in a long-term care facility and visitation 

eequency (Bitzen & Knizich, 1990; Gladstone, 1994; Greene & Monahan, 1982; Hook et 

al., 1982). Bitzen & Kmzich (1990), for instance, inte~ewed residents with a length of 

residence in nursing homes ranging fi-om 4 months to 2 1 years (Mean = 4.18). They found 

that those residents receiving daily visits had a sigdicantly shorter mean length of 

residence than those residents who were visited weekly or monthly. The differences in 

fhdings could be attnbuted to the methods employed in the various studies. For example, 



d of the studies that found signincant declines in M y  visitation over time employed 

retrospective, self-report questionnaires conducted at one point in time. In contrast, of 

those studies reporting relatively stable visitation patterns over tirne, al1 but the Moss and 

Kurland study were longitudinal. 

The Task Performance of FamVial CIYegvets 

A study by Glaser and Strauss (1965) was perhaps one of the füst to demonstrate 

the substantial contribution family members make to the provision of care even &er 

placement of a loved one to a medical or long-term care facility. They noted: 

A hospital visitor cannot remain at his [or her] dying kinsman's bedside for 
very long without taking on a role - other than that of relative or visitor - 
suggested by the situation, one that integrates hirn [or her] with the staffs 
daily work (p. 1 64). 

Glaser and Strauss conceptualised family rnembers as workers and observed the many 

ways famiiies contribute to the care of their loved ones, in this case in a hospital setting. 

Farnily members monitored their relatives' care makhg sure to notie the nursing staff 

when deemed necessary. Viewing themselves as part of the medical care team, they 

provided hands-on care, perfoming such tasks as providing cornfort measures for their 

relatives. Some family members even carried out most of the nursing care required and 

participated in, or took-over, decision-making responsibilities regarding their loved ones' 

treatment. 

More recently, researchers have begun to refer to the role of family members in 

long-term care facilities as resources or partners in care. One of the earliest partnerships 

was developed at the Genatric Centre in New York City in 1976 (Safford, 1980). This 

program originally began as an educationai and support program for families of older 



aduits with dementia in both the community and institutional settings. However, the 

Geriatric Centre also recognised the role that famiiy members could play in the care 

system and provided an opportunity for M y  members to become legitirnate partners in 

the organisation. "A basic premise of the program [was] that the needs of the mentally 

impaired aged in modem society can best be served by the sharing of responsibility for 

their a r e  by the family and appropriate formal organisations" (Safford, 1980, p. 656). The 

program served the needs of f d y  members through f d y  support groups, and the 

needs of the institution and relatives through the development of a family council. The 200 

members of the family council formed very active cornmittees which took on the 

responsibility of providing a more enriched program of activities, serving as "resident's 

representatives", and developing a farnily visitor program. 

Sirnilarly, Coen Buckwalter and Richards Hall (1987) stressed both the importance 

of recognising the needs of family members in the institutionalisation of a loved one as 

weii as the resource potential of f a d y  members. They advocated the active participation 

of family members on therapeutic tearns in an "adjunct staff capacity". As well as 

participation in famiy support groups or family counselling, they prop osed that f d y  

members could be trained to become group leaders in therapeutic strategies (e-g., 

remotivation, music, movement, and psychodrama therapies; rerniniscence and Me review; 

reality orientation; attitude therapy; sensory stimulation program). These authors 

suggested that direct involvement of f d y  members would benefit the residents, the 

family members and the staffalike. 



Palmer (1991) also stressed the use of family members in therapeutic capacities, 

especiaiiy as CO-leaders of f d y  councils. She described some of the benefits of a farnily 

council in long-term care facilities: 

The council provides more than an opportunity to address f d y  concems. 
It is also a way to get families involved in the nursing home in a positive 
way. Farniiy members bring many experiences and areas of expertise which 
&en can be utilised by the facility.. .Utfishg f d y  members as a resource 
wili ultimately benefit everyone involved and is weii worth the time 
invested @p. 124 and 133). 

One of the prirnary purposes of the f d y  councii, then, was to forge a partnership 

between family members and staff in a "joint venture" in order to provide the highest 

quality of Me for the residents. The f d y  council established several sub-cornmittees to 

address different concems. The most unique feature of this program, however, was that it 

was CO-lead by a family member. 

The Resident E ~ c h m e n t  and Activity Program (REAI?) was developed in the 

Dallas Home for Jewish Aged (Hansen et al., 1988). The prlmary goal of this home was 

"to provide support for residents' families and to involve them in the overail operation of 

the unit and the care planning for residents" (p. 508). R E M ,  thus, provided farnily 

members more active, legitimate roles on the special care unit and the opportunity to share 

in the caregiving responsibilities. Family members were recruited to become direct activity 

prograrn leaders in the unit or to assist the prograrn leaders in a variety of capacities and 

activities. Over an 18-month period, seven family members took on program leader roles 

and another 17 family members served as activity volunteers. 

Believing that fanilies are critically needed as partners in care in more than just a 

therapeutic capacity, Linsk and associates (1 98 8) established the Alzheimer' s Disease 

Family Care Centre program in order to investigate ways to involve farnilies in the care of 



their institutionalised relatives. Part of the program involved contracting with f d y  

members the types of tasks they would perform during visits. Twenty-three f d y  

members developed contracts with the institution which could be re-negotiated at any 

tirne. Two-thirds of the family members contracted for interpersonal activities such as 

rerniniscing (67%) and bringing favourite foods fiom home (6 1%). However, a substantial 

number of family members also contracted for some of the more direct hands-on types of 

care such as feeding (39%)' toileting (22%), massaging the resident (35%), and walkuig 

the resident (44%). Several farnily members also contracted for activities related to the up- 

keep of the resident's clothing such as doing the resident's laundry (39%)' keeping a 

clothing inventory (52%), and repairing the resident's clothing (44%). 

At the end of the program, f d y  members were asked to indicate which activities 

occurred most frequently during their visits. The most fiequently performed activities were 

those that were most interactive with the relative such as taiking to the relative, holding 

the relative's hand, touching, bringing g&s fiom home, taking a relative for a walk or 

grooming. Family members also reported talking to the staf f  as a fiequent activity during 

visits to the home. 

A few other studies (see Aneshensel et ai, 1995; Gladstone, 1994; Moss & 

Kurland, 1979; Ross, 1991) focused on a variety of topics have asked farnily members 

what they do in their caregiving roles. Much of this research demonstrates that family 

members of institutionalised older adults provide both technical and non-technical types of 

care. In fact, Aneshensel et al. (1995) noted that after long-term care placement of a 

relative, farnily members continue to perform many of the same personal care activities 

that they had performed when the relative was at home. These studies suggest that family 



members provide hands-on assistance with grooming, dressing and undressing, feeding, 

and toileting. They bring in special or extra things such as plants and speciai foods for 

their relatives. Family members become directly hvolved in the maintenance of the 

residents' clothing by straightening bureau drawers, doing personal laundry, and labeling 

or markhg clothing. Families also serve as emotional support systems by cheering up a 

resident, giving advice, talking with the resident, and spending time with the resident. In 

fact, when the wives in the Ross (1991) study were asked what the most important task 

was that they performed in their caregiving role, visiting was considered to be the most 

important caregiving activity they did for their husbands. In addition, the provision of love, 

support, and companionship were also viewed as important aspects of their role as well as 

performhg specific tasks. Family members serve in a recreational capacity by taking the 

resident for walks or helping their relative get exercise, reading to the resident, getting a 

relative going in an activity, and by providing reading materials, radios, and televisions. 

Further, family members play a financial role by buying c l o t h g  and other needed items 

for their relative and by providing spendiig money. Family members also play advocate 

roles by making sure that the s t a f f  are made aware of their residents' concems or needs. 

Although very little research has examined how task performance changes over 

time, Ross (1991) found that the wives' high involvement in task performance remained 

relatively consistent over time. In fact, the average number of tasks performed by wives 

increased significantly over a nine-month period. Thus, although the overall patterns of 

involvement in the home did not reflect change but rather consistency, when change did 

occur, involvement in task performance increased over tirne rather than decreased. The 

increase over time in task performance may be due to the fact that farnily members are 



focused on their own needs upon institutional placement (Rosenthal & Dawson, 199 1). In 

addition, familial caregivers may be tentative about becoming too involved initidy, at Ieast 

until they become more familiar and cornfortable with the facility (Dawson et ai., in 

review). 

Few studies have compared caregiver task performance in long-term care settings 

by the care receiver's fiinaional health status. However, some researchers examining 

community-based caregivers have suggested that there may be quantitative and possibly 

qualitative difîerences in the approaches to caregiving depending on whether or not the 

care receiver shows signs of cognitive impairment. Birkel (1 9W), for exarnple, compared 

the activities provided by caregivers of older adults with physical impainnents with those 

caring for persons with cognitive impaùments. Although both types of caregivers were 

spending similar amounts of time in their caregiving roles, those family members caring for 

relatives with cognitive impairments demonstrated far more day-to-day variability in t h e  

spent caring than did caregivers of persons with physical hpaùments. Sirnilarly, Jones 

(1994) found that almost 40% of the activities considered in her study showed signdicant 

diierences by type of caregiver group (Le., wegivers of persons with cognitive and 

phy sical irnpairments and caregivers of persons with only p hy sical impairments) in t e m  of 

the types of activities the wegivers were kely to perform during the weelc, or the 

fiequency or duration of those activities during the week. Nevertheless, whether or not the 

health status of care receivers influences the task performance of family members in long- 

term care settings remains unclear. 

To sumrnarise, much of the research reviewed suggests that a substantial nurnber 

of farnily members are heaviiy involved in the care of their hstitutionalised relatives. They 



visit regularly and often stay for long periods of tirne. The research also demonstrates that 

family members of institutionalised older adults provide both technical and non-technical 

types of care. Further, when provided with the opportunity, some family members take on 

adjunct-staff roles within the institution. Nonetheless, the evidence fiom community-based 

caregiving samples suggests that the health stahis of the resident may affect the types of 

activities the fimily member performs in the caregiving role. 

Caregiving Role Expsctations and Meaning 

A few studies have more explicitly examined the roles of family members in 

institutionalised settings and how these roles are developed. In these works, two 

approaches to conceptualising family member roles have been employed. Some 

researchers (Dempsey & Pruchno, 1993; Rubin & Shuttlesworth, 1983; Schwartz & 

Vogel, 1990; Shuttlesworth et al., 1982) have used a priori definitions of family member 

roles based on Litwak' s (1 977, 1985) stmctural-funaionalist framework which he called 

the "Theory of Shared Functions and Balanced Coordi.nationy'. Consistent with Litwak's 

fiamework, these authors concephiahsed roles as a set of expectations, specifically a set of 

tasks, the primary group (e.g., the family) is responsible for in relation to the fomal 

organisation (e-g., the long-term care setting). Accordhg to Litwak's model, the stmctural 

characteristics of the institution stress the maximisation of technical knowledge; thus, the 

formal organisation is best able to handle uniform, technical tasks and economies of large- 

scale. The structural characteristics of the prirnary group, on the other hand, stress the 

minimisation of technicd howledge, and therefore the primary group is best able to 

handle non-uniform, nontechnical tasks and economies of small scale. Quite simply, the 



division of labour approach to examining the roles of family members in long-term care 

facilities defines roles in tems of the tasks the family is expected to perform. 

The concept "role expectations" generaily refers to the "beliefs [or] cognitions held 

by certain penons in regard to what behaviours are appropriate for the occupaïit of a 

given position" (Sarbin, 1968, p. 546); that is, role expectations typically refer to the 

prevailing noms conceming what a person should do in their role. Sarbin (1968, p. 547) 

further suggested that "role expectations may be viewed as actions or quu2itie.s expected 

of the occupant of a positionyy (italics in the original). Thus, role theonsts tend to use the 

concept role expectations to denote the prescriptive aspects of roles or the noms 

surroundmg a specidc role, status or position (Biddle & Thomas, 1966). 

Research on Rde Erpectaîiom 

Of the studies investigating the tasks associated with each group structure (Le., 

f a d y  member group versus organisation), Shuttlesworth and his associates (1982; Rubin 

& Shuttlesworth, 1983) examined the amount of congruency and variation in role 

expectations between nursing home staff and family members of residents. In both studies, 

very iittle variation both within the staff and famiiy groups and between the groups was 

found for the majority of the tasks. However, a substantial number of tasks (Le., 45 out of 

100 in the first study, and 40 out of 100 in the second study) aiso showed considerable 

variation regarding who should assume responsibility for the tasks. In most cases where 

considerable ambiguity in responses was found, the referent item concemed a non- 

technical task where the staff assigned less responsibility to families than famiiies assigned 

to themselves. The most problematic categories of tasks were personalised Carey 



monitoring and ensuring the provision of care, clothing needs grooming, and providing 

reading mat erials. 

Schwartz and Vogel (1990) replicated the earier studies but employed a broader 

based sarnple and modified the s c o ~ g  procedure on the task-assignment instrument. In 

this study, congruency in ratings between staff and family members was found in 69 of the 

100 tasks. Of these tasks, 36 were considered to be the responsibility of the staff and 7 the 

responsibility of the family. However, a substantial nurnber of tasks (Le., 26) were 

considered by both groups to be a shared responsibility. Physical health and safety security 

tasks were considered by both staff and relatives to be the responsibility of the staff. 

Special or extra seMces were assigned to the family. The four other clusters of tasks (i-e., 

regulator functions, cognitivdmental stimulation, emotional/spiritual/relationship, 

unclassified tasks) were generally considered by both groups to be of shared responsibility. 

Schwartz and Vogel(1990) also found that caregivers of relatives who resided in a 

nursing home for less than 1 year or more than 3 years tended to assign responsibility 

more to the families than did those whose relative resided in the home for 1 to 3 years. 

They suggested several reasons for this finding: 

One rnight infer that initiaily (during the first year), families are more 
willing to assume responsibility because of feeling guilty at "putting the 
relative away" or possibly because the move to the nursing home is seen as 
temporary. A further inference could be made that as t h e  progresses, the 
f a d y  relinquishes more responsibility to staff (or staff overtly assumes 
more responsibility). We might speculate that after 3 years of residence, 
families perceive the stay as permanent and therefore again assume more 
responsibility. It is also likely that families of longer staying residents are 
more knowledgeable about the nursing home and are more iiiely to 
perceive gaps in seMces provided and, in effect, begin to fil1 in where need 
is perceived (Schwartz & Vogel, 1990, p. 53). 



Nonetheless, few studies have examined family member ' s role expectations or motivations 

at merent times in a f d y  rnember's caregiving career. Thus, our understanding of how 

these aspects of roles shift over the caregiving career is limited. 

In contrast to the fïndings in the earlier studies, the wives involved in Ross' (199 1) 

study consistentiy assigned more caregiving tasks as the responsibility of the f a d y  . 

Fifteen tasks fiom al1 five categories of task performance were considered to be the sole 

responsibility of the famiy. These activities included such things as providing special 

foods, arranging for hair g r o o m  providing plants and extra, supplying personal 

money, marking clothing, and doing personal laundry. Eleven of the 27 tasks were 

considered to be the primary responsibility of the staff. Some of the tasks assigned to staff 

included: clipping husbands' nails, grooming husbands, ensuring that the diets are 

followed, cleaning rooms, and providing wheelchairs. Interestingly, none of the 

recreational tasks were considered to be the responsibility of the s t a f f  The wives assigned 

only one task (i.e., shaving husbands) as a shared responsibility. 

Ross (1991) also found that the overall patterns of wives' expectations regarding 

who is responsible for various tasks remained relatively stable over the nine month period. 

However, a small but statistically significant increase in the number of care tasks assigned 

to the farnily from Time 1 to Time 9 was also noted. Further, there was much consistency 

between wives' expectations regarding task allocation and theu actual task performance. 

Only seven tasks showed some discrepancy between reported expectations and actual 

performance of tasks. 

Findy, Dempsey and Pruchno (1993) examined adult children's perceptions of 

who should be providing certain types of tasks in the long-term care setting as well as the 



predictors of technical and non-technical tasks. Farniiy members assigned 9 of the 28 tasks 

(Le., toileting, eating, bathing, dressing, helping in and out of bed, cleaning the room, 

givhg medicine, using the telephone, supervising and reviewing medicine, and decidimg 

which room the parent should be in upon admission) as the sole responsibility of the staE 

Seven of the tasks (Le., managing money, shopping, putting plants and extras in the room, 

writing leîters, marking clothing with parent's narne, giving permission for an operation 

and managing spendiig money) were considered the responsibility of the adult child. 

Overlapping responsibility or considerable arnbiguity in assignment was noted for the 

remaining 12 tasks. 

Simcant  predictors of the kelihood that adult children would perform non- 

technical tasks were more ffequent visits, being female, and a greater number of parent 

illnesses. Significant predictors of assistance with technical tasks included more fiequent 

visiting, more parent illnesses, an older parent, and more technical tasks done by staff. 

Dempsey and Pruchno (1993) also reported that neither the parent's mental status nor the 

length of stay in the long-tem care facility were related to family involvement in either 

type of care. In addition, the work status, age and heaIth of the adult child did not predict 

farnily assistance. Further, characteristics of the nuning home (e.g., home size, perception 

of staff), other than sta f f  doing technical tasks, did not predict the involvement of an adult 

child in the care of their loved one. 

The Meaning of Camgiving for Famïiy Mernbers 

Other researchers have questioned the usefulness of a task-based conceptualisation 

of family caregiving and further questioned whether or not it is possible to dserentiate 



roles simply by the specinc behaviours or tasks associated with those roles (Bowers, 1987, 

1988; R H. Turner, 1968). They aIso criticised role theorists for failing to consider the 

more qualitative aspects of roles (Blumer, 1969; R H. Tuner, 1968). These researchers 

maintain that roles are "more generai gestalts and configurations of meaning about lines of 

conduct" (J. H Turner, 199 1, p. 426). Thus, other gerontologists (see Bowers, 1987, 

198 8; Duncan & Morgan, 1 994) employing more qualitative, inductive ap proaches have 

examùied how famiy members themselves define their roles both in the comrnunity and in 

long-term care settings. These authors found that family members do not think of their 

roles in terms of the tasks that they perform, but viewed their roles in terms of the 

meaning or purpose they attributed to their role. A major purpose of the familial 

caregiving role mentioned by famiy members, for example, was the maintenance or 

preservation of the older relative's seK@owers, 1988; Duncan & Morgan, 1994). 

From the results of a study focused on middle-aged children caring for parents in 

the community, Bowers (1987) developed a purpose-based typology of caregivhg 

activities. Farnily caregiving involved: (a) protective care (Le., protecting or presewing the 

parent's concept of self and the parent-chdd relationship; @) preventative care (Le., 

preventing physical h m  to parent); (c) anticipatory care (Le., anticipating and preparing 

for what might happen to the parent); (d) supewisory care (i.e., CO-ordinating and 

supervishg the care provided by others); and (e) instrumental care (Le., performing direct 

p hy sicai care tas ks) . 

In a subsequent sîudy focused on institution-based caregiven, Bowers (1988) 

again found that f d y  members tended to focus on the purpose of fàmily involvement 

and that the priority for these caregivers was on presexving their relative's sense of self. 



Four types of preservative care, also focused on purpose rather than by associated tasks, 

were identined. These included: (a) maintainhg family wnnectedness; @) maintainhg the 

relative's dignity; (c) maintainhg the relative's hopes (generdy for recovery); and (d) 

helping the relative maintain control of the environment. Maintaining f d y  connectedness 

was considered the primary responsibility of the family members. However, family 

members felt that the other three types of care required collaboration between staf f  

members and famiy. They emphasised that both groups should be able to perform both 

instrumental or technical types of care as well as the other three types of preservative care. 

Duncan and Morgan (1994) examined the stafVfady member relationship in long- 

term care settings fkom the family members' perspective. As in Bowers' (1988) study, 

family members placed much emphasis on their efforts to preserve their relative's identity. 

This endeavour involved monitoring a& behaviour, fkding ways to get the staff to relate 

to their resident as a person, maintahhg ongoing relationships with staff members, and 

serving as a role mode1 for staff However, uniilce the caregivers in the Bowers' study, 

these family members were not interested in increasing their involvement in the range of 

tasks they perfiormed but focused on increasing the social and emotional involvement of 

staff members. One of the reasons for this difference suggested by Duncan and Morgan 

may be that the majority of the farnily members in the Bowers' study were caring for 

perrons with physical disabilities whereas the caregivers in the Duncan and Morgan snidy 

were al1 caring for a spouse or parent with Alzheimer's disease. Whatever the case, both 

studies emphasise the importance of purpose or the meanhg of caregiving to family 

mernbers. 



Furthemore, the Bowen (1988) and Duncan and Morgan (1994) studies also 

illustrate that f d y  members perceive high quality care as a "co~aborative process" 

between family members and staff rather than a delegation of separate tasks. ConfXct 

between stat f  and fêmily members resulted fiom a Iack of recognition on the part of staff 

of the expertise that family members possess and by overly ngid divisions of labour 

promoted by the staff. C o a c t  was avoided by developing ongohg, collaborative 

relationships with the staff  (Duncan & Morgan, 1994). Nonetheless, family members 

represent a very heterogeneous group and there are also those famiiy members who rnay 

not choose to be as involved in caregiving. These caregivers may define their roles very 

differently for themselves than do those who choose to be more intensely involved. Thus, 

not ail family members may prefer a collaborative approach to caregiving. 

Aithough very iittle research has examined how institution-based family caregivers 

define their roles within long-terni care facilities, several alternative definitions or 

conceptualisations of the term "meaning" have been employed in other studies. Meanings, 

for exarnple, have been presented "as broad themes that transcend tirne, place, and social 

context; as a set of concepts that capture some basic properties of how people think about 

something; or as situation-specific accounts for certain actionsy7 (Jaffe & Miller, 1994, p. 

52). Luborslcy and Rubinstein (1 995, p. 98) defined meaning "as the process of reference 

and connotation, undertaken by individuals, to evoke key symbols, values and ideas that 

shape, make coherent, and inform experienceyy. Hasselkus (1988), in her investigation of 

the meaning of caregiving for family mernbers caring for a relative in the community, 

adopted Hansen's (1979) definition of meaning. "Meaning was defined as those values, 

beliefs, and principles that people use to organise their behaviour and to interpret their 



experience" (Hassehs, 1988, p. 686). Quite simply, these conceptualisations of meaning 

focus on the Uidividuals' perceptions, views, descriptions, ideas, vaiues, and understanding 

of the subject at hand. 

Other researchers (Barkwell, 199 1; Lewis, 1989; Mechanic, 1977; O'Connor, 

Wicker, & Gerrnino, 1990; Taylor, Lichtman, & Wood, 1984) working in the stress, 

coping, and ihess areas have defined "the search for meaningYy or "found meaning" as the 

process of "fïnding a positive purpose", particularly when faced with negative events (Fife, 

1994, p. 3 10). Farran, Keane-Hagerty, Salloway, Kupferer, and Wilken (1991), for 

example, employed an existentialist paradigm in order to examine how caregivers find 

meaning through their struggles and suEering. These authors al1 suggest that finding or 

assigning a sense of purpose to a dif£icult, threatening, or stresshl event may serve as an 

important adaptive coping strategy (Farran et al., 1991; Fife, 1994). This definition is 

especialiy interesting given the family members' focus on purpose in the Bowers (1988) 

and Duncan and Morgan (1 994) studies. In their search for meaning, assigning purpose to 

their roles may be an important part of the coping process for caregivers. 

Some researchers (Ailen & Waker, 1992; Fife, 1994; Rubinstein, 1989) have 

focused on the consequences or outcornes of events or the ernotional responses to those 

events in their definitions of meaning. For exarnple, Rubinstein (1989, p. 119), in 

investigating the meaning of caregiving for CO mmunity- based caregivers, used the term 

meaning "to signify the ofken afKectively laden array of significations and associations 

individuals attribute to the events they experiencey y . Similady, Fife (1 994, p. 3 L O), 

exploring the conceptualisation of meaning in illness, defined meaning "as an individual's 

perception of the potential si@cance of an event, such as the occurrence of senous 



illness, for the self and one's plan of action". Her conceptualisation included two 

dimensions of meaning : "self-rneanùig" and "contextual meaning" . Self-rneaning referred 

to the "perceived effect of the event on various aspects of one's identity" and contextual 

meaning referred to the "perceived characteristics of the event itself'as well as the social 

circumstances that surround it" @Xe, 1994, p. 3 10). These authors focused primarily on 

how the experience either with caregiving or Uness had affected the iespondents 

themselves or different aspects of the respondents' tives. 

Similar to this conceptualisation of meaning, Ross (1991) used hed-choice and 

open-ended questions related to the wives' perceptions of their husbands' health and 

various aspects of the marital relationship to examine the meaning of caregiving for her 

participants. Two aspects of role meaning emerged from the wives' responses. First, the 

wives talked about the deterioration of their husbands and their growing "awareness of 

impending loss". This awareness was central to the wives' continued involvement in the 

care of their husbands fier institutionalisation. Second, the caregiving role and the 

meaning associated with that role were found to be directly linked to the meanhg 

associated with their marital careers. The quality of the marital relationship pnor to 

admission, for the most part, remained consistent following admission. The quality of the 

marriage subsequentiy shaped the wives experience in the caregiving role. 

To surnmarise, the majority of the research that has more explicitly examined the 

roles of farnily members in long-term care settings has focused on role expectations. In 

rnost cases, considerable arnbiguity was apparent concerning who should be responsible 

for various caregiving tasks, the family or the staff of the long-term facility. In many 

instances, tasks were perceived to be the shared responsibility of both fàmily and staff. 



Fewer studies have examined how f e  members thernselves define their caregiving roies 

within the long-term care settbg. The studies that do exist, however, suggea that M y  

members do not think about their roles in terms of the tasks they perfonn but rather in 

t e m  of the purpose they ascribe to their roles. A primary purpose for famify members 

appears to be preserving their loved one's sense of self and dignity. 

Limitations of the Research on Role Behaviours, Expectations, and Meaning 

Although the Iiterature on Msitation patterns and task performance, role 

expectations, and role meaning provide some hsight into the roles of caregivers in long- 

term care facihies, several limitations of the research were apparent to me. First, most of 

the studies focused on role behaviour employed stnictured, fixed-choice questions to 

masure visitation patterns or task performance. For example, Ross (1991) used a fixed- 

choice, 27-item list of tasks taken £?om the work of Rubin and Shuttlesworth (1983). 

Fixed-choice lists of tasks may not be able to capture ail those activities that family 

members themselves feel are important for them to do - activities that may not be included 

on a fixed-choice questionnaire. Gladstone's (1994) work on spousal relationships 

following institutional placement is one of the few studies to employ an open-ended 

approach to identifying the types of assistance caregivers provide in long-term care 

facilities. 

Second, aü of the studies on role behaviour gathered retrospective accounts fkom 

family members to gain an understanding of their visitation pattems and task performance 

in long-term care settings. Retrospective or recall questions may yield overestimates of the 

fiequency and duration of certain types of activities. None of the studies specificaliy 



examined what f d y  members actudy do in their role during or directly foilowing 

caregiving activities. Such an approach rnight minimise the overestimations that rnay be 

inuoduced in retrospective approaches. 

Third, the studies focused on f d y  members of persons living in long-tem care 

facilties either treated samples of diverse types of caregivers as homogeneous groups or 

only included one type of caregiver, particularly spouses. Very iittle research has 

specificaliy exarnined the role behaviour, role expectations, and/or role meanings of adult 

daughters in long-term care facilities. Given their different relationships to the care 

receiver and perhaps difEerent We stages and situations, it is reasonable to assume that 

spouses and adult daughters approach theu caregiMng roles differently. Nonetheless, due 

to lack of research focused specifically on adult daughters, Our understanding of the role 

expectations, role meanlligs, and the types of activities performed by this group of 

caregivers is limited. 

Fourth, as mentioned in the introductory chapter, the majority of the studies 

conducted to date have conceptualised the term "role" as primarily a uni-dimensional 

concept. Researchers have either examined the family members' or staff members' 

expectations regarding the tasks family members should perform, or have exarnined family 

members' perceptions of their role. Interestingly, few studies have looked explicitly at 

what family members actually do in their role. In the work thus far, the term "role" is 

rarely, if ever, conceptualised as a multi-dimensional concept consisting of both meaning 

and behaviour (for an exception, see Ross, 1991). R. H. Turner (1968) noted the general 

lack of consensus with respect to the rneaning of the concept "role" and identified the 

various ways in which the term has been used. Researchers have used the term to mean: 



(a) expected behaviours, (b) conceptions of expected behaviours, (c) behaviour one l e m  

to play in specific situations, (d) overt behaviours of persons, and (e) noms attached to 

statuses or positions (R H. Turner, 1968). He argued that conceptualisations of role 

should not focus on any one of these attributes but should incorporate ail into a unified 

conception of role. He also stressed the importance of considering the more qualitative 

aspects of roles. Further, syrnbolic interactionists stress that meaning and behaviour are 

integraily linked in that meaning both influences and is influenced by behaviour (Blurner, 

1969; Fife, 1994). Thus, a more comprehensive understanding of roles involves an 

examination of the subjective meaning behind specific roles as weli as the role behaviour 

and role expectations associated with those roles. 

A multi-dimensional concephialisation of roles is similm to Hughes' (193 7, 197 1) 

treatment of the concept of "career". Hughes defined "careef' as having both an objective 

and a subjective component (see aIso Gofian, 1968; Layder, 1993; Stebbins, 1970). The 

objective aspects of career include the activities, the responsibilities and expectations 

attached to a statu or position, as well as the more objective features of the social 

institution (Layder, 1993; Ross, Rosenthal, & Dawson, 1994). In contrast, the subjective 

aspects of career deal with "the moving perspective in which people see their lives as 

whole and interpret the meaning of various attributes, actions and the things that happen 

to them" (Hughes, 1971, p. 137). The subjective component, thus, refers to how 

individuals' themselves view their actions and their circumstances and how they feel at 

various stages in their career. Ross (1991) employed Hughes' concept of career to 

examine both the subjective and objective components of wives' caregiving careers. 



Finaily, as mentioned in the introductory chapter, none of the investigations to date 

have examllied family member roles as part of a broader context or what Bronfenbrenner 

and Mahoney (1 975) temed "the enduring environment". Family rnember role perceptions 

or expectations have ofien been divorced fiom the settings in which these very roles are 

played out. According to the ecological perspective (Bronfenbremer & Mahoney, 1975; 

Bronfenbrenner, 1979, 1989), the enduring environment within which these family 

member roles are played out will shape how family mernber roles are defhed, the specific 

activities that farnily memben may perform within the long-terni care setting, the 

experience in those roles, and how family member roles are developed and change over 

tirne. 

Related to this, Jaff and Muer (1994) argued that researchers need to consider the 

"positionality" and the "structural embeddedness" of both the researcher and the subjects 

being researched. Positionality refers to the unique personal positions or woddviews 

through which the world and aspects of the world are viewed. Jaff and Miller explained 

this notion in relation to world of the aged: 

The wor1d each of us sees is created fiom the social stuff that we ail share, 
but it aIso varies because we are dinerently positioned or situated in 
reference to it. In other words, we may view the world of the aged through 
a lens that defines old age as a t h e  of fralty and social irrelevance, but that 
lens is also coloured by our own age, class background, gender, education, 
and even our own experiences of aging (p. 53). 

The unique combinations of these factors help shape the unique meaning that things have 

for individuals. Structurai embeddedness is closely linked to positionality and refers to "the 

relationship between the phenornenon being studied and the broader social contexts of 

which the phenomenon is a part" (JaE & Miller, 1994, p. 5 1). In order to understand the 

roles of family members in long-term care facilities, therefore, it is important to understand 



the farnily members themselves, how they themselves view their roles, as weil as the 

immediate setting within which the roles are played out. 



GZTIDING PERSPECTIVE 

The Use of Explicit Theo y in Grounded Theory Approaches 

Purists using grounded theory approaches have argued that preconceived notions 

of the phenornena of study should be "suspended in order to allow for the natural 

emergence of themes and categories" (Daly, 1992b, p. 105; Glaser & Strauss, 1967). 

More recently, researchers have argued tbat this approach ignores the unquestionable fact 

that trained researchers are c'theoretically sensitised" and fails to recognise the important 

potential role that explicit theones may play in developing emergent grounded theory 

(Strauss & Corbin, 1994, p. 277). Thus, these researchers emphasise that a truly grounded 

approach begins with the taking stock of one's assumptions, expenences, and knowledge 

@dy, 1992b; Lincoln & Guba, 1985). In this way, "tacit knowledge" (Lincoln & Guba, 

1985, p. 198) is made explicit at the begùinùig of the research process. 

The grounded theory process may also involve the utilisation of relevant 

theoretical and empirical literature "to stimulate theoretical sensitivity" (Strauss & Corbin, 

1990, p. 50; Strauss & Corbin, 1994). Strauss and Corbin (1990, pp. 48-53) outlined how 

theoretical and empincal literature can idorm research ushg grounded theory 

methodology. They suggest that technical literature and existing theories: (a) can provide 

a set of sensitising concepts and relationships that can be examined against actual data; (b) 

can provide ways of approaching and interpreting the data (e-g., a Symbolic Interactionist 



approach versus a Manàst perspective); (c) can stimulate or idente sensitising questions 

which in tum cm be used to guide the development of interview questions; (d) can direct 

theoretical sampling; and (e) can provide supplementary vaiidation for the fïndings. 

Further, Murphy (1992) described the use of theoretical fiameworks as guiding 

perspectives in grounded theory research: 

In grounded studies, theoretical concepts and hypotheses are derived fiom 
the data and verifïed in the data; that is, a theoretical framework is not used 
to derive hypotheses a priori. However, this does not preclude the 
investigator nom entering the research setting with a sensitising 
perspective about the nature of the research phenomenon. Researchers 
using GTM most kequently have assumed a symbolic interactionist 
perspective but it is equdy appropriate for investigators to corne to a 
grounded study nom a variety of other conceptual perspectives, based on 
the fit with their research questions (p. 150). 

An examination of research using grounded theory approaches revealed the diverse 

theoretical and conceptual perspectives that have been used as guiding fkameworks. For 

example, Murphy (1992) employed a Me-span developmental perspective to guide the 

development of initial sensitising questions and to "maintain [her] awareness of the highly 

varied context within which sibling relationships develop" (p. 150). Matocha (1992) 

developed four domains of basic needs concepts using past experience, research, and 

theory to guide her study focused on caregivers of persons with AIDS. Detzner (1992) 

used continuity theory (Atchley, 1989) and family confiict theory (Sprey, 1979) to 

interpret the life histories of Southeast Asian refbgee eiders in his study of farnily confiict. 

Other researchers have used specific concepts as guiding perspectives. For example, Daly 

(1992b) employed the symbolic interactionist concept of "transformation of identity" 

(Strauss, 1959) as a set of sensitising concepts for approaching his study focused on the 



process of becoming adoptive parents. Lightbum (1992) used different definitions of the 

concept "mediationy' to guide her research on special needs adoptive fkiies.  

Recognising the limitations of previous theoretical approaches to the study of 

family member roles in long-term care facilities and the contribution that other theories 

can make to this substantive area as weii as to the development of substantive grounded 

theory, 1 developed an alternative h e w o r k  which served to guide the present study. 

This framework integrates ideas and concepts fiom symbolic interactionism, an ecologicd 

perspective, and the conceptual framework of the caregiving career (Aneshensel et al., 

1995). In the present study, this guidhg perspective (as weli as the ernpincal titerature 

discussed in the literaîure review) was used to provide a set of initial sensitising concepts 

(e-g., meaning, behaviour, expectation, context) and relationships, to guide the 

development of sensitising questions and i n t e ~ e w  guide questions, and to provide 

"theoreticai sensitivitf' into the nature of roles and role development throughout the 

project. 

The nature of the conceptual guiding framework 1 chose to inform my study was 

infiuenced greatly by my own experience working in a long-term care facility over a period 

of six years. Throughout that six-year period, 1 became increasingiy aware of, and 

intrigued by, the undertakings of a specific group of people - a group of people who 

appeared to have a strong presence withui this pdcular long-term care facility. Five years 

later, 1 still recall vivid images of specific individuals within this group. There was Helen, 

and 1 use pseudonyms, a talented artist who decided one day that she wanted to preserve 

the mernories of the residents who lived in the home and set out to paint as many residents 

as she could before she herself became ill. Those resident portraits now decorate the walls 



of the facility. There was Thomas, who arrived punctually at 8100 a.m., 12:OO noon, and 

5:00 p.m., 7 days a week, to feed and visit with his wife. There was Margaret, a locai hair 

dresser who would corne and set her mother's hair once a week knowing fÙlJ well that she 

could not possibly leave without also setting her mother's roommate's hair. And, there 

was Edna, who, two years after her husband's death, continued to volunteer at the home, 

ensuring that residents got to and fiom programs on tirne, and helping residents finish 

projects in the c r d  room. These people represent just a few of the family members of the 

older adult residents I got to know while working at the home. 

Over the six-year period, close relationships developed between some of the family 

members and me. 1 remember, for example, spending hours, over several days and nights, 

sitting with one of these family members at a hospital while her father gradually passed 

away. We cried together and we supported each other, and we continued to have contact 

with each other d e r  that episode. In fact, this particular famiy member still corresponds 

occasionally. Although 1 had never myself played the role of farnily caregiver to an 

uistitutionalised relative, 1 became veiy much aware of the presence of the farnily members 

in the home and gained first hand knowledge of some of their expenences and struggles in 

such a role. 

In taking stock of my own assumptions and expenences related to institution-based 

wegivers, it occurred to me that those six years working in the long-term care faciiity had 

afEected my life in many ways. That experience not only continues to influence the things, 

people, and situations 1 choose to research; those stiil vivid images also shape the way that 

1 read and interpret the literahire and were an ever-present influence throughout the 

development of this research project. As 1 conducteci my literature review, for example, 1 



was uncordortable with the task-assignment approach which seemed to dominate much of 

the research on family member roles in long-term Gare settings. In my own experience 

working with family members, it seemed to me that M y  rnembers developed roles for 

themselves b a s 4  on their own unique circumstances and what they felt needed to be done. 

I aiso sensed that famiy member roles were ciosely linked to the individual f d y  

member's perception of the self. For exarnple, Margaret, the hairdresser discussed eariier, 

developed a role within the institution based on her sense of self as a hairdresser and the 

skiils she possessed related to her hairdressing career. Thus, family members performed a 

wide range of activities, technical and non-technical, depending on their own skills, their 

own sense of self, and on their own definitions of what their role should be in the care of 

their loved ones. The conceptual guiding fiarnework informing this study, therefore, is 

more in keeping with the perception that 1 have of family member roles in long-term Gare 

facilities based on my experience working with them. 

Conceptual Frnmework Guiding the Study 

The M&ng of Roles 

UnWce the conforxnist, task-based approach of Litwak's (1977, 1985) theory, this 

fiamework is centred around the Symbolic Interactionist's notion of the role m h g  and 

role taking process (R. H. Turner, 1962). Symbolic interactionists maintain that humans, 

in this case family members, do not merely passively confonn to others' expectations. 

Instead, humans actively and creatively constnict and modify roles through interaction in 

specitic social settings based on the meaning which they attach to actions or situations. 

Blumer (1969, p. 2) discussed the three prernises which underlie a symbolic interactionist 



approach. First, human beings act toward things based on the meanings that the things 

have for them. Second, the meaning of such thuigs is derived £iom, or &ses out 05 the 

social interaction that one has with othen. And third, these meanings are handled in, and 

modified through, an interpretive process used by the person in deaihg with the things she 

or he encounters. 

From this fiamework, îherefore, family member roles are constructed and 

rmnstructed over time in a dynamic and fluid role-taking and role-making process (R- H. 

Turner, 1962). This role-taking and role-making process includes defining and re-demg 

the situation, interpreting and re-interpreting the behavioural and verbal gestures and 

expectations of others, and ongoing negotiation processes. Thus, the important factors 

here, which are dflerent fkom the task-assignment approaches, are the fucus on the 

meaning of the role for f d y  members and the interactive processes by which meanings 

are developed, re-evaluated, and modied over time (Blumer, 1969; R H. Turner, 1962). 

Further, meaning and behaviour, here, are integrally linked. The meaning that family 

members scribe to their roles both influences and is iduenced by role behaviour and the 

activities and tasks that a family rnember may choose to perform (Fife, 1994). 

Nonetheless, "the meanings that things have for human beuigs are central in their own 

right. To ignore the meaning of the things toward which people act is seen as fdsifjmg the 

behaviour under study" plumer, 1969, p. 3). 

The situation and meaning of the situation for the family mernber is continually 

defined and re-defined through interaction with others, both within the irnmediate situation 

and outside of the immediate situation, and through a complex "process of interpretation" 

(Blumer, 1969, p.5). Thus, the focus is aiso on the thinking or "deliberative capacities" (J. 



H. Turner, 1988) of f d y  members and how, using this deliberative capacity, family 

members actively seek, choose, take and make roles for themselves. This process of 

"interpretation of the situation" (Blurner, 1969, pp. 83-89) is dso commonly referred to as 

the concept of "the definition of the situation" (Thomas & Thomas, 1928; Waller, 1970). 

Wkhin this concephiaiisation, family member roles c a ~ o t  be differentiated sirnpiy by the 

types of tasks they peflorm, are never static, are certainiy not pre-determined, but are 

based on meaning and are actively created and re-created in the context of different social 

interactions and ever-changing circumstances. 

Tne Impodance ofConteii. Pusitionioity und the I . d i a t e  Se#ing 

In order to appreciate the rneanings that family members express, it is important to 

understand the contexts of both the behaviour and its interpretations (Sankar & Gubrium, 

1994). Context, in this fiamework, refers to the "po~itionality'~ (Jaff& Miller, 1994) or the 

unique persona1 circumstances or situations of individual family members and the 

"irnmediate setting" (Bronfenbre~er, 1979) or the long-tem care facility within which the 

roles are being played out. 

Related to "positionality", family members bring to the caregiving situation a 

unique set of interconnecteci characteristics, some more stable than others, and unique 

biographies of experience. These characteristics and biographies of experience include: 

self-conceptions, stocks of knowledge at hand, personality and psychological factors, 

health and physical factors, temperarnents, skills and capabilities, as weli as 

sociodemographic characteristics. 



One of the moa important of these characteristics to roles and role deveiopment is 

a person's sense of self. SeKconceptions, sirnilm to what Mead (1934) called "selî', are 

de&ed as "a relatively enduring configuration of attitudes, dispositions, definitions and 

feehgs about oneself that selectively Hters the self-image in concrete situations" (J. H. 

Turner, 1988, p. 103). Zurcher (1983, p. 13) summarised the importance of seK 

conceptions in role development: 

... self concepts, that is, the way we perceive ourselves (Hewitt, 1979; 
McCd and Simmons, 1966; Heiss, 198 1; Strauss, 1959) . . . provide us with 
a sense of personal continuity as we enact roles in diverse social settings. 
Within each setting, we negotiate with other people both Our own and their 
identities (Stone, 1962; Gofian, 1969; Strauss, 1978) ... Some roles, 
because they are embedded in social institutions and organisations, are not 
very flexible. Nonetheless, we usudy tuid ways to enact even the most 
stmcturaily rigid roles in a manner consistent with our own self-concepts 
and with Our interpretation of the social setting. Ifwe are expected to enact 
a role only vaguely defined in a social setting, we usudy find a way, 
guided by Our self-concepts and through interaction with others in the 
setting, to establish a workable role for ourselves. 

Due to the relevance of self-conceptions in the role making and role taking process, 

Silverman and Gubrium (1994) recornmended that researchers gain an understanding of 

"who" the caregivers are before attempting to answer the "why" or "how" questions. 

Another important factor in the role-taking and role-making process is a person's 

"stock of knowledge". Similar to R H. Turner's (1962) "cultural fiameworks" and "folk 

noms of consistency", Schutz (193211967) dehed "stocks of knowledge" as "ordered 

past expenences". This complex set of cognitions help people structure their perceptions 

of; and orientations to, others in the situation (Schutz & Luckman, 1973). A "stocks of 

knowledge" warehouse includes knowledge of cultural frameworks, knowledge from past 

experiences in the specific role, knowledge from past experiences in other roles, and 



general inventories of role conceptions. These "ordered expenences" are combined and 

recombined in order to interpret meanings in particular contexts (J. H. Turner, 1988). 

It is important to note that because family members bring different sets of 

characteristics to the situation, they may experience and d e h e  the carepiving situation 

differently and thus wiU develop individual, unique roles accordmg to their particular 

situations. For example, adult chiidren may be facing dierent circurnstances (e-g., 

employment, parent of younger children) at the tirne they are involved in the caregiving 

role than spousal caregivers. Some adult children caring for older adult relatives may be 

dealing with very dserent life circumstances than other adult children caregivers. Also, 

spouses have dserent relationships with their husbands or wives than adult children have 

with their parents. "Since these stnictured relationships [and different circumstances] 

channel the caregiving experience, differences should be evident" (Clair, Fitzpatrick, & La 

Gory, 1995, p. 198). Further, those who have been carhg for a much longer period of 

tirne wili have a larger "stocks of knowledge" warehouse to examine their role through 

and to draw on than those who are relatively early in their caregiving careers. 

Ecological theorists (e.g., Bronfenbrenner, 1979, 1989; Lemer, 1984; Lewin, 

193 1, 193 5, 195 1) and some symbolic interactionists (Fine, 1992, 1993; Stryker, 1980), 

however, suggest that knowing the person performing a certain role is not enough. They 

suggest that the person and the environment are interconnected and, therefore, in order to 

understand human behaviour and rneanings, persons and environment must be considered 

jointly. The environment within which the person is located, particularly the imrnediate 

setting, WU have a sigmfïcant impact on the person and vice versa. Each irnmediate 

setting, in this case the long-term care facility, is made up of a distinct set of 



intercomected characteristics which include: the organisation's philosophy; its policies 

and procedures; its programs, activities, and supports available; its power structure; the 

physical structure of the setting and other physical factors; and the c h a t e  within the 

institution. As many have suggested, the degree and range of fafnily member roles in 

institutionalised settings rnay be limited by the institutional policies and availability of 

programs and resources which may or may not encourage family member involvement 

(Brody, 1986; Dobro& 1976; Dobroff & Litwak, 1977; Hansen et ai., 1988; Safford, 

1980). A long-term a r e  facility, for example, which welcomes and encourages family 

participation and provides the oppominity for f d y  member involvement in support 

groups, fandy councils, recreational programs, interdisciplinary team meetings, volunteer 

capacities, and so forth may foster very dEerent farnily member roles than those facilities 

which are unable to provide similar opportunities. Fine (1992) referred to these structural 

constraints on action as the "obdurate reality". 

Recognising the "obdurateness" or the objective reality of Our world, Fine (1992) 

called for a "Synthetic hteractionism" which links micro perspectives with issues of 

structure. Fine (1992) emphasised that an understanding of meaning and the role-making 

process could not be understood apart from their broader contexts: 

Even an understanding of the definition of the situation that stresses the 
role of the agent in creating meaning must be understood with reference to 
institutional orders, if we wish to understand what definitions are possible 
and what effects can come about. I contend that this is not a merging of 2 
separate approaches - one based on agency and the other on structure - but 
part of a seaxdess analysis of obdurate constraints. Agency is constrained 
at the same time as structure can be enabling (Fine, 1992, p. 93). 

He, however, aiso stressed that because individuals come to a situation ffom diierent 

perspectives and circumstances (positionality), and because individuals have their own 



interpretive capacities, their understandings of the situation wiii Vary. Due to different 

un der standing^^ the impact of the objective reality d not be the sarne for everyone in the 

situation. Individuds use their understandings of the physical environment to determine 

how they will proceed in the situation and how they will interact with others (Fine, 1993). 

Quite sbply then, syrnbolic interactionists and ecological theorists emphasise the 

importance of knowing "who" the caregiver is and "where" the roles are being played out 

in order to understand the meaning, behaviour and expectations behind the caregivuig role. 

As Luborslq and Rubinstein (1995, p. 99) noted: 'Meanings and identities are fluid and 

changeable according to the situation and the persons involved". In the sarne way, roles 

are fluid and changeable according to the persons involved and the contexts within which 

the roles are played out. 

Conceptual Framework of the Camgiiving Cmeer 

Extending the work of Ross (1991), this midy was aiso informed by the conceptual 

fiamework of the "caregiving careef' (Aneshensel et al., 1995) to reflect the directions 

and patterns that the caregiving experience may take over time. As wel as distinguishhg 

between the objective and subjective dimensions of career, Hughes (1971, pp. 405-406, p. 

125) dehed career lines as the "significant phases of careers and the sequences in which 

they occur ... the shifts fkom one weighting or combination of activities or pressures to 

another ... a sort of ninning adjustment ... the phases and tuniing points of one's whole We". 

A career includes the process and sequences of leaming the techniques and purposes of 

the position, the progressive perception of the whole system and of possible places in it, 

and the accompanying changes in conception of the work and of one's self in relation to it 



over time. The johhg of dierent life events, dinerent adaptations, daerent decisions, 

dierent conceptions create each person's unique career. 

Careers are characterised by specific qualities. Aneshensel and her associates 

(1995, pp. 18-19) outlined three characteristics of the concept of career. First, careers 

have a temporal component which is typicaily lengthy in duration. As the literature 

suggests, f d y  members often care for elderly relatives in the wmmunity for years before 

their relative is placed into a formal care facility. After placement, family members 

continue to provide care for several more years. Second, careers invoIve change over tirne, 

usually towards growth or maturation in the role. As family members gain experience as 

wegivers, they acquire care-related skills, and develop and mod* their role depending 

on the circumstances and what is required of them at various phases of the career. Finaiiy, 

weers encompass a cumulative experience that converges into a complete entity; that is, 

the various activities and responsibilities involved at each phase of a career make up and 

represent a person's entire career path. Providing occasionai care when needed to a parent 

or spouse in the cornmunity, to providing 24 hour care in one's home, to the transition to 

institutionalisation, to the death of a loved one and the subsequent readjustment together 

represent a caregiver's entire career. Some family members may begin their wegiving 

careers at different points or end their careers at different points, but the individual phases 

or sequences a family member goes through will represent her or his total caregiving 

career. 

The concept of career has been extended beyond the occupational realm by several 

researchers. For example, using the concept of "status passage", Glaser and Strauss 

(1968, 1971; Strauss, Fagerhaugh, Suczek, & Weiner, 1985) employed a career 



perspective in their examinations of critically ili patients and families in hospital settings. 

Brody (1985) used the terni caregiving careers to refer to the provision of successive care 

given to a number of impaireci relatives by one caregiver. She emphasised the serial 

involvement of caregivers with several care receivers over tirne. Ross (1 99 1) emplo yed 

Hughes' (1971) concept of career to study the evolution of elderly wives' caregiving 

careers foliowing the institutionalisation of their husbands. 

The caregiving career in the community goes tbrough several phases as the oider 

adult's needs gradually shift and increase over t h e .  Lewis and Meredith (1 988) suggested 

that family members' caregiving roles usuaiiy begin with a period of "semi-care". This 

penod involves relatively non-taxing tasks occasionaliy performed out of a sense of 

responsibility. As the older relative's needs escalate, the caregiving demands increase in a 

penod of "part-tirne full me" .  Eventually, community-based caregîving involves "fU 

m e "  with heavy demands piaced on the caregiver. Only when caregiving becomes too 

burdensome for caregivers do family members seek long-tenn care placement and 

relinquish their prirnary caregiving role. 

Other authors have described the multiple phases and transitions of the caregving 

career in the community. Given and Given (1991), presenting what they refer to as the 

"natural course" of caregiving, discussed four stages that f d y  caregivers go through. 

These stages include selection into the role, acquisition of care-related skills? provision of 

a r e ,  and cessation of care. Similariy, Wilson (1989) offered a three-stage career path: 

taking it up, deciding to become a caregiver; getting through it? enduring the unfolding 

sequence of problems entaileci in providing are;  and turning it over, relinquishing care and 

control to an institution. 



The institutionalisation of a care receiver fiirther represents a pivotai point in a 

caregiver's career (Aneshensel et al.., 1995; Zarit & Whitiatch, 1992). Family members 

must again struggie to re-define their roles and adapt to sharing the care of their loved 

ones with staEmembers. Some researchers have suggested that family members may go 

through diierent patterns of caregiving as  they learn to adapt to their caegiving role 

within the long-term care facility (Rosenthal and Dawson, 1992; Townsend, Noelker, 

Deirnling, & Bass, 1987). Using the data coflected in a large study examining wives of 

institutionalised husbands. Rosenthal and Dawson (1992) presented a four stage 

conceptual modei of the process of family members' adaptation to the institutionaiisation 

of a loved one. In their model, feelings of ambivalence and uncertainty as weU as 

emotional and physical debilitation predomuiate in the first stage. As the mental and 

physical status of the caregivers improve, they become heavily, perhaps too heavily, 

involved in the care of their loved ones in the Assisting/Action Stage. As role clarity 

increases through negotiation with staff and as family members become more and more 

accepting of the situation, they relinquish some of the tasks and begin to redefine their 

roles much more realistically (Relinquishing! Augmenting Stage) . B y the final stage 

(Adaptation/Resolution), f d y  members have positively adapted to the circumstances of 

institutionalisation and are better able to baiance their own needs with the needs of their 

spouse or parent. Family members continue to restructure their roles within the institution 

based on their changing definitions of the situation and their abilities to cope with the 

situation. 

Nonetheless 38% of the wives in the Rosenthal and Dawson study did not appear 

to adapt as positively to their caregiving experiences. Thus, Ross (1991) suggested that 



two different patterns of caregiving reflective of different coping capacities and varied 

intrapersonal (patient's healîh, caregiver's self-rated heaith, depressive symptomatology, 

morale), interpersonal (manta closeness, perceived marital status), and institutional 

factors (satisfaction with unit, satisfaction with statf; and satisfaction with the overaii 

arrangements for care) may emerge. The wives who did not appear to cope as well with 

the detenoration of a loved one over time were caring for husbands with physical 

impairments, reported no change in marital closeness, and were more dissatisfied with the 

unit, s t a  and overali quality of a re .  On the other hand, wives who were caring for 

spouses with cognitive impairments, who reported a change in marital closeness over tirne, 

and who were much more satisfied with ali aspects of care appeared to be significantly less 

depressed at the end of the nine month study period. 

Other researchers have conceptualised the caregiving career as encompassing the 

entire career path of wegivers, from the early phases of taking on the role, to long &er 

the care receiver has died. Aneshensel and her colieagues (1995) used a three-stage 

conceptualisation of career to examine the roles of family caregivers beginning in the 

community, through the transition to nursing home placement, and through the 

bereavement and adaptation process following their loved ones death (see Figure 1). The 

three stages in a typicd caregiving career accordhg to Aneshensel and her colleagues are: 

1 .  Role acquisition - the recognition of the need for the role and the assumption of 
its obligations and responsibilities; 

2. Role enacmient - the performance of role-related tasks within the home and, for 
some, within the forma1 setting of a long-term care facility; and 

3 .  Role disengagement - the cessation of wegiving and the returning to other 
venues of Me that typically foiiow the death of one's impaired relative (p. 23). 



p..... 



My focus in the present study, however, was primarily on the institution-based 

caregiving career. Nonetheless, Aneshensel et al.'s (1995) conceptuai mode1 points to the 

importance of recognising that each single stage in a caregiving career represents only a 

piece of the entire wegiving career path. They fùrther emphasised: 

The meaning and impact of one's current caregiving experience are shaped 
by what has passed before and by what is anticipated in the future. The 
caregiving weer  is not static: In addition to the present, each phase 
embodies a history and foreshadows a future (p. 19). 

Also, although 1 found this research on the caregiving career important in its 

conceptualization of caregiving as a sequence of episodes and events which accumulate to 

make up the total experience rather than a single, self-contained episode, I found myself 

uncornfortable with the use of the term "stage" to describe the episodes or phases in the 

caregivïng career. The term "stagey7 seemed antithetical to the essence of the concept of 

career and the dynamic nature of careers that Hughes (1971) so aptly described. 

Aneshensel et al. (1995), however, provided a definition of stage which was more in 

keeping with how 1 envisioned the notion of career. They stated: 

A stage is not necessarily a period of stability . .. ail caregivers who are 
engaged at the same stage are not inevitably exposed to identical 
conditions; on the contrary, within each stage caregivers experience diverse 
circumstances. Moreover, the rapidity and direction of change and the 
timing and sequencing of transitions fiom one stage to another varies 
substantialiy arnong caregivers. Thus, we regard the stages of caregiving as 
heuristic devices that help us both detect the threads comecting each part 
of caregiving to its other parts and identiw conditions that move caregivers 
dong their career trajectories at dEerent rates and at diftérent 
psychological and material costs to themselves (Aneshensel et al., 1995, p. 
23). 

This definition of stage recognises both the commonalities in the caregiving experience as 

weli as the individualistic aspects of the caregiving experience which serve to create 



unique and different caregiving roIes and career paths. Further, this definition of stage 

does not view the penods and phases of caregiving as static but as fiuid and dynamic 

diaieaics in the caregiving career. 

Thus, dependiig on their coping capacitieq the f d y  member role wiil change 

over the caregiwig career as family mernbers adapt to dierent circumstances, different 

pressures, and ever-changing definitions of the situation. A caregiver's unique career path 

d be a fiinction of the dserent sets of characteristics both w i t h  and outside of the 

long-tem care setiing that will "tum them in one or another of many directionsy7 one 

might take (Hughes, 197 1, p. 406). As a caregiver travels through each phase and turning 

point in her or his career, one set of roles will be constantly created and recreated into 

another set of roles. The career line will thus reflect penods of stability and periods of 

instability or change. These roles, responsibilities, and behaviours will continue to shift 

over the caregiving career within the institutional setting. Caregivers at different points in 

their individual caregiving careers may thïnk about their roies differently and, in him, may 

have different expectations for themselves and may react differently in ternis of their role 

behaviours. 

Guiding Pempective: A Sumnuuy 

The conceptual framework presented here has several basic assumptions which 

served to guide and ùiform the present shidy. First, family mernber roles cannot shply be 

dzerentiated by the types of tasks performed or by role expectations. Family member 

roles, instead, are based on the meaning and purpose that a famiIy member ascribes to her 

or his "role" which both influences and is influenced by role behaviour, role expectations, 



and the role expenence. In this way role meaning, behaviour and expectations are 

integrally linked. Further, family members do not merely conform to role expectations but 

actively create roles in dynarnic interactions with others both within and outside of the 

long-term care setting as part of the role-taking and role-making process. Second, the 

role-taking and role-making process is shaped b y both the circumstances and 

charactenstics of the family member (i.e., the positionality of the caregiver) and the 

characteristics of the long-term a r e  environment (Le., the immediate setthg in which the 

caregiver role is played out). Family members' self conceptions, stocks of knowledge at 

hand, as weli as other factors important to the caregiver, influence and are infiuenced by 

the types of roles family members will seek to play, how those roles are developed and 

played out, and the famiy members' adaptation to the caregiving experience over tirne. 

Environmental features such as policies and procedures, the availability of prograrns and 

supports, and the physical structure of the facility can also limit or facilitate family member 

involvement and thereby shape family member roles and role behaviour. Finally, roles are 

uniquely and actively constructed and reconstructed over the caregiving career as family 

members adapt to the caregiving experience as well as to changes both within and outside 

of the setting over the .  Thus, fiom this perspective, it is important to understand how 

family members think about themselves as weii as how they think about their role in their 

specific and unique contexts. It is also important to understand the immediate setting 

within which these roles are played out. 

This guiding fiamework is consistent with the sociological perspective of 

interpretivism (Guba & Lincoln, 1981; 1987). According to interpretive social scientists, 

"realities exist in the form of multiple mental constructions, socially and expenentially 



based, local and specinc, dependent for their f o m  and content on the persons who hold 

them" (Guba, 1990, p. 27). The role of the researcher is to discover, describe, and 

understand Lived experience through the participant's own understanding and 

interpretation of events, behaviours, and situations (Greene, 1990). Thus my objective 

was to gain a comprehensive understandmg of the roles of adult daughters in a spenfic 

long-term w e  facility fi-om the perspectives of adult daughters diectly involved within 

the institution. 

It is important to stress, however, that it was not my intent in this study to test any 

of the assurnptions presented in the guiding fiamework. The guiding perspective served to 

S o m  the present study; that is, it provided a fiamework fiom which to approach the 

study and interpret the findings (Strauss & Corbin, 1990). The fiamework presents a way 

of viewing the nature of roles and how roles are developed over t h e .  It does not address 

the content of roles -- the characteristics, components, feahires, dimensions, or themes 

associated with the caregiving role. Guided by the cartographie features of role meaning, 

behaviour, and expectations, it is in this area that the present study can contribute to the 

development of a grounded substantive theory of family member roles in long-tem care 

facilities; a grounded theory that addresses what institution-based caregiving roles look 

like and why they look the way they do from the family members' perspectives. 



METHODOLOGICAL APPROACH AND RESEARCH DESIGN PROCEDURES 

1 chose to use a naturalistic, inductive methodologicai approach for the present 

shidy. A naturalistic methodology (Lincoln & Guba, 1985) was consistent with the 

hterpretive nature of the concephiai fiamework guiding the study. Further, a naturalistic 

approached seemed the most appropriate for this study because such an approach dows  

for the emergence of multiple perceptions or meanings held by the participants themselves 

(Lincoln & Guba, 1985; Schwandt, 1994; Strauss & Corbin, 1994). 

Lincoln and Guba (1 985) described the characteristics of a naturalistic inquiry (see 

pp. 39-44 for a detailed description). Naturalistic studies are camied out in the natural 

setting in which the lived experience and meanings are embedded and involve the 

researcher as the primary data-gathering instrument. Naturalistic approaches recognise the 

contribution that intuitive and felt knowledge as well as propositional knowledge can 

make to our understandings of lived expenence. Such approaches also ernphasise that the 

participants' constructions of their own experience and the multiple meanings of events 

and situations for people c m  only be appreciated through the use of tacit knowledge. 

Naturalistic approaches employ methods and strategies that are more appropriate for 

tapping into and understanding lived experience. They employ: (1) qualitative methods 

and emergent research designs which are developed and modified as the research process 

unfolds rather than quantitative methods; 

strategies rather than random sampling 

(2) purposive/selective and theoretical sarnpling 

strategies, and (3) inductive data analysis and 
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grounded theory rather than deductive data analysis and theory verification. Naturalistic 

inquiry recognises that participants are in the best position to understand and interpret 

their lived experiences within the specific contexts these experiences take place. Thus, 

naturalistic researchers often go back to the participants for verification, confirmation, and 

elaboration of the meanings and interpretations emerging fiom the data. Further, 

conventional cnteria (i. e., internal and extemal vaiidity, reliability, and objectivity) for 

judging the goodness or quality of a study are not applicable to naturaiistic inquiry. 

Instead, naturalistic researchers substitute two alternative sets of criteria: tnistworthiness 

criteria and authenticity critena. The tnistworthiness critena include credibility, 

transferability, dependability, and confirmability (see Guba and Lincoln, 198 1, 1994; 

Lincoln & Guba, 1985). The authenticity critena include ontological authenticity, 

educative authenticity, catalytic authenticity, and tactical authenticity (see Guba & 

Lincoln, 1989, 1994 for a discussion of the criteria). 

In designing the present study, 1 consulted and utilised the characteristics of 

nahiralistic inquiry. Further, 1 employed the specific techniques of the grounded theory 

approach (Glaser & Strauss, 1967; Glaser, 1978) in order to gain a deeper understanding 

of the roles of adult daughten in long-term care facilities. 

Grounded theory fits well with a naturalistic approach as it ailows for the 

emergence of "multiple realîties and makes transferability dependent on local contextual 

factors" (Lincoln & Guba, 1985, p. 205). As with other qualitative methodologies, data 

collection, the identification of important patterns and themes, the coding of al1 data and 

the analysis of the data are conducted simultaneously throughout the research process in a 

grounded theory methodology. However, the grounded theory approach diEers fiom other 



forms of qualitative methods primarily in the strategies that are employed to code and 

reduce the data and in the ultimate goal of the analysis (Murphy, 1992). The goal of 

grounded theory is the development of inductively denved grounded substantive and 

formal theory about a phenornenon (Strauss & Corbin, 1990). Thus, in studies ernploying 

grounded theory methodologies, theoreticai concepts and hypotheses both emerge flom 

and are systematically vedied in the data (Murphy, 1992). One of the strengths of 

grounded theory is that it not only identifies commonalities among participants but also 

accounts for the "negative cases" (Kidder, 198 1 ; Lincoln & Guba, 198 5). My goal in this 

research project was to develop grounded substantive theory pertaining to how adult 

daughters think about their roles in a specific long-term care facility, what they choose to 

do in those roles, what factors influence how the caregiving roles are deked, and how 

these roles might shift over the institution-based caregiving career. 

Consistent with a naturalistic inquiry, I used in-depth active interviews with adult 

daughters and persona1 logs as the primary data collection strategies. The specific details 

of the interviews and the personal logs are described later in this chapter. Before 1 

continue, however, a note is warranted about my approach to this chapter. 1 have often 

been disappointed in the methods sections of the written accounts o f  qualitative research 

projects. In much of the literature, it is difncult to get a complete sense of the research 

process, particularly the data collection process. In studies using interviews, for exarnple, 

we typically report how many i n t e ~ e w s  were conducted or the sample "n", how the 

questions were asked, how information was recorded, and where interviews took place, 

(Oakley, 198 1). What is typically missing from Our accounts, however, are factors such as 

those conceming how the research design decisions were made as the research progressed 



and what factors influenceci those decisions. Further, those who use theoretical sarnpling 

procedures ofien identify that they were doing so, but rarely describe in detail how that 

process unfolded. As Oakley (198 1, p. 3 1) suggested, qualitative strategies such as 

"inte~ewing [are] rather like maniage: everybody knows what it is, an awful lot of 

people do it, and yet behind each closed fiont door there is a world of secrets". Thus, "our 

presentations of research becorne research as it is described and not research as 

expenenced" (Stanley & Wise, 1979, p. 360). 1 wanted my description of the research 

process to reflea research as it was experienced during this project. 

Lincoln and Guba (1985) discussed the various techniques for establishing 

trustworthiness in qualitative inquiries. Audit trails are suggested for establishing both 

dependability and confirmability of a study. Although 1 did not have a formal audit trail 

conducted in this project, 1 felt that in order to address the auditability of the study, the 

methods section should include thick description (Geertz, 1973) of the methodological 

strategies used and how the emergent research design unfolded as the study progressed. 

Starting from the selection of a research site, therefore, I provide detailed description 

regarding what was done throughout the research process and the decisions that 

influenced how the research process unfolded. 

Tbe Research Site 

In order to examine the roles of adult daughters of institutionalised older adults in 

a specific setting, 1 selected one long-term care facility in the Kitchener-Waterloo area for 

the study. The criteria for selection of a site were as foilows: 



Placement of a relative into a long-term care facility is often considered to 
be a permanent move. The stay of a relative in an acute care hospital or a 
chronic care ward in an acute care hospitai, on the other hand, may be 
cunsidered temporary and thus may be defined dflerently by caregivers 
than placement into a long-tenn care facility. Thus, to avoid these potential 
wnfounding factors, I decided that the fâcility should be a provincidy 
regulated nuning home or home-for-the-aged providing extended, long- 
term care to its residents. 

The present study was focused on gaining an understanding of adult 
daughters at diierent stages in their institution-based caregiving careers. In 
order to obtain adult daughters both in the early stages and in the more 
experienced stages of their careers, the fàciIity had to be in operation for a 
minimum of three years, and had to have been admitting residents on a 
f d y  reguiar basis over that tirne period. 

h i e  to the potential daerences in the caregiving expenence depending on 
the care receiver's hedth statu, the foais of this study was on those adult 
daughters of residents with cognitive impairment. In order to recruit a fairly 
large number of adult daughters caring for persons with cognitive 
impairment, the facility had to have a large proportion of residents with 
cognitive impairment. 

The Nursing Home chosen met ail the critena listed above. 

The administration of the home chosen ais0 had a strong cornmitment to research, 

perhaps because the home is partly owned by a researcher. In an informai meeting with the 

Director of Nursing, before the home was chosen, it was stressed that an important future 

goal of the home was to becorne a teaching nursing home, much in the tradition of the 

teaching hospitals. The administration's cornmitment to research is also articuiated in the 

homes Philosophy of Resident Care: "WE BELIEVE that the Administration has a 

cornmitment to promote education and studies in Gerontological care" (Facility 

Department Manuai, p. 2). Two objectives related to the advancement of knowledge are 

also listed in the Philosophy of Resident Care Manual. The objectives of the home aated 

in the Manual are to: 



1. Foaer an environment which encourages creativity and inquiry and 
contributes to the advancement of knowledge in gerontology; and 

2. Participate in studies which contribute to improvements in 
gerontological care and advancement of knowledge related to aging (p. 
4)- 

Thus, conducting research and making links between research and practice were very 

important endeavours to the administration of this home. At the time of my project, there 

were two other research projects being conducted in the home; however, neither project 

involved residents' family mernbers. When 1 chose the home, 1 had hoped that this 

commitment to the advancement of knowledge would d o w  me easier access to the family 

members and the documents in the facility relevant to the study. As expected, the 

administration of the facility was very receptive to my research and very supportive and 

CO-operative throughout the project. Nonetheless, 1 should also note that because of their 

commitment to research, this home may not represent a typicd nursing home environment. 

Gaining an Understanding of the Inunediate S d n g  

Guided by the theoretical fkamework infomiing this study, particularly its focus on 

context, it was important for me to understand the roles of adult daughters within the 

speciiic immediate setting in which the roles were being played out. This meant gairing an 

understanding of the long-term care facility. Once the facility was identified and 

permission was obtained fiom the administration of the home to conduct the research 

project in the facility, 1 began my examination of the facility itself. This involved examining 

facility documents such as the Philosophy of Care as well as documents handed out to the 

family mernbers as part of the orientation to the home. As part of this phase of the project, 

1 also conducted open-ended, formal interviews with three key members of the 



administration (Le., the administrator, the director of nursing care, and the activity 

diector). These i n t e ~ e w s  were tape-recorded with the interviewee's consent and then 

transcribed verbatim. A List of the questions that were included in the i n t e ~ e w s  with the 

administration are presented in Appendix A. Specificaliy, the purpose of these strategies 

was to uncover how the institution was run; the mandate, policies and procedures of the 

institution and the philosophy of the administration, particularly in relation to family 

member involvement within the institution; and the programs and suppons, if any, 

specificaily related to family member involvement within the institution (e-g., family 

member involvement on care teams, support groups, counselling programs, educational 

programs, family/resident activity programs, famiiy volunteer programs and so forth). 

The information obtained fiom this phase was used prirnarily to provide a thick, 

detailed description of the long-term care setting; that is, to place the adult daughters' 

stories and the findings of the shidy in a specific context. The information also served to 

frame the ongoing andysis of the data and interpretation of the findings. 

D d p t i o n  of the Research Site 

The facility chosen for the study was a large provincidy regulated, family-owned 

nursing home with 95 extended w e  beds. Thuty-six of the extended care beds were 

located in a Alzheimer's Unit specifially designed to rneet the specialised needs of 

persons with Alzheimer's disease or with other Unesses causing dementia. The home also 

provided accomrnodatiow in private, semi-pnvate, and two-roomed retirement suites for 

20 residents who require less care than those living in the nursing home. The relatively 

new facili~, was in its nfth year of operation in its present location at the tirne of the 



project. It also was part of a growing multi-level care comrnunity with the goal of 

eventualiy providing a continuum of long-term care accommodations to seniors in the 

area. 

A Board of Directors oversees the operation of the facility, and a cornmittee of 

senior administrative staf f  runs the day-to-day operations. The senior administrative staff 

uicludes the Acting Adrninistrator, the Director of Nursing Care, the Activity Director, the 

Director of Food SeMces, and the Duector of Residential Care. The facility also has a 

Chaplain on staff' and employs approxhnately another 1 O0 staff members. 

History of the Hume - The facility was originally opened in the early 1960s in a diEerent 

location than where the present home is now situated. The Adrninistrator expiained the 

history of the facility during my interview with him: 

[The original site of the facility] was on Woolwich Street in Kitchener and 
it existed there, 1 guess, for close to 30 years.. .The original building was 
actuaily a residence. In the 1940s and 1950s, a lot of the redly nice homes 
in the Kitchener-Waterloo area were in Waterloo, were in that area dong 
Woolwich Street. It was a rural area and they were rural estates. And, so 
one of the more prominent families in Kitchener owned that house, 1 can't 
remember who it was ofniand and so it was originally a persona1 residence 
that was then converted into a nursing home with an addition on the back 
of it. In any event, the home was purchased in 1987 from the original 
owners and then in 1991 the nursing home beds, 52 nursing home beds 
were moved fiom [the old location to the new location]. . . .43 beds were 
won on tender, this was back in the days when we were expanding the total 
number of long-tem a r e  beds and so they would say there were X number 
of beds available and they'd entertain offers for those beds. We won an 
additional 43 beds. 
Su, in 1987 the home was bought by your famoly? 
That's right. 



The Alzheimer's Unit was a unique feature added to the building structure of the new 

home, and 36 of the 95 extended care beds were reserved for residents needing this 

specialised type of care. 

Facility's Philosophy Regmdng Fmiiy Meniber Involvement - The Philosophy of 

Resident Care as stated in the Department Manual of Nursing Policies makes reference to 

the M y  in one of its nine philosophy statements. The specific statement related to the 

famiiy States: 

We BELIEVE that excellence in health care is predicated on an holistic 
approach and is achieved through collaboration and CO-operation of the 
multi-disciplinary team, the resident, and hidher family (p. 1). 

The Administrator fùrther articulated the home's philosophy toward farnily member 

involvement in the facility: 

Our philo~ophy~ and we hope it's borne out in Our practices is that families 
do play an active part in the home, not only in terms of active participation 
in the care of a resident, that is in tems of being appraised of the resident's 
health changes or their existing condition and what treatment we're trying 
or planning t o  try7 but also in tems of their visiting. Although we can't 
require that, we certainly encourage it. And, we encourage it not only 
indirectly but through active means such as family nights and family dimers 
and special events and that sort of thing. So, we attempt to involve them as 
much as possible. We h d  that fiom a psychological standpoint, there's 
only so much we can do for residents. We can't substitute for family. We 
can certainiy go a long way towards their psychological and emotional 
heaith but we can't substitute for family so we recognise the family as an 
important element of the overaii care of the person. Therefore, we try to 
encourage their participation. That has met with success in some cases and 
not success in others but we do what we can. 

He also emphasised that the home had a responsibility to the family as part of their 

clientele: "They're, on one hand, part of Our clientele and then, on the other hand, very 

much a part of the caregiving." The Director of Nursing Care and the Activity Director 



both shared similar perceptions of the facility's philosophy regarding fàmily member 

involvement in the home. For example, in my i n t e ~ e w  with the Director of Nursing Care, 

she stated: 

Our phiiosophy of care is very rnuch holistic, fiom the nursing point of 
view. It is not just w a s b g  and dressing and keeping people clean. We try 
to meet their social needs, their emotional needs and their spiritual needs 
as weU. So, as a result the families are a vital part of that because they are 
part of the social background. 

The Administration of this particular home believed that family member 

involvement within the home was an important component in the provision of quaiity care 

to the residents. Thus, during interviews with The Administrator, The Director of Nursing 

Care, and the Activity Director, each of them spoke at length about the various ways they 

formally encourage family member involvement. This process began at the Admission 

Care Conference. The Director of Nursing Care explained the procedures and purpose of 

this Conference: 

On admission we have what we cal1 an Admission Care Conference in 
which the families are invited, d l  the members of the family are welcome to 
attend and at that care conference we ask the families [about their 
resident's] social background, their educational background, we get as 
much history as we can, their heaith background as well because often 
times a doaor will forget to write in things that happened during their 
lifetirne that the farnily will remember. So the famiy is very involved in 
giving us that initial information, package of information. From that 
conference of information, we set up Our plan of care for the resident. So 
they are involved right fiom the beginning in giving us the history for the 
care plan, for the plan of care and that usually takes us about an hour to 
gather up that. It is an inter-rn~ltidiscip~nary conference because activation 
is there, pastoral care is there, dietaiy is there, as well as nursing and the 
Administrator. So that is where the families are first introduced. 

The administrator stressed the importance of involving family members in that Admission 

Care Conference: 



In terms of the Admission Conference, they're [the f d y ]  the most 
important part of the conference. That's why we have them there. Quite 
W y 7  it is to get as much information nom the family as we can and aiso 
to give them as much information about [the home] as possible.. . . We tell 
them about Our visiting policy, which is basically wide open. We tell them 
about their ability to  take the resident out of the building at any tirne, as 
long as they sign them out so we know where they are. We tell them about 
the quarterly care conferences that will be held so that they can corne and 
be part of that information trading session. We tell them about the fact that 
we inform them on an ongoing basis if the resident's heaith changes or if 
we need to get more information fiom hem or just to let them know about 
how they're [the resident] dohg. So, it's the philosophy, we don? 
necessarily specifically say, this is our philosophy, but we do talk about 
those various ihings which probably embody the philosophy without 
directiy talking about it. So it's [the Admission Care Conference] really 
completely an information sharing session where we answer whatever 
questions they have and tell them as much as we can about ourselves and 
they tell us as much about their family member [moving into the facility] as 
possible. So they' re highly important. 

Eveiy three months the home also conducts a Quarterly Care Conference for every 

resident. The Director of Nursing Care explained this conference to me: 

Every three months, we have what we cal1 a Quarterly Care Conference. 
So everybody in the building is done every three months and that is to 
coincide with the nursing home regdations that we must do a nursing 
assessrnent of that person's progress every three months.. But as a result 
we invite the families in to attend that conference and we ask them if they 
have any concems about the resident's progress. So, every three months 
they are welcome to corne and discuss with us what our goals are for the 
person., have we attained any of the goals, are Our goals unredistic, should 
we redefine the gods and the families participate in those conferences as 
well. 

The family members are infonned about the Quarterly Care Conferences at the Admission 

Care Conference. The Director of Nursing Care told me that the schedule for the 

Quarterly Care Conferences for the entire year for each resident is set up during those 

initial meetings with family members. Yet it was unclear whether or not family members 

were reminded of the up-coming Quarterly Care Conference for their resident closer to the 



date. The Administrator explained that the farnilies usudy do not participate in the 

Quarterly Care Conferences: 

The Quarterly Care Conference occurs irrespective of the farnily's 
involvement. Often thes farnilies won' t participate simply because they ' re 
durhg the day and they can't corne but we do try to inform family, 
especially, [the Director of Nursing Care] will if there's a buming issue 
with a particular resident, or if she knows the M y  is keenly interested in 
coming to one, or she knows they want specifically to talk about 
somethuig, she'll make sure they get inforneci. But, on balance, families 
don't come to care conferences because they're not very long, they're ten 
or meen minutes and the purpose of that is for the departments to sit 
down because it's a multidiscipllliaty session and go through the person's 
total care plan. The family would be more of a participant, more of an 
observer and that sort of thing aithough they certainly would be fiee to 
comment but 1 know their involvement isn't nearly as high as the admission 
conferences. 

As far as the day-to-day care is concerned, the Director of Nursing Care told me 

that f d y  members were aiso encouraged to participate in the direct care of the residents, 

but only if they wanted to. She stressed that there was "a fine line between making them 

[family members] feel obliged to do it and making them feel involved." Her sense was that 

those family members who were involved in the day-to-day care such as feeding were 

involved because of guilt. She stated: "Sometimes 1 think they [the family] come because 

they feel guilty if they don? come. You know, they have a sense that they need to be here 

when they [the resident] really could be fed without [the family] being here. They really 

would not have to be here." Thus, the nursing staff does not discourage family member 

involvement in day-to-day care unless they feel that either the resident or the farnily 

member is at risk. The Adrninistrator explained bis thoughts on this to me: 

A family member, iike a spouse or someone's in here and trying to lifi the 
[resident] on the bed, well that could be a problem, so we keep Our eye on 
that sort of thing. It doesn't happen a whole lot, very few circumstances 
where we have to tell a family member that they shouldn't be helping mom 



or dad or S e 7  whatever.. . .If a f d y  member is doing too much, we'll tell 
them, we won't discourage it if they, because some f d y  members need 
that, they need to feel that they're still helping and they can give the little 
extra care that isn't possible with our resources so we don? want to 
discourage that. We only discourage it if we feel that they're putting 
themselves at risk and the resident at risk. 

The three senior staf'Fmembers also talked to me about the recreational activities in 

the home, particularly the special events that are developed spec5cally to encourage 

family member involvement in the home. The Activity Director explaineci many of these 

activities and how family members are kept informeci of up-coming events: 

When family members come for the Gare conference then 1 direct them as 
to where the calendar is kept evety month at the main nursing station and 
we have a large calendar outside the activity room door and they're 
welcome, they're encouraged to pick up a calendar when they come in and 
they can come to anything that they want. Of particular interest to them is 
Our monthly newsletter. Through communication through that there's 
special events that we highlight for families. We have a donut thing once a 
month, where families can come in, fiee of charge, and join their family 
member. Friends or family can come in for that. We have a monthly 
birthday party with entertainment that they can corne in to and we have 
quite a few families that come regularly to that as weil as any special event 
parties or special event days. Families are very encouraged to come to that. 
Also, if families are here and visiting or what have you during an activity 
tirne, then we try to make them feel included and share goodies with them 
and take a few minutes to talk with them so they feel included in what's 
going on with the [resident] . . . We've had quite a few family members even 
sit in on Our discussion groups and enjoy that and get an idea of what we're 
doing. We dso have a special care unit sing-a-long every Wednesday. The 
volunteers help us with that program, to run it, who play piano and sing. 
Those volunteers are family members of the special care unit residents. 

The Director of Nursing Care also spoke enthusiastically about al1 the special events the 

facility hosts every year: 

In activation, we have the special celebrations where families are really 
involved. They are encouraged to attend all our activities but especially, for 
example on Mother's Day, we have a family dinner where the families 
come in and sit down with table cloths and candles and a fancy menu and 
they have a meal with their resident. We do that, I guess, twice a year at 



Mother's Day in the summer and Christmas we do it. The staff, we dress 
up, al1 the staff volunteer and aU the ones on duty dress up in black and 
white iike waitresses, so we Wear black slorts and white blouses. We act as 
waitresses then to serve them their meals. So, the familes really appreciate 
that, those are big &mers for them. And we have, Christmas we make sure 
that every resident has a gift that Santa gives the resident. But there are 
always residents who don? have famiy close by so we put everybody's 
name on a tree and they [the f d y  members] pick the angel with the narne 
[of their resident] on it and they buy a gdt for $5.00 and those are the gdts 
that Santa gives out. So each resident's name is on an angel and they tag 
the gift fkom Santa Claus. But a lot of resident's families get involved 
because they will buy gifts for residents who don? have f d y  that they get 
to know. So, there's a lot of M y  involvement in those special activities. 
Some tirne in the summer, in June, during nursing home week, we always 
have a family barbecue so that is another [opportunity] where the family 
are involved socidy. 

The Administration of the home seemed to take great pride in the different activities they 

provided to ensure that the residents continued to feel part of a farnily unit. However, no 

mention was made to whether or not the facility also recognises non-Christian holidays 

and celebrations and if so, how. 

The facility serves the family members by providing an educational, informative 

senes and an Alrheimer's Support Group for family members in the Special Care Unit. 

The sessions in the educational senes are called Farnily Nights and these sessions have 

been gohg on quarterly for about a year and a half. At these sessions they have had guests 

discuss such topics as obtaining power of attorney, and death and dying. 1 was also invited 

to one of these sessions before my research project began to discuss the use of music 

therapy with older adults and to run a music therapy program. 

Recognising that the family members caring for a loved one with Alzheimer's 

Disease had unique and important needs that were not being addressed by the other 

programs, the administration in the home developed the AMeimer' s Sup pon Grou p. The 



support group was a new program for f a d y  members when I first began investigating the 

home. The group m e t s  monthly with a mandate 'to provide a support group where 

familes in iike circumstances can congregate to discuss common concems and modes of 

coping and address certain feelings of guilt and that sort of thing" (Interview with 

Administrator). It is organised and run by the Director of Nursing Care and the facility 

Chaplain. The Director of Nursing Care discussed some of the things they have done in 

the support groups: 

It is mainly just for the family members to discuss their feelings and we 
have had about three meetings 1 think. We have had the Alzheimer's 
Society corne and talk on the benefits of a support group. The we decided 
to have a support group and we have talked about guiit, we have talked 
about touch, and now we have [a doctor] coming to speak to us on the 
disease process [Alzheimer's Disease] and how it is developing. 

During my investigation of the home, I was invited to attend one of the support groups 

and to introduce myself and my research project to the family members of the group. In 

addition to the support group, the Administrator told me that the Chaplain was also 

available for persond counsehg for those family members who were having a difficult 

time coping with the situation. 

The senior administrative staf f  also felt that various policies within the home 

reflected theù philosophy regarding family member involvement. For example, when asked 

about the policy regardmg visiting hours for family and fiends, al1 three of the 

administration members interviewed stressed the open visitation policy within the facility. 

The Director of Nursing Care, for instance, comrnented: 

1 aiways say that Our visiting hours are wide open, basically nine to nine. 
But if they stay d e r  nine nobody kicks them out. We don? have an 
announcement that Our visiting hours are over, you must leave. They 
[visitors] just leave when they are ready to l ave  or when the resident is 



ready to sleep. Most ofien it is reguiated by when the resident is ready to 
sleep. They are welcorne to come in the morning any tirne, basically most 
of them come after nine because that is when b r a i  is over and they are 
dressed and ready for the day. 

It was stresseci in the in te~ews  that the administration wanted the facility to feel as much 

iike a fiunily home environment as possible. The Administrator emphasised this point: 

We d have the doon locked, we lock them at 9:ûû o'clock at night for 
security purposes, so we encourage hem [ M y  members] to come before 
that so they can get in but it ' s essentiaiiy wide open. Xf they want to come 
at 10:OO o'clock and h c k  on the doors, someone will let them in. But, 
realistically, most of our residents go to bed by 9:ûû but we tend to lave it 
wide open. My thinking is that this is very much their home just like a 
house in the suburbs would be or just iike an apartment or a condominium 
would be or whatever and therefore they should enjoy the same benefits 
and the sarne uses as if it were their home, weli not as if it were, because it 
is their home. The only difference is that this is a setting within which they 
can receive w e  support [which can help] keep them active and 
independent as long as possible. So just as they could entertain guests at 
their own home any hour of the day that they so chose, they can do that 
here. 

Nonetheless, there did seem to be preferred visiting times among the staf f  for families, 

such as after breakfast, but my sense fiom the i n t e~ews  was that the staff maintained a 

relatively open approach to family visitation. 

Another informal polis, that both the Administrator and the Activity Director 

identifieci in their interviews was related to staff taking time to speak with, spend tirne 

with, and support famiy members. Supervisors were continualiy reinforcing to staff that 

they supported staff spending tirne with families, especially in palliative care situations. 

When 1 asked the Administrator about how their philosophy towards family member 

involvement was communicated to the staff, he suggested that it occurred more infonnally 

by the supe~sors  rather than in in-services or in staff orientations. In discussing the 

Director of Nursing Care's approach, he stated: 



She not only supports [staff spending time with families] but encourages 
that soa of behaviour so it's reinfbrced on an ongoing bais  as compared 
to, 1 thllik, talking about it at orientation. 

The Activity Director also spoke of her commitrnent to staff supporting family rnembers: 

So would you soy th& the f4ciIity9s munIlate includes fumiily members as 
weU as residenis? 
Yes, and 1 encourage the staf f  that 1 work with, that if family members 
need a few minutes to t* that that's just as important as the tirne that 
we're spending with residents because residents, you know tend to be fiom 
a family group and so it's very important to maintain their f d y  group and 
usudy a few minutes can assist in that. 

Given the strong cornmitment to family member involvement in the home, I did 

find it interesting that there were few areas within the home where family members could 

visit privately with their resident. "Quite ofien the resident's families use the board room 

or the activity room especiaiiy if they are having [family] meals or parties" (InteMew with 

the Director of Nursing Care). When I spoke about this with the adrninistrator, he stated 

that he felt that the lack of a private place for f d y  members to visit with their loved ones 

was a big problern for him and that they were currently working towards rec t iwg  the 

problem. 

Does the fafiity have a rwm or specific locations wliere residettts c m  
visit with their family mernbers other than their rooms? 
That's actuaily an issue that we're deaiing with. Currently, technically no. 
There are the two TV rooms but those may or may not be available at any 
given time for Visitation purposes. I know the TV room on the North wing 
that before [one of the Research Projects] was set up was used quite 
extensively for famiIy meetings. We had to usurp that space unfortunately. 
Right now, other than the TV room, they have to meet in their rooms 
which is a problem for residents who live in a semi-private ward. What 
we're talking about for the next phase [of the cornplex] is, and it's 
interesting that you asked the question because we were just tallàng about 
this at the last board meeting, was the board room is actually moving 
downstairs in the next phase so this room is going to be recovered for 
activation space and one of the uses is gohg to be a family lounge or family 
meeting room so if they come, if the family come and meet with the 



resident they don? have to stay in the room, they can take them to a 
separate room and meet. So, I guess the answer is, we sort of have one, 
dthough we don't cal1 it one but we d have one, we hope to have one in 
the next phase. 

It became clear after this i n t e ~ e w  and some informal comments made by family members, 

that the home had once had a TV room that was used often for family visiting. W1th the 

cornmitment to ongoing research in the facility, however, this room was transformed into 

a research office for one of the projects being run in the home. The needs of a research 

project had outweighed the needs of the family members. The administration's 

cornrnitment to research had major implications for family visitation within the home. 

Thus, at the time of the research project, farnily members did not have a private piace 

where they could meet with faMly members. During the warm weather, family members 

could take their relatives outside to visit with them. In fact, the Alzheimer Unit has a 

beautifid, protected, secure garden outside where farnily members could take their 

relatives to visit with them away fiom the Unit. During the cold weather, family members 

had to make do with the residents' roorns, the front lobby, or the TV room, dining room, 

or activation room if they were not in use. 

1 found this issue related to balancing family member needs with the needs of 

researchers interesthg and incredibly bothersome. My perspective was that long-tem care 

facilities were the homes for the residents and thus should meet the needs of the residents 

and their family members first. Although continued research endeavours are vexy 

important in long-term care facilities, especially given the lack of research in these 

contexts, researcher projects and researchers should never become intrusive, and certainly 

the research projects' needs should be met without negative implications to the residents 



and their fimdy members. Taking away a valued space where residents and family 

members can visit together prhtely in order to provide space for an on-going research 

project was problematic to me. As more and more research is conducted in long-term care 

facilities, this issue w d d  potentiaily have further implications for f a d y  members and may 

wamuit further investigation in the future. 

To surnmarise, the documentation reviewed and the staffs perceptions of the 

facility suggest that the home has a farnily-orientecl Gare policy sirnilar to the model that 

Montgomery (1982, 1983) referred to as "the f d y  as clienty' model. In such an 

orientation, the facility has a strong comrnitment to the resident as part of a family unit. 

There is a general openness to farnily visitation and participation in facility activities. Staff 

mernbers are encouraged to visit or talk with family members and efforts are made to 

conununicate with famiIy mernbers. There are several opportunities for family member 

participation within the facility. There are greater efforts made to recruit family member 

involvement in the home. And, h d y ,  such an orientation recognises that family members 

rnay have needs and desires that should be met and thus provide ways to address some of 

these needs (Montgomery, 1982. 1983). Nonetheless, despite the administration's strong 

cornmitment to the family as weil as to the residents, this particular facility had few private 

spaces for farnily visitation. 

Sampling Procedures and the Participants 

Once my examination of the facility was completed, recruitment of family member 

participants began. 1 used a combination of selective sampling procedures (Schatzman & 

Strauss, 1973 j and theoreticai sampling (Glaser & Strauss, 1967; Strauss, 1987; Strauss & 



Corbin, 1990) in order to determine which adult daughters would participate in the study. 

Selective sampling is similar to purposive sampling and "refers to a decision made pnor to 

beginning a study to sample subjects according to a precunceived but reasonable initial set 

of criteria" (Sandelowski, Holditich-Davis, & Harris, 1992, p. 302). IMtially, three criteria 

were used to idente potential participants for the study: (1) family members had to be 

adult daughters of residents listeci as a primary contact on the resident's admission form; 

(2) the adult daughters had to be caring for a relative with cognitive impairment; and (3) 

the adult daughters had to be at various points or phases in their institution-based 

caregiving careers. 

An important characteristic of the caregiving weer is the temporal component 

(Aneshensel et al., 1995); that is, the duration of time an individual has been in the 

caregiving role. Another important characteristic of the concept of career is that careers 

involve change, hopefùlly growth and development, over tirne (Aneshensel et al., 1995). 

Some researchers (Greenfield, 1984; Powell & Courtrice, 1983; Ross, 199 1) have 

suggested that caregivers may experience the caregiving role differently depending on how 

long they have been in the role. According to these researchers, the first s u  to nine months 

folowing the relative's placement are the most distressing months of  the institution-based 

career but family members usually adjust to the placement within a year. It was also 

assumed that those who have been in the caregiving role for a longer period of time would 

potentially have a larger "stocks of knowledge" warehouse about the role to draw on than 

those who are relatively early in their institution-based caregiving careers. This more 

experienced knowledge about the role may differentidy influence the way that family 

members think about their roles and how those roles are played out. 



1 wanted to be able to examine adult daughter roles at various temporal phases or 

points in the institution-based caregiving career and to compare the role perceptions of 

caregivers at relatively the same temporal phase, as  weil as the role perceptions of 

caregivers at dinerent temporal phases or points. Sirnply, I wanted to group al1 of those 

famiy members who were in the same phase of their institution-based caregiving career. 

Then, 1 wanted to compare their perceptions of their roles with others in the sarne 

temporal group and with those at other phases of the caregiving career looking for 

consistencies and inconsistencies in their role perceptions. This meant that 1 had to include 

adult daughters in various phases of the institution-based caregiving career, ffom those 

relatively new to the role to those who had been in the institution-based role for a nurnber 

of years. 

For m p l i n g  and anaiysis purposes, I decided to d e h e  the temporal characteristic 

of the institution-based career by the length of time the parent had been Living in the 

facility. Thus, those who had a parent living in the facility between 1 and 9 months were 

considered to be in an early phase of the institution-based wegiving career. Adult 

daughters who had been caring for a parent in the institution between 10 months and 2 

years were considered to be in a mid-career phase. Finally, those who had parents Living in 

the facility for more than two years were considered to be in a more experienced, later 

phase of the caregiving career. 1 should stress that this temporal component of the 

caregiving career represents oniy one characteristic or feahire of the objective aspects of 

career. in my examination and development of caregiving career roles and paths, a number 

of factors, includiing the temporal component, emerged as important to the concept of 



career for the women involved in the study. These other factors will be discussed in 

Chapters Five, Six and Seven. 

Theoretical sampling "refers to a sampling design made on analytic grounds 

developed in the course of a study" (Sandelowski et al., 1992, p. 302). Theoretical 

sampling is directed by the emerging incidents, themes, patterns, questions, and theov 

throughout the project, not by the persons (Strauss, 1987). However, it is in the lived 

expenences of the participants that these incidents, themes, patterns and so forth are 

grounded (Strauss & Corbin, 1990). Thus, the people to include in the study becomes a 

centrai focus of qualitative endeavours (Dienhart, 1995). Theoretical sampling typically 

continues until no new concepts, patterns, or themes emerge in the data collection 

process; that i s  until theoretical saturation (Glaser, 1978; Glaser & Strauss, 1967; Strauss 

& Corbin, 1990) is reached. 

In the present study, theoreticai sampling was used to guide me in the decisions of 

which participants to inciude in the study, and to gain further insight into specific 

situations, categones, or issues that emerged as important factors during the study 

process. For example, early in the i n t e ~ e w  process, some of the participants talked about 

the important role that other siblings, particularly siaers, played in the care of their parent. 

Given this information, I decided that, in order to gain a comprehensive understanding of 

the roles of adult daughters in long-term care facihies, I needed to interview other adult 

daughters within the same famiiy and how they defined their role in the care of their 

parent. Further, in talking to an adult daughter who had both of her parents living (Le., her 

mother in the comrnunity and her father in the long-term care facility) it became clear that 

she defined her role dflerently than other adult daughters. 1 then set out to i n t e ~ e w  other 



women in similar cirnimstances to see if the sarne patterns of role defitions emerged for 

them. Quite simply, as new categories or incidents emerged throughout the research 

process, adult daughters meeting these new criteria were selected and included in the 

mdy. 

Initiaily and with the assistance of the Director of Nursing Care, al1 daughters who 

were caring for a parent with cognitive impairment Listed as a primary contact on the 

resident admission forms were identified. Adult daughters were first infomed about the 

project through an information letter that was sent out with the monthly newsletter. At the 

same time, 1 was invited to attend an Alzheimer's support group sponsored by the home 

as well as to condua a music therapy session for residents and family members. These 

three venues allowed me the opportunity to introduce myself, to describe the research 

project to potential participants, and to let adult daughters know that 1 might be calling 

hem to participate in the project. 

In rnid-October, I began telephoning adult daughters in various phases of their 

institution-based caregiving careers to explain in greater detail the purpose and nature of 

the research project and invite family members to participate. Those who agreed to 

participate in the study were sent a written explanation of the project, and a date and t h e  

for the interview was set up. The women contacted showed great interest in the project. 

Over a course of four months, 41 adult daughters were approached and asked to 

participate in the project. Only three of those women declined to participate, explaining 

that they were having an extremely difficult time coping with the situation and did not feel 

emotionally able to meet with me at that tirne. For the same reason, another adult daughter 

did not want to meet with me in person, but agreed to share her role definitions and 



perceptions with me over the telephone. AU together, thirty-eight adult daughters took 

part in the study and shared their insights with me about their perceptions of their role 

within the long-term Gare facility. Their stones told to me in the active i n t e ~ e w s  and in 

their logs becarne the data used for analysis in the study. 

Each of the famiy members involved in the study jexcept for the woman who 

agreed to talk to me over the telephone) filled out a Fmily  Caregiver Demogrqhzc 

Profile. A copy of the profile fom is presented in Appendbc B. Only basic demographic 

information was coiiected such as age, marital status, and work status of the adult 

daughters; the number of siblings the adult daughters had and how many of these siblings 

lived within a 60 minute drive to the institution; the age of their parents living in the long- 

term care facility; and the number and ages of children under 18 living at home. I aiso used 

the demographic profile to ask f a d y  members how they descnbed themseives in the care 

of their parent; that is, as the primary farnily caregiver, sharing equdy in the care with one 

other family member, sharhg equaliy in the care with two or more family members, as a 

secondary family caregiver providing support when needed to the primary family 

caregiver, or not at al1 involved in the care of their parent. This information was used in 

combination with the i n t e ~ e w  data to gain an understanding of the contexts of the adult 

daughters. 

A Description of the P&*cipants 

Table 1 presents some of the demographic charactenstics of the adult daughters 

who agreed to share their stories with me. The adult daughters who participated in the 

study were white, and for the most part, were middle-class women. AU of the women lived 



within an hour's drive of the facility. The adult daughter's parents living in the institution 

ranged in age fiom 66 years to 95 years of age, the average resident age being 84.24 

years. AU of the parents had moderate or severe cognitive impairment. Five of the women 

Table 1 
Characteristics of the Adult Daughters 

Characteristic 
Ag= 

30 to 3 9 years 
40 to 49 years 
50 t0 59 years 
60 to 69 years 

Mm0tal Status 
MarriedICornrnon-law 
Widowed 
Separated or divorced 

Enrployment Status 
Fd-time homemaker 
Employed fuihime 
Employed part-time 
Retired 

Patent Caring For 
Mother 
Father 

Sibling Network 
No siblings 
One sibling 
Two siblings 
Three siblings 
Four or more siblings 

Sibling Network in Area 
No siblings 
One sibling 
Two siblings 
Three siblings 
Four or more siblings 

Caregiving Tempord Cmeer Phase 
Early Career 
Mid-Career 
Later Career 



were sisters of other f d y  members participating in the study and six of the women had 

both parents still living, one in the cornmunity and one in the facility. 

The temporal component of the institution-based caregiving careers ranged 

from 3 months to 54 months, with the average duration in the institution-based caregiving 

role being 2 1.84 months or almoa two years. Thirteen of the adult daughters fel in the 

early caregiving career phase (i.e., 1 to 9 months), L 1 had been caring between 10 months 

and 2 years so were considered to be in their mid-career phase, and 14 were in later phases 

of their institution-based caregiving careers, caring for more than two years. 

When the f d y  members were asked on the demographic profile to indicate 

how they described themselves in terms of the care they provided their parent, the majonty 

(n=20, 52.6%) indicated that they considered thernselves to be the primary caregiver for 

their parent. Another 9 (23.7%) adult daughters indicated that they were sharing the care 

of their parent with one or more of their sibhgs. Finally, 9 (23.7%) of the adult daughters 

considered themselves to be the secondary caregiver, supporthg the pnmary caregiver 

when needed. 

Data Collection Strategies 

Within a naturalistic, grounded theory approach, I chose two data collection 

strategies which 1 felt were most appropnate for u n c o v e ~ g  the concepts, thernes, and 

personal rne&gs important to the family members themselves: semi-stmctured, in-depth 

i n t e ~ e w s  and personal logs. The speci£ic details of each of these strategies are outlined 

next. 



Family Member Intetviews 

I initially chose to use in-depth, semi-structured interviews in order to collect nch 

and detailed data fiom the adult daughters. Several researchers have pointed out the 

strengths of using semi-structured interviews and open-ended questions (Kaufinan, 1994; 

Layder, 1993 ; Snyder, 1992). Most importantly, semi-structured interviews ailow 

researchers to ask questions relevant to them and at the sarne tirne d o w  respondents the 

fieedom to respond in any way they choose and to discuss issues that are most important 

to them. 'Tn this manner the individual's own interpretatioris and meanings are aliowed to 

surface in the interview data" (Layder, 1993, p. 4 1). 

However, very early in the study 1 became very aware that the adult daughters 

perceived that WE (the participants and me) were involved in a CO-construction of 

meaning about institution-based caregiving roles. The women in the study very ofien 

defined Our relationship as sornething which existed beyond the limits of question asking 

and answering, and as a more collaborative endeavour. From my £ k t  telephone contacts 

with the potential participants, it became very clear to me that these women had many 

questions they expected me to respond to, questions they were struggling with in order to 

sort out their own definitions of their caregiving roles. 1 felt uncornfortable expecting them 

to share so much with me, information that was very personal and ofien very painful to 

discuss, while 1 shared very little with them. For example, some of the adult daughters 

wanted to know how 1 came to be interested in the area 1 was studying, what 1 thought the 

role of family members was in long-terrn care facilities, and how 1 dehed the concept of 

caregiving which 1 found out was not a term typically used in their own vocabularies to 

describe their role. Furthemore, severai of the women saw our relationship and their 



responsibiiity to the projea as extending beyond the UueMew stage and thus 1 received 

several subsequent phone calls f?om various participants, particularly when adult 

daughters lost their loved ones. They telephoned not only to inform me of the death of 

theïr parent or spouse, but also to reflect more about their experience and how the death 

had changed the nature of their caregiving role and their lives. Two family members 

insisteci on loaning me books they felt would help illuminate for me how they perceived 

their experience. From these and 0 t h  circumstances, 1 realised early on in the project that 

we were sharing a mutual search for understanding about the caregiving experience, that 

together we were imrnersed in a coilaborative, meaning-making process that could not 

have been unravelled or as deeply underdood in any other way. 

In working with the emergent design of the study, therefore, I decided to m o d e  

my semi-struchired, in-depth i n t e ~ e w  approach to incorporate the philosophy of active 

interviews as outlined by Holstein and Gubnum (1995). Holstein and Gubnum argued that 

the objective approach with its emphasis on distance fails to recognise the unavoidably 

collaborative, interactional, mutually interpretive nature of qualitative techniques such as 

in-depth interviews. According to them, 

[Bloth parties in the i n t e ~ e w  are necessarily and unavoidably "active". 
Each is involved in meaning-making work. Meaning is not merely elicited 
by apt questioning nor simply transported through respondent replies; it is 
actively and communicatively assembled in the i n t e ~ e w  encounter. 
Respondents are not so much repositories of knowledge - treasures of 
information awaiting excavation - as they are constructors of knowledge in 
collaboration with inte~ewers (p. 4). 

Thus, active interviews incorporate a variety of techniques dEerent from a structured or 

semi-stmctured interview approach in the search for mutual understanding. 



Holstein and Gubrium (1995) outlùied the ways in which the active interview 

process diEers fkom a more structuresi interview. First, in an active interview, it is 

recognised that the i n t e ~ e w  is very much shaped by the interviewer and his or her 

research agenda. From the initial contact, the topic areas of interest to the researcher as 

well as the position of the researcher are made expiicit to the participants. Second, the 

active i n t e ~ e w  is much more conversational in style and capitalises on the dynamic 

interplay beîween the researcher and the respondents. This approach is quite different 

from the traditional hierarchical approach in which the researcher's job is to ask the 

questions and the participant's role is simply to answer them (Oakley, 1981). In active 

interviews, "[c]onversationai give-and-take [by both the researcher and respondents] 

around topics of mutual interest is a way of conveying to the respondent that the 

interviewer is sensitive to, and interested in, the ongoing line of talk" (Holstein & 

Gubrium, 1995, p. 77; emphasis added). Third, the i n t e ~ e w  guide in active i n t e ~ e w s  is 

just that, a guide. Holstein and Gubnum (1995, p. 77) describe it as "more of a 

conversational agenda than a procedural directive7'. In some interviews, it will be followed 

relatively closely. In other i n t e ~ e w s  it may be abandoned totally or partially as 

respondents develop their own stories based on what is important to them and their lived 

expenence. Finally, active i n t e ~ e w s  involve mutual disclosure, a sharing of information 

and insight in the meaning-making process. This approach means sharing background 

Uiformation or personal experiences with respondents. Introducing background 

Uiformation or describing personai experiences can be a very useful way of providing 

concrete contexts or reference points on which respondents can contemplate and explore 

their own situations and experiences. Information from prior i n t e ~ e w s  becomes 



important background uiformation to be utilised in subsequent interviews. Holstein and 

Gubnum (1995, p. 46) state: 

Whereas the standardiseci i n t e ~ e w  would try to limit informational 
"spiliage" £iom one i n t e ~ e w  to another, active inte~ewing takes 
advantage of the growing stockpile of background knowledge that the 
in te~ewer  coilects in pnor inteniews to pose concrete questions and 
explore facets of respondents' circumstances that would not otherwise be 
probed. 

In the active i n t e ~ e w ,  therefore, the i n t e ~ e w  process involves mutual disclosure where 

interviewers and participants together explore and attempt to more fully understand areas 

relevant to the research project. 

The active interviews in the present study were designed primarily to elicit 

information regarding: (a) how farnily members think about and describe their role within 

a specific long-term care facility; @) the behaviours family members feel are associated 

with their caregiving role; and (c) the expectations that farnily members have for 

themselves in their role as well as their perceptions of the s t a f f s  expectations for them. 

Related more specifïcally to context and positionality, I also explored with parkipants: 

(d) the factors (both outside and inside the institution), if any, which constrained adult 

daughters fiom performing the roles the way they would have liked; (e) the factors @oth 

outside and inside the institution), if any, which enabled them to perform the role the way 

they would have liked; and ( f )  the adult daughters' perceptions of themselves as well as 

their perceptions of how their caregiving role fits into the rest of their lives. These 

questions were intended to place the role aspects being discussed into the specific contexts 

of the individuds invoived. 



An initial interview guide was prepared for the interviews and an attempt was 

made to ask the same general questions so that comparable data were available across 

cases (Detmer, 1992). Consistent with the active i n t e ~ e w  approach, however, when 

other issues or areas of interest were raised by the adult daughters that were more 

important ta their individual experiences, the i n t e ~ e w  guide was set aside while we 

discussed and explored these alternative paths of inquiry. As patterns and themes began to 

emerge, 1 added questions to the interview guide so that 1 could explore the presence and 

importance of these pattems and themes more fuily with other participants. For example, it 

became very clear to me after the first two interviews that the adult daughters avoided my 

first question on the original i n t e ~ e w  guide untii they could give me a sense of history of 

their parents' illnesses and how they came to be where they were in tenns of the 

caregiving role at the t h e  of the interview. Thus after the second interview, I added a 

question to the beginning of the interview guide which was designed to explore the histoty 

of the parent's h e s s  and the caregiving history of the adult daughter. 1 also chose to 

introduce issues or concepts by indicating to the adult daughter that other participants had 

spoken about the issue and that 1 was wondering how they felt about it in the context of 

their experience. Or, consistent with the active interview approach, 1 explained to the adult 

daughter that in my early analysis of the data gathered thus far, it occurred to me that a 

specifk issue or a relationship between factors may be important. 1 then asked how they 

felt about my interpretation in relation to their own expenence and their own definitions of 

their role. When an adult daughter indicated that the issue was not particularly relevant or 

important in her experience, 1 made no attempt to explore this area of inquiry further. 

However, when an adult daughter did indicate that the pattern or theme was important to 



them, probes were used to seek further information about the issue. The onginal i n t e ~ e w  

guide is presented in Appendix Cl. Exarnples of questions that were added to the 

interview guide are presented in Appendix C2. 

At the beginning of each interview, 1 again explained to the adult daughters that 1 

was interested in how adult daughters think about or define their role within the long-term 

care facility, and what types of things were important for them to do in that role. I also re- 

articulated to the participants what their involvement in the project would entail. 

Following this explmation, 1 then asked the adult daughters to read through the letter of 

consent and encouraged them to ask any questions that they had about the project. Often 

at this point the adult daughters would ask me why I was interested in this topic and 1 

responded by telling thern about my experience working in a long-term care facility and 

my concem for what 1 perceived to be the unmet needs of f d y  members of residents 

Living in long-term care facilities. By disclosing pieces of my own story, 1 hoped that 

family members would feel more cornfortable in their disclosures of their stones (Douglas, 

1985). 

Oakley (198 1) provided a summary of how methodologicai textbooks have warned 

us about the threats to objectivity when the i n t e ~ e w e r  or the interviewee become too 

involved in the interview process; that is, when they go beyond what is considered proper 

i n t e ~ e w  etiquette. She identified numerous examples of rules or strategies that authors 

(e.g., Galtung, 1967; Selltiz, Jahoda, Deutsch, & Cook, 1965; Sjoberg & Nett, 1968) have 

suggested i n t e ~ e w e n  use to avoid "leading" participants. For example, Goode and Hatt 

(1952, p. 198) advised: 



What is the i n t e ~ e w e r  to do, however, if the respondent r edy  wants 
information? Suppose the interviewee does answer the question but then 
asks for the opinions of the interviewer. Should he [sic] give his honest 
opinion, or an opinion which he [sic] thinks the i n t e~ewee  wants? In most 
cases, the rule remains that he [sic] is there to obtain information and to 
focus on the respondent, not himself [sic]. Usuaily, a few simple phrases 
will shift the emphasis back to the respondent. Some which have been fairly 
successfid are '1 guess 1 haven't thought enough about it to give a good 
answer nght ~ow ' ,  'Weii, nght now, your opinions are more important 
than mine', and 'ifyou redy want to know what I I'U be honest and 
teil you in a moment, d e r  we've finished the interview.' Sometimes the 
diversion cm be accomplished by a head shaking gesture which suggests 
'That's a hard one!' while continuhg with the interview. In short, the 
interviewer must avoid the temptation to express his [sic] own views, even 
if given the opportunity. 

Interviewers must avoid discussing their perceptions, feelings, expenences, or opkions 

othenvise they may bias the interview by "leading" the respondent (Oakley, 198 1). To me, 

the idea of leading questions did not give credit to our participants as active, interpretive 

humans in their own right. It is assumed that if they disagree with something we say, they 

will not teil us so or will alter thezr perceptions of their experiences to fit our perceptions. 

My sense fiom the interviews 1 conducted was that my active involvement in the interview 

and the back-and-forth dialogue actually helped participants to gain a clearer 

understanding of what their own ideas and perceptions about their experiences were. As 

Daly (1992b, p. 110) also found, "the deliberate use of the self in the research process 

help[s] to unravel the experience of the other". Several adult daughters disagreed with 

statements 1 made or re-worked ideas 1 presented which had emerged in other i n t e ~ e w s  

to more accurately fit their experience. 1 do not believe that the collaborative nature of the 

interviews threatened the validity of the information I obtained. On the contrary, I beiieve 

that this approach is necessary in achieving in-depth, rich, quality Somat ion (Daly, 

1992b; Rapoport & Rapopoq 1976). 



1 continued the interview by ashg the adult daughters if they were comfortable 

with the information on the consent fonn and, if so, they were asked to sign the forrn. If 

an adult daughter expressed concems about anythllig in the consent form, we discussed 

the specific issue and came up with a compromise or a way of wording the form that was 

more comfortable for that aduit daughter. For example, one f d y  member was quite 

anxious about her interview being tape-recorded. M e r  discussing her concems, we 

decided that 1 would not tape-record her i n t e ~ e w  but that I would take detailed notes 

duMg the i n t e ~ e w  instead. The consent form was modified to reflect this and the farnily 

member agreed to sign the form. In other instances, some adult daughters felt that there 

was no need for them to complete the personal log component of the study since they 

would not be involved in any caregiving activities over the two-week penod foliowing the 

interview. While pursuing this issue fùrther, 1 becme aware of the fact that this situation 

was consistent with how these farnily members defined their roles for themselves; that is, 

they did not feel the need to be regularly involved in their parent's care. Thus, together we 

decided that the personal log would not be appropriate in their particular circumstance and 

modifieci the consent form accordingly. These adult daughters were still encouraged to 

take the log home with them in case the situation changed, but most declined stating that 

in their regular routine they would not be involved in caregiving activities over the two 

weeks following the interview. 

With the family members' permission, ali but one of the family i n t e ~ e w s  were 

audio-taped. 1 transcnbed the first three interviews myself, and then in order to get 

transcripts back to family members fairly quickly &er the interviews, 1 hired four women 

experienced in transcription to transcribe the remainder of the tapes. Al1 the tapes were 



transcribed verbatim. Once tapes were transcribed, 1 proofed each transcript against the 

tape. The purpose of this exercise was to check the accuracy of the transcripts but also to 

add annotations about the affective tone (e.g., laughter, crying), the flow (e-g., pauses, 

flow of the conversation) and of the interviewee's and my speech (Dienhart, 1995). For 

example, in many instances famiy members broke down crying during i n t e ~ e w s  and 

where this occumed was noted on the transcript. These completed, annotated transaipts 

served as the textual data for analysis in the present study. 

Two steps were taken in an effort to enhance the quaiity and credibility of the 

interview data. Fust, to ver@ and clanfy the Ulformation gathered fkom the participants in 

the interviews, a modified member check was conduaed. Lincoln and Guba (1985, p. 3 14) 

suggested that "[t] he member check, whereby data, analytic categories, interpretations, 

and conclusions are tested with members of those stakeholding groups fiorn whom the 

data were originally coliected, is the most crucial technique for establishing credibility". 

The traditional member check typicaliy takes place near the end of the data collection and 

andysis phases of the project. However, I wanted to use the member check in this study as 

an on-going meaning-making, meaning-cl-ing, and meanuig-verif@g process. Thus, 

d e r  each i n t e ~ e w  tape was transcribed and 1 had a chance to go over the transcript and 

add my insights and interpretations as well as cladjing questions, 1 sent the individual 

transcript back to the respective adult daughters. 1 told the participants that it was very 

important to me that 1 present an accurate representation of their stories, their 

perceptions, and their lived expenences and encouraged al1 family members to complete 

the member check. The adult daughters were asked to indicate whether they agreed or 

disagreed with my interpretations of their expenence, to answer the clarifjmg questions 



written in the margins, and to indicate whether or not the transcript accurately reflected 

their story or experience. The adult daughters were also encouraged to elaborate on or 

cl@ issues raised in the interview that were important to them. Family members were 

also encouraged to express any concems, criticisms or comments about my preliminary 

insights or the research process in general. A aamped self-addressed envelope was 

enclosed as a means of enmuraging feedback. Six of the adult daughters indicated at the 

end of their i n t e ~ e w s  that they did not want to see the* transcript. Most of these women 

were having a dficuit time coping with their parents' deterioration and institutionalisation 

and felt it would be too paintiil for them to r a d  their transcripts of the interview. 1 

respected their wishes and these women did not receive the member check. 

Second, field notes and a research journal were also maintained throughout the 

study. Specific observations noted during the i n t e ~ e w s  were documented in the field 

notes both during and directly foilowing each UiteMew. Observations noted in the field 

notes included the family member's derneanour during the in t e~ew,  important facial and 

body expressions related to specific responses, a description of where the interview took 

place, and any other factors or situations that arose during the interview that 1 thought 

were potentidy relevant to an understanding of the information obtained fiom the 

interview. 

1 maintained a research journal similar to the approach suggested by Lincoln and 

Guba (1 98 5) to document my insights, reactions, and self-analysis throughout the process 

as well as information about methodological decisions. Lincoln and Guba (1985, p. 327, 

itaiics in the original) suggested that a research journal should include three separate 

sections: 



the schecfirle und logist-CS of the stuQ, 

a personcd di-y that provides the opportunity for catharsis, for reflection 
upon what is happening in tenns of one's own values and interests, and for 
speculaîion about growing insights; and 

a methodoIogi~~~:i log Ui which methodological decisions and accompanying 
rationales are recordeci. 

Several researchers emphasise the importance of self-reflection throughout the 

research project in order for the researcher to rernain true to the participant's experience 

@aiy, 1992a; Kleinrnan & Copp, 1993; Lincoln & Guba, 1985; Lofland & Lofland, 1984; 

Maguire, 1987). The interviews were often guite emotional for both the participants and 

rnyseif and 1 wanted to ensure that my emotional reactions did not colour my 

under standing of the adult daughters' lived experiences. Therefo re, these emotional 

consequences and responses were documented in the research journal and taken into 

consideration throughout the process (Daly, 1 l992b; Reinha- 1983). The 

researcher's own personal meanings, interpretations, or responses may also block the 

researcher's openness to unexpected results. An on-going process of self-reflection 

maintaineci in a researcher journal is a crucial component of qualitative research necessary 

in order to take account of the researcher's expenence and interpretations throughout the 

project, and to idente and separate the researcher's personal agenda nom the research 

agenda @aly, 1992a). 

Further, because qualitative grounded theory designs often develop, take shape, 

and change over the research process, it is also important to report idormation regardhg 

methodologid decisions made throughout the process. Maintaining a record of how the 

achial study takes shape, the decisions related to method that are made and the rational 



b e h d  those decisions, and the day-to-day logistics of the study are particularly important 

to the "dependability" and "confirmability" of the project &incoin & Guba, 1985). When 

decisions pertaining to the method were made in the present study, such as questions that 

were added to the i n t e ~ e w  guide, these decisions were recorded in the research journal 

as well as a rationale for the decision. Dates, tirnes, and places of ali interviews were also 

documenteci in the journal. Finaliy, it became apparent in the first couple of recruitment 

telephone calls that family members began thinking about their role in the long-term care 

facility during those initial telep hone conversations. Many started sharing some of their 

insights with me during this initial contact. I began taking notes during and following 

recmitment telephone calls and this information was added to the research journal. 

Personal Logs 

Most shidies focused on the roles of family mernbers have examined family 

members' perceptions of their roles or role expectations but have not investigated their 

actual role behaviour. For example, Shuttlesworth and his associates (1982; Rubin & 

Shuttlesworth, 1983) explored the question ofwho should be expected to perform certain 

"essential tasks" within the institution using a 100-task inventory. What they were not able 

to detemiine was whether or not these expectations were filfilled behaviouraliy. Similarly, 

Dempsey and Pruchno (1993) asked their respondents to identify which of the 28 tasks 

they currently performed, the staff currently performed, or were shared responsibilities. 

Again, this approach examined family members' perceptions of who should be responsible 

for tasks determined a priori by the researchers. The approach, however, was not able to 

capture the range of activities that families actually perfonn in their role in the language of 



the f d y  members themselves. Ross (1991) dso used a 27 item List based on Rubin and 

S huttlesworth' s (1 983) caregiving activity inventory. Wives were asked to indicate 

whether or not they were currently perfonning each task. 

In order to iden* the behaviours associated with the caregiving role and d o w  

the adult daughters to label and describe those behavburs themselves, ail participants were 

asked to keep a personal log for a two week period. Layder (1993, p. 116) noted that 

personai logs or diaries can be used to record: (a) valuable qualitative information about 

the degree and type of contact that people have with each other in various kinds of 

settings; @) the incidence and type of event that a participant is experiencing; and (c) the 

participants' own feelings and thoughts during the penod of relevace to the research. 

Personal logs provide sources of information about what it is redy Wce and what it entails 

being a familial caregiver of an older adult living in a long-terrn care facility. They are 

of3en able to capture the "day-to-day flow of experience" (Berman, 1994, p. 2 12). 

The personal log approach used here was adapted from Larson and 

Csikszentrnihalyi's (1983) expenential sarnpling method @SM). In research using an 

expenential sampling method (also known as beeper studies), respondents are asked to 

c q  electronic pagers around with them and are randomly signalled throughout the day 

for a period of a week or two. The respondents are asked to complete a expenential 

sampling form (ESF) every tirne theu pager emits a signal. These forms typicdy include a 

series of open- and close-ended items indicating what they are doing, the social and 

physical context of the activity, and how they are feeling about the activity (Manne11 & 

Dupuis, 1994). "The goal of the [ESM] procedure is to sample representative instances of 

experiences that occur naturaiiy Within participants' day to day lives" (Voelkl & Brown, 



1989, p. 36). The strengths of the ESM are: (a) that it aliows researchers to examine both 

the objective and subjective aspects of behaviour in the natural context of the expei-ience 

(Altman & Rogoff, 1987; Georgoudi & Rosnow, 1986; VoeM & Birkel, 1988; VoeM & 

Brown, 1989); and (b) that it obtains information about individual behaviour and 

expenence d u ~ g  or directly foiJowing the activity minimising the potential distortions 

that may be introduced in retrospectïve approaches (Hnatiuk, 199 1). 

For the purposes of this study, participants were not paged, but instead were asked 

to tXl out their persona1 log immediately following every direct or indirect contact with the 

facility. Direct contact included those occasions in which the f d y  member made contact 

with the facility (e.g., visiting, participahg in activities within the facility, cornmunicating 

with someone at the facility by telephone and so forth). Indirect contact included those 

activities that the family mernber perforrned in their caregiver role which did not involve 

direct contact with the facility (e.g., preparation for a visit by baking for the family 

member, picking up or doing laundry for the older adult relative, shopping for the relative, 

manging doctor or other medical appointments, thinking about an activity that has to be 

done, and so forth). 1 emphasised to the daughters that it was important that what they 

chose to document in the log came fiom them. They were told that if they considered a 

particular activity to be part of their caregivhg role, then they were to document it in their 

personal log. Quite simply, the adult daughters were encouraged to fil1 out the personal 

log every tirne they were doing something they felt was part of their caregiving role. 

Ail adult daughters who agreed to take part in the study were asked to fil1 out a 

personal log. However, as stated earlier, eleven of the women declined to participate in 

the persona1 log component of the study. Those who did not complete personal logs were 



either: (a) not heaviiy involved in the care of their parent and indicated that they would not 

be perfomiing any caregiving activities over the two week period following the i n t e ~ e w ;  

or @) were not coping welî with the situation and indicated that they felt the log would be 

too âiflicult for them to complete, or that because oftheir difnculty coping they would not 

be involved in any caregiving aaivities over the two week penod foilowing the i n t e ~ e w .  

Twenv-seven adult daughters agreed to complete the personal logs. The logs were 

maintained over a two-week period (beginnllig immediately following their interviews). 

Using an example of a completed personal log entry, 1 explained the personal log 

procedure to the participants following their interviews. The adult daughten were also 

given my home telephone number and encouraged to c d  me should they have any 

questions or concerns during the two-week period. As a rerninder to the adult daughters 

to complete their personal logs, I sent out a note to each participant a few days following 

the interview. In this note I thanked the family members for the insights they shared with 

me during their interviews and reminded them about cornpleting the personal logs 

encouraging them again to cal1 me should they have any questions. 

1 was hterested in what adult daughters did in their caregiving roles fiom their 

perspectives and in their words. The personal log, therefore, consisted of primarily open- 

ended questions (see Appendk D). The questions in the log were designed to elicit 

information regarding: (a) the specific behaviours or activities performed, @) the length of 

t h e  the caregiver spent on certain behaviours or activities, (c) the location of the 

behaviours or activities, (d) the other people present dunng the behaviours or activities, 

and (e) why the behaviours or activities were performed. The personal log was also used 

to examine role meaning from a difrent perspective, mainly the affective aspects of their 



role. Further, it aliowed adult daughters the opportunity to describe their role and their 

experience in their role in relation to concrete, real behaviours and situations. 

Several researchers have advocated the use of triangulation to improve the 

credibility of the research hdings (Howe & Keller, 1988; Lincoln & Guba, 1985; Madley, 

1982; Patton, 1990; Reichardt & Cook, 1979). When different data collection strategies 

are used for the sarne purpose, the two methodological procedures can build upon each 

other to provide insights that neither one alone could provide. In summarising what many 

authors have found, Henderson (1991, p. 30) stated: "The vdue of multiple methods is 

that they lead to multiple realities". The use of multiple data collection strategies can 

broaden the opportunities for discovery, for understanding, and for verification and 

support for one's hdmgs (Patton, 1980; Rossman & Wdson, 1985). I hoped that by using 

both the active interviews and the personai logs, 1 would gain a more comprehensive and 

deeper understanding of the multi-dimensions (i-e., role meaning, role behaviour, and role 

expectations) of adult daughter roles in long-term care facilities nom their perspectives. 

To summarise, the prirnary data collection strategy in this study was the in-depth 

active interview. This component was employed to examine role meaning, role 

expectations, and adult daughters' perceptions of their role behaviour. The interview was 

also used to try to gain an understanding of the identity and lives of the individual 

caregivers (positionality) in order to place the caregiving roles in context. Information 

gathered on the personal logs was used to supplement the information gained during the 

interviews. The personal logs prùnarily were used to collect information about actual role 

behaviour and the temporal and contextual features of those behaviours. In order to venfy 

and elaborate on the information related to meaning obtained dunng the interviews, 



however, the personal logs were dso used to examine role meaning, particularly the 

affective aspects of role meaning. Appendk E presents a summary of the key sensitising 

concepts, the research questions, and how the concepts were being operationalised. 

Daia Anaiysis 

'The discovery of themes begins most ap propriately during the interviews and 

fieldwork using direct discussions and observations, not just during armchair review of 

completed field notes, transcripts, or other media" (Luborsky, 1994, p. 202). Thus, my 

data analysis process began when 1 started to make initial telephone contact with potential 

participants. My analysis began here because very early in the study it became clear to me 

that the meaning-making process for both my participants and myself did not begin at the 

interview but began with the initiai telephone contact when I first introduced the project to 

potential participants. It is at this stage that the women began to share some of their initial 

thoughts with me on their expenence. My analysis process continued throughout each of 

the individual interviews as well as following each interview in my self-reflections. The use 

of tacit knowledge and intuition were important cornponents throughout the entire 

analysis process, however, they played a particularly important role for me in these early 

stages of the project. Moustakas (1990) described the importance of intuition in seeking to 

understand a phenornenon: 

Intuition is an essential characteristic of seeking knowledge. Without the 
intuitive capacity to form patterns, relationships, and inferences, essentiai 
materiai for scientific knowledge is denied or lost. Intuition facilitates the 
researcher's process of asking questions about the phenornena that hold 
promise for enriching life. Ln substance, intuition guides the researcher in 
discovery of patterns and meanings that will lead to enhanced meanings, 
and deepened and extended knowledge (p. 23). 



During initial telephone contacts and during individual interviews, 1 reiied very much on 

my intuition to help illuminate important preliminary meaning categories that required 

fbrther investigation. 

Once an individuai i n t e ~ e w  was completed and transcnbed, 1 immersed myself in 

that participant's story as told in the transcript and tried to gain a comprehensive 

understanding of that women's perceptions and experience in the institution-based 

caregiving role (Moustakas, 1990). The important meaning categories that emerged at this 

level of analysis were documented on the individual transcript as were questions that 1 

needed the participant to address. At this point, the individual transcript with my initial 

interpretations and fbrther questions was shared with the participant "for afiirmation of its 

comprehensiveness and accuracy and for suggested deletions and additions" (Moustakas, 

1990, p. 51). At the same tirne, I made a note of emerging meaning categories and the 

suspected relationships between various other categories, patterns and themes in my 

research log. This analysis process was completed for each participant involved in the 

project untii 1 had gained an individual understanding of each participant's experience 

(Moustakas, 1990). 

Following the collection of all of the interview and personal log data, 1 again 

immersed myself into the raw data and began a cornparison of each of the women's 

experiences. The purpose of this exercise was to develop a composite depiction that 

represented the common meaning categories and themes that embraced the experiences of 

the adult daughters @foustakas, 1990). At this particular stage in the analysis process, 1 

fonnaliy analysed the data from the interviews and the penonai logs using a modified 



constant comparative method (Glaser, 1978; Glaser & Strauss, 1967; Strauss & Corbin, 

1990). This process involved: (1) coding aIl the data by sector or group, (2) identifjing 

cornmon and variable patterns by sector or group, (3) comparing emergent patterns across 

sectors or groups, and (4) identifymg central themes or issues which are fùrther explained 

by the patterns (Lord & H e a q  1987). The emergent patterns and themes are then 

compared with the existing literature. In this grounded theory approach (Glaser & Strauss, 

1967), the theoreticai findings emerge from and are grounded in the people and context 

studied (Patton, 1980). 

The constant comparative method is particularly usetùl in studies with multiple 

sources of data. Inconsistencies and consistencies found in various data sources are 

explored in order to ver@ the findings. Further, "the method supports the researcher's 

focusing in on key issues (themes) that emerge fiom the data and become categories of 

interest" (Snyder, 1992, p. 52). In the present study, the method allowed for cornparisons 

between, and the identification of similatities and differences among, the individual adult 

daughters as weil as between adult daughters at various phases in the institution-based 

caregiving career. 

More specificdy, 1 first re-analyseci each interview transcn pt separat ely. The data 

for each adult daughter were organised according to their relevance to meaning, 

behaviour, or expectations. I aiso used this stage of the analysis to re-examine the 

presence of preliminary meaning categories which emerged in my initial analysis 

procedures. 1 began this process by conducting a lhe-by-line analysis of the transcnbed 

interviews using open coding (Strauss & Corbin, 1990) in order to identify conceptual 

categones relevant to rneaning, behaviour, and expectations. 1 then analysed these open 



codes with a focus on i d e n m g  common patterns or the repetition of words or phrases in 

the text. These common patterns became the "substantive codes" related to meaning, 

behaviour, and expeztations. Substantive codes "conceptualise the empincal substance of 

the area of research" (Glaser, 1978, pp. 55-57). The relationships between the patterns or 

"substantive codes" identified were then investigated in order to identify broader 

categories or themes that emerged fiequently in the women's stones. Dolan Mullen (1985- 

86) described this process as "theoretical coding". The goal at this point was to organise 

the many concepts and patterns into a more integrated set of relationships or 

configurations. These patterns and thernes were then compared across al1 aduit daughters 

to identify similarities and dserences in individual experiences, and reasons for the 

sïmilarities and differences were explored. The positionaky of the caregivers and its 

relationship to individual experiences was also considered at this stage. 

Five overarching patterns or approaches to the caregiving role in the institution- 

based context emerged from this analysis. 1 eventually came to refer to these various 

approaches as "caregiving role manifestations". The idea of manifestations seemed to 

capture for me the essence of these roles; that is, how a combination of a number of 

features or qualities (patterns and themes) corne together and make themselves known or 

manifest themselves to explain the nature of a phenomenon - these various roles (Oxford 

Endish Dictionw, 1981). 1 then set out to compare the pattems and themes that 

explained each of these overarching caregiving role manifestations. 1 fkst conducted a 

cornparison across individuals whom 1 perceived to be in the sarne role manifestation and 

then 1 conducted a cornparison between the five different role manifestations. The purpose 

of this process was to ver@ in the data the existence of the role manifestations and to 



examine the similarities and differences arnong individuals in each of the manifestations as 

weii as between the five manifestations. 1 was specifhlly looking for negative cases 

(Lincoln & Guba, 1985) or individuals who overali "fit" into a specific manifestation but 

who also had aspects of their experience that were different or inconsistent nom the other 

adult daughters in the same group. At this point, then, 1 was exarnining how the role 

meanings, behaviours and expectations differed between the five role manifestations and 

for individuals within the same manifestations. 

1 then turned the focus of my analysis of the i n t e ~ e w  data to whether or not 

institution-based temporal career phase played a role in the construction of role meanhgs, 

behaviours, and expectations. 1 began this stage of the analysis by comparing those women 

in early phases of their institution-based caregiving careers, with those in mid-phases and 

those in Later phases. Again, I was looking for comrnon and variant patterns and themes 

within each group and across the three career groups. 1 was looking for patterns in the 

data which signified a shift or shifts in the wegiving role. Once this analysis was 

completed, 1 went back to the five overarching role manifestations that had emerged in the 

initial analysis and examined each of those groups in relation to comrnonalities and 

differences in temporal career phase. I compared the career phases of the adult daughters 

within each of the five manifestations separately to determine if the individuals in those 

groups were at similar points in theu institution-based caregiving temporal careers. 

Sirnilarities in career phase were noted and negative cases within each role group related 

to career phase were explored to try explain these individual differences. This part of the 

analysis ended with a cornparison of the predorninant temporal career phases of the adult 

daughters across the five caregiving role manifestations. I wanted to determine if the 



manifestation groups differed in relation to temporal Meer phase and, if so, how they 

dsered. 

uiitialiy, the data Eom the personal logs were coded and d y s e d  apart tiom the 

i n t e ~ e w  data but in a sirnilar fashion. This analysis fomsed primarily on d e t e m g  the 

types of behaviours associated with the family mernber caregiving role, the tiequency of 

each behaviour, and the context of the behaviours (e.g., where the activities took place 

and who the adult daughters interacted with while performing caregiving activities). 

However, I was aiso interested in how the adult daughters described what they did in their 

personal logs. 

Once 1 had coded the data nom the personal logs, 1 used SPSS for Windows to 

organise the log data. In inputting the data into SPSS, it was never my intent to conduct a 

statistical analysis of the data. Instead, 1 used the cornputer package prirnady to organise 

the data in various ways so that I could look for pattems, commonalities, and variations in 

the data related to the types of activities the caregivers were performing in their roles. A 

total of 90 different caregiving activities were listed by the adult daughters in their logs. 

These activities were collapsed into 10 activity categories (ive., recreational-type adivities, 

personalising care, monitoring care activities, c lothg needs, financial and record keeping 

activities ADL activities/grooming, housekeeping activities, affection-type activities, 

family manager activities, and support activities for "other" parent). 1 then organised the 

activities and activity categories according to caregiver and examined separately the types 

of activities each adult daughter performed, comparing activities listed in the log with the 

activities mentioned during the individual interviews. Next, I conducted a cornparison 

across adult daughters in order to look for any pattems that rnight emerge related to the 



types of activity categories most predominant for these caregivers. The data were then 

analysed accordmg to the five overarching caregiving role manifestations to detemine if 

the role behaviour differed by role manifestation and, if so, how. Fdy, I exarnined the 

log data to idente any patterns in role behaviour related to the caregiving temporal 

career. Specificaily, 1 wanted to determine whether or not the types of activities the 

caregiver performed shiftexi over the caregiWIg temporal career and, if so, how. 

A final and important step relevant to the development of grounded theory 

involved linking and cornparhg the findiigs from the present study - that is, the emergent 

patterns and themes and theù relationships - with the major theoretical constmcts 

appearing in the literature (Demer, 1992). Questions 1 continually asked myself at this 

stage in the process were: (1) how do my findings difEer fiom the findings of other 

relevant studies? (2) do my findings support any of the findings in other relevant studies, 

and, if so, what are the similarities in my findings and the findings of others? and (3) 

considering my findings and the findings of othen, how might 1 conceptualise the roles of 

adult daughters in long-term care facilities and how those roles are developed? These 

questions served to guide the development of my grounded theory presented in Chapter 

Six. Figure 2 surnmarises the analysis process 1 used throughout the project. 





ALTERNATIVE-ROLE PERCEPTIONS 

MANIFESTATIONS OF CAREGIVING ROLES 

Although farnily members of residents in long-term care facilities are ofien 

considered, or at lest treated, as a homogeneous group, it became very clear early in my 

investigation that there were several different, conflicthg perceptions of the types of roles 

the adult daughters were playing or not playing in the facility. The stories told to me in the 

interviews represented a variety of ways that adult daughters viewed their roles in the care 

of their parents. In an attempt to understand how the role perceptions dsered, I began to 

look for "dominant themes or descriptors" (Dienhart, 1995) within the women's stories 

that would help explain the essence of the various role perceptions. In comparing the 

dominant patterns and themes across all 38 adult daughters, particulariy looking for 

sirnilarities and differences, 1 was able to categorise the role perceptions of the adult 

daughters into five family member role manifestations. These alternative role 

manifestations were based primarily on how the adult daughters dehed  their roles in the 

care of their parents. The women's expectations for themselves in the caregiving role as 

evident in their stories told to me (which tended to be similar to how they deftned their 

role), and their behaviour in the role reveded in their interviews and the persona1 logs 

were also used to develop the dominant caregiving role manifestations. 

1 called the family member role manifestations which emerged from the women's 

stories the active monitors, the regdur vzsitors, t the indirect supporters, the unaccepting 



relinquishers, and the accepting relinquishers. A large majority of the women (23) feli 

into the regular visitor role manifestation, another five of the women were active monitors, 

five were indirect supporters, three were unaccepting relinquishers, and two were 

accepting relinquishers. These numbers, however, are somewhat rnisleading. For exarnple, 

although each of the role manifestations is distinct in many ways £?om each other, the 

manifestations are not mutually exclusive and overlap one another. That is, the women in 

any one of the five manifestations may also share characteristics of the women in any of 

the other manifestations. Therefore, a woman categorised as an indirect supporter may 

afso have a few characteristics sirnilar to the women in the regular visitors role type. Her 

perception of her role within the long-term care facility, however, "fits" more closely with 

the indirect supporter group. Further, the women in any one of the role manifestations are 

not d at the same place in the manifestation. Many of the women in the regular visitor 

role manifestation, for instance, appeared to be in transition from the active monitor stage 

to the regular visitor stage or moving from the regular visitor role to the accepting 

reiinquisher role. What the women in each group share in cornmon is the dominunt way 

that they define or think about their role within the facility. 

In addition, each woman who participated in the sîudy brought a different set of 

circumstances to her experience in the long-term care facility. These individual life 

situations shaped the women's perceptions and expenences in very unique ways. Thus, 

although the role perceptions of the women in each of the five family member role 

manifestations are presented here as distinct, individual women's situations within any one 

role manifestation are, in many cases, quite diverse. 



In my portrayal of the five caregiving role manifestations, 1 wanted to be able to 

capture both the distinctiveness of each group but also the uniqueness of the individual 

women's lived expenences within each of these roles. My presentations of the five role 

manifestations fïrst include a description of the core features (the patterns and themes) 

which explain each of the role manifestations. Ushg the women's stones, I then provide 

two profles for each of the five role manifestations. These profiles are used not only to 

provide illustrations or examples of the various roles and the core features of the roles, but 

to provide a thick description of the real women in these roles and the real situations they 

have found themselves in. This approach to presenting findings, particularly in retaining as 

much of the individual participants in the depidons as possible and presenting 

participants' experiences as a whole, is similar to a heuristic research approach and what 

Moustakas (1990) called "creative synthesis". Due to lack of space, 1 could not provide 

profiles on aii the women involved in this study. Rather, in selecting the women for the 

profiles, 1 relied on Moustakas's (1990, p. 54) advice and chose women whose stories 

were "exemplary portraits" of the role manifestations, particularly in how their stories 

"vividly" and "comprehensively" illustrated the core fatmes of the manifestations. I also 

wanted to illustrate the differences in the experience for the women involved and so for 

the second profile in each role manifestation 1 chose women whose stories reflected a 

somewhat diEerent experience in theû role. This was not difficult since al1 of the women's 

stones and experiences were unique in one way or another. In order to ensure 

confidentiality and to protect the anonymity of the women involved in the project, I use 

pseudonyms in al1 of the profiles. 



Before 1 present the caregiving role manifestations, 1 want to acknowledge and 

again emphasise my presence in the analysis and writing processes. Daly (1997) challenges 

the traditional assumption or emphasis in qualitative research of the idea that our findings 

and our theories "emerge fiom the data" (Glazer & Strauss, 1967). He argues that Our 

findhgs and theones do not emerge from the data but they emerge fiom the researchers; 

that is, they are drawn out of the data by those who coiiect it. He further emphasises that 

Our stories, Our reports, and Our theories can therefore only ever be "second order 

stories". They are always Our interpretations about Our participants' interpretations at one 

point in time. Kneger (1991) c d s  for the recognition and acknowledgement of this fact: 

1 tfünk it is important to try tu grasp experiences that are not one's own. 
However, such attempts ought to not to be masqueraded as other than 
what they are: they are attempts, they g a s p  only s m d  pieces of 
experience, and they are always impositions of an authorid perspective (p. 
54). 

Although 1 took several precautions to ensure that 1 was accurately understanding the 

experiences and stories told to me by the women involved in the study, the stones 1 am 

about to present are still my interpretations of the adult daughter's narratives. 

Core Features of the Role Manifestations 

Several core features or characteristics (themes and patterns) related to roie 

meaning, behaviour, and expectations came together to help explain the wornen's varied 

roles in the long-term care facility. 1 used these core features to develop the caregiving 

role manifestations. A surnmary of the core features of each of the five role manifestations 

is presented in Figure 3. The dominant core features include: 



temporal caregiving cmeer phrw - Temporal career phase was primarily 
dehed as the duration of time the parent had been living in the long-term care 
facility and the length of time the adult daughter had been involveci in the 
institution-based context. Although tirne in itself may be important, time here 
seems to be more important in how it changes the context of the situation. For 
example, the longer the parent is in the facility, the more likely they may be to 
have more severe levels of cognitive impairment. Aiso, the more expenence an 
adult daughter has within the institution, the more t h e  she has to get a sense of 
how the facility operates and what is expected of her. She can use this 
knowledge nom experience to re-define and re-create her role within the 
institution. 

visifution patteMS/znvoIvemenf in the fucility - This f e a ~ e  has primarily to do 
with how often the adult daughters visit, and whether or not adult daughters 
feel a need to be involved in the facility in theu parents' care. 

d e  definitions - Role definitions emerged as the most important feature in the 
development of the role manifestations and have to do with how the adult 
daughters define or think about their role in the long-term care facility. 

jonrs of support (Xany given) - The notion of support came up regulariy in the 
stones of the women in three of the five role manifestations (active monitors, 
regular visitors, indirect supporters). Where the support was targeted was a 
core feature in defining some of roles. Focus of support is also important in 
explainhg the types of activities or tasks the family members perform in their 
roles. 

perceptions of the "thereness" of the purent - This core feature has to do with 
how the adult daughters think about their institutionalised parents and whether 
or not they believe their parents still exist, particularly personality-wise. For 
example, some adult daughters talk about their parents as being gone mentally, 
no longer existing for them anymore. Others still very much think about their 
parents as  being vital human beings and still being the parents they rernember 
frorn before the parents became iil. 

pressure to be ut the facility - The women's stones had an element within them 
which had to do with how pressured they feel to be at the home regularly. In 
the stories where this sense of pressure was evident, the pressure generally has 
three sources: it could come fhm the daughter herself' and her own sense of 
duty and obligation to the parent, it could come fiom the perceived 
expectations of the parent, or it could come fkom how cornfortable the adult 
daughters are with the a r e  their parents are receiving. Other adult daughters 
expressed no pressure to be at the facility regularly. 



Figure 3 
Summary of Caregiver Role Manifestations 

Acfive Monitors 
meariy temporal career phase 
e v i s i î s  parent more than regularly 
w i e  defrnition in tenns of 3 purposes 

+ rnaintaining normalq 
-monitoring care 
+preserving self 

=support focused on both parent and staff 
+part of the care team 
+provide direct, bnds-on care 

*parent stiii there persoaality-Wise 
*intense pressure to be at facility 

+net as satisfied with care 
+pressure from parent 
+pressure from self 

Regulolr Vïrsibrs 
*mid or later temporal career phase 
m v i s i i s  parent reguIarfy 
* d e  &finition in tenns of 3 purposes 

+ m a i n ~ g r r o d c y  
+monitoring care 
+preserving self 

=support focused on parent 
+extension of staff role 
+emo tional aspects of care 
+d.i~~ct, hands-on care not important 

-parent still there persoaality-Wise 
*peace of mind that parent weii cared for 

Indirect supporters 
*aii temporal career phases 
*preserice of both parents 
*support focused on other parent living in the community 
amle definition in tem of 2 purposes 

+assisting other parent with caregiving role 
+monitoring other parent's beaithhveU-being 

*mst cases, insti tutionalised parent m longer e'asts personality -wise 
*parent king well cared for by otkr parent and facility 

Accepling Rehquhhers 
=later temporal career phase 
*relinquished care to facility/other 

+physical care 
+exnotional care 

visits facility imguiariy (once per month) 
amle definition in tenns of overseeing care 

+assesses how faciliiy operates 
+assesses how people intewt in facility 

*acceptance of situation 
+focus turned to own hes and aeeds 

*do aot &fine themsehes as caregivers 
*parent no longer exists pemnality-wise 
*vey satisfied with care 

UnacwptSng Rehquishers 
mmoving iato, or in, later temporai career phase 
vehqyished c m  to facility/other 

+physicai care 
-+emotional carc 

*visits parent irregulady (once per three montfis) 
* d e  M i t i o n  in tem of e-uperience 

-pain 
+sense of belplessness 

eunacceptance of situation 
+avoid visiting 
+never visit alotie 

*do wt d e f i  themselves as caregivers 
*parent no longer exkts personality -wise 
wecy satisfied with care 



acceptcmce of the situation - An important core feature of some of the role 
manifestations, especially as told in the accepting relinquisher's and unaccepting 
relinquisher's stories, is the idea of coping and acceptance of the situation. 
These women talked about their ability or inability to cope with situation and 
how they came to that acceptance or how they cope with their inacceptance. 

These core features will be describeci fiirther in the discussions of each of the role 

manifestations and examples of them WU be iiiustrated in the adult daughter profiles. 

Level of involvement in the facility is one of the most basic distinguishing feahres 

of ali five family member role manifestations. The active monitors are the rnost intensely 

involved, at least within the facility, and the accepting relinquishers and the unaccepting 

reliiquishers are the least involved of the five groups. The indirect supporters are also very 

involved, however, their roles are focused outside of the facility. 1 have chosen to present 

the role manifestations beginning with the two groups that are most involved within the 

facility (the active monitors and the regular visitors). 1 then descnbe the two role 

manifestations which represent the women who are the least involved within the facility 

(the accepting relinquishers and the unaccepting relinquishers). 1 finish my presentation of 

the role manifestations by describing the group of women who are quite intensely 

involved, although sometimes invisibly so, outside of the facility (the indirect supporters). 

Family Mernbers Involved in the Facility: Active Monitors and Regular Visiton 

The Three Atrposes of Caregiving 

Those adult daughters who are more heavily involved in the care of their parents 

living in the facility fa11 into two caregiving manifestations: Active Monitors and Regdur 

fisitors. Consistent with the role meaning perspective (Bowers, 1988; Duncan & Morgan, 

1994), these adult daughters describe their role primariiy in terms of their purpose within 



the facility. Three purpose themes or categories emerged fiom the women's stones. Figure 

4 summarises the three purpose themes and patterns associated with those themes. 

The most consistent purpose identified by both active monitors and regular visitors 

was fo maintain some sense of nonnaky in their parents' lives. Above d l ,  maintaining 

normalcy involves providing a familiar presence in the facility for the parent and, in some 

cases, for the staff. It is very important to these f a d y  members that the parent knows 

they are cared for, that they are loved, and that they are not forgotten. These adult 

daughters also feel that their presence in the facility dernonstrates to the staff rnembers 

how important their parents are to them. Many of these women feel that if they did not 

have a regular presence in the home, their parent would not receive the care they now 

receive. Interestingly, this motivation for involvement within the home expands on the 

sense of motivation perceived by the Director of Nursing Care. According to the Director 

of Nursing Care, those who take more of an active role in the facility are there primarily 

out of guilt. Although, some of the adult daughters 1 spoke with were definitely feeling a 

sense of guilt for having to admit their parents to a long-tenn care facility, what was also 

emphasised to me was how the family rnembers' presence within the home ensured quality 

care. 

The adult daughters maintain normalcy in several ways. First, these adult daughters 

place great importance in 'Tust being there" or visiting their parents regularly. For many of 

these adult daughters, this simply represents a continuation of their involvement or 

participation in their parents' lives and continuity of the daughter role. In "being there" on 

a regular basis the family members can provide a famiiar face for the parent. In their 





stories, many of the famiIy members talked about the guilt they feel for taking their parents 

out of a context which was familiar to them. Being a familiar face within the institution is 

how the family members now provide a familia. context for their parents. Deborah 

described her thoughts on trying to maintain normalcy in her mother's We: 

She is here and 1 guess, this is getthg pretty diflicult, 1 feel like 1 need to be 
here because 1 feel guilty for her being here. 1 feel that 1 have deprived her 
of some normalcy in her We by placing her here and so 1 feel that that kind 
of is my role, by cuming & providing somebody familiar and taik about 
things you know, that she might relate to. So, 1 guess 1 feel that I am here 
for her, and for me too 1 guess, but to try and make her life as normal as it 
can be while she is here. 

An aspect of maintaining normalcy involves ensuring that their parents have whatever they 

need to be cornfortable and content within the home. Vîsiting their parents and the home 

regularly helps family members idente what the parents' needs might be and take steps to 

address those needs on a regular basis. 

Second, adult daughters maintain nomaicy by ensuring that their parents know 

they are part of a farnily unit and by continuing to involve their parents in the larger family 

systern. For example, Jennifer, a regular visitor, stated: 

1 would call it a fact of life, 1 guess. It is just a part of my Me. I think it is 
stifl trying to keep him as part of the family. 1 think that is it. 1 don? want 
to exclude him, that is the word that 1 am looking for. I don? want to 
exclude my father from anything. 

In visits, adult daughters talk about f d y  events or f d y  news and keep their parents 

up-to-date on what is happening in their lives and the lives of other family members. The 

daughters' stories told in their interviews and in their logs also revealed that these women 

often serve as farnily managers. Organising family events for special occasions and keeping 



other family members informeci of their parent's condition represents a large part of their 

caregiving role. 

Related to reminding parents that they are important members of the family unit, 

adult daughters also serve as an emotional support system for their parents, making sure 

their parents know they are loved and not forgotten. Adult daughters discussed how it is 

important to them to openly show affection towards their parents by hugging, kissing, 

caressing, and holding their parents during visits. They also appreciate it when the staff 

show affection towards their parents. In her interview, for example, Hazel began talking 

about how she and her mother appreciate the aEection the staff demonstrates towards her 

mother. When 1 asked Hazel ifshe felt that showing affection was an important part of her 

role, she responded: "Oh God yes. Yes, she [mother] looks fonvard to the hug and kiss 

very much, even holding hands, just holding hands, sitting there holding hands". 

Nonetheless, showing affection can sometimes be dficult for family members as they 

ofien feel there is little privacy in the facility and that their interactions with their parents 

are constantly on display in the home. 

Companionship was another important aspect of their emotional supportive role. 

Another regular visitor, Sheila, described how important it was for her to provide her 

mother with regular companionship: 

1 would say that there's really not a lot that 1 do for her every day here 
because the staff here are involved in that. I'm not here to do it. 1 think 
probably as someone to keep her Company, probably that's the important 
thing, somebody to actudy sit down and in mom's eyes as having a 
conversation with her and listening to her. 

The adult daughters hope that their regular companionship will help lessen their parents' 

loneliness or anxiety within the home. 



Fourth, family mernbers maintain normalcy through the continuity of activities that 

are important or familiar tu their parents. For example, if a parent regularly attended 

church seMces, the adult daughters often find ways to either take the parent out of the 

facility for church on Sunday, or arrange their visits on days when the facility church 

s e ~ c e  is held so that they uui accompany their parent to the mass. Candace explained this 

notion to me during her interview: 

wy mother] was brought up in the Salvation Army which has a band and 
they have the songs and the choir and everything and she really enjoys that. 
Weil the Salvation Army does a service the last Sunday of every month up 
there. They have a bit of a brass ensemble that cornes in and 1 try and be 
there to @ce her up. Some Sundays she just sits there and other Sundays 
she wiii hum a few bars and once in a while she wiii say a word or two. 
And, she seems to enjoy it most times and other times it is just kind of, she 
just sits there and you are not sure if she is enjoying it or not. But it is 
worthwhile for me to take her even if she hums a bar, you know because 
there is not too much that she can interact with any more. 

Family members also b ~ g  in special treats they know their parents always loved. These 

items may not be available in the facility but family members see them as important to 

maintaining continuity and normalcy in their parents' lives. Providing newspapers, plants, 

and music are other examples of how family members try to provide some continuity in 

their parents' lives. 

Fïh, family members see themselves as not only a connection to the pst  for their 

parent but also a Iink to the present. Adult daughters feel the need to keep their parents in 

touch with things familiar corn the past. They reminisce with their parents about past 

events, trying to get them to remember sigdicant occasions or people who were 

important to the parent. They bring in photograph albums and other familiar items to share 



with the parent during these reminiscence sessions. In comparing her role with the role the 

staffmembers play in the care of her rnother, Pauline noted: 

M y  role is] probably more trying to get her to remember things or 
conversations or pictures or more sort of trying to keep her in iouch with 
her own family and Our own families. 

Adult daughters also keep their parents informed of important happenings, dates or events 

in the present. In addition, some famiy members b ~ g  in seasonal decorations to place in 

their parents' rooms to make sure their parents know what tirne of year it is. AU of these 

activities are done for the sole purpose of providing some continuity in their parents lives, 

some sense of nomalcy to a situation and setting they perceive to be anything but normal. 

The next purpose communicated throughout the women's stories @oth active 

monitors and regular visitors) was to rnonitor the cure their parents were receiving in the 

long-term care faciiity. This purpose involves making sure that the parent is being cared 

for the way they would care for their parent if they were at home. Some of the women 

descnbed this purpose category in terms of a "protector" role; that is, they were there to 

watch over and protect their parent much like a parent protects a young child. Aduit 

daughters monitor care in three general ways: observing their parents, the facility, and the 

aaff; maintahhg regular communication with the staff; and providing direct care if 

needed. 

The adult daughters described one component of monitoring care as "a visual 

thing". In their visits, they would observe their parents, aspects of the facility itself, and 

the staff members within the facility. In terms of their parents, the adult daughters check to 

make sure their parents are kept clean, dry, and properly groomed. They watch their 

parents' body and facial expressions to make sure they are not in any pain. They also 



observe their parents to ensure that they are getting proper rest within the facility, and that 

they are well fed and receiving proper liquids. For example, Elizabeth, a regular visitor, 

described her role in monitoring her father's are: 

WeU, 1 don? really thinlg as far as caregivhg goes, that it's anything in 
depth, my role caring. Concern and keeping an eye out for anything that we 
feel, that 1 feel is necessary.. . You know i f1 notice that he needs a t-shirt or 
clothing or any little needs that rnight make him a Little more comfortable. 
But as far as health care or bathing hirn it would be, it's just more of a 
visuai thing, you know, what we see or, you know, is he comfortable, 
asking questions. The actual doing of it, no. 

Adult daughters also take note of the maintenance of the facility particularly in 

terms of the cleanliness and upkeep of the home. Some family members, for instance, 

check their parents' Linen when they visit the home. These women also watch the st& 

when they are at the facility. For the most part, they observe how various staff members 

interact with other residents and they use those observations to gage how their own parent 

is being treated in the facility when they are not there. Another regular visitor, Candace, 

reflected on her role in monitoring her mother's are: 

.. dtimately 1 am responsible for the care that she [my mother] gets or 
doesn't get whether I am doing it personally or not and 1 have to make the 
final decisions on her care if there is anythhg beyond the nom.. .Making 
sure she is in a good place is part of it, making sure that the staff carries 
out what they said they are going to do, not that I have to be right on top 
of them but whenever 1 go and visit just seeing that the place is clan and 
my mom is clan and her clothes are clean, that she is well fed and she has 
her liquids and everything. These are al1 things they do but 1 still think it is 
my responsibility to make sure that it is being done for her but they do the 
actual caregiving I think, 1 just kind of make sure it is being done. 

Monitoring their parents' care also involves regular communication with the staff 

of the facility. This regular communication serves two purposes. First, it allows farnily 

members to serve as advocates or a "voice" for the parent. This role is particularly 



important when the parent is no longer able to communicate their thoughts and needs for 

themselves. SeMng as an advocate for the parent, the adult daughters will make sure that 

s t s  members are made aware of any concems they may have conceming their parents' 

w e .  Evelyn explained how the loss of her mother's ability to communicate has led to a 

change in her role: 

Well, [my role] has changed in that my mother can't communicate at all 
any more. I feel Wce 1 have to speak out for her. If her hands are dirty or 
her floor is di* or her wds  are d i  or there is something that doesn't 
suit me and 1 know would not suit my mother 1 would, 1 feel that 1 should 
speak up for her and 1 redise that in an institution that things aren't quite 
the same as at home. They wash the clothes very roughly and that kind of 
thing. Yet, as a person on the outside paying the monthly fee that they 
charge for clothing washing and that I corne here and her sweaters are 
three inches by three inches and her slacks are al1 Mnkled. 1 am thinking, 
surely they can do a better job and my mom is not, she is at a stage now 
where she would not say anythuig because she can't. Yet my morn was 
very, very particular about her hair, her feet and her clothing. She was 
always so particular about them. She always looked so nice and she still 
look nice. 1 am not saying they don't do a good job because they do. But 
when things start to slide is when I think, oh 1 have got to say something 
because my mother can't. 

As the parent's voice, these women provide tips to the staff on how to care for their 

parent based on their more personal and historical knowledge of their parent. For example, 

a daughter might idorm stamembers about her parent's likes and dislikes, and the way 

the parent prefers to have routine tasks done. 

Second, regular communication serves to keep an adult daughter informed of her 

parent's condition. These women check with the staff regularly about their parents' health 

status. For instance, Janet described for me how she makes a point of "questioning the 

nurses on her [mother's] health and eating habits" each visit and phones if she is unable to 

visit the facility to check with the nurses on her mother's condition. Family members also 



inquire whether their parents rnight have specifk needs, heaithwise or otherwise, they 

should be looking into. Some family members also take part in care conferences to keep 

abreast of their parents' progress. These women may aiso attend special medical 

appointments so they can check on their parents' conditions ka hand. Keeping idormed 

about what is happening with their parents also might involve leanillig about a particular 

disease process by obtaining information from experts in the field, for example, fiom the 

Alzheimer' s Society. 

Findly, monitoring care aiso involves providing direct care or hands-on activities 

such as dealing with problems themselves if the staff do not address the problem quickly 

enough. For example, Helen talked about how upset she was with the odour and mess in 

her father's bathroom within the facility. So, this adult daughter visits the home regularly 

so she can mop up her father's bathroom and also has other siblings checking on this when 

they visit. Another active monitor, Eva, described in her story how concemed she was 

about the bruises the mechanical lift occasionally lefi on her mother's legs. She took it 

upon herself to put together a padding device and attached this device ont0 the Iift to 

protect her mother fiom being hurt further: 

The lift that they use on her, it's a big [machine], it goes in between her 
legs and that was always coming down on her leg and hurting her. So 1 
went and 1 got a pad about that long and 1 took a shoe lace from home and 
1 tied it around [the Ut] and now it doesn't huit as much if it cornes down 
if the nurses don't see it right away. At les t  it's not the sarne pressure on 
[her leg]. So that helped. It doesn't look too good but every once and a 
while it's taken off and 1 say how many shoelaces am 1 going to need. So, 
now 1 leave one in her closet at al1 times. Now some of the nurses, oh not 
very many, just one or two might, didn't figure it was necessq. But, then 
the others said to me: "[Eva] that was a great idea, that's really 
wonderfiil". 



Similar to the presemative care described by Bowers (1 988), the final purpose 

described in the women's stories was to mainfuzn their parent 's seme of peronhood. This 

purpose theme is very much Luiked to the purpose of maintaining normalcy in their 

parents' Lives. Again, the adult daughten address this purpose in several ways. First, these 

women try to maintain as much about the parent fiom the past as possible. They try to 

maintain the parent's physical appearance, the parent's mental functioning, and the 

parent's sense of who they are. 

In terms of physical appearance, the adult daughters described how their parents 

always cared about what they looked like. The adult daughters saw it as their 

responsibility to maintain the "smart look" that was so important to the parent in earlier 

times and very much a part of who the parent was. They made sure to buy clothing for 

their parents similar (in the same colours a .  styles) to what the parents would have 

bought for themselves. Katherine explained this part of her role to me: 

My mother was always a very smart dresser, always liked nice clothes and 
always dressed in a . . . she didn't dress in sort of Little old lady clothes, she 
and 1 could have easily exchanged our clothing, she was always a very up- 
to-the-rninute smart dresser but that type of clothing now doesn't work too 
weli. 1 tend to buy her now either pants or fùll skirts that will cover her legs 
when she sits in a [wheelchair] but 1 stili try to keep the smart look that she 
aiways had. 

Related to maintaining the "smart look", farnily members becorne very distressed 

when they find their parents' clothing to be dirty, sloppy, or wet. Although the adult 

daughters understand how difficult it would be to change each resident every time they 

spilled something, they also know that their parents would never want to be seen in public 

with soiled clothing. J e d e r ,  for example, explained how upset she feels when she finds 

her father in dirty clothing: 



My dad is sloppy with his food sometimes and 1 wrote on the 
questionnaire, that is one of the things that bugs me the most of anythuig, 
they don't change their clothes ofien enough. During the week is one thing 
but it redy, really bothers me when 1 go over there on the weekends and 
they have my dad sitting in the haliway or the d i g  room and other people 
are in there visiting their family and my dad has pants and a shirt on that are 
caked with food. That bugs me, bugs me more than anything. My brother 
says, so what, you know, but my attitude is that he has lost everjthing, he 
has lost his identity, he has lost his fieedom, don't take away, don't take 
away his characteristics. 

So, in many instances the family member would change the dirty clothg or toilet the 

parent themselves. The adult daughters aiso removed facial hair in order to maintain their 

parents' physicd appearances. One daughter also described how every time she goes into 

the facility she has to fix her father's hair because the staff combs his hair differently than 

how her father always wore his hair. 

For some of the women, part of maintaining as much of their parent as possible 

also involves trying to maintain their parent's mental fùnctioning. Some women 

compiained about the lack of mental stimulation that their parents received within the 

home. They also recognised the importance of regular mental stimulation to maintaining 

cognitive abilities as long as possible. Thus, these women took it upon themselves to 

provide stimulation in the form of mind games or other activities so they could keep their 

parents' minds as active as possible for as  long as possible. Carrie-Ann expressed her 

sense of the importance of mental stimulation in slowhg down the disease process: 

1 think that there are more activities here in that unit than there were at the 
other home that she was in. I think that [the aaivities] are more in line with 
what the residents are able to handle and any sort of stimulation, to me, 1 
think that, 1 don? know if it is true or not, but 1 have a feeling that they 
would go down hiil faster. So, 1 think that any stimulation that 1 can do and 
that the staff are doing is going to help. 



Some adult daughters also talked about some characteristics they remembered their parent 

always possessing, for example, a great sense of humour or wirtiness. In Msits, these 

women would try to bring out those aspects of their parents they remembered so well. 

Very much related to maintainhg normaicy, the adult daughters also described 

how they feel the need to give their parents a sense of who they are. They do this by 

t a k g  to their parents about people in their parents' iives, both fiom the past and in the 

present, and they rernind theû parents about things they have done or accomplished in 

their lives. Sandra, a regular Msitor, told me that maintainhg her father's sense of self is an 

important part of her role. When I asked her how she did this, she explained: 

We talk about people that he knows and things and 1 remind him of 
dif3erent things and sometimes you can get him, well before, you could get 
him talking about them, that was important. And he was still reading the 
paper, he got us to get hun the Globe and Mail again, you know, and he 
was actually reading it because he'd discuss it with my husband. 1 don? 
read it much but he'd discuu it with [my husband] and it would be fine' I 
mean he was following it, [my husband] would know what he was talking 
about. 

Adult daughters also decorate their parents rooms with familar objects from the past or 

with things that the parent is used to having in their home, or they know their parent 

would want to have in their home. 

Maintaining their parent's sense of personhood also involves ensuring that their 

parents are treated as adults; that is, with respect, with dignity, and by allowing them as 

much control or independence as possible. Some adult daughters described how they 

consciously try hard to talk to theû parents at eye level, and how they make every effort to 

refiain f?om talking down to the parent (e-g., responding to parent as one would when 

responding to a child). Deborah discussed this in her interview: 



. . . sometimes 1 feei that the staff talk down to them and I try not to do that 
with her (mother). To me she is stiU, you know, a very viable adult and you 
know she shouldn't be talked down to iike a child and 1 try and let her 
express herself and just talk to her adult to adult. 

Farnily members aiso try to give their parents back a sense of control over their lives or 

some sense of independence. These women try to h d  situations where their parents can 

make decisions for themselves or cm help with decisions the daughter is trying to make. 

Also, some adult daughters corne in regularly to help with feeding so that the parent is 

ailowed the oppominity to feed hirn or herself rather than being fed by the staff To the 

adult daughters, these seemingly smdl gestures allow the parent to retain some control 

and dignity in their lives. 

Maintainhg the parent's dignity also involves making sure the parent is not put 

into undigmfied or  inappropriate situations. One regular visitor, for exarnple, spoke with 

much distress about an incident where she had gone into the facility to find her father lying 

on his bed wearing only a diaper. To make things worse, while the parent lay there barely 

clothed, his roomrnate was being visited by his own famiy members. Jennifer described 

this incident for me: 

We went in there in the summer time and it was hot. 1 don't know what 
happened but I guess they had [my father] sitting in his wheelchair and 
when [my father's roornrnate's wife] came in with [Leonard], father was 
laying on [Leonard's] bed face down and he had wet himself So, 
[Leonard's] bed was wet. So, I gather that ali they did was take him from 
beonard's] bed and they laid hirn on his bed on top of it and all he had on 
was a diaper. And, I flew out of that room and 1 nailed the fust person that 
went by and 1 told them in no uncertain tenns that he has to still have a bit 
of vanity and 1 did not appreciate the fact that they lefi hirn laying there in a 
diaper. I said that it is degrading for him. Ya, they [ose a lot of dignity, they 
lose their personality and everythmg. 



Other daughters spoke about how they would sometimes go to the facility to visit 4 t h  

their parents and find that they had been placed in their wheelchairs and positioned facing 

a wall, either in their own rooms or in another room w i t h  the facility. These types of 

incidents or behaviours were seen to be attacks against their parents' sense of dignity and 

they took masures to ensure that they did not happen again. 

ï o  summarise thus fàr, those aduit daughters more involved in the facility, active 

monitors and regular visitors, tend to tW of their role within the facility in terms of the 

purpose they ascribe to themselves in the w e  of their parents. The main components of 

their role are to maintain a sense of normalcy or continuity in their parents' iives, to 

monitor their parents' care within the facility, and to ensure that theû parents' sense of 

personhood is preserved as much as possible. Several activities or strategies are used by 

these women to address the various purposes they ascribe to their role. In fact, their 

behaviours in the role are direaly linked to their objectives for themselves. 

Active Moniîkm lurd Regular Vuitors: Sidm*ties and Differences 

There are severd similarities between the active monitors and the regular visitors. 

First, active rnonitors and regular visiton visit their parents at the facility on a regular 

basis. Active monitors, however, tend to be more intensely involved in the facility' visiting 

their parents at least three times a week and often much more than that. Regular Msitors 

generaiiy visit theù parents at least once a week and certainly no less than once every two 

weeks. Second, for the most part, the adult daughters in both of these groups believe that 

their parents stiU exist and still recognise them when they visit. For those few wornen who 

no longer see their parent in the resident they visit, they stiil place great importance in 



having a regular presence in the faciiity. F d l y ,  both the active monitors and the regular 

visiton define their roles to some degree in terms of the three purposes described earlier. 

Some adult daughters think about their roles in terms of ail three purposes, and others 

focus theu concentration on one or two of the purpose areas. Nonetheless al1 active 

monitors and regular visitors define their roles in tems of at least one of these purposes. 

There are also some distinct difTerences b e ~ e e n  the two groups of involved farnily 

members. To begin with, active monitors and regular visitors have slightly ditferent 

perceptions of who they are supporting in the faciiity. Active Monitors tend to define their 

role in tems  of supporting both their parents and the staff. They perceive themselves as 

"being there" for their parents so the parents know they are always there for them. They 

also see themselves as "being there" for the staff, providing services that the staff would 

normally perform, and giving some relief to the stafT Regular visitors, on the other hand, 

tend to focus al1 of their energy in supporting the parent and generally do not talk about 

their role in terms of supporting the staff. Regular visitors tend to describe their role as 

being more of an extension to what the staff provide within the facility; that is, providing 

more of the persona1 and emotional aspects of care. Thus, active monitors and regular 

visitors also differ in terms of the amount of direct, hands-on care they provide. Active 

monitors are more likely to see themselves as part of the care team. Al1 active monitors are 

performing some type of care the stafF members are usually responsible for and may even 

volunteer in different capacities w i t h  the home. In contrast, most regular visitors do not 

perceive themselves as being involved in hands-on care, and most do not want to be 

involved in the physical aspects of care. Some regular visitors certainly will provide hands- 

on care if it is deemed necessary, but they do not talk about it terms of how they define 



their role. Further, although regular visiton place great importance in hahg a presence 

within the facility, many feel very divorced fiom the care their parents are receiving and 

describe themselves as not reaiiy having any role in their parents' care aside fiom the 

social role of visiting regularly. Some regular visiton also describe their role in terms of 

being a recreational director for their parents - planning and implementing recreational 

activities they know their parents will enjoy. 

Active monitors and regular visitors also diner in terms of the amount of pressure 

they feel to be at the home, with active monitors feeling much more of a pressure to be 

involved in the facility than regular visitors. This pressure moa  often cornes fiom the adult 

daughters themselves and their sense of obligation or duty to be involved in their parents' 

care. In some cases, however, this pressure seemd to be rooted in the adult daughters' 

dissatisfaction or unease with the care provided in the home. For instance, although ail the 

adult daughters 1 met with were generally satisfied with the care their parents were 

receiving, active monitors' stories were far more likely than were regular visitors' stories 

to reflect areas of dissatisfaction with aspects of care (e.g., more staff needed within the 

home). These women often feel more of a pressure to be at the facility regularly because 

of their concems with care. In contrast, regular visitors tended to describe much 

satisfaction with the a r e  their parents are receiving. Knowing their parents are safe and 

weli cared for gives the adult daughters in the regular visitors role manifestation a "peace 

of mind" and an enormous sense of relief from the pressures and concems they once felt. 

In a few cases, the pressure to be at the home ofien appeared to corne fiom the aduit 

daughters' perceptions ofwhat their parents expected of them. For example, a few active 

monitors felt that their parents expected thern to be at the facility regularly and descnbed 



in their stories how their parents had explicitly or implicitly made their expectations 

known. 

Finally, the adult daughters in these two groups also differed in ternis of the 

temporal phase they are at in their wegiving careers. Active monitors are in early phases 

of the caregiving career in this particular facility. Only one active monitor had a parent 

who had been living in the facility for several years. M e r  talking with this particular adult 

daughter and with the stafS however, it became clear that this woman had only become 

involved in the care of her rnother three months before 1 met with her. Three months 

earlier, her mother had fallen in the home and broken her hip. At that tirne, the adult 

daughter became much more involved in the care of her mother within the facility, taking 

on a regular and more direct role in her mother's a r e .  Regular Msitors, in contrast, tend 

to be in mid to later phases of their temporal caregiving careers. Neveriheless, a few of the 

women in this group are in early phases of their caregiving careers. 

The active monitor role appears to be an initial role that some adult daughters take 

on at the admission of their parents into the facility. My sense £kom the women's stones is 

that once these adult daughters become more comfortable with the home and the care 

their parents are receiving they gradually relinquish the direct, hands-on activities and 

move into more of a regular visiting role. Once in the regular visiting role, if the situation 

remains relatively stable, they could remain in this role for the remainder of their 

institut ion-based caregiving careers. 



First Profile of an Active Monitor: Carrie-Ann's Story 

Cde-AM is in her mid-forties, is married, and has two teenage children living at 

home. She works part-time as a supply teacher and says that this type of position gives her the 

freedom to be able to be more involved in her mother's a r e .  Carrie-Ann has an older sister, 

Margaret, in her mid-fitties who iïves approxhately one hour away. In fact, Margaret was far 

more involved in the a r e  of their mother at the beguuung of theù mother's illness. Their 

mother was living next door to Margaret and her husband, and so they kept a regular eye on 

her. Five months eariier, Margaret and her husband thought they might move away fiorn the 

area as Margaret was due to retire shortiy. Carrie-AM and Margaret both decided that it wodd 

be better for thek mother to be close in proximïty to at least one of them and it made the most 

sense to move their mother to a retirement home near Carrie-Ann. Both Came-Am and 

Margaret described this process in their interviews: 

Like at one tirne, my mother lived right behind us, where we Iived. And 
then it got to the point that she couldn't stay by herself anymore, and so it 
was a big decision as to where she should go. Whether it should be d o m  
there [near Che-Ann] or whether it should be up here. Well, we had, my 
husband and I retired and we spend in the sumrner, we spend some time up 
North. And we wouldn't be around quite as much. And Carrie-Ann being 
up here, and being younger, she's ten years younger than 1 am, she can 
corne in more often. So, it was, it was a big decision because we knew that 
we'd be taking mom away from fiiends, but it was almost at the point then 
that 1 don? think it really mattered that much to her pxcerpt fiom 
Margaret' s i n t e ~ e w  transcript]. 

SO, CarrieAnn and her sister moved their mother to a retirement home shortiy f ier 

the decision was made but their mother had a hard time coping with the move. As their 

mother's cognitive abilities declined, the administration and staff at the retirement home found 

it more and more difficult to hande the resident. Carrie-Am describeci the history of her 

mother's placement to the long-term care facility. Her depiction is very representative of the 



stories told by many of the adult daughters regarding the many moves that older addts ofien 

have to d e  More a suitable faality is found: 

So, she went into a retirement home fiom May through to, weil she was there 
until about October and she was havhg a lot of problems coping. They 
muldn't handle her, they tried different medications, they couidn't seem to 
stabilise h a .  They put her into [a] hospital to see if there was something 
organidy wrong and they reaiiy couldn't corne up with a de5nitive conclusion 
apart h m  senile dementia. But they fdt that her decline in her mental state was 
more rapid than it often is so they put her into [another] hospital for a period of 
tirne, in the psychiatnc unit there to do some more testing. What it amounted 
to basldy was that they worlreù on medidon to see if they could get 
sornething that would work with her better. So, she was at that hospital nom 
the end of October through to ahost the end of November. There was no 
way that she could go back to the retirement home because she had been ûying 
to lave there, it was not a sewe f'acility. So, she had to be in hospital until 
they could fhd a nursing home bed for her and at the end of November they 
found a bed for her at a [Homes for the Aged in the areal. So, she went to [that 
fàcility] and she was there from the end of November through mtil the 
beguuung of August of this year. At that point she had been on a waiting list 
because that fàdty was not our first choie of home for her and at that point I 
had to decide. A bed came up here and 1 had to decide whether 1 should move 
her. That was another diEcuIt one because she, 1 wouldn't say t h  she was 
happy where she was but she was kind of settled, you know. She wzs used to 
the statfas much as she couid be. At the time it happened my sister was away 
at the cottage. They don? have a phone there and 1 couldn't contact her and it 
was kind oc um, it feu on me to make the decision whether she shouid move or 
not. And, I thought it over carefùily as to the benefits and the things that 1 
didn't care for at the [prior facilty] and I decided, yes, that we would move her 
here. 

CarrieAm's mother had been living in the facilty for approxhîeIy three months at the time 

of my meeting with her. At the tirne of her inte~ew, Curie-Ann was in an eariy temporal 

phase of her institution-based caregiving career. 

Similar to many of the women 1 taIked to, Carrie-Am disaissed how her role has 

changed over the years in the care of her mother. In faa, both Carrie-Am and Margaret talked 

about how their roles have reversed. For example, Car~ie-Ann refiected: 



Well, [my role] a&dy has changed a great deal. When my mother was an 
hour and a halfaway fiom us we didn't go to see her that o h  It was s p d  
events k h i  of thing and we would tak to her on the phone and that h d  of 
thing But cataidy I wasn't h y s  dropping in on her. Now my sis&er was, she 
was aaoss the back fence so she was there to support her more and to make 
w e  that everything was going al i  ight But that was more oc it was a distance 
thing. Now my sister, she cornes about once a week to see her because she is 
retited now and she is a W e  fieer than she was befiore she retired, to visit. Su 
our roles have kind of reversed. 

CamieAnn now saw h d a s  the prUnary caregiver to her mother and her Ssta was more of 

a visitor. When 1 met with Came-Ann's sister Margaret, she agreed that her role now was 

more to support Carrie-Am as the primary caregiver and to vist her mother weekly. 

Carrie-Am is now htenseiy involved in her mother's care. She usually visits her 

mother five h e s  a week and at the beginning of her interview descrï'bed for me why she visits 

1 mess the reason I do come so o h  is that my mother was used to having the 
support of my sister beuig around, close by and she is cut off &om everybody 
that she knew before. Like, she is so fàr away tom fiends that they don't 
come and visit her. So 1 feel that I an., jusî by cornhg 1 can be sorne 
support. . . 1 see myself as a support I guess for my mother. . . It is somebody 
that she hows, that she is tamiliar with So, $1 do nothuig more than that even 
1 feel that I have done something to kind of help her, her feiing of some sort of 
a s d t y ,  whether it is, or not. But that is part of my feelings with why 1 come. 

CarrieAm needed to "be there" for her mother, to be her rnother's support system. She saw 

her role as providing a sense of the familiar for her mother. By being at the f d t y  and with her 

mother often, she felt that she muid maintain a sense of normalcy in her mother's Me. Her 

mother was used to havhg a daughter close by and visiting often, thdore ,  it was important to 

both Carrie-& and her sister tbat one of them "be there" for th& mother regdariy, if not 



In her description of a typical visit with her mother, Carrie-Ann also talked about the 

activities she does with her mother to M e r  provide some n o d c y  in her mother's Ke: 

When 1 come, 1 tak to her about the M y ,  1 sometimes bring pictures. We 
have pictues in her room that have M y  manbers and I d go over thern 
with her . . . 1 wïü bring her in We treats to eat. She was always somebody 
who ked sweets so 1 will b ~ g  her in some chocohte or a donut or a donut 
and some coffee or something Iike that . . . . 1 will bring something like thaî in 
because 1 reaiise that she doesn't get them most of the tirne. So 1 do that . . . 
She was a schwl teacher and she used to like to do word pudes. The last few 
years she used to have books of hem and so 1 continued doing things like that 
wah her. It got to a point though that now she tends to jumble everything ali 
up so 1 can't reaily see the d u e  in doing it now. It would just be confiising for 
her. But, I wiU do, and my sister does as well, she will corne in and play little 
word games of X and O's, different linle garnes. 1 will have her play solitaire 
and 1 will watch what she is doing and she has g o m  to a point where she 
could do that very easily before but she has gottai now so that she doesn't do 
things, uh, she doesn't do it in the right way or she gets confused so 1 will help 
her, help her go through the game. She enjoys doing that kind ofthing. 

Canie-AM'S narmtive also indicated how she places much importance in her 

monitoring role. Being at the fàciiity regularly aiiows her the opportunity to observe the staff 

with other residents as weii as with her mother and to gauge how her mother is cared for when 

she is not around. She explaineci her need to monitor her mother's care as follows: 

I guess 1 feel that 1 like to keep an eye on what is going on. 1 think you always 
hear horror stories of nursing homes and 1 feei that by cornhg in 1 know a linle 
bit better what is gohg on and how the staff is treating other residents that 1 
see and it gives me a better handle on just what they are doing, who are the 
ones that, if1 have a problem that 1 see, who are the ones that 1 can go to that I 
feel 1 rnight get r d t s  fkom. They have been very good here. 1 haven't had a 
lot of concems and when I have brought up a couple of issues they have been 
dealt with v q  promptly. wember Check Insert - If 1 felt that she was beiig 
neglected or abused, 1 would cornplain. 1 £ind it helpful to watch the interaction 
with staffand other residents as well. 1 can see how residents are k i n g  treated 
by staff. 1 can also see how the residents react with each other.] 

Along with maintainhg nonnalcy and monitoring her mother7s are, Carrie-AM dso 

describe- a final purpose of her involvement: preserving her mother's sense of self. Throughout 



her stoiy, she elaboraîed on how important it is to her t k  her rnother is treated as a person, an 

individuai. Carrie-Ann, however, s t r d  how chanckristics of the fadty and staff can 

iduence the degree to which a resident is treated as an individual. Accordhg to Carrie-Am, t 

is crucial that the siaâalso be involved in preserving each raident's personhood. She d e s c r i i  

her thoughts on this issue: 

Well, if1 was to compare this to the other home that she was in 1 fd that here 
there is more, that she is king treated as an individual more. niat is important. 
Where she was, she was in a much larger unit and because of that 1 donTt thïnk 
that there was as much individuaiid are .  And that is a concern for a lot of 
W y  mernbers that you want your M y  member to stiü be looked on as a 
person and not this blob to be put here and put there. Muid you, 1 thuik the 
staff in the other home were caring t wasn't that 1 would Ewlt them at aii it 
was just the sheer numbers of people. 1 think that the larger the nurnber, the 
harder it is to give individualised me.  So that is an issue that I have noticed. 

Her mother's final move to this fadity has @en Carrie-Am a littie more peace of 

min& nevertheless, she still feels the need to be at the Wty ofien. Throughout her story she 

continudy emphasised the need she feels to have a presence in the Wty. Much of the 

caregiving iitemture has taiked about the reversal of roles when an adult cMd takes on the care 

of a parent. The adult child becornes the protector and the parent h m e s  the protected. In 

summaxising what her involvement in the Wty caring for her mother means to her, Carrie- 

h describe. her roIe in a similar marner: 

We& t means that 1 can support her and look afkr her. 1 guess in a way, that 
we have now revened roles and often you hear that with people that as their 
parent gets older you feel Ore they are more ofthe cMd and you are the parent. 
1 think there is some of th& that you are a support for them, you are looking 
after their care and m a b g  sure that they are getting the type of cire that you 
think is appropriate for them, that bey are bang treated as an individual, that 
they are d e ,  that you are doing things that can d e  thern as happy as 
poss~iIe, that you are gning them some stimulation and helping hem to see 
that there is caring there for them, that they are appreciated and that you see 
them as  a spinhial h g .  



Her need to be more actively involved in her mother's are  rnay have sornething to do 

with her perception that her mother stili very much exists for her, or at least continues to 

recognise Carrie-Ann as her daughter. She did taik, however, about how dBiCUIt she feels it 

wdi be on her when her m o k  no longer recognises her. In c o m p a ~ g  her role a s  a daughter 

caring for a parent with the role of a spouse caring for a husband or d e 7  she expressed her 

concern about the fùture: 

1 think maybe as a daughter I h d  t easier than, 1 ofien look at women who 
have husbands in here or vice versa and I think it is more d E d t  for spouses 
than it is for daughters. When 1 see peuple, the spouses and just how 
devastated they seem to be at times when their loved one doesn't recognise 
hem or that they are walking around with someone else and thinking that t is 
th& husband or d e y  that would really be dEcuit. 1 redise probably the 
dficult thing will be when my mother doesn't recognise me at ali. 
So s k  &our motherJ still RMWs who you me? 
Ya. That could be difEcdt. 

Cax~ie-Ann's mother very much still exists for her. Thus, she places great importance in al l  

three ofthe purpose themes: maintainhg n o d c y ,  monitoring her mother's Carey and ensuring 

her mother's sense of personhocxi is maintained. 

Canie-Am also emphasised in her story how her support role also extends to the stafF 

of the facilty. 

1 iike to feel that 1 help to support the staff in that 1 am doing some of the 
things that they wodd have to do if1 wasn't here to do it, Uce tidying up the 
cupboard or finding my mother's teeth. Because they are aIways having to do 
that for h a  and X I  corne in a little more o h  it aliows me to do, to take away 
some of it for them, that 1 am doing some of those things. 

In her role, Carie-Ann felt that she was doing some of the tasks that the stafïalso did. When 

asked if she considered herseif a caregiver, she responded, "Yes, because I am doing things for 

her that the home here does''. Those activities included "mental stimulation, caring for physical 

needs, and emotional support" which she felt the staff did in a more limited way. In her 



description of a typicai visit with her mother, she also talked about some of the tasks she 

perfomis so that the staffdoes not have to do them: 

1 gewrally go through her closet to ch& to see if th@ are in order, if they 
are hung up. Thq. tend to be just plopped down and so 1 will hang them up and 
make sure that her closet is sbaightened out. 1 genedy end up either l w h g  
for her teeth or her glasses or her shoes, t is a usual thing that she doesi't have 
at least one of those items and sometimes not any of them and probably 15 
minutes after 1 am gone they are gone agaùi too {laughter}. 

Car~ie-Am also participates in the weekly hg-a-long with her mother. Although her mother 

never used to sing, she now enjoys the activity very much Carrie-Ann likes to be there to hold 

the book for her mother so her mother uui read dong with the words of the songs. She feels 

this is another good way of providing her mother with mental stimulation. If d e d  upon, 

Carie-Ann will also take a more direct role in the program. She teaches music and told me that 

when the woman who nins the sing-a-long is unable to make it, she will replace the wornan at 

the sing-a-long. The Director of Nursing Care also emphasised in her meeting with me how 

much they rely on famiy members like Carrïe-Ann to provide these types of activities within 

the fhdity. 

Carrie Ann further reflected on her thooghts regarding the importance of the presence 

of fàmily members in the f d t y .  She feels this is important for al1 residents, not just her own 

mother. Thus, as  part of her role, she visits with other residents when she is at the facilty. 

I think that because 1 am a M y  member that there is a closeness there with 
my mother that they can't have, that they don't have time aiways to talk to 
people and take time to soothe them. Some staff are better at that than others 
but there are a lot of people that 1 see that they don? aiways have f d y  
coming in that are very lonely and that when 1 come in 1 wiii talk to hem and 
say helo and caü them by name. So it is not just my mother that 1 come in and 
talk to, 1 will talk to some of these other people that I don't see W y  always 
there. 



In tact, Che-Ann emphasised how one of the most pleasant aspects of her role is 

when she kiows that both her mother and the staff appreciated what she was doing in the 

home; that is, the role that she was playing in her mother's care. In her interview she explained 

this for me: 

Weli, I think t is when my mother does sean to appreciate, when she lights up 
when I come in, that she seans to appreaate things that 1 do or even that the 
staff seems to appreciate that you have done something and taken away their 
necessity to do it L i e  sometimes when I come in she needs to be changed or 
that kind of thing so 1 will do thaf if I happen to get here at the the ,  she looks 
w& then 1 do th&. 

So, in her anempt to protect her mother and other residents, Che-Ann continues to 

visit the fàcility almost daily. She sees herself as an important component of the care t e .  and 

in that role continues to provide support to both her mother and the staff She ofken takes on 

tasks that are the prirnary responsibility of the statf and has taken an active volunteer role in 

one of the recreationai activities in the facilty. Came-Ann defines her role in terms of the three 

purpose categones. In trying to maintain some sense of norrnalcy in her mother's life, she visits 

her mother often to provide a familiar face for her mother in the f d t y .  Carrie-Ann also sees 

"lxiing there" as maintaining continuity of an aspect of her mother's life fiom the past - 

continuhg to have a daughter close by on a regular basis. Maintaining normalcy for Came-AM 

also involves maintainhg her mother as part of the family unit and providing foods and 

activities f d a r  to her mother. Monitoring her mother's care is another important aspect of 

Canie-Am's role within the Wty. She does this by "keeping an eye" on the sta& her mother, 

and other residents. She also speaks to the staffwhen concems about her mother's care arise. 

Related to maintaining her mother's sense of se& Carrie-Ann spoke of the importance of 

enniring her mother is treated as a hurnan beiig, with respect and dignity. Came-Ann stiil takes 



cornfort in the fad that her mother di recognises her and that her mother's personalis, is stifi 

present in the woman that she visits. Nevertheless, she antitipates how diffiadt it t be when 

her mother is no longer able to recopise hm. F d y y  in cornparhg the Mty her mother now 

lives in with the facility her rnother had previously lived in, Carrie-Ann expresses much more 

satisfiiction with the care her mother is receiving. She partiailady appreciates that her rnother is 

king treated more as an individuai. Nonetheless, Carrie-Am's story was still Ued with a sense 

of pressure she felt to be at the fàdity o h  My sense is that this pressure cornes mostly 60m 

Came-Ann herselfand the feeling that her sister cared for so many years, it is now her him to 

care. In addition, both Came-Ann and her sister Margaret spoke about how their mother was 

used to having one of them around ofien. Thus, Carrie-Ann feels that she needs to continue to 

do this for her mother. 

Second Profile of an Active Monitor: Alice's Story 

Of al1 the women 1 taiked to in this project, Alice was by far the most intensely 

involved. Her whole Me seemed to revolve around the care of her mother. This role, 

however, was not new in Alice's Me. In her story she emphasised: "I have looked f ier  

parents for 30 years since rny husband died. My whole life has involved looking d e r  

parents. My mother was always sick". Alice was very uncornfortable with her i n t e ~ e w  

being taped and so we agreed to conduct the i n t e ~ e w  without the tape. 1 documented her 

story by taking in depth notes dunng the i n t e ~ e w  and by making note of my reflections in 

my research log after the interview. This profile is based on those notes. 

Alice is in her 60s, is widowed, and works part-tirne as a property manager. Her 

adult daughter lives with her in the famly home. Alice has one sister who lives 



approxhately an hour away, but this sister is not nearly as involved in the care of theû 

mother as Alice is. 

Consistent with the rnany adult daughters with whom 1 spoke, Alice's role has changed 

significantly over the past several years. Her mother iived with her in her home for about two 

years. At that point, caruig for her mother affected rnany 0 t h  aspects of her He, partitiailady 

as her caregivhg role became a 24hour job. When Alice tumed to the community agencies for 

assistance, her mother was very resistant of this help. Mce stated that her mother wanted her 

to be at home with her ai i  day long and this gave her littie tirne for herself: She reflected: " I 

didn't have tune for myself or my fiiends. It was very difEcuit". As her mother became a little 

more diflicuit to care for, Alice moved her mother to a retirement home in the area. She 

continueci to make her mother all her meals and brhg them over to her rnother daily. Her 

mother lived there for approxhate1y one and a haif years. Six months pnor to moving to the 

facility her mother now lives in, Afice's mother was admitted to the hospital. When her mother 

was in the hospital it was still very diflicult for her as she felt the need to be at the hospital 

twice a day to help her mother eat. Again, she felt she had no tirne for herself. It became more 

and more apparent that her mother needed more care than the retirement home could provide 

and the staff at the retirement home told Alice thaî they would not be able to take her mother 

back Fortunately, Mce was able to get her mother a room at the Wty involved in this 

project an4 at the tirne of the interview, her mother had lived there for three months. Alice was 

in an early temporal phase of her institution-based caregiving career. 

Having her mother admitteci to the long-term care Wty did not seem to lessen the 

sense of burden Alice was feeling. As 1 menboned earlier, Alice was the most intensely 

involved of d the adult daughters 1 spoke with. She visits her mother wery day and spends 



most of the afternwn with her mother. She also does al1 of her mother's laundry every evening. 

She described for me how carllig for her mother affects her Me to some degree. She told 

me that she goes to the long-terni care fanlty every day and spends the afternoon with her 

mother when she muld be doing something else. She never goes away on vacation because she 

does not feei that she can be away fiom her mother for any Iength of tirne. "There is no way 

she d d  suMve without me. If1 go shopping and she phones and I'm not there she gets vexy 

fiightened and starts phoning di over for me". Alice descn'bed for me how she feels thai c-g 

for her mother is a real pressure on her and yet how she feels that it is her responsib'îty as a 

daughter to do it. 

During the i n t e ~ e w  it became very apparent th& much of the pressure to "be there" 

was coming fiom what Alice perceiveci to be her mother's expectations that she be there 

regularly. She told me that her mother expects her to be there everyday, that her mother had 

been quite explicit about that. Much of this expectation was based on cultural belief systems. 

Mce is Polish and told me that in Poland it is expected that daughters WU care for their 

parents. Nice's mother has asked her time and time again: "In Europe, rny mother took care of 

my gmdmq why am 1 not with you?' Hawig to place her mother in a long-term care facilty 

brought much guilt for Alice, partiailady since her mother became very angy and bitter after 

the move and Nice feels that her mother has not been happy living there. Alice feels that it 

came to a point where she had to weigh her needs with her mother's needs and feels more 

cornfortable with her decision now: " I'm okay with that now. 1 got to the point where 1 was 

sick 1 couldn't do it any more. 1 had to think of my own needs". 

So, the largest part of Alice's role is just to 'k there" for her mother, to provide some 

familiarity in an othenvise unfàmiliar worid. '3eing there" extends beyond the facility in A h ' s  



case. Alice's mother often phones her at home, at d how of the day. She descriiii for me 

how her mother ofien telephones her at home: "It is stressfiil. Sometimes she dis a .  two or 

three in the moining and wakes me up and then 1 can't get back to sleep". 1 saw evidence of 

how A h ' s  role pemeated to her home in my meeting with her. When 1 arrived for our 

interview, Alice was on the phone with her mother and seemed quite M e d  when she got off 

the phone. Shortly d e r  that, the phone rang again but Alice hung up the phone quickly. It was 

her mother again Alice was also in the mi& of doing her mother's laundry when 1 dved. 

Providing norrnalcy in her mother's life aiso involves W g  in special snacks for her mother 

each visit, providing companionship by spending tirne and chatting with her mother, and 

aîtending the churdi -ce with her mother. 

Alice also emphasised that a large part of her role involves k i n g  a 'toice" for her 

mother. This aspect of her role was very much related to both monito~g care and providing a 

sense of normalcy in her mother's Me. Alice's mother is SM cognïtively aiert and quite able to 

communicate with Aiice but oniy speaks Polish. The facility has two nurses who speak Poiish; 

in fàct, that is one of the main reasons why Aiice chose this partidar facility. Those two nurses 

rnay not be in eveiyday and so she feels she needs to be at the f d t y  daily to ensure that her 

mother's needs are king communicated to the staff. She told me that she womes her mother's 

needs may not be met if the siando not understand what her mother is aying to Say. Ali= also 

feels that the language barrier could be wntributing to her mother's sense of fear in the facility 

and by beiig there she can provide a sense of security for her mother. 

Alice also places much importance in her role ensuring that her rnother is well looked 

after and receiving proper are.  She makes sure to talk to the staff when she needs something 

or has a concem. She also emphasised, however, that she will only talk to certain staff members 



about concems. Relateci to this, Alice told me that she f d s  that the rare provided in the facility 

is genedy 'hot b&. NevertheIess, her narrative was fUU of reflections of her strong sense of 

mncem for her mother's weii-being. For example, she descn'bed how womed she is about her 

mother fiilling. She said that someiirnes the staff members bring her mother into the middle of 

her room in the wheelchair and then lave her standing there and her mother is unable to move. 

Her concem is that one of these times her mother will try to move hersei$ fiil, and senously 

hurt herseif Also, her mother has told her that the nursing staff s o m h e s  transports her to 

and &om her bath naked. It appeared to me during the i n t e ~ e w  that Alice was quite worrîed 

thaî there may be some üuth to her mother's complaints. My sense fiom her narrative and her 

description of the home was that Alice did not seem to be as satisfïed with the Gare being 

provided in the home as were other W y  members. Coupled with Ahce's perceptions that her 

mother expected her to be at the facilty daily, she seemed to express in her story an intense 

pressure or obligation to be at the facility daiiy. 

Unke other active monitors, Alice never explicitly talked about her role in terms of 

supporthg the staff as weU as  her mother. Her story, though, very much depicted a woman 

who was directiy involved in rnany activities the sta£F would be doing if she were not there 

regulariy. In fàct, some of these tasks, üke the launciq and the housekeeping activities she 

performed at the facility, were still perceived by Alice to be primarily her responsibility. Of 

course, having to speak for her mother made her a abal member of the health care team. In 

my reflections after the inteniew, it occucfed to me that taking a more direct, hands-on role in 

the care of her mother perhaps helps Alice reconcile hahg to admit her mother to a Iong-tenn 

care Wty. 



Alice continues to visit the home daity feeling that her mother wodd be incrediily 

amrious if she did not show up one day. ALice tends to define her role within the M t y  in 

temis of two purposes: providing some sense of normalcy in her mother's life, and monitoring 

her mother's care within the fidity. Alice prunarily provides a fàmiliar context for her mother 

by ' k i n g  therere" for her mother both at the M t y  and at hm home. A more crucial aspect of 

her role involves bang a voice for her mother, being there to ensure that the staff understands 

her mother's needs. Moni to~g  care also involves ~mmunicating reguiariy with the staffabout 

any concerns she might have about her rnother or her mother's are. Unlike ail the other active 

monitors who spenfically spoke about their role in ternis of supporthg the staff as weil as  the 

parent, Alice did not explicitly talk about supporting the statfas an important mmponent of her 

role. By weighing the intensity of her involvernent in her mother's are, the many hands-on 

activities she performs that the Wty ofien takes responsibility for, her emphasis on the 

importance of her being a voice for her m o k ,  and her intense sense of pressure to be at the 

f d t y  daily, 1 carne to the conclusion that Alice and the way she perceive- her role fit more 

with the active monitor m a n i f i o n  than the regular visitor manifestation. 

Sununory of the A&e Moniior Rde MmiestatiO~t 

Both of these profiles are representative of the active monitor role type. Consistent 

with other active monitors, both of these women spend a great deal of their time at the facility, 

oflen performing tasks and aaivities within the facility the staff are ofien responsible for. These 

women, at least to some degree, view themselves as an important component of the care t e . .  

Futther, active monitoa define their role not only in terms of supporthg their parents, but also 

in ternis of providing some support to the stafhembers within the Wty. In supporthg theû 



parents, these women f o w  their energies in at least one of three purpose areas: maintakg 

some sense of normalcy in their parents' lives, moni to~g the a r e  their parents are receiwig in 

the fiicility, d a n d g  their parents7 sense of self. 

Active monitors also feel an intense pressure or need to be at the facility often; 

howwer, the source of lliat pressure can vary. For example, Carrie-Am's need to be involved 

in her mother's care seemed to stem nom her own sense of obligation as a loving daughter and 

the recognition of the importance of maintainhg a valued tradition in her mother's Me; that is, 

havhg a daughter close by on a regular basis. The pressure fice feels, on the other hand, 

appeared to stem nom her perception of her mother's expectations for her. Her mother's 

constant reminders of the way older adults are cared for in Poland further contribute to Alice's 

sense of gdt.  

Also common to the active monitors manifestation is thai the women in this group tend 

to perceive that th& parents' pemnalities are very much still there. As d becorne evident in 

the description of the l e s  involved M y  members, the thereness of the parent appears to be a 

q - o r  fkctor in the continueci involvement of the addt daughters in the fiicility- Fuially7 active 

monitors, much k e  Camie-Ann and Aice' are ail in very early phases of theû temporal 

caregiving careers in this particular fàdity. Perhaps as time goes by and their perceptions 

change, these women will feel more cornfortable relinquishing sorne of the care they currentiy 

provide to the M t y .  

First Profile of a Remilar Visitor: Sarah's Story 

Sarah is in her SOS, is manieci, and has three grown children. She keeps very busy 

running the two businesses she owns. Sarah's sister lives about an hour away and is also 



very much involved in the w e  of her mother. In Sarah's story, there was a clear sense of a 

shared role between Sarah and her sister in caring for th& mother. Sarah's sister also 

agreed to take part in the project and, when 1 met with her, she also described the a r e  of 

her mother as a shared venture between her and her sister. In fact, Sarah taiked about how 

important family was to her and how tight her f d y  was. 

See we're a very close family too. There were just three kids and my mom 
and dad. My mother came fiom a very large famiy, rny father fiom a very 
smd f d y ,  and we traveUed a lot so we were a family on the move al1 the 
tirne. So, we became very, very strong as a unit. If one member of the unit 
was offwhack, all of us were off whack, so we were very, very close. 

She discussed how together the family worked through various problems or issues that 

would come up regarding the Gare of her mother and her father when he was living. 

Sarah's brother tives in the United States and also has played a role, although sornewhat 

more minor, in the care of his mother at various stages in her illness. 

When 1 met Sarah, she had already given a great deai of thought to various aspects 

of her role in the care of her mother. She descnbed the history of her caregiving role with 

great detail recahg the building in intensity of the role as her mother became less and less 

able to care for herself in her own home: 

wother] got to a point where she just couldn't cope with anything and 
took to waking up at night. So we started thinking that this must be 
Alzheimer's. Her physician said defhitely Alzheimer's but nobody is paying 
attention to signals. Anyway to cut a long story short, dad died in 
September of '92. From September until January I would bring my mother 
home to stay with me. At the end of a week she would want to leave 
because of course she missed her own home. 1 have a very nice guest room 
but it wasn't anything to her. And, then she would get home and she would 
want to come back. So, my sister and 1 took tums because my brother had 
to go back to Pittsburg and get back to his business and I had to start 
getting back to my tivelihood too. So my sister and I ended up taking tums 
and, you know, it is c r a q  when 1 think of the amount of energy and t h e  
that it took and it wiped out my sister. 1 think my sister suffered a great 



deal. 1 did too. So, 1 am not just thinking of her, but mother this whole tirne 
is not getting better. So we, 1 said to my sister and brother, "well look, I 
run my own businesses so I can withdraw fiom them now and again 
without them f a h g  apart. Why don? 1 bring mom home to live with me 
because that is what dad wanted onginaiif'. Weii then my brother said, 
"well let's talk to the medical people k s t .  Let's find out rnaybe it would be 
better ifyou got her into a retirernent apartment close to you. You can see 
her everyday on your way home f'kom worK'. We started talking about this 
and thought gee this would be great. So, I went to [a retirernent home] and 
they said ail we would need is her doctor's certincate and her medical 
history. So, that was fine, we took mom to [the retirement home] in 
January 1993. She was quite happy there. Well it took her two weeks to 
settle in. 

Sarah and her sister took tums caring for their mother in the community for about 

five months before their mother rnoved to the retirement home. Sarah's mother remained 

at the retirement home for about three months. During that tirne her mother began 

deteriorating and the administration at the home finally decided that they could not 

provide the more intense care that Sarah's mother needed. She had left the retirement 

home a few tirnes on her own and the staEwas becoming more and more concerned about 

her safety. So, in May of the same year, Sarah's mother was moved to the facility in which 

she now lives. She has lived in the presed faciiity for 2 years, 6 months. Thus, at the tirne 

of the interview, Sarah was in a later temporal institution-based caregiving career phase. 

One of the most vivid images in Sarah's story was her depiction of the move of her 

mother to the long-term care facility. She described events surrounding the move in great 

detail. Sarah still recalls the pain she and her family felt on that dreadfiil admission day: 

In short, [admission day] was tense, exhausting, and not done well. I think 
this is probably where my sister's and my last grain of guilt is left. It took a 
lot to get her to [the retirernent home] and now [the retirement home] 
doesn't want to take responsibility for her because they have a feeling that 
she's going to start wandering around. So, when it came tirne to come here 
my sister and 1 would look at each other, we're sitting and saying now how 
do we manage this? 



So, we rented a van, and we said, Okay, now we've got the van this is how 
it's going to happen. 1 wiU go over to the retirement home and pack up. 
My sister will take mom out for a drive in my car. 1 was to pack up some 
of the stuff so that morn wouldn't be able to see. Then my sister was going 
to come. 1 would take mom out to my house for tea or whatever and my 
sister would move the first load of stuff in the van. Weil it took a lot longer 
than we thought, so in the end, this was the circus of al1 tirne. My mother 
didn't have a due she was moving. That's the biggest mistake that people 
make is you're thinking well she seems to not be with it today, this is a 
good day to move her. . ..Weil we bring my mother and first thhg she says 
is, "You're putting me away" . . . .and all of a sudden she's not going in and 
that's when it hit me that we did it d l  wrong. We took advantage, we did 
what the experts said. 1 thought, no, we're going to stay at my house for a 
month, we're going to think this over first but 17m not an expert. 1 don't 
know what to do. My sister's not an expert, we listened and they said just 
transfer her straight over there as fast as you cm. That's what we did, 
literally. Bad news first couple of weeks, she was just absolutely hysterical 
and if we took her out she wouldn't come back in. 

. . .I didn't know 1 could cry that much. 1 mean 1 did not know that you 
could have that much guilt and pain because here's this little tiny person 
behind a door she can't open. She hasn't got a due where she is, she's 
probably thinking what did I do to deserve this. And, she can see her two 
daughters, who she loves on the other side of the glass saying have a nice 
day. Oh, [my sister] and 1, we cried and my sister was so upset. Both of us 
were. 

Sarah's guilt continued for many months after the admission of her mother to the 

home. She absoiutely hated having her mother there, the pain she was dealing with seemed 

stronger than ever, and because of these feelings she felt a need to be at the home often. 

She described for me those first few months at the home: 

My husband said that for six months our lives were predicated on what 
kind of day [my mother] was having and it was true. The first six months 
were heu. 1 just hated it and 1 didn't like the Alzheimer's unit, not the 
people, it was just, no matter what they did to make it cheerful, somebody 
would take it down. People would plant flowers and they'd dig thern up. 
It's not their fault but I found it so. .. and 1 used to think l did this, you 
know, back to my duty and responsibility. Then the pain when one day my 
mother just cried in rny m s  and 1 thought we'd take her home, that's it. 
So 1 did. 1 just walked out with her. They said are you going to be gone 



long? Oh 1 said, she'li be gone for a couple of days and 1 just walked out 
and 1 thought, I'm not ever taking her back there. We got in the car, we 
went home, and she had a wonderfiil dinner. We sat down, we gave her a 
glas of wine, she's not supposed to have wine, and she went to sleep like 
that. And, of murse the next day she wanted to lave.  Then my husband, 
who is a very log id  person, said "So now what? What are you going to do 
on Monday when you have to be in Thunder Bay?" And, 1 brought her 
back on the Monday, cxyhg al1 t!!e way. It's the hardest thing that.. . 1 
think people Uce the geriatric team who are doing a fine job also need to be 
able to help the non-experts by saying you don? have to make this decision 
within 48 hours. My sister and 1 just felt like they were al1 saying now! 

Given her circumstances, Sarah was forced to txy deal with the situation, to try and 

accept that her rnother now lived at the facility and that there was nothing else she could 

have done. In her story, nonetheless, Sarah described how the move to acceptance was a 

very long, painfiil process with many changes in her role. Sarah's mother was fist 

admitted to the Alzheimer's Unit within the facility. Sarah saw her mother detenorate 

rapidly in the Alzheimer's Unit. This contributed even more to her guilt and she felt a need 

to be at the home often to monitor her mother's health and care. When her mother was 

moved out of the Alzheimer's Unit and to another floor, Sarah felt that her mother was 

beginning to show many irnprovements. Within time, Sarah was able to become much 

more cornfortable with the facility and the care her rnother was receiving in the home. She 

gradually was able to relax somewhat and relinquish the hands-on, direct aspects of care 

and to step out of the parent-type protector role and concentrate on visiting. 

In her member check, Sarah emphasised that having gone through that process, 

she now saw her primary role as one of providing "love, care, practical support and some 

semblance of family". When asked how she defined her role now in the care of her mother 

at this facility, she stated: 



1 am just participating in mom's Me 1 think 1 come and 1 don't do so much 
caregiving becarise I have learned that a lot of what [the M t y ]  does is dead 
right. 1 dont have to get so much involved in thaî kind of thing you know. 1 
wili change her diapen but 1 tfünk my role is rea@ to be with my mother. I 
think my role is to visf chai, provide her with some humor. Sometimes she 
makes me laugh so hard 1 don't have to provide anythîng but 1 think it is just 
king s person with thek mother in a very naturd way as  opposed to a ve ry.... 
in the beginning 1 think t was very artificial because the angst we were ail 
suffering, not my brother.. . . But 1 guess my role is just to be with my mother. 1 
enjoy her, you knowY 1 really like, I like my mother. 

Her focus now is on "being there" with and for her mother, just visiting and enjoying the 

visits and her mother. Sarah explained: "But I guess my role is vexy changed, 1 am just 

being a daughter again". Focusing more on just being a daughter again was very important 

to Sarah in her attempt to maintain some sense of normaicy in her mother's Me. 

Consistent with this perception, Sarah's visits with her mother now focus on 

enjoying each other's company. She described to me a typical visit with her mother: 

1 u d y  corne in and 1 check her out and see how she's doing. If it's Mce 
weather, we go outside right away. My Mother loves the outdoors, she had a 
beautifid garden, so from May to October we're not even in here, we just go 
outside. Sometirnes we go to a shopping rnall. Most of the time this year, she 
didn't seem to be as strong physicaiiy, mentally as alert as she could be. So we 
just walked down the street to the church and walked back or sat out in the 
front or out on the balcony and taiked about beiig outside and in the m e r  
we looked at her plants that she has in her room and we fix them up. We talk, 
we usually talc about how she is and 1 always ask her how she's feeling and 
sometimes sheaU say %e same as yesterdaf' or "I'm not feeling so weil 
today". So we usudy sit, there's something about when she's in that big room 
in her chair with the table on, she doesn't like it yet 1'11 drive her d o m  to her 
room, take her out of her chair, we'll sit and we'll talk, we'U look at photo 
albums. 

My mother's never reaüy been a TV person So our visits I think are probably 
really typical mother daughter except when she's very sieepy and then 1 just sit 
and sometimes stroke her hand. 1 give her a lot of badc rubq she gets a lot of 
leg cramps so 1 give her back mbs and foot massages and one ofmy friends is a 
reflexologist and gave me some ideas on how to do a couple of things without 
u i n g  problems. 



So our visits are usuaiiy chatty* sometimes depending on her mood. If1 sense 
that she's sad or removeci, k e  t's not whaî she says, [I can teIl from] her 
behaviour. 1 can aiaways tell when she's really d o m  so sornehes I'll just sit 
the whole hour and we'll hum a couple of tunes, we've dan& because she 
loved dancing when she was Young. Now she wasn't dancing iike she would 
have but the rhythm and the sound, she just loved if so that's sort of our visit, 
they're just sort of n o d  mother, daughter. 

It became clear throughout Sarah's stoiy that she now perceived her role in more social 

texms, primarily providing companionship and serving as a recreational organiser for her 

mother. In this capacity, she now thought of her role as an extension of what the staff 

were doing in the facility. 

Although not to the same extent as she had once done, Sarah also felt that part of 

her role was stiU to monitor her mother's w e .  Her story was Wed with ways that she 

observes her mother, the facility, and the staffas part of her monitoring role. An important 

aspect of monitoring her mother's Gare also means keeping the communication lines open 

between her and the staff. She described for me how she monitors her mother's care: 

. . . by asking the nurses about her sugar level daily; by checking with [the 
physiotherapist] once or twice a month about mom's mobility; and finally, 
checking what she ate and how wePrested she was or wasn't.. .I  often will 
ask about mom's situation because I c m  always tell when her sugar's up 
high. You get to know somebody. You know when the sugar's wild and I 
also know when they've given her tranquillisers and I don't Sie her to have 
too many of those.. . So, 1'1 go to the front desk and talk to the charge 
nurse and sometimes when [the Dkector of Nursing Care] is there I get to 
talk to her. But, they're vety good about sharing information. 

As part of monitoring her mother's health, Sarah and her sister sought out as much 

information as they could about their mother's iihess. Both of them sent me books they 

had read in an attempt to understand the situation and come to ternis with it. Furthemore, 

Sarah has always tned to keep records on her mother's progress as weli. She explained the 

importance of this to me: 



I kept records too on Mom's Iprogress] ... .- when they moved her up 
fiom the Alzheimer's Unit. 1 was really concerne4 she deteziorafed so quiddy 
in the ALzheimer's unit y& whm she started to corne up here, she started to get 
better. [The Director of Nursing Care] recognised it and said thk is Merent, 
your rnother should be, if she's genuiney Alzheimer's she should be 
deteriorating Wre lots of the other women that I'd met down there, she wasn't. 
Now she is but this is different, it's not the m e ,  so we're not sure. So 1 
starteci keeping records of that and the ody thing that I was dobg it for was 
mainly me to see ifMom had mood swings . . . d I was doing this research for 
...was for me to derstand first of al1 the M y  thing and this ïliness and then 
looking at what I could do, if1 d d  see that there was a pattern with Mom so 
that I'd be able to be more hdpfid ifneed be. 

A find component of Sarah's role in the care of her rnother involves trying to 

maintain her mother's sense of self as much as she can: 

For me it's, I like to give her a sense of who she is in the sense of where she is 
now, k e  we talk about the past because old people are really cornfortable with 
that but with Mom it's always been like that in our f d y ,  1 mean d the tales 
for generations have corne down, we all know them. So 1 guess part of that 
personhood for me is going back and saying to her remember the time 
when .... and she'ii say oh yes, and then she'll say, "1 had a blue dress ony', 
because she loves clothes, or '3 had a pink dress on7', so part of that is to make 
that C O M ~ O ~ .  

On her member check, Sarah identified other ways she tries to maintain her mother's sense 

of self 

1 always ask her advice about the garden and what to do about the plants. 1 ask 
for help in pichg out clothes for my daughter or granddaughter. 1 used to ask 
her what she thought about [the Wty]. Her answer: "It's not a bad place at 
dl, but I wouldn't have picked ity7. 1 guess I was trying to help her with reality 
testing. 

For Sarah, maintaining her mother's personhood primady involves asking her mother's advice 

about things in her We. In this way, she feels she is including her mother more M y  in her life 

but also givhg her mother opportunities to help with decisions and stiU play the mother role. 

Maintainhg her mother's sense of self also involves continuaiiy rerninding her mother who she 

is and what she has done in her We. 



Sarah said that there are severai times when she goes to visit her mother tbat her 

mother does not recognise her. Dealing with this part of the disease process was difEcult at first 

but Sarah has learned to wpe with it and now look for those positive aspects of her rnother 

that she remembers so weU, especially her mother's sense of humor and wininess. Sarah 

explaineci this process to me: 

Sometimes she doesn't know me and I'U joke with her, "you don? b w  who 1 
am today" and she'll say "no, what is your name anyway?" I'U say "guess" and 
she'ii say 'You're a girl (bghing)". But it's more naairal now, it doesn't hurt. 
1 could have been brought to tears the first year she didn't rernember me and 
part of that's your own seifïshness of wanting Ne to be the same. Damn i you 
just want your mother to be the same. But, now it's just appreciathg that every 
&y that she has a smile, cornfort, a talk with somebody, a telephone 
conversation, any of those things are important. 

Her narrative reflected a perception of her mother as stiil very much existing for Sarah. 

Her descriptions of her mother emphasised a woman still able to hold a conversation when 

alert, still having a "fùmy sense of humour", still doing little motherly things for Sarah 

when she visits Iike "fixing her hair and twng the bow on her blouse", and still being able 

to find and express the "irony and weirdness of everyday life". Thus, despite the fact that 

Sarah's mother was not able to recognise her much of the time now, Sarah still saw many 

glimpses of her mother in her visits with her and Sarah's rnother continued to be a very 

important part of her life. This perception of her mother made it even more important for 

Sarah to be there for her mother regularly. 

Finally, when asked if she now considered herself a caregiver, she replied "no" and 

instead used the tems "daughte? and "visitof' to describe her role. She elaborated: 

1 never thought about it. 1 only started using that when people started 
mentioning it in here. Never thought of myself as a caregiver, just thought 
of myself as a daughter, a woman, you know I didn't think of it really, I 



just thought she needed a visitor, 1 mean I love her, 1 mean 1 didn't define it 
like that . 

For Sarah, it took t h e  - time to deal with the pain and guilt and time to become 

more cornfortable with the care her mother was receiving - before she could move into a 

regular visitor role. In a later temporal phase in her caregiving career, her role is now very 

much more relaxeci and focused on more social aspects, on being with her mother, and on 

providing the emotional or affective aspects of are .  In fact, she describes her role solely in 

terms of supporting her mother and as being an extension to the care the aaE provide. 

Sarah defined her role as having three purposes. Maintainhg normalcy in her mother's Life 

primarily involves "being there" for her mother, getthg back to just being a daughter and 

in that role serving as an emotional support system for her mother, trying to continue 

some of the activities that her mother has dways enjoyed, and ensuring that her mother 

remains an important part of the f d y  unit by "facilitating activities for [her] mom that 

[they] could do as a farnily". In her role as monitor of her mother's care, Sarah keeps in 

touch regularly with the staff, she observes the staff and their interaction with her mother 

and other residents when she is at the facility, and she tries to document her mother's 

progress in a log that she keeps. An important aspect of Sarah's role is also to continue to 

give her mother a sense of who she is and to continue to respect her as a vital human 

being. Although she does her mother's laundry and will provide direct, hands-on care if 

needed, she did not emphasise these as important aspects of her role. She, however, 

continually stressed her focus on providing the social and emotional aspects of care. 

Although Sarah's mother often does not recognise her, Sarah's story was dominated with 

depictions of a mother who stili vely much exists for Sarah. As Sarah's mother remains a 



vety important part of Sarah's life, she continues to be a very involveci visitor, visiting her 

mother three or four times a week for an hour and a haif each visit. 

Second Profile of a Remilar Visitor: Brenda's Story 

Brenda is in her 50s, is married to a minister, and has two daughters who are in 

their 20s. She also works part-time as an accounts payable clerk. 

Brenda's mother lived with her and her husband for approxïmately two years 

before moving into the long-term care facility. During that tirne, Brenda and her husband 

went to live in Calgary for a time and they took her mother with thern. While in Calgary, 

Brenda started noticing some things that did not seem right with her mother. She assumed 

that the changes she was noticing were just the normal signs of aging. In August of 1987, 

Brenda's mother had a pacemaker put in and frorn that point on her mother seemed to 

decline much more rapidly. As her mother's deterioration continueci, Brenda was forced to 

face the fact that her mother might have Alzheimer's but also had a harder and harder tirne 

cophg with her mother's behaviour. 

Yes, 1 think that fali (short pause) 1 finally taced the faa that maybe she had 
Alzheimer's and 1 contacted the Alzheimer's Society in [our areal and got a 
book and just started reading fiom it and 1 didn't k e  what I read because 1 
didn't iike the prognosis, the hopelessness of it. So, 1 think that it was probably 
a good thing to do, but it was a bad thmg to do because t kind of put me 4 in 
a veq bad state. So in January of the folowing year, 1 suffered some kind of 1 
don? know whether it would be a nervous or breakdown iike that. 1 just 
couldn't cope with her. She was always bothering me and 1 was always tryhg 
to correct her. She would say things and I'd ûy to (short pause) say it's not 
that way wember Check Insert - Mother was always hanging over me, 
watchg  me, correcting me, asking "are you cold dearie?', wanting to look 
&er me as if1 was a young child.] and ...because 1 really didn't lmow how to 
cope with this (short pause). we starteci thinking then that because 1 wasn't 
able to cope with her, that we should stan doing something about it. 



Brenda's aunt (her mother's sister) was very protective of her sister and did not want 

to see her sister admitteci to a nursing home. So, at that tirne' Brenda and her aunt made 

arrangements to share in the caregiving responsiiilities of her mother. 

My mother's sister wernber Check LNert - Who is 7 years younger] who she 
had lived with More  was very protective, ththqre always b e a  very protective 
of each other and she didn't want to fke the fact of having my mother put into 
a nursing home. So there was a bit of disagreement there because she felt thaî 
she had rights a s  a sister ... and she had known my Mom longer than 1 had but 
you how,  her opinion was just as vaiid as  mine. But what we had started to 
because of my situation is we said, "Weil then can y w  help look after Morn?' 
So what we did for most of thai year is 1 would take my Mom up to her place 
and she would have her there for a few weeks or a month and then she would 
come badc to me for.. . .dependhg on holiday situations and stuff k e  that but 
basically we just took tums and then W y  she came to redise just fiom doing 
that weii she fïdly agreed that Mom wouid have to be put into a nursing home 
... because some things happened with my Aunt. Like my Mom started a £ire in 
their toaster oven and so I think that kind of scared hem and then 1 think they 
got, my Aunt, also her husband was not very weU so 1 think that between 
carïng for what my Mom was doing and her husband it was jua too much for 
my Aunt too. 

About the same time, Brenda and her husband went away for a week and asked her 

brothers to care for her rnother while they were away. Up until this point, her brothers 

dso felt that their mother was not in need of nursing home a r e .  Havhg to provide direct, 

hands-on, 24-hour care changed her brothers' minds. While Brenda was away, they 

becarne convinced that there was something temibly wrong with their mother and that 

none of them were equipped to provide the level of care that their mother needed. The 

decision to find suitable accommodations in a long-term care facility was made. The 

facility Brenda's mother now lives in was in the find stages of construction at the time and 

they were able to get their mother a placement relatively quickly. At the time of the 

interview, Brenda's mother had lived in the home for 4 years, 6 months. Brenda was in a 

later phase of her temporal caregiving career at the tirne of her interview. 



Six months prior to our interview, Brenda and her husband moved to the 

Buriington area but she decided to keep her job and commute back and forth. Since she 

would be working in the area she also felt that it would be best to leave her mother in the 

facility she was used to. Nonetheless, she still feels the need to visit her mother regularly, 

which for her is once a week. 

Although Brenda's role has changed dramatically over the years, she now 

defines her role more in terms of providing the more emotional or affective aspects of 

w e .  She described her role now more in terms of ""caring about" her mother as opposed 

to "caring for" her mother. In her stoiy, Brenda described how so many aspects of her 

mother are gone now but that she places great importance in making sure that her mother 

knows she is loved, and also in ensuring that her mother receives regular stimulation. 

Nonetheless, it became clear in the way that Brenda describeci her role, that her visits are 

also very much for herself searching for glimpses of the mother she once knew. Brenda 

described her role now as foilows: 

Now, 1 don't know whether 1 go for her benefit or for mine. Even though she's 
not my mother in rnany many wayq she still is. The physical body is still there 
and there's sidi . . .I guess when 1 go 1 feel that if1 cm get some kind of a spark 
1 caü it of some kind, whether it's a spark of recognition of me or just a spark 
of something I've said or she might have said thai does rnake seme.. . . or XI  get 
a smile out of her just by ralking about some t h g s  and get her to respond, 1 
feel that I've accomplished something that visit. Most of the times I can get one 
or the other or both. Sometimes7 a few times, there's absolutely nothing, which 
means, she doesn't know who 1 am And ofien she's very sleepy when I'm 
there but if she's sleeping you know dozing in her chair, 1 started b ~ g i n g  
knitting with me and so I'U just sit and knit. And then sometùnes she'ii wake up 
and say something and I'ii just say "I'm still here you knod'. 
Sb, a's jud iqportant foryorc îb be t k ?  
Weli, 1 guess like the Chaplain said, even just to, 1 just feel that touching her 
and t e h g  her that I love her, like my Mom always used to love to give 
massages to people. She wasn't a massage therapist but she had good hands 
and she would just love to massage people. 1 h o w  thaî some of the nurses use 



to say that you know she likes to rub my back and so somebmes 1 might a& 
her to you know "Mom, massage my arm" or sornething and she'U have hardly 
any strength you know but sometimes wen on h a  o p  she'll start going like 
this (moving or han& and fingers back and forth) or you'il see her with her 
dress. She'il be doîng that . .. her han& just seem to automabcaUy do that. But 
1'11 saatch her back and massage but 1 think that if1 uui bring her some h d  of 
touch or cornfort her ..or teil her that 1 love ha and occasionally she'll respond 
to that and say "I love you too" you know so men though she might not 
remernber it five minutes laîer, I'il think that 1 helped. 

SUnilar to other regular visitors and related to her perception of her role, Brenda 

descn'bed her visits much more in temis of socid aspects. In ternis of maintainhg n o d c y  in 

her mother's me, she sees her role as being an ernotionai support systern for her mother. 

Further, an important aspect of maintahhg normalcy for Brenda is maintainhg her mother's 

%th and comection to religion and the chu& She emphasised touch, reading or singing to 

her mother, and keeping her mother upto-date regarding tàmily news. She described a typical 

visit as follows: 

Yeah, I d y ,  when I h d  her, 1 corne in and 1 hunt her d o m  and usually 
she's in her wheelchair ... 1 u d y  kneel down in fiom of her, squat down in 
fiont of her so we're at eye level ... and 1 say helio to her and give her a hug or 
um, give her a kiss. Sometimes you know there's, she'li say "Oh heiio honqi7 
and so she'U respond and give me a kiss or sometimes there's absolutely no 
response and she7U just kind of look at me as if to say "Who are yod' or she'U 
say something that has to do with just hawig gotten to you know, seeing each 
other again. Then 1 usuaiiy take her into her rwm, if the other lady's not in, if 
the other lady's there 1 try to find another spot in one of the lounges or ... one 
corner of the dinllig area and just sit with her and try to hold her hand and 
maintain some kind of a touch with her. I'U sometirnes read the Bible to her 
because she was very very involved in, well she was a very active follower of 
Jesus and she was very involved in her church and so we wouid read together 
or 1'11 read to her. 1 try to read most of the psalms be*uise there's a lot of 
verses in there that she'd be t'suniliar with ... that she's underlined. It's her bible 
that 1 read from. So, 1 read some of the l ins  she's underiined and occasionally 
sheJU, I'U slow down a bit, and she'ii say some of the verse with me and other 
tirnes I can read the same verse and there's no ... no response at dl. wember 
Check Insert - 1 am Gnding now that she responds more to music, simghg 
hymns or choruses, ratha than the reading.] And then sometirnes I'il pray with 
her and then I'U ask her just, you know, a few questions. 'Wow was your lunch 



todav or something Wre th&. Ifthere's f news I try to share it with her. 
For instance, her sister that I was mentioning to you, she died in June at our 
place and so 1 told mom about t because they were close but there was 
absoluteiy no response when 1 mentioned it to her. Didn't seem to twig to it at 
ail so then um a couple of days later I did mention it again and there was a bit 
of response but not really a negative one for the closeness. 

in f3ia, ensuring thaî her mother remained a member of the W y  unit was an important part of 

Brenda's role. In order to do this, she txies to arrange family get-togethers. 

One of the other things that 1 didn't mention in carhg for her that 1 do is 1 like, 
1 try to arrange famiy do's.. . .for the, to get us all together with Mom, like um 
at Christmas time pedqs. When she was still with US, we'd try to get the 
fàmily down for birthday times. And, then since she's k e n  in the nursing home, 
the first while 1 would bring her to our fimily and she'd corne to our house and 
we'd have something. On the last couple of birthdays we just had a party in the 
home, 1 set that up and . . .then 1 did something at our house without her d e r  
because it was just too hard to bring her out again.. . .And I used to take her out 
to, when her brother's wife die& 1 took Mom, 1 twk  her to the fimeral, diings 
hke that. So if there's f d y  fhctions or activities 1 try to make sure she's 
involveci. 

Much of this description reflects Brenda's need to provide some sense of normalcy in 

her mother's life but also her role in trying to preserve her mother's sense of self as much as 

possible. Later in her interview when she was asked to elaborate on how she tries to maintain 

her mother's sense of dignity, personhood, or sense of seif Brenda again emphasised how 

Unportant it is to her that her mother knows that she is not forgotten and that she is loved: 

1 think by teiiing her 1 love her. 1 mean she's not, 1 mean her quality of life is 
almost rd. She used to Wear glasses. Weli, they got lost a number of times and 
then they got broken and then . . .so you h o w  she's not wearing them now. 
She can't see very we4 she can't do much, so quality of life is raîher, it's very 
low but 1 think that if.. .if1 r e a 5 m  that 1 still love her ... and that I'm willing to 
be there and touch her, love her, hug her, um that she's worthwhile. @Member 
Check Insert - 1 don't yell at her at al l  or speak down to her or use "baby 
W. 1 try to encourage any responses 1 do get.] 

Brenda also describeci her role in ternis of monitoring her mother's care in the fadty. 

If she notices something wrong with her mother she WU check with the staff and if she is 



particuiariy c u n m e d  abwt sorneuiing she WU make a point of aîtending the Gare conferences 

for h a  mother. On her member check, Brada outhed how she monitors her mother's care in 

the Wty: 

m visit her, observe her appearance and clothes, watch how the stafftreat her, 
ask questions of the staff, have care coderences, try to express appreciation to 
the statf check with my daughter(s) who work(ed) there, [and] trust the staff 
for aü the h e s  1 cadt be there. 

Similar to the other adult daughters' stories, Brada's narrative depicted the m y  

changes in her caregiving role. Her role went ffom being a 24-hour a &y job in the comunity 

to a fairy intense yet different type of involvement when her mother was h t  admitted to a 

long-term care Wty. As her mother's health, partiailady mental health, deteriorated and 

Brenda's own situation changed so did her caregiving role within the institutional h g .  Now 

she feels that she visits to reheve some of the guilt that she feels for M g  to put her mother 

into the fàciiity. But, more importantly her role has shifted to being more of an emotional 

support person for her mother, providing the personal attention that the f d t y  statf are not 

able to provide. Much like Sarah's story, Brenda's depiaion of her role was fmsed 

completely on supporthg her mother. 

Related to the guilt Brenda had and to some extent stU feels, she reflected on how the 

move to admit her mother to long-term aire facility affected her sense of seIf-esteem and 

cornpetence. NonetheIess, she also d e s c r i i  how going back to work actuaily helped her cope 

with her saise of fàüure and her N t :  

The fàct that I did W y  get to go to work in the Fall, after she had been put in 
was a good therapy for me because it was 1 think I felt k e  a failure beuuise I 
couldn't Feep d g ] ,  beuuise of the breakdown 1 had and I couidn't look 
after my Momrny who 1 loved so much. And 1 felt like 1 had let her down. So 1 
think being able to get back because 1 had worked in Calgary as weli, part-time 
there as well. I think that getting back in the work force helped restore some of 



my confidence that 1 d d  still do some ofthose things. It helped take my mind 
off my problems with Morn 1 could corne here and work and not think about 
her, think about the problems. So it's b e a ,  you know, t's been really good. 

Brenda actually recounted for me the process she has gone through to get to the point of 

acceptancx she now fsls. Her mother's move to the long-term are flicility gave the entire 

M y  an enormous sense of peace of mind, however, there is still a process of grieving that 

Brenda feels she had to go through: 

1 think that when Morn did go in there 1 think that there was a gr& sense of 
relief for idi of us and the f h d y  being so supportke and my husband you 
know, k i n g  supportive too. But there's still a process that you have to work 
through and there's a whole grieving process, 1 mean all the way throughout 
this about in essence, the pemn isn't dead but in reality they are, the person 
that you h e w  is gone. 

Brendq unlike Sarah, had many more points in her narrative where she stniggled with the 

thereness of her mother, that is, whether or not the mother she remembered still existed for her 

in the wornan that she visits at the facility. ln m y  respects the p e r s o d ~  of her rnother was 

gone. Not &e Sarah, however, the physid body was dl there and Brenda continued to 

look for glunpses of her mother during her visits. A h ,  she emphasised thai because her 

rnother still exïsted, at least in body, it was important for her to continue to be involved in her 

mother's care and Me. 

For Brenda, two other important factors in helping her through this long process have 

been her Gth and her doctor. 

You asked me Wre what has helped me in rny role and 1 lefi out a very 
important.. . Like I'm a foilower of the Lord Jesus Christ and my 5th and my 
relationship with God is really what's pded me through most of it. wember 
Check Insert - By faith 1 have accepted Jesus' offer of forgiveness and a 
personai relationship with God. 1 have commitied rny life to Hun and because 
His Spirit îives within me 1 can t a k  to God in prayer just like a child does to a 
lovhg Father. When 1 feel oveiwhehed or anMous I turn to E h .  He gives 
peace despite the circumstances.] And my doctor too, when I went through 



that breakdown 1 have a Christian doctor who gave me a medication to take. 
But he was very understanding and didn't seem to point the figer at me. He'd 
always try to reassure me, weii 3's part ofyour mid lZeY your menopause and 
aii there's a lot of k to r s  here. It couid be a chernid thing as weii. There 
are a lot, the change of moving, there's just a lot of thirigs at that time in my We 
but 1 thùik t h .  my Mom was the biggest fàcbr. So, he was very helpîul too. 

Also king in a later temporal phase in her institution-based caregiving career, Brenda 

is now quite cornfiortable with the a r e  her rnother is provided in the home and in o b h g  the 

M a n d  tallàng to the staff has come to redise her mother is seen as an important person in the 

home. Because ofthis, she can relax in her role and concentrate on providing those aspects of 

care that she feels she needs to provide: companionship, love and & i o n .  Brenda dehed her 

role in t e m  of her purpose in the care of her mother and her story containeci aspects of aii 

three of the purpose categories depided in rnany of the stories of the involved adult daughters. 

A large component of maintaining her mother's sense of nonnalcy involves just 'king there" 

for her mother and serving as her mother's emotional support system. Another part of this role 

is to enaire that her mother remains part of the f d y  unit and aiso maintains her connection to 

religion and the church. These activities are ais0 very much comected to tryllig to preseme her 

mother's sense of sel f  as much as she can at this point in her mother's disease. A lesser but still 

important purpose describeci in Brenda's story involves monitoring her mother's are. 

Monitoring care, for Brenda, is primarily a visuai thing. Bu6 if she notices something wrong or 

becornes concerned with her mother's m e  or hedth, she will talk to the staff about her 

concerns. Essentiaily, Brenda's role in the faciliîy was foaised on her mother and the emotional 

and social aspects of care. Brenda's story also d e s c r i i  a long process of learning to cope and 

corning to accept the situation. Watching her mother change and deteriorate over tirne and 

realising that she was not able to care for her mother any longer were very diacult aspects of 



her caregivllig process. But, king able to retum to work havhg a supportive and 

understanding doctor, and clinging to her strong faith a i l  helped Brenda reach a point where 

she wuld find some peace in knowing that her mother is weil cared for. Despite the fàct that 

much of her mother's personality is now gone, Brenda's mother stdi very much exists for her. 

So, as part of her regular routine, she continues to visit her mother weekly, dropping by the 

Eicility on her way home corn work 

Sumnmy of the Regulat Viitor Role Monif&arfr*ua 

What bewne apparent in many of the regular visitors' stones was the ofien long 

and painhl process that these women go through in coming to terms with their parent's 

illness and the situation. This process is similar to the one depicted by the accepting 

reiinquishen, the role manifestation 1 wilI be presenting next. Unlike the accepting 

relinquishers, regular visitors place great importance in having a presence within the 

facility, visiting the facility regularly. Regular visitors still feel a need to play a role in their 

parents' a re ,  often defining their role as an extension of what the staffis able to provide. 

Thus, in becoming more cornfortable with the care within the facility and reaching a place 

of acceptance, regular visitors turn theû focus to supporting their parent. Similar to the 

active monitors, they do this by finding ways to maintain normalcy and continuity in their 

parent's iives, moni to~g  the care being provided in the home, and preserving their 

parent's sense of self. Unlike active monitors, however, regular visitors tend to focus on 

the visit, providing social and recreational venues for their parent and the emotional and 

affkctive aspects of care. They tend not to define their role in terms of providing the more 

direct, hands-on types of care the active monitors are involved in. Physical care is 



generally relinquished to the staff Finally, in most cases, regular visitors still perceive their 

parents to very much exist for them. Even when the cognitive impairment becomes more 

severe, they continue to look for and &en recognise glunpses of their parents' 

personalities before they became ill. This factor could play a key role in whether or not, 

and when, a regular visitor chooses to move into a more accepting relinquisher type role. 

Famiiy Mernbem Less Invohed in the Facility: Accepting Relinquishers and 
Unaccepting Rdinquishen 

The major@ of the adult daughters I spoke with tended to place importance in 

their involvement in the facility and to define their role in tems of how they perceive that 

involvement. In faci, as stated earlier in this chapter, a large majority of the women fell 

into the regular visitor manifestation. Nonetheless, a smalier minority of the women 

involved in the study did not think about theû roles in tems of their active or regular 

involvernent in the facility. These adult daughters feu into the two relinquisher 

manifestations: Accepting Relinquishers and Unaccepting Relinquishers. These adult 

daughters had once been very involved in the care of their parents but over the years had 

corne to relinquish care to others. The women in these two manifestations emphasised for 

me the diversity of perceptions that one group of caregivers - adult daughters -- can have 

in terms of their roie in long-term w e  facilities. These women represented alternative 

ways of thinking about institution-based familial wegiving roles. 

Core Sim*Ian*ties ond Dmences  in the Relànqukher Mmifèstations 

Although active monitors and regular visitors continue to place great importance 

on having a regular presence within the facility, Accepting Relinquishers and Unaccepting 
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Relinquishers no longer feel a need to be involved in the care of their instihitionalised 

parents. The adult daughters in both of these manifestations have essentially relinquished 

all care of their parents to the facility, or to someone else whom they trust. This 

rehquishment includes both physical and emotional aspects of care. Whereas the active 

moniton continue to provide both physical and emotiond aspects of care and regular 

visitors typidiy relinquish physid tasks to the staff to focus on emotional and social 

aspects of care, the daughters in the relinquisher d e s t a t i o n s  perceive very little need 

(as in the case of accepting relinquishers) or feel unable (as in the case of unaccepting 

relinquishers) to provide either of these aspects of care. Thus, these wornen do not 

perceive any aspect of what they are doing as caregiving, and therefore do not think of 

themselves as caregivers. The adult daughters in the relinquisher manifestations visit the 

facility irregularly, accepting relinquishers visiting once a month or less and unaccepting 

relinquishers visiting once every three months or less. 

There are two other similarities between the accepting relinquishers and 

unaccepting relinquishers. These comrnon themes are both related to why these women, 

for the most part, choose to relinquish Gare to the facility or others. First, these adult 

daughters feel very satisfied with the care their parents are receiving in the home. They are 

completely confident that their parents are being cared for in the best possible manner and 

that they themselves would not be able to provide the quality care the facility is providing. 

Related to this, these adult daughters generally believe that their parents are content at 

being in the home, are cornfortable, and are happy. Rae Anne, for example, described her 

perception of the facility and the stafF 



wother] is getting exceilent care.. .They [the stan] have been excellent, 
they really have, absolutely exceilent. From all of my years in nursing and I 
have worked in a lot of nursing homes, the last 10 years of my career as a 
nurse 1 worked in nursing homes, [this facility] is by far one of the nicest, 
one of the fiendlied. The staE are just unbeiievable. They treat the 
residents like family, they really do. And mother is quite cornfortable with 
them there and she just loves the people that look after her. 

Given this high satisfaction with the care provided in the facility, accepting relinquishers 

and unaccepting relinquishers feel no pressure to be at the facility regularly or to provide a 

more active approach to monitoring their parents' a re .  

A second similarity between the accepting rehquishers and the unaccepting 

relinquishers is the way in which they describe their parents. The women in both of these 

manifestations tend to perceive the impairment, particularly the cognitive impairment, their 

parents are displayhg to be far more severe than what the more involved family members 

perceive. Most of these adult daughters talk about their parents as being gone; that is, 

their bodies are still very much present but the parents they once h e w  in terms of their 

personalities no longer exist. When 1 probed Carol about whether or not she still saw 

glunpses of her mother in the person she visits, she responded: 

NO, 1 really don't. She's my mother in body.. . she's there, she' s breathing, 
but she's not my mother. 

Thus, most accepting relinquishers and unaccepting relinquishers feel that they no longer 

have meaning in their parents' lives. There is no longer any need for them to be regularly 

involved in their parents' care. 

Related to the temporal caregiving career phase, the adult daughters in these 

groups tend to be in later phases of their institution-based caregiving weers. The parents 

of accepting relinquishers have ail been living in the faciiity for at least four years or more. 



Unaccepting relinquishers also tend to be in later phases of their careers or moving into 

later phases in that their parents have iived in this facility and other faciiities for at least 

two years or more. 

The major difference in the stories told to me by accepting relinquishers and 

unaccepting rehquishers has to do with the way that they define or talk about their roles 

in the facility. Accepting rehquishers now view their roles as overseers of care which can 

take on Merent fonns. Typically, overseeing Gare involves visiting the facility once a 

month or less and assessing how the facility is functioning and how people are interacting 

within the facility. This approach is simiiar to the "visual thing" of monitoring care 

described by the more involved f d y  members. In overseeing the care their parents are 

receiving, accepting rehquishers, for the most part, take a very hands-off approach. By 

this I mean that uniike active monitors and regular visitors, accepting relinquishers do not 

feel the need to have regular communication with the staff about their parents' conditions 

and rareiy, if ever, take an active role in providing direct care. The metaphor of the 

guardian angel watching over fiom above captures how these women view their role 

within the facility. 

Accepting relinquishers' narratives also depict a move towards taking care of selE 

These family members have typically gone through a long process of leaming to accept the 

situation and their parents' condition. In their stories, they shared the history of coming to 

terms with their parents' iilness and gradua1 deterioration and how they have moved into a 

place of acceptance. Al of these farnily members now describe themselves as being at 

peace with the situation. This move towards acceptance is similar to the process many 

regular visitors tak about in terms of leamhg to cope with the situation in more realistic 



ways. What is different for accepting relinquishers is that they have moved even further 

dong the accep tance continuum to tuming the focus to t hemselves. Essentially , accepting 

relinquishers feel that they have dealt with the circumstances, no longer feel any guilt, and 

have moved on to focusing on their own iives. 

Unlike the accepting relinquishers, the unaccepting relinquishers are havhg a very 

dficult tirne coping with the situation. Thus, they describe their role not in t ems  of how 

they define their role w i t h  the facility but prirnarily in terms of their experience in the 

role. Their stories are fïiled with descriptions of the extreme difficulty they have in dealing 

with the cimmstances and with the deep pain these women feel. They have a very hard 

t h e  watching the deterioration of their parents and also find the inability of their parents 

to comrnunicate any longer very difficult. Some of these women find the facility itself very 

distressing, not the quality of the care or the physical structure of the facility, but the 

amount of deterioration and iuness they are forced to face with each visit. These adult 

daughters also feel an intense sense of helplessness in visits - they do not know what to do 

when they are at the facility or may fieeze when asked to perform certain tasks. In Rae 

Anne's story, she described how her inability to cope actually started aEecting her own 

health. She also described her difnculty in visits: 

1 don't really have a role in her [mother's] care. Oh Lord, 1 don't think I 
could at this point in time. 1 went to my doaor  here about a year after my 
husband passed away and 1 said, look 1 can't handle this any more. 1 was 
getting up in the morning and I was standing in fiont of the toilet retching 
my guts out and nothing was wrning out and 1 was in such a state of 
depression that 1 just could not cope. . . .One time we were there for lunch 
[my sister and I] and the sta f f  thought that I would like to feed mother her 
lunch and I couldn't do it. 1 can't give you an explanation why. I have fed 
people, especiaily during the last 10 years that I was nursing and I managed 
fine. But when it came to feeding my own mother her lunch something 
inside me just rebelled and 1 can't explain it. 1 just fioze. Maybe it is 



because 1 have always seen her so self-sufficient. I find it very difncult to 
see her this way. And, knowing that any day they could phone to say she is 
gone, it is almost like a sword hanging over my head (family member 
weeping) . 

Because of their diffidty in wping with the visits and their parents' deterioration, 

unaccepting relinquishers avoid visiting as much as possible, visiting the facility maybe 

once every three months or less. When they do Msit, they seldom visit alone. Avoiding 

visits or making sure other people accompany them on their visits represent ways that 

unaccepting rehquishers deal with their inability to cope with the situation. The ody role 

they see themselves playing is ensuring that their parents' w e  is maintaineci at the facility. 

First Profile of an Acce~tina Relinauisher: Dora's Story 

At the time of the i n t e~ew,  Dora was 68 years of age. Her husband had died 12 

years ago of a brain tumor and Dora has been widowed ever since. She holds a Master's 

degree in education, was an associate professor in the FacuIty of Nursing at a prominent 

University in Ontario for ten years, and then served as one of the Directors of Nursing at 

an area hospital untii her retirement in 1989. Dora had been caring for her mother in her 

150 year old home in the country for about five years when she herself was diagnosed with 

a breast malignancy. At that point she decided that she could not manage caring for her 

mother and herself at the same tirne. Fortunately, she was able to get her mother into the 

faciiity reiatively quickly following her diagnosis and her mother has been there ever since 

(4 years, 5 months). 

Dora taiked about how her role has changed over the years from being her 

mother's guardian, to being relatively intense, to being almost non-existent . When Dora' s 



mother first moved in with her, she felt that she played more of a "custodian" role and 

gradually becarne a more direct caregiver. 

So h m  would you have defined your role as a cmegiver [when your 
mother moved in wàth you]? 
1 was a custodian. 1 was certainly a custodian for the first probably three 
years. Mother could manage her personal hygiene, after that she couldn't. 
M e r  that 1 was sort of more of a caregiver and that was fine. 

Wa t h t  more intense? 
Yes, because she just forgot more and more. More and more of her training 
and more and more of her ability to fundon, she was losing. 

When Dora's mother e s t  moved into the facility, she visited her mother once a week. 

Gradually her visits becarne less fiequent as she began relinquishing a r e  to the facility. 

Now she visits the facility about once a month to ensure that her mother's care is 

adequate. When asked to describe her role in the facility now she talked about her role in 

tems of overseeing her mother's a re :  

My role is only to see that she is given the care that, to say that we could 
afford sounds unkind, but it is her estate and her money and it shouid be 
spent appropriately and we think it is. Like when you do everything else 
you look for value for your investment and that sounds unkind and callous 
but 1 think that is where 1 see my role now. 

When asked what types of things she would do to make sure her mother is getting value 

for her investment, she repiied: 

Very little really. 1 worked al1 over the North American continent, and 
here, and 1 think 1 get a sense of how the place runs. It is a iittle like before 
1 was an administrator, 1 was an operating room nurse and 1 would always 
say give me 10 minutes with somebody in the OR and 1 can teil you how 
they wiU fùnction. It is the same sort of thing. That telis me a tremendous 
arnount. 1 don't need to check for bed sores and 1 don't need to read the 
chart and 1 don't have any difnculty with that. 

My sense from talking with Dora was that in gradually stepping away 6rom a more active, 

caregiving role, she now defined her role in terms of standing back and overlooking her 



mother' s are.  She did this by visiting the facility occasionaiiy to mess whether or not the 

facility was doing their job, providing her mother with quality care. It was interesthg to 

me how she defïned her role as oveneer of her mother's care in ternis of her job as an OR 

nurse. She adapted skills she had developed and perfeaed in her training and career to 

help her evaluate the care her mother was receiving in the facilty. 

Part of the reason Dora felt cornfortable with relinquishing care to the s t a  had to 

do with the fact that she no longer felt her mother scisted, at lest  in terms of her 

personality. Dora's story was filled with descriptions which reflected her perception that 

the mother she once knew was now gone. When 1 asked her about her relationship with 

her mother now, she stated: 

She is no longer here. She really has no personality now, you know. AU of 
the things that were mother are gone. Before, even when she moved in 
with me, she would forget who we were but her sayings and her thinking 
were still the same. Now ail of that is gone, absolutely nothing, nothing at 
all. 

When Dora went on to descnbe her mother for me, she focused on the lack of mentai 

capacity her mother now has. She explained: 

I am not sure that it is tme but 1 think that mother is at a stage if we lefl her 
in a room and closed the door and never came back she wouldn't even roll 
over let alone cal1 out. There is no ability, there is nothing that she learned 
fkom birth on that she still retains. . . . .To see the tissue there and to know 
that there is absolutely none of the personality left at dl, it is hard and 1 am 
not sure that it is productive. If mother were this way and knew me and my 
visits produced anything I would corne, even if it were dficult, 1 would 
corne. . . . ..I visit to be sure that her care is adequate because 1 feel that the 
visit does nothing for her and nothing for me. She is not at all aware of the 
fact that 1 am here. 

Unlike the active monitors and regular visitors, Dora no longer sees glimpses of her 

mother when she visits. 



Dora also felt cornfortable relinquishing care because she and her sibiings have 

been very satisfied with the w e  her mother is receiving in the facility. She emphasised her 

satisfaction in her interview: "1 have been very pleased, we've been very pleased with [this 

facility] and so [rny involvement] is really to just keep in touch.. . We know that she is well 

cared for". 

Over the years, Dora has learned to accept the situation and to move on. Given the 

circumstances, the oniy positive strategy in coping with the situation for Dora was 

acceptance and moving on with her Me. She described how she was able to move to this 

place of acceptance: 

My rnother and 1 got dong very well and 1 don? have anything to rnake up 
for and 1 don't have any unresolved concems. You know we didn't have 
any, we worked it ail through. There isn't anything that hasn't been 
resolved. . . . .Mat  if1 viewed myself as a very intense caregiver now. I am 
not sure how healthy that would be for me. 1 don? know that either of us 
would gain fiom it. 1 am not going to change the past and 1 think a lot of 
ardent caregivers have a problem with that. 1 know that my mother can no 
longer help me when 1 have a breast malignancy, she can't do that. 1 need 
to be able to deal with that aione, she isn't there to do that. 1 need to 
acknowledge that and move on and the faa that her kart still beats means 
that 1 would give up my house to support her in here but that isn't 
necessary. You know we al1 feel that we were great when it was time to be 
great and we can't, we reaiiy can't help her any more than this. This is al1 
that she can utilise. 

Dora also emphasised that knowing that her mother is well cared for but ais0 that mentally 

her mother no longer exists have dowed her to move on and focus on her own health and 

her own life. 

Finaiiy, when 1 asked Dora if she considered herself a caregiver, her response was 

"no". She does not feel that she is providing any w e  and for Dora ensuring that her 

mother is receiving quality Gare or overseeing care does not constihite caregivuig. 



Accordhg to her, what she is doing is no different than "making sure the furnace works or 

that the man who is fixing the roof is doing it appropriately". Nevertheless, she did find it 

helpful to think about her role: 

It is usehl to think it through. 1 was almost pleased when you called 
because thuigs evolve and you don't really sit down and thinlg how do 1 
think about myself as a caregiver. 1 really do not. 1 guess if sorneone is 
being well cared for and they have no mental capacity to recognise the 
dinerence between caregivers, 1 don? loiow, [to mother] 1 am the same as 
everybody else, l e s  because she doesn't see me as much and she doesn't 
see me intimately. 

So, in her role as overseer of her mother's are, Dora continues to visit the facility 

once a month. By making observations about how the facility is nui and how the staff 

operate within the facility, she is able to evaluate the quality of her mother's care. Dora 

does not feel any need to have any direct or active role in her mother's care and sees the 

facility as being responsible for her mother's physical and emotional aspects of care. Dora 

is cornfortable relinquishing care to the facility for two reasons: she no longer feels her 

mother exists and she is extremely satisfied with the care her mother is receiving at the 

facility. Over the past four years, Dora has gone through a long process of leamhg to 

accept her mother's condition and the situation. She now focuses her attention on her own 

Me and health. 

Second Profile of an Acce~tina Relinauisher: Melissa's Story 

Melissa's life situation is quite different nom Dora's. At the t h e  of the interview, 

she was in her 409, marrieci, had two young chiidren ages two and five, and was worlchg 

fuu-time as a legal secretaqdlaw clerk for a local law hm. Unfortunately, Melissa's 



interview did not tape very well, so her story here is recounted primarily from the notes 

taken during the interview and from Melissa's responses to the member check. 

Melissa's mother was wed for in the cumrnunity for several years by her mother's 

wmmon-law partner and a paid helper. In 199 1, Melissa got a c d  corn the paid helper 

expressing her concems about her mother's deterioration and the paid helper's increasing 

inability to provide adequate m e .  Melissa became wncemed that her mother's cornmon- 

law spouse was no longer able to care for her mother's needs and arranged for her mother 

to be taken to a hospital. At this point she became fa more intensely holved in the care 

of her mother. A few months later, her mother was transferred to a speciai geriatnc ward 

in a hospital in another city awaiting the availabiiity of a bed in a long-tem care facility. A 

few months later, her mother was transferred to a long-tem care facility in the city where 

Melissa lives and 6 weeks later was transferred to the home in wbich her mother now 

lives. Her mother has lived in this facility for four years, two months. At the tirne of Our 

meeting, Melissa was in a later temporal phase of her Unitution-based caregiving career. 

Like Dora, Melissa spoke of how her role has changed dramatically over the past 

several years. "It is incredibly intense when you first go at it", she said. For the t h e  before 

her mother moved into the home and for the first year or so in the facility, she felt 

ovenvhelmed and unsure of how she was gohg to cope with everythmg. Most of the time 

she felt quite anxious. Ln her member check she wrote: "There were court appearances, 

decisions about her possessions, the disappearance of certain possessions, and the other 

emotional famiiy members who were acting out yet needed support and cornfort". She felt 

so responsible for her mother's are,  that she put through a legal application to get control 

of her mother's affairs and dso sued her mother's cornmon-law spouse in order to be able 



to sel1 the couple's home so she could provide proper institutionai care for her mother. 

Aithough she felt most responsible for her mother's are, she stressed that she inciuded 

her motherys cornmon-law spouse and her brothers in a lot of the decisions that had to be 

made. 

Melissa also descnbed several traumatic experiences which she attributes to the 

caregiving experience and the stress she was feeling in her early, community-based 

wegiving d e .  For example, when she was moving her mother out of her house she was 

in an accident, wrecking her husband's truck. More traumatic for Melissa, however, was 

the extra-marital &air that her husband had in 1992. She is convinced that the &air 

happened because she was so imrnersed in the problems with her mother, her mother's 

care, and the Gare of her young children (1 and 4 years old at the tirne). She descnbed her 

caregiving activities as very intense at that the .  Her perception is that her husband was 

feeling neglected by her intense involvement in her mother's are  and so turned elsewhere 

for what he needed. In her member check she expanded on what she was feeling at the 

time: "There was a sense of my husband being in the most advantageous position of 

independence that it was easy to make the decision, that in the short term he could be 

spared that attentiony'. 

Melissa and her husband were separated for two and a half months but she 

desnibed how that episode forced her to make some changes in her life and to turn her 

concentration towards preserving her own imrnediate family. The episode in Melissa's life 

lead to the gradua1 relinquishing of care - physical care to the facility and emotional 

aspects of a r e  to her mother's comrnon-law spouse. 



When asked to describe her role now, Melissa talked about her role in tenns of 

overseeing care, and similar to Dora, adapted skills ffom her career to help define her role 

in her mother's a r e .  Melissa works for a law fbm and has been trained to d d  with legal 

and finanaal matters. Thus for Melissa, overseeing care not only involves visiting the 

facility to ensure that her mother is receiving quality are, but it also involves overseeing 

the business and £inancial aspects of her mother's affairs. She feels her strengths are in 

these areas so, for her, this role "just feu into place". She feels that her mother's common- 

law spouse is in a much better position to provide the emotional aspects of care her 

mother needs because her mother feels more connected to hirn and because he can be with 

her mother more regularly. She perceives her mother's partner to be loyal, faithful, and 

very rnuch in love with her mother. She also feeis her mother identifies more with her 

cornmon-law husband. With that awareness, it was easy for her to completely relinquish 

emotional and affective aspects of w e  to her mother's partner. She also stated that she 

feels the staffalso provide her mother with some of the emotional aspects of care. 

As far as the physical aspects of care are concemed, Melissa has corne to redise 

that, given her circurnstances, she would not be able to provide the quality care that her 

mother is now receiving in the facility. She expressed much satisfaction with the care her 

mother is receiving fkom the staff' at the facility. Knowing that, she emphasised that she 

does not have to feel guilty for not hawig a more direct, hands-on role in her mother's 

physical care. 

Similar to Dora's story, Melissa also spoke of how important it is to accept the 

situation and find realistic ways to wpe. It was a very difficult, ernotional time for her in 

the beginning, so much so that she feels that she would not have been able to talk to me 



about her expenence or her role three years ago. But, now she describes herself as being 

very much at peace with the situation. The awareness of her husband's extra-marital &air 

represented a significant tuming point for Metissa. She could not go on the way she was. 

In her member check, she also described how, for her, moving into acceptance also meant 

finding ways to let go of the need to feel guilty. In order to corne to terms with her 

mother's condition, Melissa has learned to focus on the positive aspects of the situation. 

She also rads a lot of self-heip books and feels these have wntributed to her acceptance 

of the situation. Melissa is on the board of directors for a local charitable organisation and 

discussed how her involvement on this board is another way she copes with the situation. 

Melissa did not speak about why this involvement has helped her cope, but my sense from 

t a l h g  with her is that her contribution on this board has given her a renewed sense of 

self-esteem. Her involvement with this organisation could also have helped her focus her 

energies in another area other than caring for her mother. Whatever the case, Melissa now 

feels very cornfortable with the situation and said that if her mother continued on like this 

for another five years, she would be okay with that. She confidently expressed to me that 

she feels quite able to handle the situation now. 

Aside from Melissa's dserent Life situation, her story also differs from Dora's in 

another respect. Melissa still sees her rnother in the woman that she cares for and that is 

very important to Melissa. "A big part of me still hangs on because she is still my mother 

to me". She spoke of already loshg one parent and how she is not ready to lose another 

yet. She also said that at some level she feels that she is reaching her mother even though 

there is no feedback from her mother. In her member check she elaborated on why she 

visits her rnother: "1 visit because 1 want to. 1 can talk to mother about what's going on in 



everyone's lives a s  if it mattered to her. That way Our relationship is still important". So, 

Melissa now visits her mother as weil as the facility once a month to oversee her mother's 

care, although she did suggest that her visits are getthg more difficult now that her 

mother is no longer mobile. At the end of the interview she described again how she has 

been gradually withdrawing fiom the situation. 

When asked if she considered herself a caregiver, Melissa said that she did not feel 

that she is involved in her mother's care enough to be considered a caregiver: 

1 wouldn't say on an emotional level I'm a caregiver. I don? think I'm 
present enough. 1 guess I've sort of allowed the employees at [the facility] 
to take on that role. There are some spouses that probably go in every 
night and take them you know a newspaper and just sit with them and 
whatnot, and to me that would be a caregiver. So 1 would have to Say no, I 
am not a caregiver. 

Similar to Dora's experience, relinquishing care to the home and her mother's 

cornmon-law spouse was a gradua1 process for Melissa. Moving from an intense caregiver 

to more of an overseer of care as well as towards re-Eaming the situation so that she 

could focus more on her own life and well-being were seen as important adaptive coping 

strategies for Melissa. She now describes herself as being very much at peace with the 

situation and at a far more comfortable place in her caregiving career. Melissa is very 

satisfied with the care her mother is receiving and also knows that her mother's partner is 

taking good care of her mother, thus she does not feel a pressure to be at the facility 

regularly. She does, however, feel that her mother still exists and so continues to visit her 

mother approximately once a month. She did stress that she is comfortable with her visits 

and enjoys them but she does not go unless she is in the mind-set to go and feels that she 



really wants to go. What Melissa does do in her role she perceives as her responsibiiïty, 

but sKnilar to Dora, does not consider it to be caregiving. 

Sumnrcvy of the Accepting Relirqusher Role Monifks#Won 

Accepting relinquishers continue to visit the facility occasionally but have 

essentially handed over the physical and emotional a r e  of their parents to others. The 

women in this manifestation have, in many ways, removed themselves fiom the caregiving 

role, and prefer to think about their roles in ternis of overseeing aspects of their parents' 

care. In this new role, they no longer d e h e  themselves as caregivers. Accepting 

relinquishers have reached this point in their wegïving careers ody after a long, often 

ditncult, struggle in the caregiving role. The move towards acceptance for accepting 

relinquishers is ofien precipitated by a crisis situation. In Dora's story, the cnsis involved a 

diagnosis and subsequent battle with breast cancer. Melissa's crisis point came when she 

becarne aware of her husband's extra-marital a a i r  and recognised that her own farnily 

was falling apart. Leamhg to accept the situation, particularly the deterioration they were 

witnessing in their parents, was an important component of their stories. Only in accepting 

the situation were these women able to move on fiom the situation and tum the focus to 

their own lives and their own well-being. Accepting the situation and what they can 

realistically provide for their parents has eeed these women of the guilt and the many 

pressures that so ofken accompany the caregiving role. 



First Profile of an Unacceotina Relinauisher: Carol's Stow 

Carol is in her 50s' is married and works part-the in her husband's office. She has 

two older brothers, but neither of them live in the srea. Thus Carol considers her mother's 

care primarily her responsibility. She defhes that responsibility as ensuring that her mother 

is receiving adequate m e .  

Carol cared for her mother in the mmmunity for about two years before her 

mother rnoved into a senior's residence. Her mother lived in this residence for 

approximately five years and then moved to the facility in which she now lives. At the time 

of the interview, Carol's mother had been living in the current facility for two years and 

eight months. Carol was in a later temporal phase of her institution-based caregiving 

career. 

A pattern that began to emerge in the women's stories was how incredibly intense 

and difficult the caregiving situation was right before the admission of the parent into the 

long-term care facility. This was particularly m e  in Carol's situation. She described the 

few months pnor to her mother's admission into a home as a very difficult, trying t h e  

because she did not know what was going on with her mother. She explained: 

1 was involved, 1 was very much involved just pnor to her going to the 
home and prior to us making the final decision because at this point in time 
her rnind was doing wonderful tricks on her and she was imagining people 
living in her house, irnagining people breaking in. She really lost respect for 
other people's tirne ... Oh, 1 would say the 1s t  two months it was just 
terrible because of these voices that she had and 1 think at this point she 
really got the pals al1 mixed up and I tried, 1 got her one of those daily pi11 
dispensers and she couldn't even handle that and she was so out to lunch 
she didn't know what time - she didn't even know the dserence between 
day and ni&. She was involving the neighbours and they were phoning 
me. 1 had the whole world calling me, even the police because she had got 
the police involved and this nice young Waterloo policeman made the 
biggest mistake in his life. He gave her his phone number and then 1 c m  



remember working one day at my husband's office and the receptionist 
came back and said Carol, the police are here for you . . . the Waterloo 
policeman said to me, "Would you please stop your mother calling me" and 
1 said, "1 can't!" 1 said, '2 wish you wuld stop her calhg me!" But 1 would 
be leaving here [my home] any hour of the night because she would cal1 
just panic stricken and then 1 would go over and sleep with her. So 
eventudy 1 was getting exhausteci because, not so much fiom that but my 
own sadness. You know, I'd wake up in the middle of the night and I'c! 
think, oh how is she doing? What is she doing? Whatys going on? So I 
hally called my brother in Ottawa and I said, look can you send penny] 
up, my sister-in-law, and help me because 1 said I just can't go any longer, 
1' m tired. 

For those few intense months before her mother was moved into a long-term care facility, 

Carol perceived herself to be a caregiver . In her caregiving role, her primary responsibility 

was to run to her mother's home every tirne her mother would cal1 and to try make her 

mother feel more cornfortable and d e .  She felt that dunng that tirne she was on the run 

constantly . 

Over the years, Carol has corne to relinquish all care to the facility. S he no longer 

considers herself a caregiver. When asked to describe her d e  in her mother's care now, 

she stated: 

1 think I've defined my role as I've lefi [the facility] to take care.. . it 
probably sounds very n o n - h g .  It isn't a case of non-caring. Once I lost 
my mother is what 1 cd it, I find it incredibly stressful to go and see her. 
Not that I'm not accustomed to seeing old people, 1 guess it's because it's 
my mother and because my mother was widowed when 1 was 16 we had a 
very, very close relationship and 1 haven't accepted it well, that's the 
bottom iine. The only thing 1 can really care about a lot nght now is that 
she is well looked after and in my opinion they do a tremendous job. She's 
always clean, she's always well groomed and 1 know she's fed dl right and 
in my rnind 1 guess that's where i'm at. They're taking good care of her 
and 1 find it tembly stresshl to see her. 



In her story she described how she began relinquishing care when her mother lived at the 

senior's residence. A tuming point for Carol was when she realised that her rnother no 

longer recognised her. She explaineci this to me: 

1 used to see her a lot and then toward the.. . when 1 could see her going 
dom too at [the senior's residence], when she started mixing everybody in 
the M y  up and was never sure [who we were]. She knew we were 
M y ,  but she didn't know who we were and 1 mess that 's when it just hit 
me. By Go4 she doesn't even know me any more ... and 1 think it just 
zapped me and it put me into a very defensive position for my own self and 
I just took the role that I can't handle this. I'm not doing weli. 

It became clear as Carol continue with her story that she thought about her role more in 

terms of her experience in the role rather than what her role was in the facility. For her, the 

experience was very difficult and painfûl. In fact, because of her ditficulty coping with the 

situation, she no longer felt she had a role to play in her mother's care. 

Carol was finding her mother's deterioration, particularly her inability to 

cornrnunicate, very distressing. Thus, Carol has a very hard time Msiting and described her 

experience and her visits with her mother now as a "nightmare". She elaborated on this: 

[The visits] are brutal. It brings tears to my eyes when 1 think about it that 1 
can't talk to my mother (family member weeping). My rnother doesn't even 
know who 1 am and I'm not doing very weli with that . . . If they called me 
tomorrow and said she was admitted to hospital, no problem, I'd have 
something I can physically do for her. You know, fine, I'U go in and I'Il do 
it. I'U go and feed her her rneais. 1'11 go wash her and clean her. I don't 
have a problem with that when she's in hospital. 1 have a problem with that 
when she's in [the nursing home] because they're [the s t a  doing al1 those 
things for her so I have nothing to do. I guess that 's the feeling, like 1 go 
and 1 just sit there and 1 just feel bad and my fiiend's gone. When 1 just go 
and sit with a lump [in my throat] and she can't finish a sentence I don't 
handle that part at all. 

The loss of her mother's companionship, her mother's inability to communicate with her, 

and the feeling of helplessness in not knowing what to do dunng visits have al1 wntributed 



to Carol's ditnculty in visiting her mother now. For Carol thou& the most important 

factor for her and her expenence was her mother's mental capacity. As her mother's mind 

deteriorated more and more, she had more and more difficulty coping with the situation. 

Carol mentioned that her mother existed in body ody. Her mother's personality is now 

gone. As she was less and less able to wpe  with her mother's detenoration, her visits 

became more and more uifrequent and it became easier for her to gradudy relinquish ail 

care to the facility. Carol now visits Uifiequently, once a month is a lot for Carol. 

Carol was having such a hard t h e  dealing with her mother's condition, that she 

expresseci to me that she was not even sure ifshe could filfil one of her daughter's wishes. 

Her daughter, who seemed to be dealing with the situation better than her mother, was 

soon to be married. Her daughter's one wish was to have a wedding photo taken with her 

family, including her grandmother. Carol rewunted this in her story: 

One of her [rny daughter's] wishes is that my mother's still living when she 
gets marrieci in April. She wants her picture taken with her grandmother 
(family member crying) because she was the only, there were only two 
grandchildren that lived here with her. Her big wish is that she [grandma] 
have her picture taken with the rest of us. And 1 said, "oh [Susan], that's 
going to be just a h 1  for me". 1 don? want to be in the picture, and yet I 
do. But, 1 said, "1 don't think I could stop the tears because grandma loved 
you so much and she was so close to you that for the lad' . . . you know 
when she was little it was, she was just Idce having me over again and 
[Susan] spent a lot of time with her grandmother and 1 said, "1 understand 
your wish, it's just going to be awful for me but I'U do my best". 

Carol was clearly struggling with how to filfil her daughter's wish knowing that she was 

going to have to corne face-to-face with the pain she was feeling again. 

Further, al( of the unaccepting reiinquishers taiked about how they are incapable of 

visiting their parents alone. Carol, for example, only visits when her daughter [Susan] can 



go dong on the visit with her. Carol emphasised how much she depends on her daughter 

to visit with her when she does visit her mother: 

1 have to say because 1 don't handle it weii, 1 always take my daughter and 
1 said to her, "please you have to understand that 1 can't handle sitting and 
talking to my mother who can't even wmplete a sentence but I've got you, 
you and 1 can tak and she's with us so that relieves the stress off me". So 
that 's . . . I'm a h i d  that 's what 1 do. If my daughter can't go, 1 don't go. 

Carol now visits out of a sense of obligation. She calls it a "duty cal". She primarily visits 

to ensure that her mother is weiI cared for. She also stressed that she has always been very 

satisfied with the care her mother is receiving at the facility and so does not have to check 

up on the w e  very often. Knowing her mother is well w e d  for gives Carol some cornfort 

in relinquishing care. Carol reiterated this thought on her member check: 

1 do not enjoy seeing my mother k e  this. It hurts but then 1 want to know 
that she is cared for weli, so 1 visit to make sure she is well taken care of 
and 1 have always been very satisfied with her are.  

Carol continues to visit her mother irregularly, primarily to ensure her mother is 

receiving quality care. Similar to al unaccepting relinquishers, she only visits when her 

daughter can visit with her. Carol's story was far more full of descriptions of her 

experience in the role than on her actual role in her mother's care. She found the 

experience incredibly difficult and painful, and felt very helpless during visits with her 

mother. She no longer considers herself a caregiver. She has essentially reliiquished al1 

physical and emotional aspects of care to the facility. Carol did mention that her daughter 

visits her mother more often than she does and so Carol may feel that her daughter is also 

playing a role in providing her mother with the more personal and emotional aspects of 

care. Two factors have helped Carol relinquish care: Carol no longer feels that her mother 



exkts, at least in tenns of her persodty, and she is quite confident that her mother is weU 

cared for at the home. 

Second Profile of an Unacce~ting Relinauisher: Grace's Storv 

Grace's story is one of the most unusual of al the wornen 1 spoke with. When 1 

met Grace, she was in her 409, had been separated Born her husband for ten years, and 

was caring for two teenage boys. Before her father was adrnitted to the long-term care 

facility, he lived with her sister who took primary responsibility for her father's care. 

Grace would take her father to her home every other weekend but gradually her father 

became, more and more unrecognisable. Grace explained: 

II was a] sort of every other weekend caregiver [when rny father lived with 
my sister]. We hadn't even heard the word Alzheimer's you how.  It takes 
a long time to get through your head, yes my dad is ill and he has to be put 
away. Tt's a temble stubbomness that you don? really admit it. It's just 
excruciating. But the thing is when he's in my house, he was not my dad. 
He, Wce 1 had the hair raised on the back of my neck if he was standing 
behd  me. It was like taking someone in, a hitchhiker off the road. This 
body in my house is not rny father. 1 don't know who he is. So, it's really 
awfiil. 

As her father becarne more and more disoriented, he also became quite violent at 

t h e s  and Grace and her sister became very womed about their d e t y  and the safety of 

their familes. In her story, she described the incident which lead to her father's admission 

first to a hospital and then to the facility he now lives in: 

p y  father] started believing that [my sister's] house was his house and 
then he got to the point when he didn't recognise them [my sister's family]. 
One day her teenage son came home nom school and 1 don't know if dad 
had in mind that he was an intruder but he punched him and threw him out 
of the house. So the, because the home w e  worker was there, [my 
nephew] stood outside and he opened the door to say, [Evelyn] are you 
okay? Dad punched him again and threw him out. So my sister was just 



nantic and they calleci my brother and [me] and my brother got there first 
and he took dad down to the hospital. He's never been able to live with 
hirnself for it. And, it was just, it was a have to situation and my sister's 
doctor who is dad's doctor, who is very wonderfiil just said, you take him 
now. You know, there was no other choie cause we were &aid to go 
home. He didn't know who we were. 

So, Grace's father was admitted to a local hospital and remained there for over a 

year as he waited for a bed to become available in a long-term care facility in the area. In 

1992, he was admitted to the facility he now lives in and at the time of the interview had 

been living in the home for 3 years, 6 months. Wlen 1 met with Grace? she was in a later 

temporal phase of her institution-based caregiving career. 

Grace was having a very hard time dealing with her father's condition and 

particularly the Eict that he was living in a long-term care facility. She finds the 

atmosphere of the home very depressing and in her interview described how diffiuilt it had 

become for her to Msit her father there. In the beguining, she visited her father fiequently, 

every three days. But gradualiy the situation began to take its toll on Grace and she sought 

the help of a doctor. In her story she described how her own role changed very quickly: 

[The doctor] said, "Grace you're going to Hl yourself You're going to 
get sick and you won? be any use to your boys or your dad. He doesn't 
even know ten minutes after you're gone that you were thereY7. And, 1 was 
just drained totally. So, then 1 would say okay once a week [IY11 visit] and 
then it got to be once every other week, and as time went on, it's just so 
painfù1, 1 mean 1 don? go. ... 1 can go six months without going. I'm 
ashamed to say it, but.. -1 should go twenty times more than 1 do. But it's 
almost Like, you think of going and your stomach crunches up and you got 
to get yourself to that day and then you get there and there's only so much 
time. He was downstairs in a locked up facility. There's only so much time 
you can spend in that environment and you just start to go nuts and you 
got to lave and rhen half the time he wouldn't know you were there until 
you were leaving and when he looked at you and got tears in his eyes, oh, 
it's just awful. Just awful. 



Similar to Carol's narrative, Grace's story was hll of her depictions of her experience in 

the role. The experience was d i c u l t  and very painful. Grace went on to describe her 

visits with her father as going to a funeral over and over again. In fa* many of the 

women 1 spoke with described their expenence watchng the detenoration of their parents 

as the long good-bye, particularly after the mind has gone but the body is still there. The 

father Grace once h e w  no longer exists for her: 

Welî, this is a terrible thing to say but 1 think for most of us, Our self 
conscious thoughts are, my father died three years ago. 1 can go and see 
this ernpty shell and 1 can kiss him and hug him and cry but it's Iike going 
to a funeral every three months for your father.. . . It's almost like a penod 
of mourning after a death. It's intense, and then graduaiiy you begin to 
cope. But the hard part about this is that every tirne you go back you're in 
mourning again, at least for 2 or 3 hours d e r  you corne home. That's what 
is really hard on the family. It's a never ending mourning. 

Like Carol, Grace discussed how it got to the point that she could only visit with 

her sisters. Visiting alone just becarne too d i c u l t  and too painful. When 1 asked her if she 

always visited with someone else she replied: 

Oh, we got to the point you had to. The last time 1 went alone 1 had to nin 
out because I was bursting in tears. I mean you just sit there and you rub 
his hair and you hold his hand, and of course if he gets a hold of your hand 
he could just about wrench it nght o E  Silence, you know there's only so 
much you c m  kind of make in a one way conversation not knowing if he 
can hear you or, it7 s just too hard. So the only way we can stand it is when 
the three of us can get there on the sarne day, which isn't often cause my 
one sister runs a business and we ali have to travel. It is just to go and Msit 
with each other with him in the room and that's about the best we can do 
for us and for him. 

As 1 mentioned in the fint line of this profile, Grace's situation was unusual from 

the others. She was similar to the unaccepting relinquishers in her inability to cope with 

the situation which had lead to her relinquishing al1 care to the facility. Visiting once every 

six months or so with her sisters was about as much as she could handle. When we began 



to delve into where she saw her role now in her M e r ' s  are,  however, she had a 

somewhat different response. Other relinquishers had come to accept the fact that theu 

parents were gohg to spend their last days in the faality. In fa& given their ditficulty in 

dealing with the situation, it gave them much cornfort to know that at least their parents 

were getting good care. Grace, on the other hand, felt much guilt about her father being in 

the home. She had a hard t h e  dealing with the deterioration and the fact that the father 

she remembered so well no longer existed. But, even more d icu l t  for Grace was the 

realisation that her father wuld die in the facility without any loved ones around him. She 

described this to me: 

Why do I go? Because 1 feel guilty. Because he is there and fiom the 1st  
time 1 saw hirn I'm just filled with horror for the day the phone cal1 cornes 
that he's gone and 1 cm say oh, 1 didn't go in the 1 s t  six months. It's just a 
terrible circumstance. And, yet to go is more painful than not going. 

Grace was beginning to think that the only way she could cope with the situation 

was to find a way to bring her father home. She could not ded with her visits at the home 

so the answer for her was to bring her father to live with her and her sons. She felt 

confident that she would be able to deal with her father if he was living with her, out of the 

environment in which she was having so much difficulty. When 1 asked Grace if she felt 

she had a role in her father' s care now, she responded: 

WeU this might not fit in with the research you're doing, 1 think my role 
right now is to get hirn here. Cause to go into an unusual place and sit there 
and look at hirn laying there as though he's in a coffin, is just too hard. But 
if he were here, 1 wouldn't really, 1 mean the time would not come when 1 
would just sit and stare at hirn. He would be here. I could be cooking and 
baking and the radio would be on and singing. 1 could have his brothers, 
like his brothers and sisters are a very close f d y  and they al1 get together 
and play Euchre every week. Weil I could have them do that here. 1 
wouldn't even have to be here but have hirn in his gerie chair sitting here 
and have tea and coffee and say b ~ g  your cookies and play your Euchre 



here. They wouldn't have to walk into a room alone and try to do 
something to communicate. They could just visit and laugh and play cards. 
. . . You know my one sister said, do you think you could handle him dying 
there [at my house]. 1 said, "oh yes", cause he, 1 mean you're not going to 
stop it. It's either here or it's there. And, 1 can't stand to think of it being 
there. And no offence to thern because governent provides as much staff 
as it can, 1 just 1 have an awful feeling 1'11 get off the phone and think well 
gee was he dead for three hours before they noticed, you know? I'd rather 
be holding his hand (deep sigh) anyway. 

Grace had analysed her situation. She felt that her diiailties, her inability to cope had to 

do with the fact that she did not have anything to do during her visits. She could not 

continue to visit him in the facility. To her is was very much l i e  visiting her father's coffin 

every six months. But, she could not bear to have him die there alone. If visiting was too 

p a l  for her, then the answer for her was to bring him home. 

At the time of the interview, Grace's story, particularly her focus on how painful 

the experience visiting was for her and how she had gradually corne to relinquish a r e  to 

the facility, was very much representative of the stories of other unaccepting relinquishers. 

How she differed, however, is that she perceived that for her there was a solution to the 

problem. Her role at the time of the i n t e ~ e w  was becoming one of finding a way to care 

for her father in her home. When I asked Grace if she considered herself a caregiver, she 

responded: "1 look fionvard to being. I have not beeny'. 1 spoke with Grace several months 

after Our first interview and indeed she had been successful in getting her father home, was 

no longer feeling the guilt she had been feeling at the time of the interview, and was 

coping much better with the situation. Her experience was a reversal of what most familty 

members go through. instead of the intense involvement to the gradua1 relinquishrnent of 

care to the facility, Grace went from being an every other weekend caregiver, to 



completely reluiquishing Gare to a long-tenn a r e  facility, to becoming a full-time primary 

caregiver in her home. 

Sumnuvy of the Unaccqti~g Reu'quisher Role Mmzyestation 

The most salient characteristic of the adult daughters in the unaccepting 

relinquishers group is their focus on their experience in their role rather than what they do 

in that role. In fact, because of their inability to cope, they do not perceive a role for 

themselves in the care of their parents. The do not think of themselves as caregivers. The 

experience they describe is extremely diicult and painful for all of the women in this 

group. The most important contributors to the difficulties they experience in the role are: 

(1) the inability to accept the situation, particularly that their parents no longer recognise 

them and are unable to communicate with them during visits; (2) the feelings of 

helplessness in not knowing what to do for their parents during visits; and (3) coping with 

the pain, the never-endhg mouming which re-emerges every time they visit their parents 

in the facility. Uniike the accepting relinquishers, the women in this group have not 

generally been able to find a way to accept their parents' deterioration and move beyond 

it. Grace's story represents a very unique case in which she was able to fhd a way to deal 

with her pain and guilt by removing her father fiom the home and becoming his primary 

caregiver. This very much represented a transition in Grace's caregiving weer .  Up until 

that transition her story was very much representative of the other unaccepting 

relinquishers. The majority of accepting relinquishers feel that the only way for them to 

cope with the situation is to relinquish both physical and emotiond aspects of care to the 

facility. Because of t heir difficulty with the visits, they visit irregularly and only when other 



farnily members can visit with them. Knowing their parents are receiving quality care 

lessens the pressure for these women to be at the facility often. When they do visit, they 

do so only to ensure their parents are continuhg to receive good care within the facility. 

Caring for the Caregivers: Indirect Supporters 

My sixteenth interview in this project was with a woman who had both of her 

parents stil l  living; her father in the long-term care facility and her mother who was 

considered the primas, familial caregiver. This particular adult daughter viewed her role in 

the care of her father differently than any of the other women 1 had talked to previously. 1 

became very intngued by this woman's story and her description of her role and set out to 

i n t e ~ e w  other women who still had both parents living. hterestingly, dl but one of the 

women in this situation described their roles very sunilariy. 1 gradually identified these 

adult daughters as the Indirect Supporters. 

Adult daughters in the indirect supporters group do not view their role in tems of 

their parents living at the facility. Instead, these women view their role as providing 

support for the other parent, the parent living in the cornmunity who they perceive as 

providing the primas, care to their institutionalised parent. This perception of their role 

was reflected in both their stones told to me during their interviews, and in their personal 

logs. Indirect supporters feel confident that their parents living at the facility are being well 

cared for both by the facility and by the other parent. They feel the person who is in most 

need of help and support is the other parent living outside of the facility. For exarnple, 

when asked how she defined her role in the care of her father living in the facility, Mary 



emphasised that her role was more focused on the parent living in the community, her 

mother. She stated: 

The ody way I can say it is as a support for my mother. 1 mean, my mother 
is a strong person but she just finds it very dficult to make decisions. 1 talk 
to my rnother every single day and every single day she has got some 
problem, a very minor problem or whatever. So that is the biggest support 
with my dad is to support my mother because she is the major support for 
my dad and sornebody has to support her. 

In theû stories, indiect supporters described how providiig that support became their job, 

their responsibility. In most cases, it is a very intense job, some even described it as a 

burden, and yet they would never think of not doing it. 

Similar to active monitors and regular visitors, these women also define their role 

in terms of their purpose in the situation. Two overarching purpose themes emerged fiom 

the women's stories. The e s t  purpose theme identifiecl by the daughters in this 

manifestation was to support the other parent in the care of the parent living in the facility. 

In assisting with the caregiving role, they help their parents make ail decisions conceming 

their parent in the facility. They also serve as a sounding board off which the other parent 

cm bounce ideas. Further, if the other parent makes a request of the daughter related to 

caring for the parent in the facility, they will ensure that the request is fùifilled (e.g., 

making phone calls on the mother's behaif, helping with the move to the facility, helping 

with the decorating of the resident's door at Christmas, providing transportation). 

Assisting with care occasionaily involves taking over for the other parent in the facility if 

the other parent is il1 or away. These adult daughters also monitor the other parent 

monitoring the parent in the facility by prompting the other parent to do things that need 

to be done and by encouraging the other parent to speak up when concerns are raised. 



The second purpose theme related to supporthg the other parent is to monitor the 

other parent's heaith and weU-being. These women ali  discussed how a very large part of 

their role involves making sure the other parent is taking care of her or himself. 

Moni to~g  the other parent's physical weil-being means ensuring that they do not become 

ovenvhelrned in their caregiving role and overtired. These women also recognise the 

emotional loss and pain their other parent is experiencing and so also serve as a shoulder 

or emotional support system, behg there to help the other parent deai with the emotional 

aspects of caring. The other parent's emotional weil-being ofien takes precedence over 

their own weU-being. In an attempt to maintain their other parent's well-being, indirect 

supporters go to great lengths to provide distractions to the other parent f?om their 

caregiving d e .  They do this pnmady by involhg them in a variety of family events. 

Some adult daughters in this group also h d  ways to get their other parents involved in 

rewarding activities outside of the facility and the family unit, such as volunteer work in 

the community. Finally, indirect supporters try to serve as role models for their other 

parents h an attempt to help lessen their parents' involvement in the home and also ease 

the guilt the parents often feel ifthey are not at the facility ofien. 

I should stress that even though indirect supporters describe their role in terms of 

caring for their other parent, it does not mean that they do not visit their parent in the 

facility. They al1 do. The dominant focus of their stories, however, is on their role as a 

support system for the 0 t h  parent. 

In relation to their temporal phase in the caregiving career, indirect supporters 

appear in dl of the career phases. For this group, the most important factor seems to be 

the presence of another parent living in the community who is quite independent and 



relativeiy healthy. In fact, in many cases these women take on the indirect supporter role 

before the ill parent is admiîted to a long-term w e  facility. It becomes their primary focus 

upon, or shortly after, the institutionaiïsation of their iil parent. 

First Profile of an Indirect Sup~orter: Diane's Story 

Diane is in her 409, is married and has two sons (one living at home and one away 

at university), and works part-time as a physiotherapist specialising in arthritis. Diane's 

mother cared for her father in the family home up until August 1994 when her father was 

admitted to the long-tem care facility in which he now lives. Diane's father has been 

living in the special w e  unit of the facility for one year and three months. At the tirne of  

the interview, Diane was in a mid temporal phase of her institution-based caregiving 

When 1 first contacted Diane by telephone to recniit her for the project, she found 

it interesting that 1 would want to interview her for the project as she did not consider 

herself as playing a role in the faciiity. During that telephone conversation it became clear 

to me that Diane was trying to sort out for herself what her role was in the care of her 

father, and she mentioned to me that she did not see her role in terms of her father's care 

in the facility. Instead she viewed her role as a support to her mother. During her i n t e ~ e w  

she expanded on this notion: 

After you taked to me [on the telephone] 1 thought yes, in reaiity, and 1 
mentioned it to my husband, we see it as being caregivers to my mother not 
to him and we help her in the decision making and are people that she can 
bounce ideas o f  but he [my father] is looked after, she is not. So sort of 
the concept that she is the one right now that does not have the support 
and needs it. It is a really different type of caring isn't it? It is not like a 



nursing care but we see it as we are more her support system rather than 
his. 

Similar to many of the other indirect supporters, Diane mentioned that this role of 

supporthg her mother was really something that began long before her father was 

admitted to the long-tenn care facility. For these women, the supportive role often evolves 

as the il1 parent becornes more and more dEcult to are  for by the other parent, and more 

and more unmanageable. Diane described the progression of the role for her: 

As [my father] continueci to deteriorate, as 1 commented to you before, 1 
feel that we have become far more of a caregiver to my mother and even 
during that period of time as he went d o m  hill, the dïerent stages when 
he would misplace something and then feel that it had been taken, so very 
paranoid about things. And, then he went through a stage when he didn7t 
know who my mother was a lot of the tirne and he was very angry with her. 
1 would say for two years before he went into [the facility] that we would 
get a c d  at least every second Nght, she would be in tears, she was 
exhausted. So it was helping her. 

In Diane's story she talked about how dicul t  her father's detenoration has been 

on her mother, and the losses that her mother has had to endure because of her father's 

condition. Watching her mother's expenence in the situation, especially her mother's pain, 

has served to reinforce for Diane where the focus of her role should be - that she and her 

family had to provide a support system for her mother. She expressed her perceptions of 

her mother' s experience: 

It is horrendous for the spouse and just an aside, I work with elderly people 
and young people and people look at me and say you are crazy but in many 
ways 1 find that people have a much harder time deallng with the death of a 
spouse than they do with dealing with the death of a child. They say you 
are crazy and 1 say no, when it is a child the support system is ali stdl in 
place. When it is a spouse it is a total iifestyle change. They are alone. 
There is nothing lefi. They have to redefine who and what they are and the 
Alzheimer's is a living death. My mother is having to deai [with that]. She 
knows he no longer exists in her larger life. She doesn't have the support, 
she doesn't have the understanding' she doesn't have anyone who really 



knows what they are doing when she even gets a hug. So she then is totally 
on her own for aii the financiai, for ail the housekeeping, for ail the 
decisions, for aii the social activities, and yet society would fiown on the 
fact, that is, if she'd go and find a bomend. She has got nothing. She has 
lost him but she hasn't. It is homble, homble for her. 

This depiction of her mother's expenence is consistent with what has been labelled quasi- 

widowhood (Rosenthal & Dawson, 199 1). Quasi-widows oflen feel ambiguity 

surroundhg their marital status, particularly once the institutionalised spouse no longer is 

present psychologically for the community-based spouse. Quasi-widows are left to face 

the rest of their lives on their own, yet because the institutionalised spouse is still 

physidy present, new intimate relationships are not a possibility and quasi-widows 

remain in limbo for long periods of tirne. Sensitive to this reality in her mother's Me, Diane 

sees her priority in providing support to her mother. She feels her father is getting support 

both from the staf!Fat the facilty and fiom her mother. In Diane's perception, someone has 

to support and care for her mother, the wegiver. 

Interestingly, when 1 asked Diane if the staff had ever expressed their expectations 

regarding what she should be doing in the home, she told me that they had never explicitly 

talked to her about her role, but that they had indirectly suggested that her focus should be 

on her mother. She explained: "1 did get a cal from [the Duector of Nursing Care] the one 

t h e  saying that we are worried about your mother. So, obviously there is an expectation 

that 1 am her caregiver as well, which is interesting". 

When asked what providiig support for her mother involved, Diane identi£ied 

several things that she does in her d e .  She provides "emotional support", is a "sounding 

board for decisions", at times she assists her mother with the care of her father, and she 

"assists with yard work and other chores". Primarily, Diane feels she needs to be there to 



talk through things with her mother, confirming or not confirming her mother's 

perceptions of dierent situations. She explained to me how she prefers to do this: 

... The last couple of times that I have been in he has been in obviously a 
tremendous amount of pain so 1 have communicated to the nurses about 
that but you know, a lot of times 1 don't feel that is my role to interfere to 
what is being done there. My mother looks after that and 1 give her then 
sort of the back up. She says to me, "he is in a lot of pain what do 1 do?" 1 
have seen it as weli so I can say, "yes 1 agree with you" and "yes this is 
worth looking at", or "gee no 1 think it was just sort of.. . ", you know? 

Diane also described her role as one of providiig reassurance to her mother regarding her 

father ' s care: 

wy mother monitors my father's care]. 1 hear a lot about it on an ongoing 
basis. There has been times that 1 have been quite sony for the [facility] 
staff but they must expect that because 1 think some of it ocnirs with the 
hstration of the system and 1 find it in a lot of, my mother was trained as a 
nurse and she, it is the old fashioned [way] that everything gets done just 
so, and 1 think the nursing home setting sometimes drives her crazy. You 
know, the hygiene isn't up to her level and you have to sit back and Say, 
"look, let's look at this objectively and realistically and what are the 
expectations for the s t a  they have, what is actually needed? This is not 
acute nursing care that we are talking about7'. So take her through it step- 
by-step and she sort of relaxes and backs off 

Diane also felt that part of her role was to monitor her mother's wel1-being. Once 

her father was adrnitted to the facility, a big part of her role in supporting her mother 

involved trying to find distractions or social activities for her mother to participate in. 

These distractions were important to maintaining her mother's health and well-being. She 

explained to me how she got her mother involved in volunteering to help fom other 

support networks for her mother: 

... trying to include her in the f in things that are cornpanion type things. 
When 1 worked with the Arthritis Society 1 got her in volunteering and part 
of that is, the work group that 1 have, we have a phenomenal tearn. It is 
three therapists that work part-time and one secretary and they just loved 



her up and down. They found aii the neat jobs for her to do so that she is 
going in and volunteering but she is gening a lot of support there. 

Finding distractions also involves £indimg activities that she and/or other members of her 

family can do with her mother. For example, the night before the i n t e ~ e w  her mother had 

corne over and together they made chocolates. 

Providing support for her mother is and has always been very tirne consuming and 

demandimg for Diane. She describeci to me the intensity of the role and how despite the 

fact that her father is now living in a long-term care facility, a lot of that intensity still 

It has taken a tremendous amount of time and energy, tremendous amount 
of time. 1 would say basicaily it aarted, the worst of it started about two 
years before he went into the nursing home and it is actually better now 
than it was for those, graduaiiy getting worse over those two years. As 1 
say, it was phone calls, emergency calls, I need help [fiorn my mother] and 
Literally you had to drop what you were doing and go and help. The 
constant, it was a tremendous emotional drain. It was extremely difncult to  
watch my mother to go down hili emotionally, that was very difficult. We 
have a little cabin up north and my parents have one as well and mother 
would plan to go up there when we were there so even Our holiday time 
appeared to be taken up with them. When she had had a tough day and she 
would phone and let's go into town or let's do this, or let's do that and 
what she really was doing was b e d g  for time with us. So, yes, holiday 
times were interfered with, our evenings were interfered with. Dunng this 
period of time as weli my husband's parents had a serious car accident so 
we were down, back and forth from Hamilton. His mom was in intensive 
care for quite a penod of t h e  . . . Ya, between parents and helping kids, the 
kids really got ieft in the lurch to some extent, we realiy felt we had 
absolutely no t h e  for ourselves. You know, things that needed to be done 
around here, things that just a lot of time and energy was spent caxing not 
only for my parents but rny husband's parents as weii. So ya, even now 1 
look at it and there are times when my husband says, "hey, we have to go 
and see other family members. My parents need a little bit of time." My 
mother stiil is taking quite a chu& of time right now even, yes. 

Sometimes providing support to her mother, dong with al1 of the other roles Diane plays 

in her Me, can become overwhelming. In fact, one of the most difficult aspects of her role 



she k d s  is realising that she has to be there and that as demanding as it is, she can never 

not be there for her mother: 

The most difficult thing in dealing with this, 1 guess, again, it is guilt sort 
of There are times when 1 think 1 don't want to do this today. 1 don? want 
to be here for her today. 1 want out of here and 1 think just wnstantly 
realising that that is not how it is going to work is probably the most 
difficult part of it. The r d t y  is that I want to be there for her but I am 
selfish enough to say and sometimes 1 don? feel like doing it. 

Although the focus of her role is on her mother, when asked if she felt there was 

anything that was important for her to do in the Gare of her father, she did emphasise the 

importance of seeing her father. She responded: 

1 feei that 1 should see him. I believe in touch and hug and as the mental 
function decreases 1 think those t h g s  still have meaning. Maybe that is my 
need not his because 1 beiieve that he gets quite a bit of it frorn the staf f  
and yet he is my father and 1 want to have that, a remnant of 
communication of some sort . . . . 1 look at it now and 1, you know, 1 love 
him. He is my father and you can't take that away and 1 want him to know 
that there is famiiy around that does love him and w e  for him. 

Diane tried to visit her father every month or six weeks. But, similar to the women in the 

rehquisher groups, she described how dficult the visits were now that there was not 

much that her father was capable of doing in the visits: 

1 find it a very, 1 work with people, 1 don? rnind elderly people, 1 mean it 
doesn't upset me but 1 find it an interesting process. You cannot visit and 
unless there is sornething that you can do for him it is very, very difficult. 
And really, my mother sort of takes on that role and I find what she does 
very interesting as well because she has taken on the nursing role and by 
going in to feed him supper she has a purpose in being there because to 
visit it just doesn't work. 

Primariiy, though, Diane's role in the facility and in the care of her father centred 

on her mother and on developing and maintahhg a supportive network around her 

mother. Her purposes in her role were to help her mother in the care of her father and to 



monitor her mother's health and h d  ways to maintain her mother's well-being. She stiil 

feels that it is important for her to visit her father but she also knows that her father is 

being well cared for by her mother and the staff. Therefore, there is no need for her to be 

involved in that area. 1 found out later that Diane's "indirect supporthg" role continued 

even after her father died. #en Diane sent her member check back to me, she wrote a 

note on the top of her transcript informing me that her fàther had just died. She wrote: 

"The support for my mother continues but 1 see signs that she is starting to heai". 

Although not surprishg to me, Diane continued to focus on her mother even afier her 

father's death. What 1 found interesting, however, was that there was no mention of Diane 

and how she was doing. Her note reflected how she often described her experience and 

role in the long-term care facility; that is, with her mother and her mother's needs as the 

focal point. There was no mention in the note about how Diane was healing. 

Second Profile of an Indirect Sumorter: Leandra's Story 

Leandra is 49 years old. She is mmied and has two children, a teenage son and a 

married daughter. She aiso works fuil-time as a teacher-1ibrxia.n. When 1 first talked to 

Leandra on the telephone to recruit her for the shidy, it was very clear that she was feeling 

strained by ai l  of the different "hats" that she was being forced to Wear at this t h e  in her 

Me. She also tdked about how her father's disease process had afFected the family as weii. 

She was feeling so much strain that she ody agreed to talk with me i f 1  could meet her at 

school during her lunch break. Anxious to taik to her about her experience, 1 agreed. 

Several years ago, Leandra's father had been diagnosed with early onset 

Alzheimer's disease. Her mother cared for her father in the family home until she decided 



to seU the home and buy a condominium. Her mother contuiued to care for her father in 

the condominium but Leandra becarne more and more aware of the fact that her mother 

was not coping weii with the situation. Leandra began looking into nursing home 

placement and in March of 1994 her father was admitted to the facility in which he now 

lives. When 1 met Leandra, she was just moving into a later temporal phase of her 

institution-based caregiving career. 

Although Leandra had once perceived her role in terms of caring for both of her 

parents, her priority had tumed exclusively to her mother as her father's mental capacity 

deteriorated. Leandra explaineci this in her story: 

So 1 don? feel that my care is needed with my dad anymore, maybe 
initially, it rnight have been because of his awareness right at the beginning 
but he has, he's really taken dives as far as his ability to talk and to 
recognise and to recaii anything any more. They're not al1 like that up there 
at [the facility]. [The focus has been] just shifting to morn really because 
there's no point in it for dad. 

When 1 spoke with Leandra on the phone originaiiy, in fact, she told me that she no longer 

had a role in caring for her father and that she did not want a role in the facility. It was not 

that she did not care about her father, she loved him dearly; however, her perception was 

that her mother was much more in need of her support than her father was. Leandra 

describeci her perception of the situation: 

I used to go up maybe once a week or something like that to check in on 
him, usuaily with mom or sometimes we'd go up f ier church, but if I 
thought it would make a difference I'd go. Rit were just a physical ailment, 
not that cancer is anything less but if' the person's mental state was stable, 
you'd go all the tirne, you know, but when it isn't. That's what 1 said to 
mom, he has no idea that you or 1 or anybody else is there. He's happy, 
he's cared for, you know, he's healthy, the nurses are wonderfil, you 
know, what point is there? Doesn't that sound awful? 



Leandra's father was being well cared for, and in her mind her father no longer existed. 

Thus, she did not perceive a need for her to be involved at the facility or a role for herself 

in her father's care. 

Leandra's concem was now with her mother and her mother's weli-being. Taking 

care of her mother had bewme a farnily f la ir  for Leandra's f d y :  

[Caring for my rnother], it's the big role. 1 mean 1 think we've all taken on 
Nana, you know. My daughter too and [her husband] are redy good at 
inviting her over even if we're not there. She'U phone up and have mom 
corne over to see the Christmas tree or this or that, so everybody is in on 
the care because 1 think they see that as the greater need. It is the greater 
need, there's no doubt about that. 

Leandra had just recently seen the need escalate as her mother was hospitalised 

and there was a concem that she might have a stroke. She descnbed her concems 

regarding her mother's physicd and mental health to me: 

1 thinlc that mom was sort of laboring under the illusion that if she didn't go 
up and visit him every day or quite a few times a week that the nurses 
would think that she was awful or that some other person would look and 
say oh, isn't that awful you haven't been up to see your husband very much 
this week. And, 1 think it's just been recently that she's finally gotten over 
that and realised that if she doesn't get on with her Me.. . 1 don't know 
though, how do you get nd of those feelings for your spouse or your 
father, it's hard but she's going to have a hart attack, I'm sure, and I'm 
going to lose her before 1 lose my dad. 1 mean we aimoa lost her last 
week. That's when she went in for the shot and I'm thinking, if this 
happened I'd have such a hard tirne, you know. However, 1 think she did 
some stocktaking then and 1 mean we've been teliing her this al1 dong, 
mom, you just can't go up there, you're driving yourself nuts. Sometirnes 1 
would phone her or my husband would phone her and she'd be in her 
pajamas you know at five and I thought, oh she's going to slip into some 
huge depression and you know, we're not gohg to be able to yank her 
back. 

So, Leandra defined her role primarily in terms of monitoring and maintainhg her 

mother's well-being. She felt that the ody way to address the problems her mother was 



havîng was to try and wean her mother off her regular visits to the home and to encourage 

her mother to get on with her We. The first thing she needed to do was to be a role model 

for her mother: 

1 don't have any problems with that [ N t ]  at dl. In many ways, I've felt 
that, and I've talked about this with my husband, 1 feel we need to model 
that for mom because she needs to sec that. It doesn't mean that 1 don't 
care, it just means that 1 have to get on with my life and getting on with my 
He involves lïke my two children and [my son] especiaiiy. He's just started 
high school. Getting on with her life means something else, but it's the 
same, getting on with that, we di have to do it. 

Like Diane, monitoring and maintainhg her mother's welI-being meant she had to 

encourage her mother to get more involved in other activities. 

Related to this Leandra also felt that she needed to help her mother develop a 

social network or activities outside of her caregiving role. She explained this idea to me: 

That's what 1 said to mom, you have to focus your energy on the important 
things here, and the important thing is establishing a social life for her and 
some outlets for her where she can develop. I mean she's not an old 
woman and she stiU has lots of opportunities to l e m  some new things and 
so on and that's what she needs to do now and just get outside of that 
framework of going up to the nursing home and outside of that guilt of not 
seeing dad today, or I've only seen him once this week. 

She was most concerned about her mother on the weekends as her mother found the 

weekends very dficult and very lonely. Leandra tries to encourage her mother to go out 

more and to travel more: 

So, we encourage her, she could go away to lots of places more than she 
does. wember Check Insert -- Money holds her back from going places]. 1 
just say to her just go and spend the money, like why are you, don't even 
think twice about it, just if somebody invites you to go, go. So anyway, 1 
think she sees that a lot more now than she saw it before but weekends are 
bad for her ... But 1 think any single person, weekends are always bad. 
You know, I'm sure if 1 lost my husband, weekends would be bad for me 
too. 



Much of Leandra's role now involved organizing her mother' s time, particularly on the 

weekends. She feeis a need to touch base with her mother on a regular basis, but dso puts 

much effort into ensuring that her mother is included in ail farnily activities, particularly on 

weekends: 

1 would say it's constantly thinking, more the thought processes of okay, 
what's mom going to do this weekend i f 1  go away to this conference, for 
example, next weekend. What will my rnom do? Should 1 phone my 
brother to say why don't you and [your wife] corne up or, so in many 
respects it's Iike organisation more than anything else. It's not necessarily 
work, it's just organising to make sure that on ThanksgiWig weekend, or 
whatever we've decided to do, that mom could come dong, that kind of 
thing. Or consciously thinking okay, 1 haven't talked to her for a couple of 
days, I'd better make a phone call. She will not phone me because she 
thinks I'm too busy and she would be interrupting and so on, she's some 
hang-ups about that so she never phones me. So 1 alwâys feel I'd better 
phone her because what if something has happened and she didn't want to 
phone me and bother me because she's so womed about b o t h e ~ g  people 
and being a nuisance or whatever. 

Organizing her mother's life, dong with al1 of the other responsibilities Leandra 

had in her life, was incredibly overwhelming at times for Leandra. In her stoiy, she 

describeci the role strain she was feeling in tryhg to balance all of her roles and how 

ovenvhelming the pressures could be at times: 

I have to be here every day at my job, 1 have a teenage son, 1 just got a 
daughter who was mmied, I'm going through menopause, I'm thinking, 
oh, let's see what else we can throw in this. I'm 49 and 1 just figured I'm 
just getting hammered here with absolutely everything al1 at once but 1 
mean you have to take it a day at a time (family member has been crying). 1 
haven't cried about this for so long.. .We7ve just gone fiom one crisis to 
another, mostly with mom, just trying to get her organisai, you know, as 
far as, and she's still got a whole house full of his clothes. Like she needs 
to get i d  of them but she has to do that when she's ready to do that. And, 
she has a hard tirne on the weekends, so she's over at our house al1 the 
time. 1 have very little leisure time. It's not that 1, it's not that 1 don? want 
to be with her but it just, it seems, and then 1 keep thinking, oh my kids. 
When Andrea was still at university, 1 remember her saying, we had supper 
one Friday night, the four of us and the kids saying, we never do anything 



just the four of us anyrnore and I'm thinking, oh weii 1 never really thought 
about that because I'd always involve my mom or in some way get her 
involved in everything. There's nothing wrong with that, it's just that my 
kids were saying, where's the time for us, you know and that's the pinch 
1' m feeling now is that same thing. 

The strains were becoming so intense that she h d y  felt that she needed to play the famiy 

manager role and get her brother involved in some of the weekend organization. She 

arrangeci for her brother to take over occasionaüy so she wuld have some time with her 

f d y  and for herself: 

My brother lived here for a length of t h e  but he's in Brantford now and 
he, 1 know it's not, he cares for my mom a lot, 1 mean he was the baby in 
the family. She spent a lot o f  t h e  with him and he cm do no wrong kind of 
thing but he doesn't want to see dad, you know, and 1 don? blame him, it's 
not great. But 1 said to him for my sake, you have to see mom, 1 mean it 
can't be me aii the tirne, 1 have to have some time off. So they've started 
to, he and [his wife] corne up Friday Nght and have a sleep-over at her 
house which is fun and my mother really enjoys it. She's extremely 
humorous and she loves a good time, you know, she's a wonderful person 
to be around. 

Unlike Diane who never considered herself a caregiver, Leandra felt that given the 

intensity of the care that her mother needed, she was very much a caregiver. Again, she 

was not a caregiver for her father in the long-term care facility. According to her, he was 

receiving good w e  by the staff at the facility so there was no need for her to play a role in 

his care. No, Leandra perceived herself to be the primary caregiver for her mother. When 

asked if she considered herseif a caregiver, she responded: 

Oh definitely, big time caregiver. That's what 1 said, sometimes 1 think, 1 
don't want to be IT anymore. But, it's the sandwich generation too though 
1 think that a lot of staff members here probably are in the same position, 
round about the sarne age, going through menopause, deaillig with teenage 
kids, dealing with aging parents, dealing with a career, it's just that whole 
40 to 50 kind of thing and I'm sure that it continues on so and it's nothing 
that you can't cope wiih, you just need to know that you're not in it by 
yourself. 



One final thing that was reiterated in Leandra's story several times was the impact 

that the disease process has had on the fazniiy. Different f h l y  members had different 

perceptions of the situation, of her father's condition, and of what needed to be done, 

particularly when it was tirne to look for nursing home placement for her father. These 

dïerences in perceptions had caused great f d y  wnflict and, much to Leandra's 

distress, had had severe consequences on her relationship with her sister. Ofien fighting 

back tears, Leandra recounted the struggles the family had experienced: 

... My sister's four years younger than 1 am and we've always been close 
but this has done the opposite, now she and 1 have reaily had temble 
arguments (farnily member is crying through most of this and having a hard 
tirne talking) over stuffiike this and I'm sad about that relationship and it's 
all because of this rotten disease, you know. 1 feel so stupid crying. . . . 
We4 1 think it's difEicult for her [my sister] when she's at a distance. In many 
ways, you how,  king able to face the situation has been more of a healing 
process but 1 don't thllik she's had a chance to go through th& you know, 
because she's not here and she was always my dad's favourite. Not favourite, 
but you know, she spent a lot of time with him on his woodworking projects 
and ai i  that h d  of stuff so 1 think thai she figured that we were jamming dad 
into a nursing home and we didn't really need to, you know, like 1 just got that 
impression fiom her that she didn't-.. and even this summer, my daughter got 
rnarried this summer, and she went up to see him, I knew that it would be 
a m  because we knew how badly he had slipped, you know. She was 
mnvinced that he was dnigged out of his rnind at the nursing home. And there 
wasn't anything that we wuid do to convince her that that wasn't the case. 1 
mean [the Doctor's] not going to lie about sornething like this or [the Director 
of Nucsing Care], so you how, she just. ... she wouldn't even îalk about if you 
know, it really wasn't worth talsng her on to try and convince her because she 
wasn't going to be convinced so that was r d y  unfortunate. 

.... and we had.. .let's see when was that ... 1 think it was two y m  ago March, he 
went into the nursing home, was it, y& this coming up m c h ,  she came 
home. She was home for this length of tirne too and that was iike a horror 
show, you b w ,  that &y that we had to take him in and 1 got the cal1 at 
school here, it was awfùi. My mom, 1 thought it was going to break her heart, 
you know .... [Paul], my husband went and the doctor and my brother took him 
over and he didn't want to go. 1 think he knew, 1 think he had a little bit of 
awareness yet as to what was happening, you how, which made t even worse 



but [my d e r ]  and 1 had a major argument then and it was awful. 1 never 
fought with my sister, you know and it was jut because everybody's nemes 
were shot and you b w ,  t was just a bad scene. We've been a lucky M y ,  
we don? have a lot, havedt had a lot of really terrible things that have 
happened in o u  M y  so this was kind of the first major thhg that we had to 
deal with, that was, you know, of a serious m e ,  so and that was a d  and 1 
don't f e l  that we're back with the nght relationship again. I fed aione (she is 
upset) because ofthat. 

Leandra talked about how she feit that she r d y  needed to tq resolve the situation with her 

sister in the near future. 

So, the f a  of Leancira's role was in carhg for her mother. For Leandra, this 

primariiy involved monitoring her mother's physical and psychological weii-king. A major part 

of her role was to find ways to help her mother re-establish her own We. Her mother's physical 

and psychological well-king depended on this. She described her role as an organisational role, 

helping to develop a social network for her mother, encouraging her to go out and travel more, 

and arranging her and her brother's weekads so her mother would not have to be alone. She 

continues to visit her Mer, but not on a regular basis. Leandra's M e r  no longer exists for 

her. Accordhg to Leandra, her m e r  gets nothing out of her visits and is well cared for by the 

institution. Her priorities now have to be with her other parent, her mother. 

Summaty of the Indirect Supporter Rule Manifesfation 

The women in the indirect supporter manifestation represent a unique group of 

caregivers rarely, if ever discussed in the literature; that is, those women caring for the 

caregivers. These adult daughters feel confident that their parent living in the facility is 

being well cared for both by the facility and by their other parent. Also, for several indirect 

supporters, the personaiities of their institutionalised parents no longer exist. Thus, the 



person in most need of their Gare and support is the other weli parent living in the 

cornrnunity. These wornen go to great lengths to assist their other parent in the care of 

their iil parent. Much of their role, however, is focused on monitoring their other parent's 

health and wel-being, ensuring that the other parent always has a strong support system to 

rely on when needed. Although they are involved in a difFerent type of caregiving, their 

stocks depict sirnilar pressures, burdens, and emotional distress often associated with the 

more traditional caregiving role. 

Chapter Summary 

Within this chapter 1 have identifid and described the core features of each of the 

five caregiving role manifestations that emerged in the women's stories. 1 have also tried 

to illustrated these role types by providing exemplary and differing portraits of the women 

in each caregiving role, tryhg to maintain as much of the whole experience for each of the 

women as possible. The profiles thus reflect the sirnilarities and yet uniqueness of each 

woman's experience in her role. From listening to the women's stories, the importance of 

the caregiving career and idea of process as a salient feature of the caregiving role becarne 

clear. In my final chapter (Chapter Seven), I bring both the process and role manifestations 

together to develop a substantive grounded theory which helps explain the various 

wegiving career paths in the long-term care facility context. Before 1 present the 

substantive grounded theory, two other important aspects of caregiving roles also 

emerged fiom the women's stories - the demands of the caregiving role and the 

resourcefulness of the women in dealing with these demands. These two aspects are 

presented and discussed in the next chapter, Chapter Six. 



TEE DEMANDS AND RESOURCES OF THE CAREGIVING ROLE 

As 1 was working on a grounded theory of caregMng career paths present in long-term 

care Wties, I became aware of two other aspects of the caregiving experience in the 

women's narratives. Their stories were fùii of descxiptions of the demands and stresses of the 

caregiving role. Intersperd with these descriptions were rnany portrayals o f  how these 

women draw on their strengths and creatively find ways to cope with these demands. The 

dernands and resources presented and disaissed next represent those pressures and capabilities 

that the women expressed in theu stories. The pattern and themes related to dernands and 

resources are illustrated in Figure 5. 

Institution-Based CnregMng Demands 

Accordhg to Patterson (1988, p. 79), the dernands of a role hclude both the "stressors 

(an event producing change) and the strauis (ongoing tension fkom unresolved stressors or 

f h m  tension associateci with role performance)''. n e  adult daughters descrîbed several 

demands of the caregiving role, especiaiiy the emotional, behaviourai, and enviro~~ntai  

demands. 





One of the most di.tiidt stressors edioed over and over again in the women's stories 

was watching the deterioration of the parent. Gretta describeci the emotiod pain she felt in her 

role: 

1 am stiü upset wery time 1 leave [the Wty]. 1 know she is receiving exailent 
case, but seeing hm gradual deterioration is so &cuit. This is not an ending 
anyone wouid wish for anyone, let alone your cherished mother, confidant, and 
fi-iend. 

This emotionai demand becornes even more d i f n d t  when the adult daughters have to deal 

with the psychologid loss of the parent. The following quote fiom Evelyn's story depicts the 

pain of this process: 

wtat me the m d  &gù!ukt dzspe of c d g  f01yoiu n w t b ?  
1 think watching her die mentaily and not physically. It took me a long time to 
put it into words actually but you are watching hem die mentally but not 
physidy. And not beùig able to reach her is devastating. It is tough. 

One of the most cornmonly identifieci emotiod stressors associated with wegiving 

reported in the literature is the ConCern and stress regarding a loved one's detenoraiion 

(Stephens et al., 1988; Wfiamson & Sch& 1993). Cicirefi (1987) labelid the distress about 

the anticipated decline and deah of an aging parent and the associated concerns regarding the 

caregiver's abilities to rneet anticipated needs as "filial anxiety''. As suggested by the adult 

daughters in this study, watching the deterioration in other residents surrounding the parent can 

contn'bute to Wal anxiety. W~tnessing the deterioration of a loved one may be particulariy 

important to the caregiver's well-King. In fâct, researchers have found that patient-related 

characteristics such as the severity of the illness may be more important predictors of caregiver 

wel-Ming and depression in caregivers than others such as nursing home problems (Kinney, 

Stephens, Ogrocki, & Bridges, 1989; Stephens et al., 1988). 



Related to watching the deterioration of a loved one, the famiy members also talked 

about the ambiguity they experienced regarding whether their parents stili exkt for them or not 

and the motional struggle of dealing with that ambiguity. Jane describeci this process as the 

most die6dt aspect of her role: 

1 think the most clifficuit is that fact that you know she has past that level where 
we can communicate with her satistiictody. In view of the person she was 
especidy who was tremendously Ui charge oc believe me, of eveqîhg and 
just a very self-sufiïcient woman and very able to cope and evexything. She just 
was weil inforrned, a good conversafionalist, just all of those Nce things. And, 
the Eict that she bas lost all of that makes it veq sad for us and very diflicult for 
us because when you sit there and she looks Wre, somewhat k e  the person she 
always was and yet you know she is nos her mind has just le& the body is 
there the mind is not. We don't know how much is there but in lots of ways a 
lot is gone because she just dws not respond. Ifyou had deait with people who 
bave had strokes and their mind is Unaa but they are not able to communicate 
you stdl know they are hearing everything and the expression and what have 
you and you see mother does not have that response so I know that there is a 
lot that is just completely gone. 

This phenornenon of struggi.ig with whether a loved one is di alive or not bas corne to be 

known as the concept of ambiguous los or boundary ambiguity (see Boss, 1977, 1980% 

1980b, 1987, 1988, 1991; Boss & Greenberg, 1984; Boss, Greenberg, & Pearce-McCall, 

1990; Fravel & Boss, 1992). In the case of Alzheimer's disease, the loved one is physically 

present but gradually becornes psychologicdy absent as the level of cognitive impairment 

inmeases. Boss, Caro$ and Horbal(1988) argued that ambiguous l o s  is the greatest stressor 

associated with caregiving and that this stressor causes the most distress for caregivers and the 

f d y .  They qlained how bwndary ambiguity develops and gdually wears down the 

caregiver : 

The degree of ambiguity inmeases as the patient becomes unable to interact 
emotionally with the caregiver and the W y .  The patient becomes 
psychologidy absent while physically presetlt, and this incongruence between 
physid and psychologid presence creates high boundary ambiguity in the 



M y  system and keeps the caregiver and -y in a highly s t r d  state. The 
patient is there, but not there, in in the that he or she no longer relates to 
the famiy in the old, familiar ways. The fàmily, and especiaiiy the caregiver7 is 
held in limbe. No resoIution is possible when a M y  los  is arnbiguous (p. 
124, italics in the on@). 

Doka and Aber (1989) suggested that arnbiguity can becorne even more problematic 

when the care receiver is institutionalised and the person is removed fiom the &y-to-day life of 

the caregiver. The psych010gical death of a loved one can lead to a grief reaction as weil as 

profound feelings of hopelessness, gudt and ambivaience as weii as a tendency to view 

carrgiving tasks as useless (Doka & Aber, 1989). Sunilar to a phrase used by Kapust (1 982), 

some of the women in this study descri'bed the process of watching their parents die M e  by 

littie, with the graduai los  of the essence of the person as an "ongoing funerai". 

The fàmiiy member's perception of the sihüuion seems to be critical in dealing with 

ambiguous los. Each caregiver defines for her or hllnself the reality of the situation in an 

attempt to cope with the changes they witness in their parent. In the case of the women 

involved in this project, some adult daughters, partidarly accepting relinquishers, have found 

ways to corne to terms with the los of their parents and have k e n  able to move on and focus 

on their own well-behg. ûther adult hghters, partiCulady unaccepting rehquishers, have not 

been able to deal with the ambiguous loss problem. They describe feelings of helplessness, g d t  

and uselessness in their role and, thus, avoid contact with their parents. Indirect supporters, in 

rnany ways, cope with ambiguous los by tuming their foais to the "other" parents who are 

stiii very much present in their iives. Active moniton have yet to deal with boundaiy ambiguity 

and reguiar visitors, to va@g degrees, are just facing the psychologid lo s  of their parents. 

The concept of anticipatory grief (Lindemann, 1944; Rando, 1986) may help expiain 

the eqxrience of the caregiven in deahg with the deche of thek loved ones and the process 



that many of these women have gone through. Anticipatory grief is "îhe progressions through 

phases of grief pnor to the death of a loved one" (Walker, Pomeroy, McNeii, & Franklin, 

1994, p. 23). Rando (1986) expanded this definition: 

The phenomenon encompassing the process of mouming, coping interaction., 
planning, and psychosocial reorganisaton that are stimuiated and begun in part 
in response to the awareness of the impending los  of a loved one and the 
recognition of aSSOciafed losses in the past, presenf and friture.. . anticipatory 
grief mandates a delicate balance among the munially confliaing demands of 
simultaneoudy holding onto, letting go oc and drawing closer to the dying 
patient (p. 24). 

The m p t i n g  reiinquishers seem to have reached a place of acceptame of the psychological 

loss of their parent and have likely moved hto the final phases of anticipatory grief They have 

in rnany ways let go of their parents by reiinquishing all aspects of care to the facility. 

Researchers have suggested that in the final stage of anticipatory grief - acceptance - some 

family members seem to experience "maturation" where they begin to accept their iii relative as 

king very different and also that it is unWrely that their loved one wiU retun to the way they 

were before the iUness (Ponder & Pomeroy, 1996). Acceptance also seems to involve a phase 

where caregivers are more at peace with the situation and realistically accept their limitations in 

the care of their loved ones (Teusink & Mahler, 1984). As caregivers reach acceptance, both 

the intensity and the number of grief behaviom seem to decrease (Ponder & Pomeroy, 1996). 

Although accepting reiinquishers have corne to this place of acceptane they continue to hold 

ont0 the situation to a degree by overseeing the a r e  their parents are receiving. 

Unaccepting reiinquishers, on the other han4 descni more difliculties in dealing with 

the psychologid Ioss of their parents and, therefiore, may be in earliier phases of anticipatory 

grief Walker and her associates (1994) pointed out that "resolution of the grief process is 

made more difliailt by the arnbiguity of a psychosocial death" (p. 29). The differences in the 



course and experience in the process of antitipatory grief are ais0 Uely related to dEeraices in 

coping styles and resources adable throughout the process as weii as a number of other 

fiictors. Rando (1986) ernphagsed that anticipatory grief is iduenced by psychoIogid (e-g., 

the nature and meaning of the person and the relationship to be 10% the personal characteristics 

of the griever, the characteristics that relate to the Unes and the type of death that is 

anti~ipated)~ socid (e.g., the patient's knowledge and response to the illness and anticipated 

death, the general socioeconomic and environmentai -CS of the griever), and physiologicai 

(the griever's physicai and mental health, energy, nutrition) variables. 

Although watching the deterioration of their loved one and ambiguous loss seem to be 

the most diflïcult of the emotional dernands on the mepiver, the women a h  talked about 

other emotional stresses. Some of the adult daughters described the emotional difficulties 

associated with the visits. Jessica recaiied her visits to her rnother: 

When 1 go and visit her I'm a basket case for the rest of the evenhg 1 hd .  It's 
such a downer that it affects things. 1 just want to go to bed and cry. 1 just, I 
find it very difEcult and 1 think that that affects [other] thhgs to some extent. 

For rnany women, leaving the fadty is extremely painfùl, partidarly when they are aware that 

theu parents are distressed by them leavhg. Lesley, for example, gave an account of her 

difliculty with leaving the îàcility: 

I would say the last two weeks, especially yesterday again, when 1 say I'm 
leaving now, she breaks out in tears again so she doesn't want me to go. 1 
don't think I'li do that the next tirne, 1 donPt know X I  should or not but I'm 
crying aU the way going home. Tt's hard enough for me without (short pause). T 
think I would say I'U get you a coffee or I'll pick up a paper, 1 don? think I'U, 
it ' s very hard for me. 



The difficuities with visits descriiii by these women are consistent with much litmature which 

desaibes the fiustrating, painful, and clifficult nature of visits for Eimily members in long-terni 

care fàdties (Dupuis, 1993; Edelson & Lyons. 1985; Greene, 1982; York & Caisyn, 1977). 

Another ernotional stressor i d d e d  by the women is the feeling of g d t  they carry 

with them, often throughout their entire instmition-based caregiving careers. Other researchers 

(e-g., h & e f l ~ e l  et a., 1995; Wright, & Schrnall, 1987; Riddick et al., 1992) have 

document4 the feelings of guilt an4 related to that, the seme of inadequacy experienced by 

institution-based familid carepivers. Some women talked about the grult they feel in havhg to 

place a relative into a long-term care f d t y .  In her stoxy, Evelyn emphasised the guilt she was 

feeling: 

My mother always said whai she was younger and did not appear to have as 
many syrnptoms of Alzheimer's as she does now, she always said don? ever let 
me end up in a place like that. And, that is rolling around in my head every tirne 
1 come here, evexy time 1 lave  here and 1 usually cry ali the way 1 am coming 
here and 1 cry ail the way home because of that. If my mom didn't have 
Alzheimer's, she wouid not be here. Ifshe was in her nght mind she would not 
be here. So, it is a very, very diflicuit thing when you know they wouldn't be 
here. 

For some of these women, guilt also stems fiom a sense of not king at the f d t y  enough. 

Candace describecl the guilt she feels becaux she does not visit her mother ofien enough and 

because she fds  the staff think she shouid be there more regulariy: 

1 think [the staff] expect me to be in there more often.. .I am sure they do 
because 1 used to say the same thing myselfwhen 1 used to be with my mom all 
the tirne, because 1 was there so much 1 would see that other people didn't get 
company or they didn't get t very ofien and 1 wodd think it was mean. Now, 1 
am leaming too and 1 am sittùig maybe where some of these family members 
had been sitting where they just can't seem to go the same. But 1 feel the 
burden myselfthat 1 should be there more but sometimes I think that the staff 
when they see me come in, 1 h d  of wonder ifthey are thinking it is about tirne 
she showed up. That is probably my own guilt playing into that. 



Some of the adult daughters d e s a i  the feelings of guilt as one of the most difficult aspects 

of th& role. Diane' for example, c o d d :  '7 think when you talk about caring for my M e r ,  

1 thhk the hardest part is the guilt for not seing him as fiequently as 1 feel 1 should. Tha. is 

p r M y  the most difliailt thing''. 

A sense of helplessness in not knowing what to do for the parent, partidarly to stop 

the disease process or helplessness felt during vigts, was another emotional stressor for family 

members. Again, this finding is consistmt with other research which reports the fhsinhon 

M y  members feel in th& inabity to help (Dupuis, 1993) and the need they feel to do more 

for their loved ones (Pratt7 Wright, & Schmall, 1987; Hansen et al., 1988). Barbara describe- 

her sense of helplessness in watching her mother's deterioration: 

1 think just seeing her slowly deteriorate and not king able to do a d a m  thing 
about it. 1 can't reverse it. 1 can't. 1 mean, 1 shouldn't say because 1 am tryuig 
to still show her love because 1 do love her but 1 can't stop the process and so 
that's di~aessing. You know there's nothing you a n  do to change that. 

Jamie desperately wanted to find ways to ùnpmve her mother's quality of Me in some way but 

felt helpless in that role: 

W h t  me the most d t ~ d t  w dLraess~'ng aspects of cming fur y o w  mother 
nght nmu? 
Feeling that if 1 knew what else 1 could do for her, there must be sornething 
else 1 can do, but not knowùig whaî it might be. Feeling that there's probably 
something 1 can do that would rnake her Me have more meaning, king more 
W e d ,  but 1 don't know what it is. Things like taking her out don't seem to 
be it. Things like fussuig over her clothes don't seem to be it because she lwks 
iike a bag lady most of the tirne. Not knowing, or believing that there probably 
is, $1 only kKw sometbing to give meaning to her We. 

Related to the sense of helplessness that the aduit daughters ofien experience, another 

emotional stressor echoed in the women's stories was the sense of failure felt parhcularly when 



they are for& to give up caring for their parents in the cornmunity. Evelyn r d e d  how she 

felt when she had to admit her mother to the facilty: 

When 1 fkst put m m  in here as 1 thuik any daughter would f+ 1 feit Oce 1 had 
fàiied, that urn, you how, why can't 1 look after her at home and why isn't 
there a soIution to her wandering? You feel iike a Mure, me there must be 
another solution. 

A final emotional demand that some of the women tatked about in their stories was the 

emotional strain of dealing with fàmily crises relateci to the caregiving role and the care of their 

parents. Strains are ofien put on W y  relationships when individuai W y  members have 

different perceptions of the parent's illness or when diflicuities arise in negotiating the care that 

is needed. Leandra's profile in Chapter Five depicts the distress she was feeling as a result of 

the conaict between her and her sister related to whether or not her father was in need of 

institutional care and whether or not he was receiving adequate are. Deborah also talked 

about how her relationship conhues to be strained with her sister: 

It was a lot ofbad feeiings when mom was stiU at home because we are equals 
as fa  as 1 am concerried but the brunt of it fel on my shoulders and 1 cwldn't 
do it alone so I guess I accused her [my sister] of not doing enough and there is 
still a bit of fiction there. We are trying to work things out but 1 don't cal1 her 
very often. 1 don't know what is really gohg on in her life and I don't want to 
know how little she visits because 1 know t is very little. 

Smith, Smith, and Toseland (1991) found that sibling conflict is cornmon arnong cornmunity- 

based f d y  caregivers. A few of the women in this study also describeci milias with other 

f d y  members such as husbands or aunts related to the care their parents were receiving. 

BeMowaIDemar& 

The tasks associated with caring for an aging parent cm take up an inordinate arnount 

of the caregiver's tirne to the point of being exhausting. In rnany cases, this does not necessarily 



end when the care ra iver  is instmitionaiised. Consistent with other research (Aneshensel et 

al., 1995; Bitzan & Kruzich, 1990; Hook et al, 1982; Moss & Kurland, 1979; York & Calsyn, 

1977), the majority of the adult daughters visited their parents weekly or more. Further, active 

monitors spend great amounts of tirne during the week at the fàcility providing both physical 

and emotional aspects of care and often volunteeting in different capacities in the home. Theu 

role o h  does not end when they lave the facilty. Many active monitors continue pe r fodg  

caregking tasks in their own homes, doing laundry or mending clothing, keeping f d y  

members informed of the parent's condition, and continuing to play a supportive role for the 

parent over the telephone. Indirect supporters, although not spending a lot of time at the 

facility, spend comparable amounts of their time ûying t o  organise the "othei' parent's He? 

king a support system for this paren& and ensuring that the parent remains healthy. 

As ihstrated in the profiles of both Leandra and Diane, balancing multiple roles (e-g., 

mother, d e ,  employee, caregiver and so forth) at the same time can rnake the behavioural 

demands of the role ovenvhelming. Sometimes just trying to arrange visits can be ciBicuit. 

Shelley, for example, scplained how d & d t  arranging her visits can be: 

Scheduling in the visits can be a nightmare some weekends. I can feel like, to 
spend and hour with mom, there's the drive there, the drive back and the 
shding of events to make sure it works. Sometimes 1 f i l  realiy stressed out 
doing that but that's my own We. 

Several of the adult daughters tallred about the stress of feeling sandwiched in the rniddle, 

having to meet everyone's needs. Marian described the %dancing act" she felt she had to 

perfom in h a  role: 

Sometimes it's d.Sicult, you're balancing with her [my mother], like I say in a 
squeezed generation I've got my parents and I've got my grandkids and my 
own children and my husband and you're txying to balance aii these age groups 
and tiying to do what you can and as  much as you can for each one of them 



and t ' s  a balancing act You're dealing with such extremes in aga, 89 and 90 
year olds d o m  to 4 year olds, it's a challenge .... Sornetimes you think you 
can't spread yourself any thinner but you manage to get through it aü. 

Thus, it seems that Brody's (1981) concept of ' îwomi in the middle" is applicable to 

instihrtiotEbased caregivers as weii as those caring for relatives in the comrnunity. Despite the 

gmwing evidence that the 'îwomen in the middie" Bcpenence rnay not be normative @osenthal 

et al., 1996; Rosenthai et al., 1989; Spitze & Logan, 1 WO), t deariy is a reality for many 

adult daughters trying to juggle competing roles and dernands and can d e  the expenence in 

caregiiving more problernatic. Trying to balance multiple demands can be a serious issue as 

feeling pded  in multiple directions was found to be one of the predictors of depression among 

chiidren caring for institutionalised parents (Brody, et al., 1990). Aneshensel et aI. (1995) did 

not find role overload to be a cornmon problern among fàmilial caregivers in nursing homes. 

Nevertheless, they did h d  that for those who do experience role overload and are unabie to 

find relie6 the strain can have widespread consequences on the caregiver a8FeCting their work, 

finances, socioemotional support, and emotiod well-being. 

Environmental D e m h  

Two environmentai stressors were dso mentioned in the stories of the adult daughters. 

Sorne women talked about the importance of their perception of the f d t y  and their degree of 

satisfaaon with the care th& parents are receiving in the home. Unease with the facility or the 

care beiig provided can be an added source of stress for family members. Most of the adult 

daughters came to the realisation of the importance of this aspect to their role by past 

experiences in environments in which they were very unsatisfied. Carrie-Anne refiected back on 

her discornfort with the M t y  her mother was in previously: 



When she [mother] was in the other Mty 1 was more concernai with her 
&et. than 1 am now and so 1 looked at it in a little dEerent iight than 1 do now 
because 1 fed that she is a little safer in the environment thaî she is in now. 
Cher the t h e  that she went fiom Wty to faality, I wwas very concemed about 
safkty because she had severai M s .  She is at tima loud and so people wouid 
push her, that h d  of t h g .  It doesi't seem to be as bad now. 1 had those 
concerns, not that 1 could do a lot about it but I had the concerns about her. 

Similady, Janet and her husband James recounted their dissatisfaction with a preMous Wty 

Janet's mother had Iived in: 

James - We weren't very happy with [the fbt fidity]. 
Janet - It is disgusting. It is the most disgushg and to me that place brings 
people who are, like when she went in she was pretty good I mean, you know, 
considering the disease but by the time she left, what four months Lice Iune 
until Januaty. . . 
James - The aîmosphere there increased her Alzheimer's. 
Janet - It was homble, it was really hom%le. 
James - We think. 
Janet - No, 1 dont thidq 1 know.. .You have no idea how 1 wanted to get her 
out of [that M t y ] .  I was even depressed when 1 wouid corne home, 1 must 
say some of the staffwere excellent, excelent but that wasn't sufl6cient. 
James - They d d  ody do so much. 
Janet- There wm't SuffiCient staff and it is pathetic. It is pathetic that people 
have to be as I say in holding tanks until they [can] get somewhere else. But 
some people chose to stay there 
Sb ir niade your rok mrtch more drnlr? 
1 just wanted to keep her. 1 didn't want to bring her back home [to the facility]. 
I didn't want to bring her back We had a few bad experiences there. 

Although few women were experiencing this issue in the Wty their parents were now 4 it 

became clear that when family members are concemed about the quality of the care or the 

d e t y  of their parents, they can experience great distress and concem in their role. 

A second environmentai stressor mentïoned by some of the family members was the 

l o s  ofpnvacy in the faàlty. HaWIg to visit their parents in view of staff, residents, and other 

family mernbers was often dicult  and seemed abnomial for the women. Diane, for example, 

talked about her discornfort with her visits king on display: 



1 di find [visits] stressful.. . .There is almost a sense that your interaction with 
your Mer is on display, it is public with him king in the home.. .You know 
they do monitor what is going on and they don't ever judge but the féehg that 
if you give him a Iass or you give him a hug or somding, this is a public 
display of affection which doesn't f ~ l  do r t ab l e .  

Some of the women suggested that there was a need in the Wty for a "place where they oui 

visit privateiy" (fiom Mable's transaipt) with their loved ones. This rewrnmendation by some 

of the f mernbers is interesting given that the faality had turned over one of the M y  

visitation rwms to an ongoing research project. Hopefully the administration's plans to provide 

more f d y  Visitation space in their renovations to the facility WU address this problem. 

To summarise thus fàr, the stories told to me by the women ùivolved in the shidy 

reflected several demands and stresses associateci with the institution-based caregiving career. 

Pe-s the most distresshg for these women were the emotional dernands of the role, 

partiailady those associated with watching their parents slowly deteriorate and with dealing 

with ambiguous loss. These women also experienced behaviour and environmentai dernands at 

different points in their caregiving aireers as weil. It is important ta stress, however, that the 

demands of the caregiving role and the needs of individual f d y  members change over t h e  

depending on the changing circumstances in the role. Thus, certain stresson may be more 

salient at certain points during the caregiving career than others. Further, it b m e  clear frorn 

the women's descriptions that fàmily members u d y  experience a combination of 

iimuitaneous dernands to deal with in th& roles. 

Resources and Coping Techniques Utiiised in the Cnrrgiving Role 

Despite the djflicuities and demands associated with the institution-based caregiving 

role, many of the adult daughters also described the experience as "rewarding" and taured 
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abwt how they had ''becorne stronger" in having to take on the role. Although much of the 

eariy caregiving research f d  on the negative impact of caregiving, recent studies have 

demonstrated that caregivers often have positive as wd as negative experiences in their 

caregiving roles (Farran a ai., 199 1; George & Gwyther, 1986; Hasselkus, 1988; Jamjee, 

1994; Lawton, Moss, Kleban, Glicksman, & Rovin, 1991; Motenko, 1989; Noonan, 

Termstedt, & Rebelsiq, 1996). The narratives alço rdected the strengths and resilience of 

these women in relation to the many ways they h d  to cope with the situation. Family members 

identified several resources and coping behaviours they drew on in order to cope at Mnous 

points in their caregiving careers. P a n e ~ n  (1988, p. 97) dehed resources as "traits, 

characteristics or cornpetencies of individual family members, the famiy systern, or the 

cornmunity which can be used to manage demandsY7. Resources, thus, refer to what is available 

to caregivers to assist them in coping with the demands of their roles, as  opposed to what 

caregivers do (Pearli. & Schooler, 1978). The women in this study relied primarily on four 

types of resources throughout the caregiving process: persorlai, family system, Wty, and 

community resources. 

P e r d  Resources 

An important personal resource for these wornen simply involved drawing on the sense 

of satisfaction, peace of minci, or even pleasure M y  members felt in knowing that they had 

helped theu parents in some s m d  way. ûthers taked with great pnde about their 

resourcefùlness in the role - how they were able to manage difEdt situations. Sarah, for 

example, spoke with much pnde about her ability to heip not only her own mother but the 

other residents and stafftoo: 



Sunday it was a rainy miserable &y and 1 went to vigt mom at [the fiinlty]. It 
was a horrible day and lethargic, wen the d w e r e  hke thaî. Su 1 said, "oh my 
goodness, this is awful". So 1 went over to the piano and 1 can't play without 
readhg the music of course. 1 haven't got my glasses on, so I'm ad-libbing it. 
One of the girls and 1 started humrning, one of the guis started sgiging another 
of the guls started doing this (snapping her fhgers). One of the gûls fiom 
Jamaia starîed doing '%banana boat mme", weii the patients started to 
sing.. ..My point hem [is] that on a rainy d d  Sunday, both the staff and 
residents were made to fa1 better when they sang. 

Marian dso disaissed how she tries to concentrate on the good times and gets much pleasure 

out of doing Little things for her mother: 

. . .you do little things for her that you know she gets pleaswe out oc E e  she 
loves ice cream. When she cornes here, I'U ask her what she'd like and 1 say 
would you like some ice cream or would you rather have something to drink 
and she'll Say, "oh I'U have some ice cream" and she sits there iike a little girl 
eating this ice aeam. So you sort offel well gee, that's made her happy or just 
taking in a little flowers or something to her. She was one that always loved 
flowers, so she does appreRate that. There's a lot of little t h g s  that you feel 
good about doing for her, they're not big things or that much but it can bring a 
srnile to her Eice and you feel good about that. niat's probably why a person 
does the things they do because it brings some happiness to a perron and that 
rnakes you feel good. 

These women seemed to draw on the sense of cornfort and even the pnde they felt Ui havhg 

done something special for their loved ones or others. Caregivers in other shidies (Noonan et 

al., 1996; F m  et al, 199 1) have aiso desaibed the gratification and satisfaction associatecl 

with megiving and the confidence and pride they feel in king able to help in the care of their 

loved ones. These aspects of the role are often describeci as rewarding for the caregiver and 

rnay help b s e r  some of the negative expiences in the d e .  

Many of the women also talked about the reciprocity of care, how the parents had once 

taken such good care of them and now it was their tum to retum the are. Eva, for exarnple, 

d e s c r i i  to me the relief she felt in king able to reciprocaie the love and care that her mother 

had dways show her: 



1 iike doing it. She did for me and so now I'm dohg for hm, rnake her 
happy ... To me, it just, it brigs out the goodness in you I thinlg the g d  
feelug. When 1 leave here then I figure I've done my part. 

Similady, when Candace was asked if there were any positive aspects of caring for her mother, 

she replied: "1 think 1 am giving her back some of all the years she gave me". A sense of fàmily 

respomitlity and reciprocity emerged as an important meaning therne d a t e d  with the 

rewards of caregivhg in the study conducted by Noonan and her colleagues (19%). Norris and 

Tuidale (1994) d e s c r i i  this type of exchange as "global reciprocity". They argued that 

reciprocity is more often long term aaoss the Me span rather than situational and that it is very 

much reiated to the history of the relationship and attachent. In most cases7 the attachrnent to 

th& parents for the women in this study was very strong and now thaî their parents needed 

care it was a good opportunity for them to give back to the parents some of what they 

perceived thW parents had given to them. As Evelyn scplained: "It is rehiniing to a lohg 

caring person what she gave to me 1 my Me." 

Another personal resource mentioned by a few of the women was a m g  faith in 

God. In Barbara's profile in Chapter Five, she elaborated on how her faith had helped her cope 

with the dernands of caregiving and her feelings of being a Mure. Other researchers have also 

suggested an important link between spintuaiity and coping with the demands of caregiving. 

Farran et al. (1991) and livanjee (1994, p. 40 and p. 41) proposed that spirihial support can be 

a central resource for some caregivers "giving them strength to cope with the demands of 

caregiving" and helping them "hd meaning in th& d e ~ g  and to grog.  



Fmily S q p r î  Resotlrces 

Research on caregiving has begun to recognise the mntniutiom of others and the 

notion of the W y  Gare system in the care of olda relatives (CicereIii., 1992; Keith, 1995; 

Matthews, 1987; Matthews & Rosner, 1988). Several researchers have found that f d y  

support, both in tenns of emotional support and direct assistance with the care of a loved one, 

is an important resource in adaptation to chronic iiiness (Patterson, 1985; Sargent & Baker, 

1983). In the caregiving literature, Jivanjee (1994) found that emotional support fiom a person 

the caregiver is close to helped caregivers cope with the dernands of caregiving. Further, Pratt 

et al. (1985) reported that assistance provided by other M y  members was associated with 

lower levels of caregiver burden. Pushkar Gold et al. (1995) confimeci this finding suggesting 

that social support can play a key role in reducing the negative outcornes assoQated with 

wegiving. These researchers also coduded thai a larger support system was related to 

increased positive outcornes or expenences in the carepiving role. 

Nonethelessl Thompson, Fuiteman, Gallagher-Thompson, Rose, and Lovett (1993) 

did not fhd a relationship between caregiver burden and instrumental or emotional support. In 

their study of community-based caregivers, they fomd that engaging in social interaction for 

fun and recreation was the most important contributor to diminished caregiver burden In a 

community setting where the physical demands of caregiving and the risk of isolation can be so 

much greater, socid integration rather than social support may be more important in cophg 

with caregiving demands. In the institutional setting, fàmily members are at a somewhat less 

risk of becoming isolated. Thus, the support fiom other W y  members, particularly in dealùig 

with the emotional demands, may be a more important resource for some in this wntext. 



The adult daughters 1 spoke with talked about how their f i d y  members offered both 

emotional and Ilistnunenfa support which, in tum, helped them in theh caregivhg roles. 

Amanda d e s a i i  the cii£Iicu.lty she was having stniggiung with ambiguous l o s  and how 

talking to her sister often helps her cope: 

. ..once i didn't want to corne because I had had such a temble visit with 
her [my mother] the week before. 1 can't even explain, it was just a feeling 
I had that it was hopeless. It was just the most useless t h e  I've ever had in 
my Life and that were we ali kidding ourselves, and that had she r d y  in 
reality died. And these are negative, neaative thoughts that I hadn't even 
thought before. Like have we aii been pretending that this woman is even 
alive, you know. Like bas it ail gone and vanished. And then my sister and 1 
call each other and you know we talk about what we've seen and 
whatever. And um, that usually helps. Like Sylvia will c d  and she'll have a 
crying jag or I'U call her. 

Many of the women gained strength and cornfort in their roles from their husbands. Janet, 

for instance, had her husband at the interview with her "for emotional support" and during 

the interview describecl how he sometimes helps her in her role, perhaps more so by easing 

her sense of guilt: 

If I couldn't have her [my rnother] out, say something came up and 1 would 
Say 1 don't know if I can do this this week, 1 donTt know if 1 have enough 
time. George would say you shouldn't feel that you have to do this and he 
is vety logical and sometimes 1 wouldn't be as logical about it. Then he 
would make me feel better, it was okay. It was more or less him putting a 
stamp on it saying it is okay Janet if you are not there nght this week, you 
don't have to go. 

ûther adult daughters relied on other family members such as children and aunts for 

emotiond support. 

The adult daughters also talked about how faMly members came together to share in 

the caregiving responsibilities to ease the pressures felt by one M y  member. Helen explained 

how she and her sister try to negotiate the visits to her fàther: 



My one sister and 1 are close, the one that lives not far fiom here, and we 
phone almost cMy and we a h  check who has gone and she says 1 am tired 
tonight or 1 have my exercise class and 1 say don't worry 1 was there this 
moming and I am going again tomorrow or she wiil say the same. 1 used to go 
in Saturdays after my market day and it is aiways hectic and 1 am always quite 
tired but I just felt that 1 am on my way might as weii stop in and get my vist 
in, but the 1st three weeks I haven't and she has gone instead. So we help each 
other out, make sure we are capable ... We do stay in touch a lot and just 
comment on who is going when. 

Diane comrnented on the support she gets &om her husband: 

My husband is an incredi'ble person and 1 get phenomenal support fiom him 
and he is just as involved. There are times when my mother has d e d  hlln at 
work and he says you sound upset and he says corne and we wiil go and have a 
coffee. He has given, given as well and when 1 hit these times he wiU say, corne 
on Diane, it is M y ,  we cm do it. That is the message and support me in it as 
well but not only is he sort of saying you can do it, - can do it and he 
certainly takes his share, 1 mean he gives and gives and gives. 

Some of the women descrii how thek children lend a hand in helping with the are. Janet 

recalled how one of her sons had come through for her and her mother at Christmas: 

Our boys were very good, if we were gone, espxiaily the youngest was very, 
very close to my dad and morn and he was our fiii in caregiver and would corne 
out [to the f d t y ] .  He was the one, was it 1st Christmas, I wasn't going to 
bring [mother] out because the minute 1 would get her there she would want to 
leave and then with me being, let's say the one doing everythuig that &y, you 
wouldn't want to take her but you would feel you have to. But, he [my 
youngest son] said, " b ~ g  her and 1 will look after her d that &y", and he 
did.. .He got pictures out that she had given h years ago when she sold the 
aparbnent. He kept her busy ûying to remember things and this went on for 
most of the &y until supper the,  until nght &er supper and then she was 
ready to go home. 

Behg able to rely on other famiiy members to help when the ad& daughters are away or when 

they are feeling overwhelmed helps these women betta manage theû role. 



Some of the Eunily rnembers aiso cornmemted on resources within the facility which 

helped hem cope with various aspects of th& caregiving role. For example, some of the adult 

daughters d e s a i  Merent ways that the stafF provides support to them which helps at 

various tirnes in th& role. Barbara elaborated on the support the Director of Nursing Care had 

given her on her daughter's wedding &y: 

1 really appreciaîe [the Director of Nursing Care]. Our daughter got manied a 
mple  of years ago and we had debated what to do about mom, and then 
whether our daughter would just go to the nursing home to see morn We 
didn't think that we d d  have morn at the reception because it would be tw 
a d t  for her to eat and t would just be embarrassing for her as weU as t 
wouldn't mean that much to her. And, so when we were still debating about it, 
1 don't know, [the Director of N-g Care] carne and we didn't even ask 
about this, but she offered to bring my morn to the weddhg. So she took it 
upon herselfto transport morn fiom the nmhg home and brought her to the 
wedding ceremony and kept her there jusi for a few pichues and then she took 
her b a k  Mom didn't corne to the reception but you how, 1 just really 
appreciate [ber] for doing that and I never seemed like I could th& her 
appropriately for doing that. Like 1 really stili feel indebted to her. 

Candace taiked about the support she received f?om a woman who had worked at [the fadty] 

when her mother was adrnitted. HaWig a contact at one of the most d3EcuIt tuming points in 

her caregiving career, helped Candace cope with the admission process and made the transfer 

much easier for her: 

Within the fh few months that my rnom was in [the fàdïty] they had a lady.. . 
she was doing this senice for [the facilty] on the side and she came in and she 
introduced us to [the £àd.ity] through the people. She would tell us, who [the 
Director of Nursing Care] was, her titie, what her duties were, and she would 
go down the list of a i i  the different people who were there and if we had a 
certain problem, who to go to and who not to go to and if we saw something 
that we didn't ke, you lmow, things k e  this. That was excellent. That was the 
first time in ai i  the years that my morn had been in a home that 1 felt 
codortable and I knew what was going on and whaî to do if1 needed to have 
something done for my mom. It was just wonderfiil. 1 can't even remember the 
woman's name but she was d y  nice.. .It aiso put [us] in touch with people 



that were coming in at the same tirne and a lot of us had much the same 
co~lcem~ and it was redy nice that you didn't feel so alone because you were 
meeting other people that were in the same circumsbnces with you, had the 
same mncems and the same feelings of W o n  and anger and evetything 
else. . . I can't praise it high enough, t was excellent. I think every home should 
have it- 

Some authors (Riddick a al., 1992; Pratt, Schmali, Wright, & Hare, 1987) have 

stressed that positive adaptation of W y  caregivers requires health care providers who are 

trained to be sensitive and understanding to M y  members' needs and who are able to 

the f a d y  members were very important to these women in helping to ease the demands of the 

role. 

One other program that is provided by the facility to help W y  members cope with 

the emotional aspects of caring is a monthly support group. Some of the women commented 

on how they felt this support group was important in helping them adapt to the changing 

circum~tances. Deborah discussed this in her interview: 

I really enjoy the support group that thqr have set up.. . .I  used to feel so 
isolated and done in my feelings. 1 struggled with what has happened to my 
fiimily. The support group meetings have made me realise I am not the only 
one facing challenges. It's Nce to hear how others cope. 

Evelyn also describeci how the support group provided her with the opportunity to hear what 

other family members have been through and how they cope: 

We had meetings here.. .where other W y  members can just talk about their 
situation, jusi how you overcome it and how you ju- everythllig in your 
mind is part of the battle of putting a loved one in here. It is something thaf 
weii, 1 just never thought 1 wouid be doing it but once you are fkcd with it you 
just, your mind in some cases can't handle it. You are trying to sort t out, talk 
it out, and sometirnes it is better to hear what other people have gone through 
and it rnakes it easier. 



Mer shidies have docwnented the value of d support progams to institution- 

based caregivers @lonahan, 1995; Prag Schmall, Wrigtht, & Hare, 1987). RecognisU1g that 

-y rnembers continue to expience stresses a f k  the institutionalisation of a loved one, 

practitioners have dso stressed the need for support groups in these setth@. Severai benefits 

of institution&& support groups have been identifie.. Support groups, or other therapeutic 

programs which bring -y members together, help caregivers deal with the difndt transition 

to the M t y  (Greenfield, 1984); provide a forum for discussing feelings, concems, and 

difficulties with others in the same situation (Ihpuis & Pedlar, 1995; G r d e l d ,  1984; 

Schmall, 1984); provide opporhuijties for family members to leam about the disease process 

and to share information and solutions to problems (Coen Buckwalter & Richards Hall, 1987; 

Schmall, 1984); and serve as another source of social support (Dupuis & Pedlar, 1995). The 

caregivers in livanjee's (1994) study, for example, found the support group helpful in that it 

provided a venue for them to share their experiences with others in similar situations. They 

were also able to learn new skills and how others deal with various problems. Further, 

Monahan (1995) found a sigruficant correlation between support group and workshop 

participation and burden levels in caregivers of residents with dementia Attendance at support 

groups was significantly related to lower levels of burden. 

Another fanlty-based resowce which the family members mentioned was the quaiity 

of care their parents were receiving. Knowing their parents were weii cared for gave these 

women a sense of peace. The fàmiiy memben partiCulady appreciated how carùig the staff 

were and the wiUingness of the staff to provide affèction and emotional aspects of care as wel 

as the physical are. Diane described her cornfort in knowing the staffmembers are so caring: 



You h o w  my sense is that the staff are kind and caring and they are not, they 
are not upset with g ihg a hug or giving a touch or and 1 think that a lot of 
institutions in this day and age are very fiightened of that and y& my mer  
needs h He responds to it and when he is given that sort of hands on Gare it 
unburdens me. There have been times when 1 have r d y  wondered, my mother 
gives him hugs and kisses and d b u t  the staffwill as well and 1 don't think he 
knows where it is corning fiom a lot of the tirne. But, 1 would h o p  that gives 
him a warm secure feeling. 

Similady, when Helen was asked if there were factors within the M t y  thai help her in her 

role, she ernphasised how important it is to have a caring W& She stated: 

[The staffl are supportive and they appreciate it when you corne by and I think 
it is important for them to hear comments fiom you, not just compliments but 
just that.. . t h  iike to hear if something is amiss too. Staff cares and that's 
important.. ..I fel amfortable and I have peace of muid. Now if it was an 
agitated sta& you could probably fed the m i  in the air 1 think and 1 would be 
very nervous having dad here and it would probably upset my life and 1 would 
stew about it or loose sleep over it. 

Knowing th& parents are well cared for and safe seems to give the women a sense of relief 

they can draw on when trying tu reconcile havhg to admit their parents to a long-term care 

facilty. Jamie talked about the cornfort she feds in knowing her mother is weii cared for: 

There's a certain peace in knowing that mother is d e .  She has food to eat, a 
warm place to be, people who wiU respond instantly if she's in distress, people 
who wiii know ifshe's in distress. Thaî is a source of great reliefto me. 

Mary aiso described a sense of relief in knowing her Mer was receiving quality are: 

You are leaving someone you love. It is 1 am sure what parents go through 
leaving their kids at Day Care. It has got to be the same kuid of idea but Xyou 
can lave them and feel that they are in good hands. . . . .It makes a big Merence 
to know that he is some place, I guess a wam, dry, d e  [place] where they are 
going to male sure that al his needs are taken care of and you can do 
everythmg and feel quite cornfortable dohg it. 

Interestingiy, the definitions of quaiity of care for rnany of these women were 

consistent with the perceptions of the arepivers in the studies conducted by Bowers (1988) 

and Duncan and Morgan (1994). In these studies, M y  caregivers felt that quality care 



involved both technid tasks as  w d  as the more emotional and personal aspects of care. Thus, 

staff members shouid provide both to redents. These researchers also found that famüai 

caregivers are much more cornfortable and satided in their roies within long-term care fldties 

and that fewer conflicts arise when famiy rnernbers know that the staff are not merely 

perfomiing the technical care but openly dernonseate a "caring about" approach with their 

loved ones as weil. 

Family mernbers also relied on various cornmunity-based resources such as cornrnunity 

nipprt groups, reading materiais obtained fiom the community, niendslip networks, the 

church, and work to help them with various aspects of th& role. For example, some of the 

women taked about their involvement in community support groups provided by the 

Alzheimer's society or their work as an important adaptive strategy. Evelyn explaineci her 

involvernent in a community Alzheimer's support group: 

. . . I do go to the meetings and try to understand about other people, what they 
go through and what the syrnptoms are and redise that there redy isn't any 
two the m e ,  and that some progress M e r  than others.. . I don? have a lot of 
tirne to really spend with the [community] Alzheimer's group but I felt it 
important that 1 understand whaî was happening to my mother and if 1 could 
help anyone else too. 

Sheiiey had the oppomuiity to participate in a support group offered at her place of 

employment. She d e s a i  to me how her hvolvement has helped her cope: 

There' s an employee' s support group through [my work] that' s offered as part 
of our group package. So 1 have, I have ben ushg that and one of the people 
that helped me as a result of this support thing was someone who had been 
aware ofAlzheimerYs. So I had a session or two with her and thai reaüy helped 
me deal with the mother piece of it. I think it was the letting go piece, I was 
losing my mom, I had maybe lost my mom.. . this support really helped me. I'm 



sort of winding it down now but its been reaily baiefxhi for the lm almost a 
Year- 

Otha fhdy  mernbers did not feel it was important to be invoived in a support group 

but fdt they needed to leam as much about the disease process or the caregiving process as 

possible. ?n their search for understanding, these women chose to use the reading materials 

available at community agencies or at the library. CdeAnne  stated: "I have done a lot of 

reading on AWieimerys and related disorders myseK so that is another thing that there is 

adable. There is more literarure than there was before'". Sunilarly, Sarah did not participate in 

the support groups but félt that she was able to relate to rnany of the books that were written 

on Alzheimer's. She descxibed two such books to me during her interview: 

When 1 read that book Living in the Labyinth, I mean, well here she was 
going through it and writuig about t and îhat was really, and then Scar Tissue, 
1 found that one, 1 related to that one very much and as did my sister because 
we were on the outside and we really relate. to that. That we found one of the 
best books ever &en. 

ûthem did not feel the need to be involved in a support group because they already had 

supportive fiiendship networks developed and relied on them as emotional supports at various 

times in their role. Amanda commented on her fiiendship network: 

. . . I  have a lot of niends. Like over the years, 1 have two girifiiends I can 
count on any tirne to help me if I ever needed it. And then we got a group 
of gais. Yean ago at wversity], we took a creative divorce course. So 
about 13 of us, every Wednesday night we'd go to [this bar] for drinks 
afker [class]. And we would sit and we would laugh. And pretty soon we 
would have the entire group that was there that night, in with us 
taking.. . .So it's great. 1 have a great support system in that way. 

Similady, when Mary was asked ifshe felt there were any services or supports that might help 

her in her role she emphasised the importance of her fiendship network: 

1 don? because I have tenific fiends and so that is my support group is my 
fiiends. 1 have a girlfnend who, achially her fàther has just been diagnosed with 



Alzheimer's disease as well. So 1 have this great support group of fiends and 
our parents are all aging and our parents are all going thrwgh different things 
and we have eadi other. 1 have a terrine husband as weli who is very 
supportive. So 1 have my support groups, 1 don? need outside support 
groups.. . .But my support is through my fiends and that is all 1 need. 

Indirect supporters also used comrnunity resources such as volunteer organisations to help 

develop these same type of support systems and fiiendship networks for th& "other" parents. 

Some of the adult daughters aiso talked about the support they received h m  other 

community sources such as the church and their work Grace expfained how her church group 

was a great source of suppon for her: 

. . .But ifs just this year that I've gotten in with this wondemil church and they 
have fellowship and they really believe that being Christian is spending all kinds 
of t h e  together with a church group not just you know 11:ûû tiil 12:30 
Sunday monUngs. And it's wondemil. And again, I've talked with than about 
this and I've talked with the minister about t . .  . So yah, they helped me a lot. 

Work also served as a resource for the adult daughters, alrnost providing an escape 60m the 

role. Barbara, in her profile presented in Chapter Five, descn'bed the importance of work in 

helping her regain some of her selfconfidence d e r  adrnitting her mother to the facility. 

Amanda ais0 talked about work as beiig therapeutic in her Me: 

The work huris it o£E 1 mean, to me, wo& d rny life work has k e n  therapy. 
If1 didn't work 1 think 1 would have, they would have put me in a box years 
ago. Oh yeah, I think work is a tremendous therapy for people. 

Recent research supports the idea ihat combining work and elder care responsibiities 

can have positive benefits as weii as negative impacts on caregivers (Brody, Meban, Johnsen, 

Hofhan, & Schoonover, 1987; E ~ g h t  & Friss, 1987; Neal, Chapman, IngemU-Dayton, & 

Eden, 1993; Scharlach, 1994; Scharlach, Lowe, & Schneider, 199 1; SkaE & Pearlin, 1992). 

Work can be a place of respite or a haven fiom caregiving, can provide opportunities to 

dernonstrate personal cornpetencies and to re-establish or maintain feelings of seIf-efficacy, and 



can serve as a souroe of social support for caregivers (Baruch & Bamett, 1986; Brody, 1985, 

lm; Golckh, Regnery, & Weilin, 198 1; Poulshock & Dellnling, 1984; Scharlach, 1994; 

Schariach et ai., 1991; SkaE & Pearlin, 1992). Employed, cornmunity-based caregivers have 

also shown signiscantly lower b e l s  of stress than their unernployed counterparts (Giele, 

Mutschler, & Orodenker, 1987). 

The discrepancy between those who gain positive benefits fiorn work and those who 

expience role overioad (Brody's women in the rniddle) leads to the question, why do some 

caregivers benefit nom ernployment while others experience increased stress? For example, 

S M  and Peariin (1992) found that a nurnber of roles such as king marrieci, h a h g  children, 

and bang employed provides protection against the loss of self in caregiving. They suggest that 

the more roies a person has the more opportunities she or he has to evaluate and reafnrm 

positive or valued aspects of the self. They M e r  proposed that because the employrnent role 

and identity may be the one Mest removed fiom W y  roles, employment may provide the 

greatest protection against the engulnnent of self in the caregiwig role. Similady, Scharlach 

(1994) found support for the role compensation perspective (Burke, 1986; Charnpoux, 1978; 

Near, Rice, & Hunt, 1980; Zedeck & Mosier, 1990). From this perspective, opportunities in 

one role, such as the work role, can compensate for deficits felt in other roles, such as the 

caregiving role. Work, for instance, rnay provide caregivers with the opportunity tu 

demonmate cornpetence and enhance feelings of self4cacy which may have been threatened 

or diminished in the carepiving role (Scharlach, 1994). 

A closer review of the fiterature, however, reveaied that the research which examines 

the relationship between multiple roles and the experience in the caregiving role have generally 

failed to consider the quality of the experietice within various roles. It seems kely that 



caregivers who perceive the work role as stresstlll andfor unrewarding may not receive the 

sarne positive outcornes of involvement in work as others do who have positive experiences in 

the anplopent role. Further, if caregivers perceive several roles (e-g., parenf d e ,  

employment) to be unsatidjing and ~bess fu l ,  it seems reasonable that they may be more likely 

to arperience the consequences of role overload, to be more negatively irnpacted by 

caregiving, and to not find the employment role to be therapeutic in any way. 

Coping Techiques 

As weli as drawing on the personai resources and those aspects of the role that were 

rewarding, the family support available, and the support provided in the institution and the 

community, the addt daughters also utilisai several coping techniques to help adapt to the 

changing ciruunstances of the role. Pattemon (1988) dehed coputg behaviour as: 

A s w c  &ort by an individual or a which is directed at maintainkg or 
restoring the balance between demands and resources. As such, coping may 
function to (a) reduce the number or intensity of demands, (b) increase or 
maintain the family's resources, (c) alter the meanhg of a situation to make it 
more manageable, &or (d) manage the tension associateci with unresolved 
strain (p. 100). 

Coping responses represent the wncrete efforts of people to actively deai with the ditFdties 

they encounter in their various roles (Pearlin & Schooler, 1978). Three diierent types of 

coping strateBies have been identifid in the literahire: problem-foaised (active responses 

aimed at managing or altering the problem causing the stress), emotion-focused (efforts 

directed at managing or regulating the caregiver's emotional response to various demands), 

and cognitive or appraisal-foaised (efforts which involve alteMg or re-iiaming the meaning of 

the stressor or situation) (Folkman & Lazanis, 1980; Lavuus & Folkman, 1984; Wrigb Lund, 



Caserta, & 1991). The women involved in this projed used a range and combination of 

these rffrategies to cope with the dernands of the role. 

Fd, some M y  m e m h  talked about the p r o b l e m - f d  strategy ofre-prioritising 

activities as an important coping strategy. In re-evaluating their priorities, duit  daughters 

graduaiiy reduced their involvement in the home over time in order to deal with both the 

behavioural and emotionai demands of the situation. Pauiine described for me how she 

gradualiy reiinquished some care tasks in order to cope b a e r  in her role carhg for her mother: 

1 came more ofien. Lie 1 did, 1 took all her wash home to do and ya 1 came 
usuaiiy two or three times a week but if she was sick 1 came every day which 
wasn't easy but I did it, you know, because 1 wanted to be here. But, now 1 
just. ..the doctor's tried to tell me you have to start looking &er yourself 
Wken a y o u  st& cumiig down your vis&? 
ProbabIy &er the first year but then it depended on how 1 was feeling. 
wrurt cl0 YUU t k ~ c ~  changed a f ~ r y m ?  
1 don? know really. 1 guess maybe just because my own condition was getting 
worse and 1 just couldn't do it. And, 1 just felt like Iwining the wash home all 
the tirne, it just didn't make sense. 1 mean, sure, 1 mean the SM d o m  here is 
not as good as doing it at home but with the &g, the Nnning constant, you 
know, you just get to a point where you have to say no. You just can't do it 
and it reaiIy isn't necessary when they have a laundry service here. 

Similady, Candace emphasised how she n d e d  to ait down her visits and involvement in the 

home and how that has been a positive step in her adaptation to the role: 

1 have needed [the time offl because I was gohg so reguiariy and 1 have 
needed to get rid of some ofthe stress.. .I feel beîter. 1 €el  healthier because 1 
am not going as rnuch 1 don? feel the stress and 1 don? feel the need to be 
there. 1 felt, there was a stress and a burden to always be there and available 
and rnake sure that things were going okay. And now 1 fed better. #en 1 go 
to see m y  mom now 1 can sort of enjoy the visits because 1 don? feel that there 
is a n d  to be there and to rnake sure she is okay. 1 how she is okay, that she 
is king taken care of So, emotionally 1 feel better. 

Another problem-fmsed technique utilised by some family members involves taking 

actions to increase their resources. #en they fa1 overburdened or ovewhelmed in their roles, 



some of the adult daughters take &or& to expand the famiy support available by encouraging 

other fàmily members to becorne more involved in sharing the caregiving responsibilities. 

Leandm, in her profle, describeci a point in her caregiving career that she had to cal1 on her 

brother and sister-in-law to take over the care occasionafly so she could have some "off' the.  

In addition, as caregivers reach phases in their caregiving car- where they feel they need to 

take advantage of some of the other resources avaiiable (e-g., support groups? community 

groups), they add these new resources to their repertoires. 

The wornen in this study, however, tended to rely more on cognitive-focused 

strategies. The mgnitive-foaised strategies described in the women's stories included 

refkuning specific situations, re-defining the situation as a whole, looking for the positive in the 

situation, and shifting the foais to taking tttings one day at a tirne. A wping technique cornmon 

in the wornenys narratives was the strategy of re-fhmhg specific situations or the situation as  a 

whole. For example, the women talked about how they tried to change their perceptions of 

s p d c  situations so they could view the circumstances in more positive and realistic ways. 

This was viewed as a necessary strategy in orda to adapt well to the facility and the changes 

witnessed in their loved ones. When her mother was fint admitteci, for instance? Dora stniggled 

during each visit with trying to find her mother's clothuig and other belongings. She spent 

much of her time searching out items thai had disappeared fiom her mother's roorn. Realising 

that her efforts were fûtile, she gradually came to r e h e  the situation in such a way that 

everythg in the facility was seen to be 'iuiiversal", and "interchangeabley', everything 

belonged to evexyone. With this new perception of the situation, it no longer was necessaxy for 

her to continue to h d  her mother's belongings. This new perspective on the situation heiped 

her ded with that partidar stressor. 



Mer f d y  members taiked about the importance of re-defining the situation as a 

whole in more redistic ways and leaming to accept the situation, another cogn i t i ve - fd  

strategy. This becornes partiCulady important when family members are coping with ambiguous 

loss. W l e  explained the & d t y  she had dealing with the psychological loss of her mother. 

She copes with the situation now by continuously reaSSuring herseif that she is doing all she can 

do for her mother at this point in the disease process: 

It is so diflicult you know. It is just like you are corning in and you are talking 
to a body but it is not redy my mother. Mother died five years ago, this is just 
a body and try to make it as cornfortable as you possibly can. 1 think 1 have 
learned fier all of these last three or four years to try and accept that in 
yourse& to make yourselfaware that you are dohg everythuig you m. 

Marian talked about a similar process that she goes through to remind herseif that she is dohg 

aii she cm do: 

To know that she's cordortable and that you're trying to do what you can to 
d e  whatater years she ha3 1 6  you h o w  as enjoyable as you can and you 
try to do what you can for her.. . .I see how she cared for her own mother and 
thuik maybe 1 should be doing this and feeling a little gdty  about that but 
reaiiy, the situation is different with my m o m  than what it was with her mom so 
1 guess 1 sort of try to rationalise that ai l  out and say well I just probably 
couldn't do that, to have her in my own home with my set up of stairs and 
everything. It wouldn't work out so you try to, well okay I'm doing what 1 cari 
do and you do as much as you can. 

The adult daughters a h  emphasised the importance of using the cognitive-focused 

strategy of trying to look for the positive in the sihiation. For example, Sarah stressed in her 

profile in Chapter Five the importance of appreciating even the little things such as her mother 

srniling, or knowing her motha is cornfortable. Marian also commenteci that an important 

cuping strategy for her was to remember back to the good times and to hang on to the 

memories of her mother she had fiom before her mother became iil: "You remernber and 



reflect back over the years of a i i  the good things she did and that's what you khd of want to be 

able to remember with her". 

The wornen's stories also reflected a philosophy of t a h g  one &y at a tirne. They 

recognised that the demands were going to change and their roles were going to alter and thus 

concentraihg on the present. Leandra commended: 'q think I've corne to grips with living for 

the &y and the best of today". Similady, Marian emphasised that she was able to cope by 

dealing wiîh each day and each problem one at a tirne: 

One doesn't know what's ahead. My mother always was one to say you cross 
the bridges when you get there. So I try to go dong with that, cross every 
bridge as they corne. 

The techniques of re-pnoritisiig activities and re-framing the situation have ken identifid by 

caregivers in other studies as important coping strategies. The caregivers in Jivanjee's (1994) 

study, for ewmple, emphasised re-prioritising activities, staying ah, keeping a positive 

attitude, takllig one &y at a the, and accepting the situation as coping behaviours they used to 

help d d  with the demands of caregiving. 

Findy, a few W y  members employed more motion-foaised coping strategies in 

theu attempts to cope with the situation. For example, unaccepting relinquishers tum to using 

avoidance techniques and almost completely ait themselves off &om the institution and their 

parents. Avoidant-evasive coping strategies can be ineffective and more harmful than beneficial 

in dealing with the ernotional dernands of carepiving (&?nichno & Resch, 1989). In fact, the 

coping literaaire suggests that p r o b l e m - f d  coping and positive reappraisal and re-fhing 

techniques may be far more & d v e  in decreasing caregiver stress and increasing Me 

satisfiiction and well-being than emotion-foaised strategies such as those involving avoidance 

(Fekon, Revewn, & Himichsen, 1984; Pratt et al., 1985; Stephens, Noms, Kinney, Ritchie, 



& Grotz, 1988; Wright, Lund, Fratî., & Caserta, 1987). Nonetheles, unaccepting relïnquishers 

believe that avoidance of the situation is the only way to cope aven the pain and dîfiïadties 

they are experiericing in visits. For them, separating themseives from the situation is more 

adaptive than rernaining involved and going through a continuai gxieving process. 

It became clear in listening to the stories of  the adult daughters involved in this shidy 

that the wornen developed and drew on various personal, Edmiy support, Wty, and 

comunity resources as weii as several coping techniques to help cope with the demands of 

their caregiwig roles. They drew on viuious combinations of these capabilities and resources 

in an attempt to manage and balance out the distresses and pressures they were experiencing in 

caring for their parents. Given that the most common and most distresshg dernands for the 

women were those related to emotional responses to the illness and the circum~tances, it is 

interesting to note that the women identifiai cognitive-focused strategies the most. Researchers 

have corne to recognise that the costs and demands of caregiving are intrinsically inter- 

comeaed to the rewards and positive aspects of caregiving and to the resourcefÙhess of the 

caregiver. In addition, several researchers (Auerbach, 1989; Felton et al., 1984; Rohde, 

Lewinsohn, Tilson, & Seeley, 1990; Vitaliano, DeWolfe, Maiuro, Russo, & Katon, 1990; 

Wfiarnson & Sch* 1993) have emphasised the importance of considering the "fit" between 

spedc coping strategies and the demands of a specific stressor. They suggest that some 

coping strategies may be effèctive in deviating the pressures fkom some stresson but other 

strategies rnay be required for other stressors. For example, WiIliamson and Schulr (1993) 

found that direct action strategies such as relaxation may be effèctive in dealhg with the 

practid aspects of care but may not be as helpfiil in coping with the emotional responses 

associateci with losing a loved one. Further, direct action to try eiiminate problerns or stressors 



that cannot be reversed, such as memory dekits or deterioration in communication associated 

with dementia can be W e ,  exhausting, and lead to higher levds of depressed affèct 

(Wiiamson & Schuiz, 1993). The research seems to suggest that the use of cognitive-fod 

strategies (e-g., refiamin8/reappraising the situation, acceptance of situations that cannot be 

changed) used by the women may be the most &&e in deaihg with the emotional demands 

descn'bed in the women's stories (wiamson & Schuiz, 1993). For those stressors that were 

amenable to change, such as the behaviourai d m d s  of the role, the women tended to use 

more active, problem-solving techniques (e.g., reduchg their involvement, taking actions to 

increase their resources). Thus, as many of the women in this study had done, it seems 

important to develop a wide repertoire of resources and coping techniques to draw on in order 

to adapt to the dernands of the caregiving role. 

Nonetheless, the women in this study still appeared to experience the caregiving role 

Herently. 1t is because of the diverse mix of demands experienced by various caregivers and 

the wide range of resources ernployeci to help adapt to variws situations at different points in 

the caregiving career that the institution-based caregiving role is experienced dierently by 

family members. Perlin, Muilan, Semple, & SkafF (1990) considered the link between the 

demands and resources associated with caregiving in their wnceptualisation of caregiving 

stress. They describeci caregiver stress as: 

a rnix of circumstances, experiences, responses, resources that Vary 
considerably among caregivers and that consequently vary in their impact on 
caregiver's health and behaviour. The mix is not stable; a change in one of the 
components, can result in the change of the others (p. 391). 

This conceptualisarion of stress as weli as the strong presence of the demands and resources in 

the women's stories emphasises the importance of including both in a dialectic mode1 of 



caregiving roles. Guided by McCubbin and Patîerson's (1983% 1983b; MdJubbin et ai., 1982; 

Patterson, 1988) Family Adjustment and Adaptation Response Mode1 (FAAR), 1 incorporate 

both of these aspects (Le., demands of caregMng and resou~cef'iifness of caregivers) in a 

substantive grounded theory of institution-based caregiving career paths. This theory is 

presemted in the next and final chapter of this dissertation. 



THE ALTERNATIVE CAREGIVER CAREER PATH MODEL 

The stories told to me by the women involved in this study reflected anythhg but a 

uniform, stable, single caregiving role in the long-term care context. On the contrary the 

adult daughters' descriptions portray the dialectic nature of the caregiving role. The 

women describe dinerent, conflicting perceptions of their roles in the care of their parents. 

In their recounts of the history of the caregiving role, they talk about how their roles have 

changed, ofien many times, over their caregiving careers. Further, their stones trace not 

one caregiving career path, but several possible alternative paths that adult daughters may 

take in caring for a relative in a long-term care facility. Ai1 of these are elements of the 

dialectic. In this chapter, 1 describe these elements further and b ~ g  them together in the 

development of t he Alternative Caregiver Career Path Model. 

Alternative Role Perceptions 

Consistent with other research, the majority of the women in this study continued 

to have frequent contact with their loved ones after placement to the long-term care 

facilty (Aneshensel et al., 1995; Bitzan & Kruzich, 1990; Hook et al., 1982; Moss & 

Kurland, 1979; Ross, 199 1; York & Calsyn, 1977; Zarit & Whitlach, 1992). Most visited 

weekly or every second week, while others visited daily. Nonetheless, there was a small 

group of women who chose to have less fiequent contact with their parents, visiting 
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perhaps monthly or less. Further, as reflected in Chapter Five, the findings fiom this shidy 

demonstrate that adult daughters of long-term care residents do not necessady perceive 

their institution-based caregiving roles in the same way. Adult daughters choose to play a 

variety of alternative roles based on the meaning of the situation for the individual f d y  

member. Five caregiving role manifestations emerged in the adult daughter's stories: 

active monit or, regular visitor, accepting relinquisher, unaccepting relinquisher, and 

indirect supporter. For the adult daughters involved in the study, this meant a role which 

could be focused on supporting both the staff and the parent, just the institutionalised 

parent, prharily the other parent living in the curnrnunity, or focused on restoring one's 

own Me. The focus of the role and the purpose ascribed to that role, in tum, influence the 

adult daughters' role behaviours; that is, their involvement in the facility and what they 

choose to do in the role. 

Even within these role manifestation$ the women individually meated unique roles for 

themselves based on theû own situations and experiences Li the role at any one the .  Thus, it is 

important to think about the key features which helped to define the manifestations in Chapter 

Five (e.g., involvement in the fdcilty, role definitionipurposes, focus of support, pressure to be 

at facility, and so forth) dong continuums of more or less importance. It is the mixture of key 

factors important to indM& caregiwrs and the hdividual f d y  member's place on a 

number of continuums that contnbute to the uniqueness and individuality found in f d y  

member roles in long-term care fd t ies .  In addition, how individual famiy members perceive 

various stresses, pressures, and aises and the combination of resources and coping strategies 

utilised by caregiven M e r  contribute to the individuality of caregiving roles. 



This approach to the caregiving role is not consistent with Litwak's (1977, 1985) 

task-based approach to caregiving. Within Litwak's fiamework, family mernbers play only 

one static role within the institution over their caregiving careers; a resource role 

performing non-technical tasks. A number of the women in this study took responsibility 

as part of the care team for both technical and non-technicd tasks. They preferred to think 

of themselves as "workers" (Glaser & Strauss, 1965), a "resource" to the facility in the 

total care system (Coen Buckwalter & Richards Hall, 1987; Hanson, et al., 1988; Linsk et 

al., 1988; SafYord, 1980). Others preferred to play linle, if any, role in their parents' care. 

Further, the wornen emphasised how important it was to them that the s t a f f  be able to 

provide ernotional and social aspects of care as well as physical care. A division of labour 

was not acceptable to many of the adult daughters. 

The stories told to me by the women were much more consistent with the role 

perception or meaning approach (Bowers, 1988; Duncan & Morgan, 1994). For these 

women, the meaning of the situation and their perceptions of the purpose of their 

involvement were most important in definhg the filial role within the long-term care 

facility. The women who were more actively involved in the facility (active monitors and 

regular visitors) dehed their roles in terms of three purposes: maintaining normalcy, 

monitoring their parent's care, and presewing the parent's sense of self. 

These purpose themes are consistent with the patterns and themes found in other 

studies. For example, preservative care was the primary focus of the caregiving role for 

the fmily members involved in the Bower's (1988) study. The caregivers preserved their 

relative's sense of self by maintaining famiiy comectedness, maintaining the relative's 

dignity, maintaining the relative's hopes, and helping the relative maintain control of the 



environment. Related to p r e s e ~ n g  a sense of self, the family members in the Duncan and 

Morgan (1994) study focused primarily on monitoring care. In their roles, they monitored 

staff behaviour, tried to find ways to get the sta.fF to relate to their resident as a person, 

maintained ongoing relationships with staff members, and served as a role mode1 for s t a f f  

The women in my study placed importance in monitoring care and preservative m e ,  

however, the most commoniy identified theme in the women's narratives was maintaining 

normaicy. The stronger presence of maintahhg normalcy in this study compared to the 

other studies is likely due to the differences in samples and the focus of the various 

research projects. The Bower's study included prirnarily residents who were physically 

fiail. Preserving a sense of self is redistic in the absence of cognitive impairment. The 

Duncan and Morgan study included a sample of residents in relatively advanced stages of 

dementia which may explain the greater importance placed on monitoring care rather than 

a complete focus on preserving the resident's sense of self Nonetheless, the focus of the 

Duncan and Morgan study was on the family member-staff relationship and the questions 

asked in the focus groups (Le., What kinds of things make your caregivùig either easier or 

harder for you? How does the kind of caregiving that people do at home differ fiom the 

kind of caregiving that people do when their resident is in a formal care facility such as a 

nursing home?) may not have been able to capture a purpose of maintaining normiacy. 

Ross (1991), however, found that the wives in her study placed the most importance in 

their caregiving role on visiting which could be similar to the adult daughters notions' of 

''just being there" and "visiting regularly", a crucial component of maintaining consistency 

and normalcy. The wives in the Ross study also described the provision of love, support, 



and companionship as important aspects of their roles. All of these aspects of care were 

cumected to rnaintaining nonnalcy for the adult daughters in this study. 

The adult daughters who were less involved in the facility seemed to define their 

roles differently than the more active women. SUnilarly though, they dehed their roles in 

relation to how they perceived the situation and their purpose within that specifk 

situation. Given the severity of cognitive impairment in theû parents, accepting 

relinquishers did not feel that it was necessary to maintain normalcy, monitor care, or 

preserve their parents' sense of self. However, they did feel that they had a role in what 

they described as overseeing care to ensure their parents continued to receive quality care. 

That is, they defined their purpose in the role in tems of assessing how the facility 

operates and how people interact in the facility . The indirect supporters, for the most part, 

believed that theû "othef' parents were loo king d e r  their institutionalised parents' needs. 

Their purpose themes, therefore, focused on the "other" well parent in tems of assisting 

this parent with the wegiving role and monitoring the health and weli-being of this 

parent. Although al1 of the women descnbe difticulties experienced in the caregiving role, 

the unaccepting relinquishers were the only group of women who tended to defhe their 

role in tems of their experience in the role as opposed to their purpose in the care of their 

parents. These women were struggluig with several difncult emotions and issues related to 

the decline of their loved ones and their stories focus on these aspects of the role and how 

they try to deal with their emotional reactions. 

Thus, the adult daughters brought a wide range of individual circurnstances and 

meanings to the caregiving context and based on their individual situations and 

interpretations developed unique wegiving roles for themselves. Although some 



researchers @osenthal& Dawson, 1992; Ross, 1991) have describecl the various phases 

or patterns that caregivers may go through in their institution-based caregiving roles, few, 

if any, have recognised the various alternative roles caregivers may play in long-term care 

facilities at any one time. 

Given the presence of a nurnber of codicting role perspectives in this study, an 

important question is: What fadon help explain the differences in these perspeaives? Although 

temporal phase in the caregMng career seems to be comected to some of the role 

mn$estations, a cioser examination of this tlictor suggests that it is not time itself that is 

related to caregiving role development but processes comected to the,  such as the disease 

process. In fkt, in this study, the most critical faaor to role perceptions seemed to be the 

progression of the parent's disease. As the detenoration in a loved one progessed, the adult 

daughters were more Lely to be £àced with ambiguous loss, which, in tum, seemed to re- 

shape how the adult daughters thought about their continuai role in the care of th& parents. In 

f a  the addt daughters seemed to connect changes in their role with changes in th& parents 

associated with the progression of the disease. Gretta, for example, stated: "It's [my role] 

changed as the disease p r o g r d 7 .  

The literature fwsed on the relatiomhip between the patient's impairment and 

caregiver functioning suggests that the relationslip is a complex one (Gubrium, 1988). 

Gwyther and George (1986) concluded that the care receiver's level of impainnent was 

relatively unimportant in determining caregiver hctioning in the role. ûther shidies have also 

found a lack of a direct connedon ôetween impairment or patient symptoms and caregiver 

fùnctioning (Boss, Caron, Horbal, & Mortimer, 1990; Deimling & Bass, 1986; Deimling & 

Poulshock, 1985; Fittuig et al., 1986; Morzcz, 1985; Podshock & Deirnling 1984; Zarit, 



Reever, & Bach-Peterson, 1980; Zarit, Todd, & Zant, 1986). These shidies, however, have 

f d  prirnariiy on comrnunity-based caregivers and on car Jver outcornes (e.g., caregiver 

burdeq perceived strain) rather than on how the care receiver impairment influences carepiving 

role definitions or involvement. 

Other litaanire suggests thaî the number of visits to insitutionalised relatives is not 

related to the amount of impairrnent in the care receiver (Greene & Monahan, 1982; Moss & 

Kuriand, 1979; York & Calsyn, 1977). Nonetheless, the level of cognitive impairment was 

found to be negatively correlated to enjoyment in the visits (Moss & Kurland, 1979; York & 

Caisyn, 1977) and may shorten the length of visits (Moss & Kurland, 1979). Further, Dempsey 

and Ruchno (1993) found that neither parent's mental statu nor length of stay in the M t y  

were related to the fàmiiy members involvement in technical or non-technical tasks. 

One limitation of rnany of these studies is that they tend to dehe impairrnent in 

objective terms, for example, measuring the number of problerns. Deimling and his associates 

(Deimling & Bass, 1986; Pouishock & Deimling, 1984), however, suggested that the 

caregiver's interpretation and appraisal ofthe impairment may be more important to caregMng 

fùnctiohg than perhaps objective impairment. Consistent with this notion, Puskar Gold et al. 

(1995) found that the caregiver's appraisal of patient symptomatology had the greatest impact 

on the extent of burden experienced in the caregiving role. It seems rasonable, then, that if the 

caregiver's perceptions of the patient's impainnent a;ffects th& experiences in the role, these 

same perceptions may also play a role in determining how a caregiver will define their role in 

the care of their loved ones. In this study, the adult daughters' perceptions of the degee of 

cognitive impairrnent, and partiailarly the perception of the parents' psychological presence, 



was most important to the famüy member's experience and to their perceptions of what their 

role should be in the care of th& parents. 

The di- process, or the meaning of the d i s e .  process7 only partly explains the 

ciifferences in the role m a n i f i o m  which emerged in the women's narratives. The majority 

of the adult daughters (active monitors, regular visitors, indirect supporters) descriied their 

involvernent in caregiving as an obligation, their responsibility or duty as a M y  mernber. This 

sense of obligation is consistent with other research which has fond a strong moral obligation 

and the sense of f ia l  responsibility as motivating fàctors in providing care to an elderly parent, 

partidariy in providing ernotional support. (Bliesmer & Manchi, 1987; Brody, 198 1, 1985; 

Brdy, Johnsen, & Fulcomer, 1984; Brody, Johnsen, Fulcomer, & Lang, 1983; Cicirelb, 1983; 

Hamon & Bliesmer, 1990; Quinn, 1983; Walker, Pratt, Shin & Jones, 1989; Wolfson, 

Handfield-Jones, Cradey Glass, McClaran, & Keyserlinglq 1993). Wolfson et ai. (1993) 

concluded that this obligation may stem paddy fiom Ke-long attachrnents and affections 

beîween parents and their children. Fiey, Roberts, and Banahan (1988) found that affkction, 

at Ieast toward a mother, showed a strong positive correlation with filiai obligation. This did 

not appear to be the case for fàthers. These authors, therefore, rnaintained that context is 

crucial in understanding relationship obligation and that obligation may Vary according to the 

relaàonship with the parent or parent-in-law. Related to this, a farniiy member's sense of 

obligation to provide care may, in part, be related to their perceived needs of the elderly parent 

and whether or not they feel those needs are king met by others (Adams7 1968). Perceived 

need certainly seemed to play an important &or in many of the women's stones in this study. 

Femlliist theorists (e-g., Baines, Evans, & Neysmith, 1991; Ddey, 1988; Gagan, 1982; 



Le&, 1993) argue that women are socialid into an ethic of care; that is, women are 

cuituraliy conditioned to feel a sense of obligation to care for others. 

ReIated to the importance of contexî, Pyke and Bengston (1 9%) identifid two very 

different caregiving systems: individuaiist and collectivist. Accordhg to these authors, 

collectivia fiunilies f m  on khship ties and thus family roles tend to take precedence over 

other roles and obligations. Coiledvkh feel thaî many of their needs (e.g., sense of continuity, 

belonglligness, and identity) are met by the family unit. They are more likely than hdividuaiists 

to descfl'be their relationships with th& parents in positive terms and to i dene  attachrnent to 

parents as a motive of caring. CoUectivists show unlimited cornmitment to caregiving which, in 

these circum~tances, can ofien becorne ovewhelming. 

Xndividualists, on the other hami, demonstrate a foais on such values as  independence, 

self-reliance, autonomy, s e l f - m e n t  and personai achievement. Jhdividualists place a greater 

emphasis on self-mflïciency than on obligations to f d y  members. Thus, they tend to be les 

cornrnitted and involved in caring for older f d y  members and tend to reiy more on formai 

supports. They do not abandon their parents but define their roies ditferendy, primarily in t e m  

of managing the parents' finances and caregiving anangements and rnaintaining social contact. 

The primary motive to provide care seems to be obligation for individualists. They are also 

more iikely to characterise their relationships with parents as negative than coUectivists (Pyke 

& Bengston, 1996). These authors emphasised that the general orientation of the f d y  and 

the meaning it attaches to care are directiy related to the nature of the care provideci by addt 

childm Certainly, these orientations rnay fiutha help explain why some people are able to 

relinquish all are,  as in the case of accepting relinquishers, while others continue to rernain 

involved . 



Attachment theorists have suggested that attachent may be a stronger rnotivator of 

help provided to older parents than obligation (CicKeiü, 1983). 0th- however, have argued 

that caregivhg is probably motivated by a combination of feelings of obligation and affection or 

attachment (Cicire& 1991; Waiker et al., 1989). Ainsworth (1989) d e s c n ï i  attachent as a 

+al case of the affectional bond which provided a sense of security and cornfort related to 

the W h e d  person. Bowlby (1979, p. 129) maintaineci that attachent was present 

throughout the Me course, "[characterising] tnunan k g s  fiom the cradle to the gravey'. He 

M e r  suggested that once an aîtachrnent relationship was developed between child and 

parent, the adult child feels a need to protect the attachent figure, the parent, fkom loss or 

h m  (Bowlby, 1979, 1980). Thus, in the presence of a life-threatening and life-changing h e s s  

such as Alzheimer's disease or other diseases/disorders causing dementia, "the adult child wdi 

attempt to provide help and Gare to maintain the Survival of the parent and presewe the 

concomitant emotiod bond" (Cicirelli, 199 1, p. 34). 

Early evidence (Bliesmer & SMett, 1989) suggests that this attachment bond can 

remain relatively strong as  long as  the attachent figure is able to reciprocate, even in a srnail 

way, an adult child's need for emotional closeness and Secufity. In an in depth study of £ive 

addt children caring for a parent with Alzheimer's disease, the adult child's d f i i o n  for the 

parent declined over tirne in four out of the five cases. A closer examination into this fifth case 

revealed that this parent was the only one of the five who was still demonstrating emotional 

doseness towards her daughter. Over the course of are,  she hugged her daughter and 

continued to teil her daughter that she loved her. This parent was able to continue to meet 

some of the adult daughter's needs for emotional securlty. Given the hdings of this study, 

Cicirelli (199 1) proposed 'Wat if' parents becorne too &id to ofer psydiological or emotiod 



security to the chiid the buis for maintahhg attachrnent is gone" (p. 17). Thus the need to 

remain as activeiy involved in care Wrely diminishes. 

Talong these fictors into consideration - the disease process and particularfy the 

caregiver's perception of the impairment and the psychological presence of the parent, the 

presence of ambiguous loss and the ability of the caregiver to deal with ambiguous los, the 

adult Md's  feelings of attachment as weil as their cultural conditio~g regardhg a sense of 

obligation to care, the perceptions of the adult child conceming the parent's ability to continue 

to provide a sense of ernotional d t y ,  and the M y  orientation and the meanings attacheci 

to care - it is Uely that a combination of aü of the these fàctors plays a role in shaping the 

caregiver's unique perceptions of her or his role in the care of an Uistitutionalised parent. 

Further, as any of these factors change, the role i t s e i f d  change. 

Two other factors seemed to play a role in the development of role manifestations 

in this saidy. First, the women described how their satisfaction with their parents' care 

was closely wmected to their role dehitions and their experience in the role. Those who 

felt more cornfortable with the care being provided and who felt that the staff were 

providing both emotional and social as well as physical aspects of care were more likely to 

relinquish aspects of care to the facility than those who had some concerns with the care 

theû parents were receiving. Further, some of the women who were now satisfied with 

w e  described facilities their parents had lived in previously and t heir dissatisfaction and 

unease with the qudity of care in these other instiîutions. This dissatisfaction changed the 

nature of their experience and their roles in these contexts. Satisfaction with the unit, the 

care, and the s t a E  were found to be closely luiked to the career trajectories followed by 

caregivers in the Ross (1991) study. Those wives "embracing new realities" were 



sigdicantly more likely to report satisfaction in al1 three areas than those "holding on to 

the pasty'. Satisfaction with care has also shown negative correlations with the caregivers' 

sense of burden (Riddick et al., 1992). Thus, it seems reasonable that satisfaction with 

are, dong with the other factors mentioned above, is closely related to how M y  

members define their roles in long-terni care facilities, how those roles get played ou5 how 

they experience their roles, and the abiiity of family members to relinquish aspects of care 

over tune. 

Second, a critical factor in the indirect supporter role manifestation was the 

presence of the "other" well parent. The presence of this parent sigruficantly altered the 

way these women thought about their caregiving role. The focus of these caregivers on 

the other parent can be explained by their sense of where the need for care is, by their 

satisfaction in the care the facility and theu other parents are providing, and by attachment 

theory. As the disease progresses, the instihitionalised parent rnay lose the capacity to 

meet the adult chiid's emotional needs. This child may tum to the other parent because the 

weii parent can continue tu fuffil that need. Further, with the loss of attachent to the 

institutionaiised parent, these adult daughters may feef a diminished need to protect this 

parent. Watching the consequences of the caregiving on the well parent, however, may 

exacerbate the adult daughters' needs to protect this parent. 

To surnmarise thus far, one aspect of the dialectic nature of the caregiving roles 

reveded in this study is the differing and codicting role perceptions that the adult 

daughters have regarding their role in the care of their institutionalised parents. Not one 

role exists for adult daughterss in long-term care facilities, but a variety of role 

manifestations seem to be present. Along with the various differences in each of the 



women's situations in the caregiving role, a number of factors help explain sorne of the 

differences in the role perceptions. These factors include the process of the disease and the 

presence of ambiguous loss and the ability of the women to cope with the decline of a 

loved one, differences in the sense of obligation or attachent felt by the adult daughters, 

perhaps the family orientation and the meaning attached to the caring for older adult 

relatives, the level of satisfaction with are,  and the presence of the "othef' parent in the 

caregiving network. DEerent role perceptions lead to various mering ways that the roles 

get played out. 

Changeability of the Caregiving Role 

Another pattern that was echoed over and over again in the women's stones and 

related to the dialectic nature of the caregiving role was the changeabili@ of the role. The 

women emphasised how their roles have changed several times over the temporal 

caregiving career. Thus, consistent with the conceptual fiarnework of the caregiving 

career, it became clear that adult daughters do not play one role throughout their 

caregîving careers but that the role is continually being altered and shifted as the women 

adapt to the role and the changing circumstances within or outside of the role. The role 

continues to shifi, adjust, and develop in the institution-based caregiving context. Sarah, 

for example, recounted how her perception of her role changed many times over the years 

she w e d  for her mother. In her story, she descnbed how she went fiom being a daughter 

and fkiend helping her mother when needed, to playing more of a parent-type, protector 

role, to moving into more of a social, visitor role where she perceived her role to be at the 



time of her interview. She recalled for me the many changes she went through in her 

caregivuig role: 

. . . my role with rny m o k  was always one oc a helper. Historically 1 was 
always her helper and even as a small child we wodd joke and say that 1 was 
bred for respons'bility and duty . . . The role changed when my sister came to 
me one &y and said that there [was] sumethhg r d y  going on at home. This 
was when dad was starhg to get sick and morn..so 1 started staying at their 
house whenever I c d d .  So my role for a wfüle became one of observer where 
I didn't actually do anything.. . My role for about six months was just 
watching, obsenhg wbaî was going on  1 observed some r d  changes in my 
mom's health so 1 started becoming more supportive of my mother and my 
Mer. My role then &er becoming an observer was my father said to me you 
are going to have to do something for us. That is the day 1 became, 1 guess, the 
caregiver but my wonderfùi sister was doing all kinds of marvelous things 
anyway and she used to ride her bicycle over there on the weekends and take 
stew and so on. So [my sister] and I, 1 guess by the time my father had passed 
away, September 3r4 we had both becorne part-time caregivers. My primary 
role, because she works for a large corporation was to look after all the inç and 
outs and itty bitty details, Smply because she didn't have the capability. When 
you have your own business you «in do things as you k e  but when you are 
reporting to other people you can't. So that is when the role changed. 

Sarah's role not only changed in the cornmunity-based setting but also continued 

changing when her mother was admittecl to the retirernent home and then the long-term care 

faciiity. Sarah went on to describe the changes in her role in the institution-based setting: 

Now when I Grst brought her to [the retirement home] 1 wasn't looking after 
her so much as a parent as 1 was still her daughter. So there was a great deal of 
respect for mother's wishes which sometimes were not, when 1 look back now 
some of her wishes were il10gica.i. Once she moved here, then I dived in and 1 
think, you could probably check with [the Director of Nursing Care], 1 
probably becarne the biggest pain this nursing home has ever had. 1 was 
constantiy asking questions, constantly bugging the4 constantly concemecl 
about everything because now 1 became the parent. As soon as she moved to 
[this f d t y ] ,  1 stopped king the r e s p d  daughter and became the parent, 
very not controhg but authoritarian, not with mom but with other people. So 
when she went upstairs my role became the nicilitator. I starîed Wtating 
adivities for mom that we could do as a fàmily . . . it took me a year to accept 
that things have changed this much, to accept that this place was doing a 
good job and to accept that my role was going to have to change yet again. 



It took me to the foliowing Spring to achiaüy be calm enough to actually 
enjoy our visits and not be value judging the care and her progress. 

When Sarah's mother was first admitted to the long-tenn a r e  facilty, she "dived" into the role 

much like the active monitors approach their role. Active monitors becorne or remain intensely 

involved in the care of their parents even after the parent is admitted to a long-term care 

facility. Once Sarah became more cornfortable with the care the staffrnembers were providulg, 

realised that she could not continue the intensity of her involvement, and began accepting the 

situaiion, she was able to relinquish some of the care to the staff and f i  on the social and 

emotional aspects of care and just king a daughter again Sarah, though, remained a regular 

visitor because her mother very much continued to exist for her. As the Uistitutionalised parents 

begin to lose a psycho~ogical presence in the adult daughters' lives, however, these women 

may take the rehquishrnent one step fiuther and transfer all ernotiod and physical are to the 

facility or others. 

Alternative Institution-Based CarrgMng Cueer Paths 

Ali of the women talked about how their roles have changed over the years. Guided by 

the alternative role manifestations that came together f?om the women's narratives and the 

notion of the changeability of the role also predorninant in the women's stories, 1 began to 

develop a grounded theory or mode1 of the possible alternative institution-based caregiving 

career paths. Within this mode1 there are alternative roles W y  members may play and severai 

career paths that W y  members could travel over their institution-based caregiving careers. At 

least three dominant patbs ernerged in the adult daughters' stories. 1 refer to these paths as the 

Growth through A c c e p ~ e  P h ,  the Coping through Protection of SelfPuth, and the F m s  



on "Ohr" P d .  These alternative caregker career paths are d e s c r i i  below and are 

illustrated in Figures 6 4  6B, and K. Again, 1 must stress that although the role manifestations 

are depicted in the visual representations as discrete, muhially exclusive roles or phases in the 

caregiving carex? they, in rnany cases, overlap one another. 

Tke Gmwth through Acceptance Pdh 

In the Growth through Acceptance Path, addt daughters are intensely involved in the 

long-term care sethg when the parent is first admitted to the long-term a r e  facilty (active 

monitors). Once adult daughters adjust to the new facility and becorne more cornfortable in the 

care their parents are receiving, they g r a d d y  him the foais of their role to the parent and 

concentrate on providing the emotional and social aspects of care (regdar visitors). As time 

goes by and the parents begin to deteriorate more and more, the adult daughters may not 

perceive the parents as king psychologidy present any longer. If theses family mernbers are 

able to corne to a place of acceptance of the situation, which can often be a long adaptation 

period, they may then move into an accepting relinquisher role and f i  their priorities to re- 

establishing their o w  iives and weli-being. 

1 d e d  this path the Growth through Acceptane Path k a u s e  many of the women in 

the reguiar visitor role manifestation and all of the wornen in the accepting relinquisher role 

manifestation t e d e d  to talk about the changes in thek roles as behg a positive step forward for 

themselves, a rnahuing of the role and themselves in the role. As reflected in her profile, Dora, 

for instance? talked about how unhealthy it would have ben for her to continue to be Uitensely 

involved in the care of her mother. At the stage her mother was in the disease process, Dora 

did not feel her involvement was benefid to her mother nor was it particularly heathy for 



Figure 6A: Growth Through Acceptance Path 
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her. For Dora, the move to acceptane of the situation and moving on to f i i n g  on her own 

Iifé was perceived as a positive wping strategy? a movhg fonvard in the role. The Growth 

through Acceptame Paîh, therefore, represents a process in which f d y  caregivers are able to 

continually redefine their roles in order to positively adapt and wpe with the ckcumstances 

that arise and grow in the role. Leaming to accept the situation is a continuai process, however, 

and one does not necessarily have to becorne an accepting rehquisher in order to grow in the 

role. For instance, Saai talked about her move item an active monitor to a regular visitor as a 

positive adjustment for her. At the time of the i n t e~ew she was far more cornfortable in her 

role than she had ban when she was intensely involved in what she descriied as her 

"protectof role. Thus, rnany addt daughters rnay not reach an accepting rehquisher role. 

Sarah cded me several months after our interview to teU me that her mother had died. Sarah 

had developed and grown in her role but had ended her institution-based caregivhg career as a 

regular visitor. 

Personal growth in caregïving has emerged as an important meaning theme in studies 

of cornrnunity-based caregiving samples (Noonan et al., 1996). Further, several researchers 

(Carver, Scheier, & Pozo, 1992; Pmchno & Kleban, 1993; Pruchno & Resch, 1989; 

Williamson & Schuk 1993) have begun to recognise the importance of acceptance as a 

positive and heaithy way of coping with the stresses of caregiving. This strategy could be 

particularly adaptive in the later stages of Alzheimer's disease when wegivers are forced to 

deal with those stressors thaî are not malleable. It has also been fond that caregivers who 

remain intensely involved in care long ater the placement of a loved one to a long-term care 

facility are at nsk of poor emotionai outcomes (Ahestiensel et al., 1995). Came et al. (1992) 

suggested that corning to a place of acceptance rnay represent "an effort to move forward 



rather than becurne mired in present unhappiness" (p. 180). Ebdistic a p p d s  of the smiation 

and a move towards acceptance and growth dows caregivers to better accommodate the 

needs of their a r e  receivers as weii as their own needs (Ruchno & Resch, 1989). 

The Growtl through Acceptance Path has both ciiffierences and similanties to the 

stages identifid by Rosenthai and Dawson (lm) in th& study of wives caring for husbands 

in an institrrtional s-g. The fkst stage of the Rosent'ial and Dawson Modei, the 

ambivaiduncertallay stage, did not seem to emerge as a separate phase in this study. in the 

ambiienduncertainty stage, the caregiver is fonised on intrapers~nal cuncerns such as 

depression, isolation, gu1l4 resentment, and anger. Although many of the women descn'bed 

some of these concems in th& stories (e-g., sadness, guilt), these feelings did not m d e s t  

themselves in any one role and Ui many cases appeared to continue over the caregiwig career. 

For the women in this study, the unaccepting reilliquishers, who were in later temporal phases 

of their caregiving careers, seemed to foars the most on intr;ipersod c o n m m  such as the 

ones descriibed by Rosenthai and Dawson 

In refleaing on why this stage did not appear in my midy, it seerned Uely that the 

reasons were due to the different experiences in the caregMng role for wives compareci to 

adult daughten. Wives often provide care in the commun@ for much longer periods of tirne 

and are much more kely to reside with the a r e  recipient than are daugtiters (Bemling, Bas, 

Townsend, & Noelker, 1989; Noeiker, 1990). Further, spouses have been identifieci as the 

highest risk group for burden and distress among all caregivers (Cantor, 1983; George & 

Gwyther, 1986; Motenko, 1989; Pmelee, 1983; Quayhagen & Quayhagen, 1989). Grau, 

Ter& and Chandler (1993, p. 133) found that among sons, daughters, spouses, and other 

relatives of nursing home residents, "spouses were the group most invohred in and afkted by 



caregMng". Specifically, spouses reported significantly higher levels of demoralisation (Le., 

nonspeufic psychologid distress related to anxiety, selfksteem, helplessness/hoplessness, and 

sadness) than any other group. In addition, spouses demonstrated sigdicantiy higher levels of 

guih or worry and SiBnificantly poorer physicd heahh than both daughters and sons. Taking a l l  

of these fàctors into consideration, wives may be feeling more burden and buniout a .  the time 

of admission than other caregivm and thus may scperience a period foaised on intrapemnal 

concems iike the stage d e s c r i î  by Rosenthal and Dawson 

The other stages in the Rosenthai and Dawson (1992) model, however, have some 

sunilarities to the role manifestations in the Growth through Acceptame Path. Their second 

stage, assisting!action, is sunilar to the active monitor role in ternis of the intense involvement 

of the caregivers at this phase in their caregiving careers and the tendency of the women to take 

on some tasks that are usually perceived as the statrs responsibility. Further, the 

relinquishing/augmenting stage has similanties to the regular visitor role in that women at this 

point in their caregiving careers become more cornfortable with the care provided in the home 

and are able to relinquish some of their care tasks in an attempt to develop more realistic or 

feasib1e roles for themselves in the Wty. The reguiar visitor role also resembles in some ways 

the pattern of caregiwig Ross (1991) conceptuaiised as "embracing new rdities". The wives 

"embracing new realities" in the Ross shidy continueci to visit regularly but relinquished aspects 

of care to the facility. In doing so, the wives appeared to be coping better psychologidy in 

their role. F i y ,  the addt daughters in the accepting rehquisher role manifestation seemed to 

show characteristics not d k e  those demonsaated by the wives in the fourth stage of the 

Rosenthal and Dawson model. In the resolutiodadaptation stage, the wives fms  on baiancing 

their own needs with their husbands' needs, and begin to accept the changes in their husbands 



and in their reiaîionships with th& husbands. Rosenthal and Dawson d e s a i  this process as 

foiiows: "She has acceptai the los  of the person who was her fU-tirne spouse, and learned to 

live with the situation of 'quasi-widow', a woman alone whose husband stiu lives" (Rosenthal 

& Dawson, 1992, p. 412). The accepting reiïnquishers have ais0 come to accept that their 

parents are essentidy gone and have realised and corne to terms with the fm that the 

daughter-mother relationship has changed dramatically, ïfit exists at ail. 

The Growth through Acceptana Path, thus, has addt daughten playing various roles 

throughout the institution-based caregiving career as they learn to cope more realistically with 

the situation and accept the changes they are witnessing in their parents. Throughout this 

process the f d y  members and their caregiving roles continue to develop and grow, each 

airepiver definhg for themselves how they will shape their roles. Some wiU gradually 

relinquish some caregiwig tasks and tum their priontics to other purposes within the 

institution. ûthers may get to a point where they feel vev little need to continue to play an 

active role within the institution. 

Ine Coping though Rotectbn of Sdf Path 

Some active monitors or reguiar visitors may not be able to adjust to the detenoration 

of th& parents. If the situation is, or becomes, too painfid and di£Edt for individual 

caregivers, they may choose to take the Coping through Protection of Self Path. This is 

partiailady true for those women who have ditnculty dealing with ambiguous loss. In this path, 

the wornen may be intensely involved in the care of their parents when the parents are first 

moved into the facility (active monitors). If the deterioration of the parent is slow, they rnay 

rehquish some of the physical aspects of care and play a regular visitor role for a tirne. 





Nevertheles, as watching the deterioration of theu parents becornes more and more painfùl 

and they becorne les  and less able to cope with the situation, duit daughters may him to 

avoidance of the situation as a coping strategy in an attempt to protect thernselves ftom the 

situation (unaccepting relinquishers). Grace, as presented in her profile in Chapter Five, 

d e s c r i i  the graduai process she went through in üyhg to adapt to the deterioration of her 

fkther and the c i r m c e s  within the Wty. When her M e r  was first admitted to the home, 

she was very much involved in his care, visiting the home every three days. In an attempt to 

cope better with the situation she ait her visits down to once a week and then once every two 

weeks. As the situation becarne more and more painful and dif£ïcult, the only way she cuuid 

find to cope was to avoid the home as much as possible, visiting maybe once every six months 

and only if others would visit with her. She emphasised in her story that, for her, visiting was 

more painfbi than not visiting. 

1 d e d  this carepiving path The Coping through Protection of Self Path because all of 

the unaccepthg reiinquishers' stories described the process of moving towards the realisation 

that they were not coping well in the role and thus on finding ways to protect thernselves Eorn 

the pain they expenence in the role. Certahly, utilisation of avoidance techniques, especially the 

avoidance of visits to the facility, was one way in which these wornen attempted to protect 

themselves. Another protection strategy employed by these women was eflsucing that someone 

else was always available to accompany them on visits when they did choose to go the facility. 

AIthough perceiveci by these women as the only way for them to cope, avoidance over 

the long term rnay not be a particularly effective coping strategy. The research consistentiy 

fmds that the use of avoidance techniques is associateci with negative outcornes such as higher 

levels ofburden, lower levels of overall lXe satisfaction, greater depression, and negative a 8 F i  



(Felton et al., 1984; Stephens et al., 1988; Wright et al., 1987). Further, by not facing the 

exnotional difl3culties associateci with their caregiving role, they are unable to completely meet 

their own weds, not to mention th& parents' needs. 

Those women d o  choose the Cophg through Protection of Seif Path may end their 

caregiving careers in this role. ûthers may continue to find other ways to cope and, as in 

Grace's situation, make M e r  adjustments or changes to the situation and their role in order 

to cope more positively. As you will r d  fiom her profiie' Grace was unable to cope with the 

fkibîy so decided the oniy coping strategy for her was to take her fàther home to live with her 

and resume her comrnunity-based caregiving role. A situation may also arise where adult 

daughters who have relinquished ail care resume their involvement in the long-tenn care 

facilty. Carol, for instance, talked about feeling helpless in her visits with her mother. In her 

narrative she ernphasii that if her mother was hospitalised at any point in the future and 

needed to be bathed or fed, she would be able to do that; she would have something to do in 

her visits. Thus, a aisis such as the hospitalisation of a parent could be the cataiyst for some 

unaccepting relinquishers becoming more actively involved again in the Gare of their parents. 

Other researchers have found that family members rnay not adapt positively to their 

institution-based caregiving roles. Ross (1991), for example, found that the process of 

adjustment was problemaiic for a substantiai number of wives in her study. The women who 

had more dBiculty coping with the situation, however, were those caring for husbands with 

physicai irnpairments. The dïfEculty these i v e s  expenenced in coping with their role was 

linked partidy to their continued intense involvement in the care of their husbands and their 

Uiabüity to relinquish care to the staff The fjndings of this sbdy suggest that women caring for 

residents with cognitive impainnent may aiso have difficulty adapting to the deterioration of a 



loved one over tixne and that the difficulties Scpenenced in this situation rnay be more linked to 

struggling with ambiguous los. Wmessing the psychological loss of a loved one can result in 

fâmily mernbers graduaiiy rernoving themselves Eom the caregiving situation rather than 

staying intensely involved. Thedore, there seems to be varied reasons for the ciiEculties 

experienced in the caregïvhg role for different addt daughters, and thus different outcornes 

and responses. Given the problems sorne M y  members have adjusting to the institution- 

based caregiving role, Kddick and her coUeagues (1992) stressed that strategies developed by 

the fàcilities to help caregivers adjust and cope may need to continue indefinitely. They 

Issues relating to the resident's inevitable decline, as well as the caregivers' 
expectations, concern, guilt, and sense of lack of control may need to be 
addressed with caregivers over the duration of the resident's stay in the nuning 
home (p. 73). 

The Coping through Protection of Self Path, then, sees adult daughters go through a 

process of gradually relinquishing care completely to the facility. This process of backing away 

f?om the facilty is v e v  much related to the diEculties adult daughters experience in trying to 

cope with the detenoration of their loved ones and ambiguous loss. U&e those in the Growth 

Through Acceptance Path, these family members are unable to corne to terms with the 

situation and the eqerience graduaüy becornes unbarable. The foas tums ;O hciing ways to 

protect the selffiorn the ernotional distress of the situation Protection of self becornes a viable 

coping strategy for diese women Again, though, the process through this w e e r  path is unique 

for each caregiver. Depending on the circumstances, individual caregivers may relinquish a r e  

and begm backing away 6om the fàcility W y  quickiy. Others rnay cope relatively well for a 

long period of time choosing to rernain involved to vaqhg  degrees until their loved ones 



becorne unrecognisable. Further, adult daughkm use very different strategis in their attempts 

to protect themselves 60m the situation. F i y ,  many adult daughters who choose this path 

di end their institution-based caregiving careers here. Changing ciraunstances or meanings of 

the situation rnay prompt others to resume their invo1vernent in care either in the facility or 

Pemaps even in the cornmunity. 

l%e Focus on "ûîb" Path 

Another path reflected in the stories ofthe women involved in this study was the Focus 

on "Othef Path. Those women who had both of th& parents still living, the indirect 

supporters, seemed to take this caregiving career paîh. Much We the more traditionai 

caregiving d e s  where the focus is on the fhd or il1 parent, the Focus on "Othe? Path begh 

More the ili parent is admitted to a long-terni care facility. These women perceive that their ill 

parent is being well cared for by the other well parent. Their role, therefore, becornes one 

which is foaised on supporthg the weii parent (indirect supporters). These women do not taik 

in their stones about playing an active monitor role. Accordhg to the adult daughters, the 

"othef' parent tends to play this role. Nonetheles, their role supporthg the "othe?' parent can 

be as intense as the active monitor role in ternis of involvement in the caregiving role. The 

foais of the support, however, is targeted at the other parent and not on the ktïtutionalised 

parent. 

When th& di parents are institutionalised, although their prUnary foais is on the well 

parent, these women seem to simultaneously play a regular visitor role. They visit thei. parents 

in the long-term care Wty with a foas on providing more of the emotional and social 

aspects of are. Diane's carepivhg role as reflected in her profile, for example, was foaised on 



Figure 6C: Focus on "Other" Path 
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her mother. But at the same tirne, she continued to place importance in having a presence in her 

Mer's Me, in conîinuing to let him know that he was ioved and not forgotten. Although she 

did not visit the home as regularly as other regular visitors she described her Msits with her 

Mer much iike the regular visiton did. As the institutionalised parents begui to deteriorate 

more and more, the foais of indirect supporters seerns to shift completeiy to the "othef' 

parent. Leandra, for example, had corne to a point in her caregiving career where her M e r  no 

longer was psychologicaiiy present in her Me. She w longer fdt that her presence in the long- 

term care fbdity made a merence to her father. According to Leancira, her father was happy, 

healthy, and weli cared for by her mother and the staff& the facility. Although she had once 

visited her father weekly, once her m e r  no longer existai for her, the role shifted completely 

to supporting her mother and monito~g her mother's health and weli-beiig. 

This focus on the well parent can continue throughout the caregiving career, even &er 

the institutionalised parent dies. One adult daughter involved in the study, however, had both 

parents living but descnied in her story how she had gradually become the p r h q  caregiver as 

her community-based parent, her father, became more and more fiail himself This partidar 

woman's fàther was living in a retirement cornplex but was in his 90s and no longer able to 

provide the regular, intense care he once had. As her f d e r  became less and less able to care 

for his wife, this daughter gradually took on the primary familial caregiving role. At the tirne of 

her interview, she described her role in the care of her mother much k e  the regular visitors 

described thek roles. Thus, t seem Lkely that if the community-based parent becomes unable 

to continue as the prKnary caregiver in the facility, an indirect supporters role rnay change once 

again to a foais on the insbtutionalised parent and an active monitor or regular Msitor role. 



Recently, researchers (Birkel & Jones, 1989; Fich & Mason, 1993; Horowie 1992; 

Keith, 1995; Matthews & Rosner, 1988) have begun to recognise how our traditional approach 

to research on elder care has fded to take into account the importance of the famiy caregiving 

network and the sharing of the care of older addt h d y  members. Keith (1995), for exampIe, 

found three types of caregiving grstems used by siblings: the primary caregiver, the partnership, 

and the team. Related to the diffaent types of caregiving systems, Uatthews and Rosier 

(1988) describeci five styles of participation used by siilings in the parent-care system The 

adult daughters I spoke with often descn'bed the involvement of other fàmily members and 

emphasised the "we" involved in the a r e  of their parents. The indirect supporter role 

manifestation and Focus on "ûthef Path fiirther exîends the notion of the parent-care systern 

In this approach to caregiving, adult daughters see their role as supporthg the primary 

caregiver, their wel mothers or fathers, in the care of their instinitionalised parents. They are 

essentially caring for the caregiver. This style of caregiving is sVnilar to what Matthews and 

Rosner labeled "routine" caregivhg where "regular assistance to the elderly parent [is] 

incorporated into the duit  child's ongoing dvities" (p. 188). The foais, though, is not on the 

institutionalised parent but on the weii parent. At the same t h e ,  these women also provide a 

'%backup" style of caregiving (Mitthews & Rosner, 1988). When these women are d e d  upon 

by their weii parents to help in the care of their institutionalised parents, they do what is 

Uistnicted of them. In this approach to caregiwig we see parents and adult children coming 

together to care for other ill M y  members and each other. 

The Focus on ''Othe? Path is a caregiver career path rarely, if ever, discussed in the 

iiteraaire on institution-based caregiving. Adult chilken who £ind themselves dong this path 

have both parents living. Similar to the other caregiving career paths, this path begins in the 



cornrnmity. The f w  of the adult chiid's role in the comrnunity is on both the iU and the weli 

parents. When the ili parent is admitted to a long-terni care facility, these women often 

continue to play two sirnultanmus roles: one focused on supporting the "other" weii parent 

(imdirect supporters), and one f d  on providing the emotional and more personal aspeds of 

care to the instihitionalised parent (reguiar visitors). As the condition of the ill parent 

deteriorates, so does the involvement of the adult daughters in the Wty and gradually the 

foais o f  the role tums completely to assisting the weli parent and monitoring this parent's 

hedth and well-king (Le., focus on an indirect supporter role). This foas on the weli-king of 

the ''~ther'~ parent continues men after the ill parent dies. Throughout the I parent's stay in the 

long-tem a r e  Wity, the weli parent is t y p i d y  the primary familial caregiver to the 

institutionalised parent. If the weli parent suddenly becornes ill or unable to continue as the 

primary f i d i a i  caregiver, however, the adult daughters will ofkn take on this role and 

their role to an active monitor or regular visitor d e .  Thus, this path also gets played out and is 

experienced quite uniquely by each caregiver dependuig on a mDmire of factors such as the 

avdabiiity and ability of the well parent to continue to provide prùnary care within the facilty, 

the ili parent's condition and the progress of the disease process, and changing ciraunstances 

and pnonties which aise at dEerent points dong the caregiving career path. 

Although the data collectai in this study were not longitudinal, the women's 

descriptions of their history in the role seemed to suggest several different roles and paths duit 

daughters may travel over their institution-based caregiving careers. The Growth through 

Acceptana Path, Coping through Protection of SeifPath, and the Focus on "Othe?' Path were 

three possible caregiving career paths which emerged in the stories of the women involved in 

this project. An ùitegration of aii the possible alternative caregiving career paths is presented in 



Figure 7. Each of these paths incorporates combinations of the five role manifestations 

presented in Chapter f i e .  The recoiiections by the women of their histones in the caregiving 

role suggest a M y  direct association between the various caregiving role manifestations, their 

experience in the role a .  the tirne, and the caregivhg career paths the wornen choose to take. 

This conceptuaiisation of institution-based caregiving roles further augments Aneshensel et a.'s 

(1995) three-stage wnceptuaüsation of the caregMng career in which institutional care 

represents one phase in the caregiving career. In fàct, the caregiver may go through several 

roles, phases, and turning points throughout her institution-based caregiving career. It also 

expands most other concephüilisations of institution-based caregiving roles (e.g., Rosenthal& 

Dawson, 1992, Ross7 1991) by recognising the presence of several possible caregiwig a e e r  

The Dialectic Nature of Caregiving Roles and Career Paths 

Threads of cornmonalties in the adult daughters' role meanings and behaviours 

SUCfaced in their stories. Nonetheless, t also becarne clear that each woman's caregiving career 

path was unique depending on each person's individual ciraimstances, how those 

ciraunstances were interpreted, and how each wornan was able to cope with the situation. The 

career paths seemed to bctiion dong a dynamic7 ever-changing process in which the adult 

daughters were continually interpreting the situation and trying to adapt to changing 

circumstances in their roles and new crises that arose. Rubinstein (1989) emphasised how the 

meanings associated with caregiving change over tirne: 

Meanings may change over time as experiences change or are rnatched to 
previous personal experiences. They are emergent fiom the situation, in dialog 
with the past and with cultural values and ideas (p. 135). 





As the meanings of the role change, so does the role itseK Further, the adult daughters 

d e s c r i i  how they were conthualIy üying to balance their own needs with the needs of their 

parents as weii as balance the pressures and demands of the role with thar own capabilities and 

resources. Diane emphasised how her role has gone fkom king M y  stable to hectic and 

changeable: 

1t changes with the circumstances. There have been times when it has ben, not 
just work but it has been heU. Like it has been r d y ,  reaily hard emotionally, 
physidy draining work And then there have been other h e s  where we have 
had laughter and we have had flln and we have been able to care and share and 
laugh at what is happening and what Me does to you.. . -1 thuik you try to adapt 
and change. You try to meet your own needs and their needs and to be able to, 
pie in the sky 1 wish It is not redistic so I will just keep worbg with it and try 
to adapt and change as  needed.. .It fluctuates. 1 have never done the physical 
caring for him [my faîher] but there was a period when he redy was going 
down hill very quickly when there was a lot of carhg (emphasis on caring) 
needed. Then once he was in [this fanlity] there was a lot of emotional support 
required for my mother and at this point things are far more stable. So it's up 
and down, it varies. 

The women thernseives conceptualisecl their caregivùlg roles as a process, a journey. They 

talked about how they were anticipahg the road ah& in their role and recognised that 

different types of resources to meet the chanping circufll~fances may be needed in the hture. 

Shelley, for example, stated: 

There's still, I have got a bit, a fair bit of road to travel with mom. It's in 
darkness, 1 don? know what it's going to be iike. 1 keep searching for some 
definition to this so 1 know what to expect. I'm not good Wth risk. I'm not 
gwd with the unknown. I want to know what Lies ahead. But this apparently is 
one 1 really don't know what's ahead untii I'm f i g  it.. . So there's that wony 
that 1 don? know what I'U be calleci upon in the way of reserves to give to 
mon  But, 1 hope I'll be okay with it when the time cornes. 

As 1 was reflecting on this process of continuaiiy les-g to adapt to the situation, 1 

came aaoss the Family Adjustment and Adaptation Response Mode1 (FAAR) developed by 

MaXibbin and Patterson (1983% 1983b; McCubbin et al., 1982; Pattenon, 1988). This mode1 



was developed to heip explain how familes as a unit adjust to hahg a cMd with chronic 

illness. As 1 read through the literaîure on the FAAR model it seemed to reflect and explain the 

dialdc nature of the caregMng role and the dynamic process that the addt daughters in my 

study seemed to be going through in their attempts to adjust to chronic illness in their aged 

parents. I drew on this model to W e r  develop my grounded theury on institution-based 

caregiving career paths. 

The Fun@ Adjustment and Adaptation Response Modd 

Accordhg to Pattemon (1988) tgmily members dealing with chronic iiiness, or the 

entire famiiy system, go through a continual, cyclical adjustment-crisis-adaptation process. 

Throughout this process, family members are continually trying to maintain balanced 

fùnctioning by developing and using their resources and coping behaviours (capabilities) to 

meet the stresses, strak~s and pressures (demands) of the situation. Patterson emphasised that 

an important component of the model is the meanings fâmily members ascn'be to the situation, 

not only in terms of how they are thinking about what is happening to them but also in terms of 

thei. perceptions of their ability to cope. Because f d y  memben wili have different 

perceptions of both the demands of the situation and their capabilities to cope, each person's 

experience and responses to the situation d also be varied. 

The FAAR mode1 hcludes two prirnary phases, an adjustment phase and an adaptation 

phase, which are iinked by crises situations (Patterson, 1988). The adaptation and adjustment 

phases are conceptuaiised dong a continuum ranging fkom good to poor representing how weii 

the frunily member is f h g  in each phase. Accordhg to Paîterson, "[tlhe adjustment phase is 

intended to denote relaiively stable periods during which familes resist rnaj'or change and 



attempt to meet demands with existing capabilities" @. 76). During this phase, if the f d y  

member is coping relatively well with the situation and is able to baiance the perceived 

demands with the resources she or he has available, then the role can remain relatively stable 

for a time and adjustment in the role can be relativeiy good. If the situation changes or a crisis 

situation arises, however, the dernands of the role or situation may becorne too ovenvhelming 

*en the family member's tesources and ability to cope. At this point the M y  member then 

goes through a process of redefinhg the situation and making changes in an attempt to restore 

equili'brium - adapting to the new circum~bnces. Patterson deScnbed the adaptation phase as 

During the adaptation phase families attempt to restore homeustasis by (a) 
acquiring new resources and coping behaviours, (b) reducing the demands they 
must deal with, W o r  (c) changing the way they view their s i d o n  (p. 76). 

Dealing with chronic illness, such as in the case of Alzheimer's disease, is a continuous 

process with family members going through several cycles of adjustment4sis-adaptation- If a 

fàmily member's overall adjustment is quite poor, thq. may be more vuinerable to crisis 

situations. Nevertheless, Pattenon (1988) ernphasised that a crisis situation is not necessariiy 

always negative. A crisis situation can allow the fiunily member an opportunity to re-think or 

re -Me the situation in more realistic terms, to grow as a person, to becorne more resilient, 

and to move towards recovery and better coping capabilities. 

This conceptualisation of crises is consistent with Riegel's (1975, 1976) didectical 

psychology of human development. Riegel recognised the ''interpenetration" and "mutual 

dependency" of stability and crisis, equiiibrium and disequilibriurn. In facf he argued that crisis 

situations are at the very hart of growth, rnovement foward, and development. He 

emphasised: "[C]rises should never be exclusively negatively evaluated. Many crises represent 



cunsbuctive co&ontations leading to new development" (Riegei, 1976, p. 693). When aisis 

situations emerge, indMduais active@ work towards overcoming the crisis and re-establishing 

balance and s t a b c i  in th& lives and many individuals are able to use existing capabilities and 

resources or find new creative strategies to restore balance. It is important to recognise that 

some people may not be able to cope as weil or as quickiy to crises situations or changing 

ciraunstances as others. In these cir~u~lsbnces, the adaptation process may continue for any 

length of time and may be unstable as individuais struggle with baiancing their resources with 

the dernands of the situation. But even stable periods such as those in the adjustment phase are 

only temporary. In his dialectid theory of human development, Riegel points out that periods 

of stability are always temporaryy îhey are a "transitory condition in the Stream of ceaseless 

changes" (Riegei, 1976, p. 690). Thus, the paths individuals follow are filled with stabaty and 

balancey conflicts and crises in a continuous flux of change. 

htegration of the FAAR Modd to the Alternative Caregiving Career Path Mode1 

In thinking about the women's stories, the FAAR mode1 (McCubbin and Patterson, 

1983% 1983b; McCubbin et al., 1982; Paîterson, 1988), and aspects of Riegel's (1975, 1976) 

dialecbc theory of human development in terms of the institution-based caregiving career paihs, 

it became clear to me that the adult daughters in my shidy seemed to be in a continuai process 

of weighmg the dernands and stresses of the role with their own capabiiities and their ability to 

cope with those dernands - those aspects presented in Chapter SU<. They were also c o n t i n d y  

weighg their parents' needs with theu own needs. When the adult daughters were better able 

to baiance the dernands of the role with their capabilities and resources and their own needs 

with what they perceived to be their parents' ne&, they seemed to cope better in their role 



and the role rernained fàirly stable for a time. When the situation changed or a crisis situation 

arose, an imbalance in the dernands of the role and the capabilhies OP addt daughters to cope 

was aeated and thus forced caregivers to re-define the W o n  and alter their role yet again 

As depicted in some of the adult daughters' profiles, the initial rnove to a long-term Gare Wty 

can be a major crisis point for adult daughters. Severai researchers have rewgnised how 

s t r d  the placement decision and adua placement are on W y  members. They argue that 

the process of nming home placement should be viewed as  a fàxnily crisis (Greenfield, 1984; 

Numeroc 1983 Schneewind, 1990; Zarit & Whitlach, 1992). ûther crisis situations mentioned 

in the women's stones include a sudden ihess and hospitalisation of the parent, iilness of the 

caregiver, periods when parents are displaying dficult behaviours such as aggression, deahg 

with ambiguous los, a move &om the n-g home to the Alzheimer's Unit within the facilty, 

and various f d y  crises such as an extra-marital affair. 

Thus, although the career paths in Figure 5 are depicted as hear and stable, the 

earegiving career path presented in Figure 8 represents a closer portraya1 of the didectic, 

cyclicai, and dynamic nature of institution-based caregiving roles and caregiving career paths in 

this model. Again, what 1 am suggesting is that over the temporal caregiving career, adult 

daughters journey through many cycles of adjustmentlcnsisladaptation (Patterson., 1988). 

During penods when adult daughters are able to match or balance their resources with the 

demands of the role, the role remains more stable than unsiable and the experience in the role is 

kely to be more positive. The spiral points in the diagram represent crises points which force 

caregivers into adaptation phases. In the adaptation phase, addt daughters have to draw on 

new resources or coping strategies in order to adapt to the demands of the changing 

circumstances. The adaptation phase can be quite s t r d  for f d y  members while they 





w r d e  with the new pressures and work towards redefiNng the role in more realishic ways. If 

able to achieve a renewed balance in capab'ities and demands, the adult daughters can again 

h d  themsdves in a more stable adjustnient phase. If' unable to h d  ways to cope, adult 

daughters may continue to adapt for long periods of tirne. Addt daughters continue to sîmggle 

to balance the dernands of the role with their capabiities during the adjustment phase, however, 

dependhg on their abiiity to cope, their Bcperiaices in the role rnay be far more positive than in 

the adaptation phase and the role may shift only slightly. This cyclical process continues 

throughout the caregiving career no matter what phase or role maNfestation the carepiver is at 

in the caregiving career (e.g., active monitor, regular visitor) and rnay even conturue while the 

caregiver adjusts to the death of their loved one. Further, aises situations can lead caregivers 

to return to a previous role manifestation or take on a new role for thernselves. Depending on 

the situation, for example, a crisis situaiion could lead regular visiton back to an active monitor 

role or could result in the development of a new role definition such as an accepting 

reiinquisher role. 

Contributions of a Dialectic Model of Institution-Based Caregiver Career Paths 

This conceptualisaiion of institution-based caregiving roles and career paths advances 

our understanding of adult daughter roles in long-term care facilities in several ways. F i  

depending on the ciraunstances of the situation and the caregivers' interpretations of the 

situation, as well as a number of other Eictors, adult daughters wiil define theû roles within the 

institutional setting differently. Thug there is not just one fimililial caregiving role within the 

long-term Gare fàciiity rather adult daughters wiii play out their roles very differently dependmg 

on the meaning of the role for individual caregivers. Some possible role rnanifestations found in 



this study include the adive monitor, reguiar visitor, accepting relinquisher, unaccepting 

relinquisher, and indirect supporter roles. 

Second, supporting the work of Bowers (1988) and Duncan and Morgan (1994), it 

appears that adult daughters think about th& roles more in ternis of the purpose they ascri'be 

to their roles lhan in terms of the tasks they perfom Another important aspect of caregiver 

roles which emerged out of the women's stories was the target of the M y  member's 

attention and support. Some women in this study perceived that their role involved supporthg 

both the stafF and their parents. ûther addt daughters concentratai their support on their 

institutionalised parents. Another group of women felt it was more important to support their 

"other" well parents k g  in the community because their dl parents were receiving support 

fiom a number of other sources. F i y y  a s d  group of women fdt there was very little need 

for them to continue to support the parent in the institution or the staff and for various reasons 

had turned the fonis of their attention to restoring their own lives or protecting themselves. 1t 

is thus important not only to consider the f d y  member's perception of theu purpose in the 

role but where their efforts are king targeted. 

Third, and consistent with the hdings of Aneshenel and her coUeagues (1995), the 

caregiving role appean to be anythmg but stable but instead is quite dynamic, in a continuous 

state of flux. Thuq institution-based caregiving roles are continually reorganised and aitered as 

dui t  daughters fm changes in the situation, new challenges, new demands, and various crisis 

situations. The women's stories seemed to depict a diaiectic, a continual tug-of-war between 

the needs of the caregiver and the needs of the care receiver, between the demands of the role 

and the capabiiities of addt daughters to cope with those demands, between penods of shbility 

and aisis situations. Drawing on the FAAR mode1 (McCubbin and Pattenon, 1983% 1983b; 



McCubbin et al., 1982; Pattemon, 1988), 1 M e r  conceptualid the caregiving career p a h  

as cyclid adjusûnentaisis-adaptation processes which continue over the caregMng career. 

Although Aneshenel et al. (1995) recognised the dynamic nature of caregiving roles, 

this concephialisaîion expands that notion by ernphasising the changïng nature of roles even 

withlli phases of the role. For srample, in the Aneshenel et ai. model, the transition to 

institutionalisation is seen as the maj-or crisis point and the period of institutional care is 

primarily viewed as one phase in the caregiving career. The themes in the women's stories in 

this shidy stress that the caregiving role continues to shift throughout the institution-based 

caregiving career and thus f d y  members' roles may go through several phases and himing 

points during the institutional a r e  period. 

This model of fàmiiy member roles in long-term aire facilites ciiffers from other 

conceptualisations in another signifiant way. The addt daughten' stories portrayed not one or 

two caregiving career paths but several alternative paths fmdy members rnay take during the 

tirne of providing care to a loved one in an institutional setting. In fact, because there are 

several role des ta t ions  caregivers may play at any one tirne, and because each caregiver 

appean to respond in differing ways to the chmghg circumstances and challenges of the 

caregiving role, famiy members' institution-based caregiving careers may take very dEerent 

tums and foiiow veiy Merent paths. Three dominant institution-based caregiving career paths 

ernerged in this study: the Growth Through Acceptance Path, the Coping Through Protection 

of SelfPath, and the Foais on "ûther" Path. Yet, even within these separate career paths, the 

individual family member career paths were unique. WithUi any one institution-based career 

path, a f d y  member's career may include aii of the phases and hiMng points or just some of 



them Furtheq the sepanite phases or tuming points may be arperienced in diffkhg sequence 

and some may wen be repeated. 

One fiictor eaioed over and over again in the women's stories appeared to be iinked to 

the changeability of the caregiving role and the caregiving career paths the women chose to 

take. Changes in the role m e d  to be integrally ~ ~ ~ e ç t e d  to the progression of the disease 

and the deterioration of the care receiver over the. As the care receiver's fiuictional stahis, 

pdcuiariy his or her cognitive stahis, changes over tirne, the demands of the role and needs of 

both the care receiver and the f d y  member also shiq forcing M y  members to re-define 

their roles yet again. A particulariy difEcult challenge for the adult daughters involves coping 

with arnbiguous los. This study focused ody on caregivers of persans with cognitive 

impairment, therefore, it is diflïadt to how if the disease process is also linked to the 

changeability and progression of roles in sïhiations where caregivers are caring for a person 

with physicai or sensoly impairrnents. Nonetheless, in  clst stances where caregivers are caring for 

loved ones with dementia, this factor seems to be crucial in understanding the roles of adult 

daughters in long-term care facilites. 

Finally, this study provides support for a conceptualisation of caregiving which 

encompasses both the demands, pressures and stresses of caregiving as well as the rewards and 

gratification associateci with the caregiwig role. The adult daughters described several difEcult 

and dernanding aspects oftheir roles caring for their parents. Their stories also included motifs 

of personal growth, resourcefùiness, conmitment, satisfaaion, and even pride in Ming able to 

do what they were doing. Many of the women were able to re-fiame the situation in positive 

ways and drew on these positive aspects to help them cope with their roles. Noonan and her 

colleagues (1996) suggested that there were two dynamics or processes involveci in caregiver 



meaning: serpching for meaning (or continuaily trying to rnake sense of the caregîving situation 

and role) and findmg meaning (or e>cperiencing the caregiving mntext as  meanin@). The 

caregMng role for the adult daughters in this study seemed to hcorporate these two aspects of 

meaning. Further, integdy linked to the demands of the role are the resources and capabilities 

fàmily members bring together in theu stniggies to continually adapt. The stones told to me 

throughout this project suggest that fàmily members draw on varied resources and coping 

techniques throughout their caregiwig car= as they actively attempt to cope with the 

changing circumstances withui the caregiwig role. 

in identifjing some criteria for judgùig a grounded theory study, Strauss and Corbin 

(1990) suggested that a strong grounded theory should expand beyond the single sethg or 

phenomenon and that the possible range of applications of the theory should be identifid This 

dideaic mode1 of institution-based caregiving career paths is applicable to understandimg 

family m e m k  roles in other c o n t a  where *ire is needed. This model, for example, may help 

explain the roles of family rnembers in hospital settings, partiCulady in the care of relatives in 

chronic care over long penods of time. This model also may be useful in understanding the 

roles of family members in residentiai setbngs, such as the role of parents in the care of their 

children with intell& or physical disabilities iiving in residentiai group homes 

In reflecting on the basic components of the model, especially the idea of multiple roles, 

various career paths, the adaptation-crises-adjustment process over tirne, and the demands of 

various roles as well as the resources available to address those demands, it occuc~ed to me that 

this mode1 may be a usefiil tool in understanding roles other than caregiving-type roles. For 

instance, in thinking about the components of the model at a more ab- level, it seerned to 

me that the model could be transferable to understanding the student role. Although there is 



ofkm perceivecl to be one -dent role for dl -dents regardles of individual circwn~fances, 

my observations in the student role suggest that students think about their roles differently and 

so aeate unique bbrnanifestati~ns" of the -dent role based on their own perceptions, 

eqxriences in the role, and contexts. The role mdestations wiii be different than those played 

out by caregivers but there wiii be a range of perceptions of roles rather than one role. Shidents 

rnay also joumey down a number of diverse student career paths depending on chging 

ciraunstances over the student acadernic career. The student who devotes his or her time to 

king a fidi-time -dent, for instance, rnay foliow a dSerent career path than those who also 

choose to or need to work throughout their student careers. Whatever the case, each student's 

career path involves a continual adjustment-crisis-adaptation process as students deal with new 

challenges and struppies and as they attempt to continuaiiy balance the perceived demands of 

the role with their own capabilities and resources. Thus, this dialectic mode1 taken at a broder 

level may help fûrther explain the dynamics of the student role as well as the nuances of rnany 

other Mie roles. 

Limitations and Tmpücations of this Research 

My use of a multidimensional conceptualisation of roles allowed for the development 

of a more rich and broad understanding of the roles of M y  members in long-term care 

fiinlites; one that incorporates role meanirigs, role behaviours, the role experience and the 

demands associated with the role, and the strengths and resourcefùiness of caregiven. The 

hdings fiom this shidy demonstrate that institution-based caregivhg roles are fiu more 

cornplex tban existing models suggest. Future research shodd explore these complexities 

M e r  by M g  to gain a deeper understanding of the fiidors that wntribute to the 



deveiopment of different role manifestations. A muitidirnensional conceptualisation of roles is 

aucial in gaining a more "complete" p i m e  of W y  member roles in the institutional context. 

The accounts of the women's M e n c e s  in the caregMng role, although rich and 

detailed, were nonetheless retrospective. Longmidinai studies which follow M y  members 

f?om the admission of a relative to a long-term care Wity until the death of the loved one or 

even longer rnay help us better understand the changing nature of the caregiving role. 

Foilowing famiy members throughout their institution-based caregiving areers may help 

identi@ the crises, tuming points, and phases along various caregiving career paths as weli as 

the changing meaning of the role over the .  Following caregivers aller the death of a loved one 

will also increase our understanding of how M y  members cope with the death and how the 

death changes the role. Longitudirüil research rnay also lead to the expansion of our 

understanding of the types of resources utilised by institution-based caregivers, when various 

types of resources are dram upon, and how caregivers adapt to specific changes in the 

situation. Longitudinal studies siamng at the community-based caregiving career phase and 

folowhg caregivers over their institution-based caregiving careers would also help us 

understand the relationship between these phases in the caregiving career and how the 

comrnunity-based and institution-based roles corne together or influence one another. 

Throughout this project I chose to focus my examination of caregiving roles on 

adult daughters. Aithough focusing on one group of wegivers allowed for a more in 

depth investigation of wegiving roles for this particular group, future research should 

focus on family members of dissimilar relational backgrounds (e. g., wives, husbands, adult 

sons, and so forth). Some of the women, for instance, talked about the involvement of 

their brothers in the care of their parents living in the facility. An intriguing question for 



me is how adult sons define their roles in the care of their institution-based parents and 

how these role definitions compare to those of adult daughters. Further, it would be 

interesting to examine whether or not a range of role manifestations emerges in the stories 

of adult sons as they did in the adult daughters' narratives. 

Throughout my search of the iiterature, 1 was not able to find research which has 

explored the role perceptions specifically of sons in the care of their institutionalised 

parents. In fact, the literature on the meaning of caregiving tends to group ail caregivers 

together (Bowers, 1988; Duncan & Morgan, 1994; Fanan et al., 1991; Hasselkus, 1988; 

Noonan et al., 1996) or focus only on women (Ross, 1991; Rubinstein, 1989). One 

exception is Reisman's (1986) description of the role he played in helping his father 

through the early adjustment of living in a long-term care facility. His account, however, 

does not descnbe how his role wntinued afler this adjustment phase. Bennett, Delimam- 

Jenkins, and Lambert (1996) examined the types of support given to institutionalised older 

adults specifically by adult sons. These authors found that adult sons perform a variety of 

tasks in the care of their parents in the long-tem care setting such as visiting weekly and 

updating parents on family news (87%), taking care of hancial affairs (75%), 

participating in care management and monitoring (44%), providing transportation and 

shopping for the parent (25%), and caring for the parent's home (20%). A smaii 

percentage of the men reported that they participated in more direct, hands-on types of 

care such as helping with ADLs (e.g., bathing and feding) (1 3%), and doing the parent's 

laundry (9%). Nonetheless, the gender of the parent may play an important role on 

whether or not adult sons provide the more personal types of care (Lee, Dwyer, & 

Coward, 1993). This research suggests that some men may perform some of the same 



types of care as women in the institutional-based context. Our understanding of whether 

or not men define their roles in alternative ways and, if so, how, remains limited. 

Some researchers examining the types of care provided by men and women to 

comrnunity-based elderly have found that there are real diierences in the types of 

assistance offered by men and women (Chang & White-Means, 1991; Dwyer & Coward, 

199 1; Horowitz, 1985b; Stoller, 1990). Evidence suggests that sons may feel as obligated 

as daughters to provide are, but they choose different types of tasks to perform in 

providing care and do fewer actual tasks than daughters (Montgomery & Kamo, 1989). 

Nonetheless, it is not clear whether or not these ciifferences persist in the institutional 

wntext. Funher, an understanding of institution-based caregiving roles would not be 

complete without an investigation of the "we" involved in the caregiving and how the 

farnily as a unit cornes together to contribute to or share in the care of an institutionalised 

relative. 

1 also Limited my investigation of caregiving roles only to those family rnembers 

caring for a person with a disease causing cognitive impairment. It became clear that, for 

these caregivers, the disease process and degree of cognitive impairment, or at least the 

meaning of these for the women, were central to how caregivers defined their roles within 

the institution and were also linked strongly to the caregiver career paths chosen by the 

adult daughters. In other contexts, such as in the case of family members caring for 

persons with physical impairrnents, the roles may or may not be as closely co~ec ted  to 

the disease process. Ross (1991), for example, found that wives caring for persons with 

physical impaiments were less Iikely to relinquish aspects of care over time than those 

caring for a person with cognitive impairment. Clearly, research which includes caregivers 



caring for persons with physical and sensory impairments is needed in order to determine 

the relative importance of dserent ailments and impairments on the institution-based 

caregiving role. 

Guided by aspects of an ecologicd perspective, I felt that it was important for me 

to understand the context within which family rnember roles get played out. I wanted to be 

able to descnbe the roles that emerged in context. Thus, 1 chose to focus this investigation 

of family member roles on one long-term m e  facility. The panicular facility chosen for 

this project was driven by a philosophy committed not only to residents but also to theû 

f d y  members; a philosophy which recognised the importance of the family unit to the 

resident. This facility also had a few prograrns in place to help family members cope with 

the transition to nursing home care. This facility was charactensed by many of the features 

associated with Montgomery's (1982; 1983) "family as client" orientation. Further, a large 

majonty of the adult daughters were very satisfied with the care being provided within the 

facility and describeci the facility as "excellent", and the statf as "carhg" and "supportive". 

Nonetheless, in listening to the adult daughters' accounts of experiences in other facilities 

it became clear that f d y  member roles may be defined and played out very differently in 

homes that do not recognise family members in their mandates or in facilities where f d y  

members are unsatisfied with the quality of the care provided. A facility's level of inclusion 

and integration of farnily members in the home has been shom to affect both resident- 

family and staff-family relations (Montgomery, 1 982, 1 983). Further, satisfaction with care 

has been found to be related to the experience of caregiving in institutional settings 

(Riddick et al., 1992; Ross, 199 1). Researchen need to explore the varying orientations 

facilities take towards family member involvement and how those orientations influence 



family member roles in long-term care facilities. In addition, research is needed which 

explores how satisfaction of care is reiated to the development of roles for f a d y  mernbers 

in institutionalised settings. Some adult daughters who were very satisfied with the care 

stiU perceived the atmosphere of the facility very distressing and almost paralyshg 

particularly in terxns of the amount of ihess and deterioration present within the home. 

This factor appears to be an important aspect for some farnily members in influencing how 

roles are defined and how individual caregivers adapt over time, and thus warrants further 

investigation. 

Another aspect related to conte* mention4 in the women's stories has to do with 

the allocation of space in the facility and the issue of privacy. Despite their satisfaction 

with a r e ,  the adult daughters in this study discussed the difficulty in visiting when their 

interactions with their loved ones were so public. Akhough this particular facility was very 

much farnily orientai, they chose to give one of the few spaces for family visitation over to 

a research project. This clearly had caused problems for some adult daughters as they no 

longer could £ïnd a private place within the facility for visits. This raises the question of 

who should have priority in these settings in terms of the usage of the space. My own 

personal feeling is that these facilities are meant to be the new homes of the residents who 

live in them. Just as family members would be able to visit their loved ones in privacy if 

the residents lived in their own homes in the community, farnily menibers should be able to 

visit in privacy in their loved ones' new home, the facility. Thus, residents and their 

families should get first priority in terms of space within the home. Nonetheless, 

researchers need to examine how the physical environment of the facility affects both the 



experience in the caregiving role and the development of caregiving roles in long-term 

care Iacilities. 

Few shidies on caregiving have been able to capture the day-to-day nuances of the 

caregiving role. 1 hoped that by employing a personal log approach that 1 would be able to 

gain an understanding of day-ta-day work, the shifts, end the experience in the institution- 

based caregiving career. Unf'ortunately, some of the women, especidy those who 

contuiued to be intensely involved in the care of their parents, found the personal log 

component time consurning and had difnculty filling it out. Also, because the focus of the 

adult daughters was so much more on their purpose within the role rather than the tasks 

associateci with it, 1 did not find that the personal logs contrîbuted much more beyond the 

depth of information 1 was able to capture in the interviews. In addition, being able to get 

feedback fiom the women on theû transcripts as well as on some of my insights on the 

patterns and themes important to them greatly enhanced the richness of the data. 

Nonetheless, more innovative and creative ways of examining the roles of family members 

in long-terni care facilities on a daily basis that are less onerous on the caregiver are 

needed. Obsewations of family members within the facility may contnbute to Our 

understanding in ths area, but observations alone wili not be able to capture the types of 

activities family members do in their role outside of the facility. The personal logs were 

able to capture the types of caring work women do outside of the facility. 

Finally, the women's stories described the comection of their roles to the staff 

within the facility. Many worked closely with staff members in order to monitor their 

parents' care. Some of the adult daughters saw themselves as part of the care team and 

volunteered in different capacities within the home in an attempt to ease the work load 



even slightly for staff mernbers. Others drew on the emotionai and instrumental support 

offered by the staff. Regular comrnu~cation with staffwas viewed as an important activity 

by many of the adult daughters in ensuring their relatives were receiving quality a r e .  It 

became clear to me that the s t a f f  roles and f h l y  roles within long-term care contexts 

were closely Iinked to one another. 

This observation is consistent with the hdings of Bowers (1 98 8) and Duncan and 

Morgan (1994). In both of these studies, a collaboration or partnership in care was 

stressed by family members as opposed to a stria division of labour. In fact, the family 

members in these studies felt that it was important for them to build strong relationships 

with the staff, particularly with f?ont-line staff who have daily and direct contact with the 

residents. Thus, an understanding of family member roles requires an equd understanding 

of staffs roles, particularly their perceptions of the roles of family members in long-term 

care facilities. 

This area of research, particularly examinations into staff members' perceptions of 

farnily and working with families, has been largely neglected by gerontologists (Duncan & 

Morgan, 1994). Research needs to explore the staff mernbers' perceptions of family 

member roles in long-term care facilities at al1 levels of staE and how those perceptions 

influence the family members in their roles. For example, the Director of Nursing Care had 

assumed that many of the family members involved in the facility participated prirnarily out 

of guilt. Although guilt certainly played a part in some of the women's stones, it certainly 

was not the only reason why they were involved and does not capture the complexity of 

family member roles and motivations. 



Discrepancies in perceptions and expectations and ambiguity in terms of what is 

expected can result in what the role theurists have labelleci role conflict and role arnbiguity 

(Kahn, Wolfe,  qui^, Snoek, & Rosenthal, 1964; King & King, 1990; Rizzo, House, & 

L h a n ,  1970; Van Sel!, Brief, & Schuler, 1981). For instance, conflict may occur when 

staff fail to recognise the contribution family members make to the facility or fail to 

appreciate the caregiver's biographicai expertise (Bowers, 1988; Duncan & Morgan, 

1994). F a d y  memben' dissatisfaction with specific aspects of care or the overaii care in 

general can result in tension between staff and family members (Vinton & Mazza, 1994). 

Confiict can ais0 develop when staff members feel under-appreciated, mis-understood, or 

att acked by family members (Heiseiman & Noelker, 1 99 1). Ambiguity about specific 

responsibilities can further result in problematic staff-farnily interactions and may 

ultimately limit the quality of care (Rubin & Shuttlesworth, 1983; Shuttlesworth et al., 

1982). In fact, role ambiguity and conflict can have consequences at both the individual 

and the organisational levels. SafEord (1989) argued that partnership models of care in 

long-term care facilities require reciprocal understanding and honest communication 

between family mernbers and staff. A deeper or more comprehensive understanding of the 

role perceptions of both staff and family and the communication of these perceptions to 

both groups can only help strengthen the relationships between staf f  and family and Iessen 

the possibility of role confiict and ambiguity. 

The findings of this study also have practical implications. The adult daughters in 

this study defined the situation and their roles dserently for themselves and clearly had 

varied needs based on their role dennitions. These findings suggest that it is important for 

facility staff  to talk to farnily members about how they view their roles within the facility 



and find ways to accommodate those roles and needs. Open communication channels 

between staf f  members and family memben are crucial both to strong partnerships in care 

and to qudity care. Montgomery (1 982) stressed that staff training in cornmunication 

skiiis is one of the key components of an optimum care policy which included an 

integration of farniIy memben. Bouchard Ryan, Meredith, MacLean & Orange (1995) 

proposed a Communication Enhancement Mode1 as a tool in enhancing the 

communication between professionals, older adults and theù family rnembers. Models 

such as this should be utilised to help facilitate better communication between sta t f  and 

family members. Further, those fâmily members who define themselves as part of the care 

team, as in the case of active monitors, need oppominities within the facility to play a 

more active role and should be recognised as legitimate rnembers of the health care team. 

Further, a strict division of labour rnay be beneficial for some caregivers (some regular 

visitors) but may cause stress and cunflict for those who wish to have a more active 

involvement in the home (Duncan & Morgan, 1994). 

Other family members rnay not see a role for themselves within the long-terrn care 

facility. It is important for stsmembers to understand why family mernbers have chosen 

to relinquish al1 are.  Support and therapeutic prograrns are needed for those who are 

having a particularly dificult tirne dealing with the institutionalisation of a loved one, 

anticipatory grief, and ambiguous loss. The objective of these programs should be to find 

ways to help these f d y  mernbers re-frame the situation so they can cope with the 

situation more positively and perhaps, if desired, even resume sorne involvement in the 

care of their loved ones. With a focus on community care and the moral obligations of 

family members to care for theû older relatives, it is d m  important to recognise the 



importance of acceptance of the situation and relinquishment of care as a positive coping 

strategy. Staffmembers again need to be made aware of the reasons why a f d y  member 

has chosen to have little involvement in the care of their loved one and begin recognising 

this process as a move towards personal growth for the caregiver rather than the 

abandonment of the institutionalised relative. 

Also, the facility needs to recognise that there may be family members involved in 

the caregiving system who do not have a presence in the home but who are playing an 

important role nonetheless in caring for the caregivers. Gaining an understandimg of the 

needs, if any, of these caregivers -- the indirect supporters - should be an important goal 

of the long-term care staff. 

The women's stories reflected several pressures and stresses associated with the 

institution-based caregiving role (e.g., guiit, helplessness, failure and so forth) at different 

points in the caregiving career. For example, the transition to the home was particularly 

stressful for most of the adult daughters 1 spoke with. The literature supports the profound 

impact, particularly the emotional impact, that the institutionalisation of a relative c m  have 

on the family caregiver (Brady, 1977; Greenfield, 1984; Hatch & Franken, 1984; Riddick 

et al., 1992; Schneewind, 1990; Tobin & Kulys, 1981). Aneshensel and her colleagues 

(1995) point out that even though family members expenence the transition to long-term 

care dxerently, some having little difncuities with it and others experiencing severe 

problerns, many family members experience both anticipatory stress and transitional stress 

as they anticipate and prepare for the institutionalisation of a loved one as well as impacts 

after the institutionalisation. Staff members need to look at ways to ease this transition for 

both residents and family caregivers. Morgan and Zimmerman (1990), in a qualitative 



study of spouses who had recently experienced the institutional placement of their 

partners, found that emotional support (farnily approval and shared decision making), 

control of the situation (participation in m e ,  assurning responsibility, knowing the sta££), 

acceptability of the nursing home and acceptance of the situation (accepting the diagnosis 

and the need of constant care), and permission or cornmand f?om an authority figure (e-g., 

a doctor) appeared to help wegivers with the transition to nursing home placement. 

The adult daughters 1 met with discussed how pressured they felt to move their 

relative to the home within a very short period of tirne. Perhaps other alternatives need to 

be made so that family rnembers can have a little more time to prepare for the rnove. Also, 

support systems should be in place to help farnily members over the transition period. 

Some of the duit  daughters soggested painng family caregivers in later phases of  the^ 

institution-based caregiving careers who are coping well with the situation with those who 

are just new to the institution-based caregiving role. Whatever the case, support needs to 

be in place at the time of admission to assist both residents and f d y  rnembers with the 

transition to a long-term a r e  facility. Further, stafhernbers and support systems need to 

be available throughout the institution-based caregiving career to help families deal with 

the emerging challenges and stresses of the role (Riddick et al., 1992). 

The women also described the diiculties they have in visits with their loved ones, 

particularly when the residents are no longer able to cornrnunicate with them during visits. 

The adult daughters themselves disaissed the sense of helplessness they felt in visits and 

the longing for sornething rneaningfid to do during visits with their relatives. Recent 

research (Dupuis & Pedlar, 1995) suggests that therapeutic family leisure programs may 

provide oppominities for family members to have quality visits with their ioved ones. 



Instead of focusing only on the residents Ui designing recreational programs, staff  need to 

consider ways in which family rnembers can be included in recreational programs in 

meaningfùl ways that enhance the visits for both the residents and their f d y  members. 

Conclusion 

My heightened awareness of the presence of f d y  members in long-term Gare 

facilities and my growing intrigue with the roles of this group of people in the care of 

residents in long-term care facilities led me to this project over a year and a half ago. 

Unsatisfied with existing conceptualisations of family member roles in the institutional 

context, 1 wanted to hear tiom the family members themselves about how they thought 

about their institution-based caregiving roles and use their descriptions and their insights 

to develop a substantive theory that was grounded in real experiences. In developing my 

model of institution-based caregiving career paths, 1 found several paraiiels between the 

women's stones and some of the relevant Literature, particularly the literature on adapting 

and coping to the chronic illness of a loved one. I was able to integrate some of this 

literature such as the FAAR model into my model, thus grounding the theory not only in 

Lived experiences but also in the literature. 

My own personal understanding of this phenomenon and the experience of 

caregiving for family members has expanded by being able to spend even a brief amount of 

time with 38 women living this reality every day of their lives. 1 feel privileged to have had 

the opportunity to have met with each of these wornen, if only for a brief amount of t he .  

Further, 1 beiieve the insights fiom these wornen and fiom this project broadens our 

wnceptualisations of institution-based caregiving roles and career paths in several 



significant ways. As 1 bring some closure to this project, however, 1 am lefi with several 

new questions in need of exploration. I am remindeci of the words of T. S. Eliot: "We shall 

never cease from exploration and the end of al l  our exploring will be to arrive where we 

starteci and know the place for the nrst time7'. This journey has led me to a more 

comprehensive understanding of family rnember roles in long-term care facilities but as 1 

end this joumey 1 redise that there is stiU much exploring to be done before we wiU fuily 

corn prehend the complexities and intricacies of institution-based caregiving roles and 

career paths. Thus, my quest continues.. . . . . 
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APPENDICES 

Appeodu A 
Interview Guide for Key Administrative Members 

What is your phiiosophy regarding family members of residents living in your long- 
tenn w e  facility? Could you descnbe this facility's Mew of the family member's 
role in this facility? 

Does this facility have a policy regarding family visitation? If so, what is that 
policy? Are there set visitation hours for family members? If so, what are those 
hours? How flexible is your facility regarding family visitation? 

Does this facility have a policy regarding resident outings with family? If so what is 
that policy? 

Are family members of residents living in this facility invited to take part on the 
care team or in the developrnent of a care plan? If so, how is the invitation given 
(e.g., telephone call, mail, personal communication in the home)? What is the 
family member' s role on the care team? 

Do you offer any programs specifically for family members in this facility (e-g., 
family support groups, famil y counselling, farnilyf resident activity p rograms, famiiy 
councils, family volunteer programs, family educationai programs, etc.)? If so, 
what types of programs do you provide for farnily mernbers? How are family 
members made aware of the programs? Are their eligibility criteria for family 
involvement in these programs? 

Would you say that your mandate includes family members as weii as residents? If 
so, how? 

Does this facilty provide rooms or other locations other than the resident's room 
for family visitation? If so, what kinds of accommodations have been made for 
family visitation? 

Are there specific activities or specific areas of care in which you would 
discourage family member involvement? 



AppendY B 
Famiïy Caregiver Demographic Profde 

Th& you for tbe idbnnatim yai sbared with me durhg our receat meeting. As a nnal step, I am trying 
to put togekr a profile of sarie of the charadenstics of the M y  members I bave inteMewed dunng 
this project Cwld you pIease check the respmre to each question below which best descnIbes you mw. 

In wfiich of the foilowmg age categoris do  OU fàii? 

Ifyou d y  work fidi-time or part-time, what type of work do you do or what is your job M e  
(please be specific)? 

If~a are -y TaiTed or unanpl~yed, for bow long Cyears, months) have you ben retired or 
unemployed? 

4. How many brotks a d o r  s i s k m  do you have? 

5 .  How many of your brothers d o r  sisters live wahui a 60 minute drive of Wùiston Park? 



8a Do you have any childrai living at home with you under the age of 18 years? 

[ I F  I l m  

8b. If yes, how niany ctuldren do have living in your household and what are there ages? 

number of childm ages of children 

Thank You For Your Hdp In This Project! 



Appendix Cl 
Original Intemew Guide 

Could you describe for me a typid visit with your parent in the long-term care 
faciliîy? 

Can you describe how you think about your role in the long-term care facility? 
How do you define your role in relation to the stafx? 

How did you corne to view your role in those tems? 

Can you describe the t h g s  that you do in your role within the facility? 

Are there things in your role that you do outside of the facility? If so, could you 
descnbe those things to me? 

Do you have any expectations for yourseifin relation to your role in the long-term 
care facility? Could you describe the thlngs you feel are most important for you to 
do in your role? 

Have the s ta f f  here expressed any expectations about what you should or should 
not be doing in the home? If so, what sorts of things do they feel you should or 
should not be doing? If no, what sorts of things do you think they expect of you, if 
anything? 

Could you tell me about yourself and your life -- start where you want and end 
where you want? How would you descnbe yourself, 

How does your role caring for your (husband, parent) fit into the rest of your Me? 

Has your caregiving role affecteci other aspects of your life? If so, what other 
aspects of your life have been affected by your role? How has your role afFected 
these other aspects of your Me? 

Has your caregiving role affected the way you think about your self? If so, could 
you explain how? 

What are the most difncult aspects of your caregiving role for you? 

Could you describe the most positive or pleasant aspects of your caregiving 
experience for me? 

Could you talk about what your involvement in the home means to you? 



14. Are there changes you would Wre to make to your role within the facility? If so, 
what would you iike to change? 

15. What thhgs would help you in your role? 

16. Are there factors withui the facility that make it dBcult for you to perform your 
role within the faciiity the way you would iike to? If so, could you discuss those 
factors with me. 

17. Are there f a o r s  outside of the facility that rnake it difficult for you to perform 
your role the way you would k e  to? If so, could you disaiss those factors with 
me, 

18. Are there any factors within the facility that really assist you in perfonning your 
role the way you want to? If so, what are they? 

19. Are there any factors outside of the facility that reaiiy assist you in performing 
your role the way you want to? If so, what are they? 





Appeodu D 
Personal Log 

Date: T h e  of Activity T h e  Activity Ended 

Where did this contadactivity take place? 

What were the main things you were doing? 

What was the purpose of the wntact/activity? 

Who did you interact with during your contadactivity? 

Descnbe the contadactivity briefly. 

Describe how you were feeling during this contadactivity: 

Alert 

&PPY 

irritable 

Energetic 

Upset 

Worried 

Relaxecl 

G d  

Constrajned 

Rushed 

Some 

I l  

C 1 

r 1 

1 1  

r 1 
[ 1 
1 1  

[ 1 

[ 1 

[ 1 

Drowv 

Sad 

Cheerfirl 

Tired 

Calm 

Carefree 

D istressed 

Bad 

Free 

At ease 

How else would you descnbe the way you were feeling during this contact/activity? 

343 



Appendix E 
Concepts, Sensitising Questions, and Operationalisation of Key Concepts 

Sensi tizing Concept Sensitising Question Operationalisation 

Meaning la. What does caregiving mean to adult daughters of Interview Guide 
institutionalised older adults living in a specific long term 1. Could you describe for me a typical visit with your parent in 
care facility? the long-tcnn care facility? 
How do adult daughters define their roles in relation to the 2. Can you describe how you think about your role in the long- 
stafi'? l e m  care facility? How do you define your role in relation to 
How do adult daughters think about and describe their roles? the stafï? 

9. Has your caregiving role affected other aspects of your life? If 
so, whiit other aspects of your life have b e n  affected by your 
role? How has your d e  affectai these other aspects of your 
life? 

10. Has your caregiving role affixtcd the way you think about 
your seW if' so, could you explain how? 

1 1. What are the most M c u l t  aspects of your caregiving role for 
you? 

12. Could you describe the most positive or pleasaiit aspects of 
your caregiving experienœ for me? 

13. Could you talk about wliat your involvement in the home 
means to you? 

14. Are there changes you would like to rnake to your d e  within 
the facility? If so, what would you Mce to change? 

1 5. What things would help you in your role? 

Persona1 Log 
What was the purpose of the contact/activity? 
Descnbe the contacilactivity briefly. 
Descnbe how you were feeling during this contacilactivity. 

Interview Guide 
4. What factors f l a t  the way tliat adult daughters think about 3. How didyou corne to vimyour those t e r ~ ?  

and act their roles within a specific facility? 



8a. Could you tell me about yourselfând your life - start where 
you wmt and end where you want? How would you describe 
yourselfl 

8b. How does your role caring for your (husband, parent) fit into 
the rest of your Me? 

16. Are there factors within the facility that make it diff~cult for 
you to perfonn your d e  within the facility the way you would 
iike to? If so, could you discuss those factors with me. 

17. Are there factors outside of the facility that make it difficult 
for you to perform your mie the way you would like to? If so, 
çould you cfiscuss those factors with me. 

18. Are there any factors within the facility that really assis1 you 
in performing your role the way you want to? If so, what are 
they? 

19. Are there any factors ouiside of the facility that really assist 
you in performing yow d e  the way you want to? If so, what 
are tliey? 

1 b. Does the way adult daughters think about and define k i r  Camparison of the meaning concepts and patterns identified by 
roles in a specific setting difïer by their stage in the caregivcrs in their early caregiver carieers with those identifiai by 
institution-bad ca~giving career? caregivers who are in the mid and later stages of their career. 

Examination of facility documents. 
Forma1 interviews with rnembers of Administration (See 
Appendix A). 



Expedations con 't 
7. Have the staff hem expressed any expectations about what you 

should or should not be doing in the home? if so, what sorts 
of things do they feel you should or should not be doing? if' 
no, what sorts of things do you think they expect of you, if 
anything? 

Behauiour Intcwiew Guide 
3a. How do adult daughters their b&.viou~-~ wi(hin a 4. Can you describe the things that you do in your rok wi thin 

specific facility 7 the facilityl 
5. Are hem things in your rolc that you do outside of the 

facility? If so, wuld you describe those Mngs to me? 

Personal Log 
What behaMours do they perform as part of their d e ?  What are the d n  things you were doing during your contact 

with the facility? 

3b. Do adult daughters' caregiving beliaviours dBer by the Cornparison of the concepts and patterns related to behaviours 
caregiv& stage in th& institulion-based caregiving caner? identified by caregivers in their eariy m g i v e r  carf~rs with those 

identified by caregivers who are in their mid and later stages of 
iheir career. 
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