

















































































































































































































































































































90

care recipient’s health deteriorates. With reference to the transition theory described by Meleis et
al. (2000) and Schumacher et al., the current study contributes to knowledge about the critical
events and sequential patterns of caregiving transitions, conditions of transition which affect
progress, patterns of response that effect role change, and indicators of successful outcomes of
transition. Each of these transition theory dimensions will be discussed in relation to findings of
the current study.

Each adjustment in the three phases of caregiving in the current study marked a critical
transition in the caregiving process, the successful navigation of which was necessary to move
forward. The experience flowed sequentially from the taking it on phase through accelerating
responsibility to the crisis of reaching an end at home. Then in the admission phase, caregivers
went through finding a place and getting the relative settled, while feeling the loss. In the last
phase in the nursing home, three transitions were required: getting used to it, rebuilding life and
coping day to day. The pace at which caregivers moved through these phases was variable.

According to Schumacher et al. (1999), conditions in the situation affect movement
through transitions by facilitating or inhibiting progress. Facilitating conditions are customarily
personal, community and societal resources (Meleis et al., 2000). In the current study, personal
resources such as a sense of duty, and personal rewards such as satisfaction gained from the
relative’s positive response, provided motivation and facilitated progress, as did support of
family and health care professionals who constitute community level resources in Meleis et al.’s
theory. Society level resources applied to the caregiving situation would include expectations of
the culture that family members, specifically women, become caregivers, as well as the
increasing emphasis on home care by government policy makers (McKeever, 1996;

Montgomery, 1999). Predominant inhibitors of caregiver adjustment in the current study were
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negative meanings and emotions associated with placement, and the impending loss of the
relative from the family.

Patterns of response designed to effect role change, as described in the transition theory of
Meleis et al. (2000), can be identified among the dimensions of each adjustment phase in the
current study. An example is the psychological rationalization required to take on the primary
caregiver role, justify admission of the relative to the nursing home, and cope with day to day
life throughout the nursing home period. The physical and social changes required to make role
transitions are other examples. These occurred at home as care requirements changed and new
skills and resources were needed, and during the admission period when finding suitable
accommodation and developing new relationships with staff were necessary to ensure adequate
care for the relative. They were evident in the post-admission period in the nursing home when,
in order to continue meeting the caregiving commitment, the caregiver had to find new ways to
provide and monitor care, and to develop new patterns for day-to-day life.

Meleis et al. (2000) identified Indicators of successful outcomes of transition as mastery of
skills and behaviours required in the new situation, and reintegration of identity. During the
taking it on stage of the current study, these competencies and identity changes were acquired
smoothly by most participants when adequate personal resources and support were present.
Caregivers experienced inadequate resources to continue caregiving as care demands increased,
threatening their sense of mastery and identity, and forming a basis for the crisis of the reaching
an end phase. Physician support for decision-making was an added resource that assisted
caregivers and their families to get through this so-called marker event (Meleis et al.). In the
admission period, the sense of mastery and identity were slowly regained, augmented by the

caregiver’s early successes ensuring the relative’s well-being in the new environment. Acute
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emotional turmoil threatened to limit the caregivers’ ability to mobilize personal resources when
they were coping with the getting the relative settled transition. In the nursing home phase,
mastery and identity were restored more fully as caregivers redefined their roles and achieved a
new sense of balance in their lives. The connectedness described by Meleis et al. and
Schumacher et al. (1999), as a process indicator of successful transition, could be seen in the
current study in the caregivers’ achievement of satisfying relationships with the relative, family
and staff. This accomplishment by caregivers was a significant facilitating factor in achieving
satisfaction with their new role in the nursing home. From the perspective of transition theory,
such role satisfaction would be a measure of subjective well-being and thus, successful role

transition.

The Commitment Of Primary Family Caregivers

Care recipients in the current study had highly committed caregivers, in contrast to the
“myth of abandonment” of older relatives that prevailed during the growth of the nuclear family
in the middle years of the last century (Brody, 1985; Penrod & Dellasega, 2001; Ross et al.,
2002). The temporal perspective of the caregiving process gained in this study highlighted the
enduring commitment of primary family caregivers. From this longer view of the caregiver role,
four distinguishing features became clear. First was the value attached to the family duty of care;
second, the strength of the bond between the caregiver and care recipient; third, the
predominance of women relatives in caregiving roles; and fourth, the tenacity of primary family
caregivers despite excessive physical and emotional burden. A review of relevant literature

provided further insight into these aspects of family caregiving.
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Caregivers in the current study took on their roles primarily because they felt it was a
family responsibility. Literature was found that supported the value of the caregiving function to
the integrity and continuing development of families in our society (Friedman et al., 2003;
Greenberger & Litwin, 2003). The latter authors said, “Fulfillment of the caregiving role is
considered a natural, necessary and meaningful part of family obligation and part of the value
system” (p. 339). The sense of caregiving commitment was present in children as well as marital
partners in the current study.

Filial duty is said to arise from the reciprocal nature of the parent/child relationship (Brody,
1985). Brody attributed the commitment of children to their parent’s care to a sense of obligation
to return the care they received from the parent. Kelley et al. (1999) identified ongoing
commitment to caregiving as a desire to be faithful to a family duty. This duty was expressed by
several caregiving children in the current study who commented that it was now their turn to
provide care for their parent. There was no dissonance about commitment among the child
caregivers in the current study. Their faithfulness was indicated by their stated intention to
continue caregiving in the nursing home as long as their relative remained alive.

Spousal duty reflects a traditional view of lifelong marital commitment. Ross et al. (1997)
reported that wives’ regular visits to their spouses in nursing homes arose from a sense of duty,
devotion and obligation. Their commitment was similar to that of the elderly spouse in the
current study who still spent many hours every day in the nursing home after 16 months. By
contrast, the middle-aged spouse in the study at 8 months post-placement felt more conflict
between duty to the spouse and a desire for freedom. This caregiver felt guilty if not visiting

every day but reported spending less time in the nursing home as time passed. A minority in the
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Ross et al. study was reported as having a similar experience, but reference was not made in their
study to any age difference among spouses with varying commitment.

Caregivers in the current study described a loving attachment to their relative as a rationale
for their commitment. The intense and enduring emotional bond between caregivers and care
recipients has been identified frequently (Penrod & Dellasega, 2001; Ross et al., 2002).
Friedman et al. (2003) in a discussion of role theory, described the reciprocity of roles, noting
that because one role is always complemented by another, a strong bond develops between two
people with interrelated roles. Those authors believed that in caregiver/care recipient
relationships, reciprocal affection functions to maintain the caregiver’s commitment. In her
description of caregiving role acquisition, Schumacher (1995) also identified a two-way
relationship of shared attachment and obligation. Friedmann et al. (1999) saw emotional bonding
was seen by as the key to satisfactory caregiving. Further, emotional involvement contributed to
the personal motivation of caregivers in the view of Duncan and Morgan (1994). They described
the caregiving commitment as caring about the person, in addition to caring for the person.
Maintaining the bond with the relative was offered as a rationale for continued commitment by
Kellett (1996) and Lundh et al. (1999). Kellett also identified motivation for some caregivers as
arising from a fear of being forgotten. One caregiver in the current study expressed this latter
sentiment. That caregiver had fears that the relative who had dementia would forget without the
caregiver’s daily visits.

The predominance of women in caregiving roles was evident in the current study and is
supported as a phenomenon in the literature (Brody, 1985; Friedmann et al., 1999; Kelley et
al.,1999). Their greater involvement with caregiving has been explained as the traditional role of

women in families. Women are described as the health leaders, nurturers and caregivers, and the
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ones charged with preserving family relationships (Friedman et al., 2003). In the current study,
several caregivers described their efforts to maintain connections between the care recipient and
other family members. Because women have been socialized as caregivers, Brody et al. (1990),
in reporting the emotional effects of institutionalization of a relative on caregiving sons and
daughters, said that daughters have higher expectations of themselves and often suffer more
negative emotional effects than sons. Certainly, in the current study, the male caregivers
expressed continued sadness about the fate of their loved ones, but did not display the more
turbulent emotions of some of the women who cried during their interviews as much as 12
months after placement. Three women caregivers in the study also suffered from lingering guilt
about placement, whereas the men seemed more reconciled to placement as the logical or best
choice for care, given the relative’s needs. Thus, although the feminist movement has influenced
society for almost half a century, the essential role of family nurturer and caregiver would seem
to remain securely in the domain of women.

Lastly, the tenacity of primary family caregivers despite notable burden was obvious in this
study. The majority lived with 24-hour care responsibility for months or years, and all pledged to
continue a lifestyle that gave prominence to their caregiving commitment for the duration of the
nursing home period. In their study of caregivers, Greenberger and Litwin (2003) reported the
coexistence of burden and competent caregiving, given adequate personal resources and social
support. Their findings contributed to understanding the behaviour of the majority of caregivers
in the current study who continued their commitment, often in circumstances of extreme stress at
home, and maintained a frequent regular presence in the nursing home despite the emotional
burden they carried. Greenberger and Litwin’s study also contributed to understanding

caregiving behaviour from a transition theory perspective. It enhanced knowledge of the
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resources needed to facilitate role mastery, a factor in successful transition throughout

caregiving.

Rewards Of Family Caregiving

Fulfilling the commitment was sustained in part by the personal rewards of caregiving.
Caregivers in the current study made reference to facets of their role that were rewarding. These
were the relative’s positive response to the caregiver, satisfaction with their contribution to the
relative’s contentment and well-being, and success in achieving a sense of balance in their lives,
which allowed them to continue their caregiving commitment.

Many of the dependent relatives in the current study were unable to express their gratitude,
but even the smallest response that showed the care recipient’s awareness and pleasure in the
caregiver’s presence was rewarding to the caregiver. Several authors have identified continuation
of the relationship with the care recipient as a rationale for caregiving commitment (Lundh et al.,
2000; Ross et al., 1997). However, only one reference for the particular dynamic of
responsiveness in caregiver/care recipient relationships was found in reviewed literature.
Friedman et al. (2003) described the value of reciprocal appreciation for preserving the bond
between caregiver and care recipient. In light of this, the results of Ross et al. are of interest.
Those authors found that wives whose institutionalized husbands had cognitive impairment were
more inclined to focus on other aspects of their lives than visiting, compared to those whose
husbands were cognitively well, but physically impaired. By contrast, although all but one care
recipient in the current study had some degree of dementia, its presence wasn’t identified as a
factor in the frequency of caregiver visits. One exception was a caregiver who speculated that

visiting duration might decline when the care recipient no longer recognized the caregiver.
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Viewing visiting behaviour from a responsiveness/reward perspective could contribute to a better
understanding of the dynamics that facilitate continued caregiving commitment.

Caregivers in the current study were rewarded in their role by evidence of the relative’s
well-being. Ross et al. (1997) noted that caregiving spouses who were able to make their partner
happy felt useful. Conversely, they were less satisfied with visiting when the partner was not
content. The contentment of the relative was a clearly expressed goal of most caregivers in the
current study, and was associated with their own role satisfaction. They viewed their ability to
facilitate the relative’s sense of well-being as a sign of their success as caregivers. The fact that
caregivers defined personal success by the achievement of the relative’s contentment and well-
being in a situation where the relative’s health and well-being would predictably deteriorate,
constituted a central paradox of the caregiving role with older persons.

Mastering the caregiving role and balancing its demands with other aspects of their lives
was an achievement caregivers spoke of with satisfaction in the current study. Friedmann et al.
(2003), identified the importance of successful role performance in achieving satisfaction. Also,
role mastery and reformulation of identity were listed as indicators of successful role transition in
the middle-range theory of Meleis et al. (2000). In the current study, achieving success in
balancing caregiving and other life roles was viewed as a personal achievement that facilitated

continued role performance.

Supportive Relationships

Family caregivers relied heavily on social support, primarily informal support from family
members, and secondarily, formal support from health care professionals. The significance of

social support for health and well-being was verified by its adoption in 1984 by the World Health
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Organization as a major health promotion strategy (Stewart & Tilden, 1995). While instrumental
support was valuable to caregivers in many practical ways in the current study, they talked most
about the importance of emotional support and validation in sustaining them through the
adjustments of the caregiving experience. Some related the added stresses they encountered from
lack of the family’s understanding and support of their caregiving decisions. A number of
literature references to caregiver support added to the insights gained from caregivers in the
current study.

Study participants related positive and negative examples of support from family members.
It was also evident in the study that, while the majority of caregivers used some home care or
other community support, a few did not. They all acknowledged the supportive value of
professional validation of the need to place their relative. The investigation of Wuest et al.
(2001) into conneéted and disconnected social support of caregivers identified factors that may
have contributed to Variations in support attained by caregivers in the current study. Wuest et al.
described the critical significance of the caregiver’s perception of helpfulness of available
support as a factor in its use. They also reported that many women caregivers are reluctant to
relinquish responsibility for caregiving to others. Clearly, the caregivers in the current study
found various kinds of support from close family members, and validation of their placement
decision by the physician helpful as they pursued their role. It may be that their varying use of
community resources such as home care, day care and respite care was related to perception of
these supports as helpful or non-helpful, and/or to a reluctance to share caregiving responsibility.
Further investigation of such questions could contribute to the ability of health care providers to

better support caregivers.
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Family support was valued by study participants throughout the three phases of the
caregiving experience. Wilson (1989) stressed the importance of family support to caregivers of
a relative with Alzheimer’s dementia in her theory of family caregiving. She said family support
helped caregivers exercise an unburdening strategy during the taking it on stage of caregiving.
Unburdening to others helped caregivers come to terms with the reality of their situation. Sharing
the burden was also an important function of social support in the view of Kelley et al. (1999).
These authors identified social support from family members as a modifier of stress for
caregivers. Several caregivers in the current study talked about the value of having a family
member to whom they could talk and who understood their situation, saying it made all the
difference.

Family support was also important for the placement decision, according to Ryan and
Scullion (2000b). In their qualitative study of 10 caregivers, the agreement of family members
was an important support for caregivers, many of whom felt alone with the decision-making
responsibility. The value of decision-making support was also identified in the work of Neufeld
and Harrison (2003), who reported conflicts over care decisions as one of the main types of
negative interactions that contributed to non-support of the caregiver. The distress created by
disagreement over the placement decision, and conversely, the relief of family agreement, were
evident in the stories of caregivers in the current study.

Formal social support from health care professionals was appreciated during particular
periods of the caregiving experience in the current study. All caregivers reported the physician’s
validation of the placement decision. The value of this professional support was reiterated in
many literature references (Kellett, 1999; Lundh et al., 2000; Penrod & Dellasega, 2001; Ryan &

Scullion, 2000b). Lundh et al. noted that the placement decision was often expert driven, which



100

coincided with the experience of some participants in the current study. Those authors went on to
say that the professional’s validation legitimized the caregiver’s decision. Such a sanction
reduced the stigma of placement according to Ryan and Scullion, and was important for
successful caregiver transition in the early post-placement phase, in the view of Kellett (1999).

Supportive relationships between staff and caregivers in the current study were evident in
comments about the nursing home period, although most caregivers did not articulate their
relationship with staff in terms of personal support. They talked more about making sure staff
knew what care their relative required and finding ways, through monitoring and communication
to reassure themselves of their relative’s well-being. However, the ability to communicate their
needs effectively to staff and be reassured of their relative’s well-being implied development of a
relationship that provided support for their caregiving role. Much of the reviewed literature
extolled the need for shared care and partnerships between family caregivers and staff (Duncan
& Morgan, 1994; Janzen, 2001; Kellett, 1999; Ryan & Scullion, 2000b). Little desire for this
type of relationship was evident in the views of participants in the current study, short of their
expressed wish for adequate communication about the relative’s condition. Further investigation
of the caregiver’s preferences and perceptions of effective relationships with staff could add
clarity for health care professionals who must build relationships with many family caregivers.

An expectation for reciprocal communication was implicit among caregivers’ reported
experience in the current study. Several were reassured by their belief that staff would notify
them of any problems. The stress of communication difficulties was evident among a few who
had problems relating to the high numbers of staff and for one who was distressed by perceived
lack of communication among staff about the relative’s care needs. In their study of family

caregivers and nursing home staff, Ryan and Scullion (2000a) identified an imperative for
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reciprocal communication. Janzen (2001) also identified two-way communication between staff
and family caregivers as essential for caregiver effectiveness in the nursing home. Janzen
stressed the staff’s responsibility to support family caregivers. She suggested one mechanism for
support could be the development of specific communication strategies between a family
caregiver and staff. Negotiation of a workable relationship between staff and caregiver was a
strategy suggested also by Walker and Dewar (2001) as a means of removing barriers to
caregiver involvement in the nursing home. The current findings and reviewed literature
emphasized the supportive value of a negotiated relationship between staff and caregivers for
facilitating effective communication.

The value of social support to caregivers is underscored by the findings of Greenberger and
Litwin (2003), who identified indicators for caregiver facilitation of care. Among their
observations was the positive correlation that existed between social support and caregiver
competence. This relationship, when viewed in the context of the current study, could explain the

contribution of social support to the caregiver’s ability to fulfill the caregiving commitment.

Coping With Negative Emotions

The overwhelmingly negative and prolonged emotions experienced by caregivers in the
current study, as a result of the significance of the placement decision and the relative’s declining
health, seemed to be universal considering the uniformity of descriptions found in the reviewed
literature. Caregivers have been reported to experience ambivalent and turbulent emotions, such
as relief and guilt, sadness, loneliness, loss and failure (Dellasega & Nolan, 1997; Kellett, 1999;

Lundh et al., 2000; Nolan & Dellasega, 1999; Nolan et al.1996; Ryan & Scullion, 2000b). Lundh
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et al. declared that caregivers were never free of negative emotions. Rather, in the view of Ryan
and Scullion (2000b), emotional distress was present long after placement.

Lindgren et al. (1999) characterized the prolonged grief of caregivers whose relatives had
dementia as a reaction to loss of the future. Their study of caregivers showed that so-called non-
death grief persisted throughout the caregiving experience. In keeping with these findings, many
participants in the current study expressed loss of the future with their relative as a source of
grief. They also talked about their sadness after placement due to loss of the relative from their
daily lives. Lindgren et al. reported that caregivers’ negative emotions of anger and guilt were
inversely related to satisfaction with their relationship with the care recipient, and speculated that
for caregivers, the grief that accompanies the losses of dementia may be related to loss of hope
for future repair of an unsatisfactory relationship. In the current study, the participant who had
the most debilitating guilt was a spouse who lamented losing a future with the marital partner. In
contrast to Lindgren et al.’s proposed rationale for guilt, the marriage relationship in the current
study was described as good. The source of guilt and grief was explained as the freedom of the
caregiver’s good health compared to the total loss of freedom of the debilitated partner. Further
exploration of the interconnections between guilt and grief in caregiver relationships could help
health care providers to develop interventions to facilitate caregiver role adjustments.

Two caregivers in the current study said they felt depressed at times, more than 10 months
after admission. Depressive symptoms have been described as common in the grief reactions of
caregivers (Lindgren et al., 1999). Ross et al. (1997) measured depressive symptomatology in
wives who had visited husbands in long-term care for nine months. They reported that 54%
showed signs of guilt, sadness and depression. Depression was lower in those whose focus had

been broadened to include other life activities, and higher in those whose focus remained
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primarily on caregiving. Caregivers who reported periods of depression in the current study had
widely varying degrees of involvement with their relatives. One visited twice daily to perform
caregiving tasks, while another caregiver visited only once per week.

In the view of Eakes et al. (1998), the pervasive sadness reported by caregivers in the
current study could be attributed to the ongoing gradual loss of the loved one and the disparity
experienced between the idealized future and the present reality. They developed a nursing
theory of chronic sorrow, suggesting that such sorrow should be considered normal in situations
like that of caregivers of older relatives. They proposed the theory as having utility for
understanding responses of caregivers to the management crises of caregiving and ongoing
losses. It was their opinion that viewing chronic sorrow as normal could provide a stimulus for
nurses to develop strategies to assist caregivers to cope with this anticipated phenomenon.

The resilience of caregivers in the current study in finding ways to cope with the prolonged
emotional stress of caregiving was remarkable. Minimal references were found in the literature
about ways caregivers cope with the enduring negative emotions of the caregiving experience.
Brody et al. (1990) postulated that continued caregiving helps allay guilt. Other sources reported
that caregivers found ways to justify the guilt-producing placement decision, such as needing to
provide a safer environment for the relative (Dellasega & Nolan, 1997; Kellett, 1999; Ryan &
Scullion, 2000b). This latter rationale was evident among caregivers in the current study who
rationalized that increased safety was justification for their placement decision.

During the placement crisis, Lundh et al. (2000) reported that caregivers immersed
themselves in the practicalities of the move to help overcome negative emotions. Wilson (1989)
described a taking care of business strategy used by caregivers, saying the focus on pragmatic

tasks created a sense of achievement and satisfaction for caregivers at an otherwise stressful
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time. In the current study, concentrated activity was noted among caregivers during the getting
the relative settled period of high emotion that accompanied admission.

Eakes et al. (1998) also referred to keeping grief and guilt at bay by using the strategy of
coping day to day, as identified by caregivers in the current study. They identified a one day at a
time attitude as a cognitive coping method used to manage chronic sorrow. The value of a focus
on the present, with a routine that kept them busy and allowed them to take their minds off the
negative emotions, was described by caregivers in the current study as facilitating their ability to
fulfill their commitment over the long course of the caregiving experience. Maintaining
involvement in personal interests and activities and seeking respite opportunities, as caregivers in
the current study did, were described by Eakes et al. as action strategies designed to help

caregivers gain control over their lives when living with chronic sorrow.

Summary

Discussion of the current study’s findings in relation to reviewed literature has
demonstrated many similarities to other research. It has also shown that the current study
provided new insights into the family caregiving process at home and in the nursing home.

The current study extended the description of the nature and dimensions of the family
caregiving process from the taking it on phase at home to the caregiver’s experience a year or
more into the nursing home phase. This fuller view added depth to the understanding of the
meanings and emotions that sustained or constrained the caregiver’s progress. The study
contributed to a broader understanding of the sources of caregiver commitment and the personal
rewards and supportive relationships, particularly with family members, which sustained the

caregiver. The constraints imposed by negative emotions, as had been documented in earlier
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studies, were evident from participants in the current study. The concepts of non-death grief
(Lindgren et at., 1999) and chronic sorrow (Eakes et al., 1998) enhanced understanding of the
emotional landscape of caregiving. Resources used by caregivers for coping with prolonged grief
and guilt were illuminated by their identification of daily coping strategies, rewards and
supports. The value of the living in the present philosophy was corroborated by the findings of
Eakes et al. as a positive response to the chronic sorrow of caregivers. The determination of
caregivers to overcome emotional constraints and continue caregiving was testimony to their
commitment to their loved one and the significance they attributed to their caregiving role.
Finally, viewing the caregiving experience from a transition theory perspective enhanced
understanding of the marker events in the caregiving process, and of conditions and resources
needed to produce successful transition outcomes. The use of transition theory holds promise for
more fully describing the caregiving process. It offers potential assistance in the development of
interventions to support caregivers toward successful role transition, thus enabling them to fulfill

their caregiving commitment.
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Chapter 6: Limitations and Implications

In this final chapter, limitations of the study and implications for policy development and

nursing practice, education and research will be discussed.

Limitations

A number of limitations to the generalizability of this study are due to the grounded theory
method, which was chosen to address the objectives, and the specific demographics of the family
caregiver participants.

The study is primarily limited by the small purposive sample used to investigate the family
caregiver adjustment phenomenon. Although the in-depth interviews and constant comparative
analysis of the grounded theory method yielded rich data grounded in the experience of
participant caregivers, and permitted identification of a basic social process and its dimensions,
the results are limited in generalizability beyond the demographic characteristics of participants
chosen for study. The participants were all living within a 50-kilometer radius of a regional
population center in Newfoundland. Thus, there may be context variations among families in
other cultures and ethnic groups whose family structures and values may differ. It was noted,
however, that substantial similarity existed among caregivers’ experiences reported from other
studies in North America, Europe, the Middle East and Australia (Dellasega & Nolan, 1997,
Duncan & Morgan, 1994; Greenberger & Litwin, 2003; Kellett, 1999; Kelley et al., 1999; Lundh
et al., 2000; Neufeld & Harrison, 2003; Penrod & Dellasega, 2001; Ross et al., 1997; Ross et al.,

2002; Ryan & Scullion, 2000b; Wilson, 1989).
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Family caregiving experiences other than those resulting in nursing home admission could
provide variations not demonstrated in the current study. Participants in the study were voluntary
which limited the investigation to those willing to share their experience. The experience of
others less willing to come forward may differ. Additionally, these participants willingly became
primary family caregivers. As such, the adjustment processes and commitment they exhibited
may differ from other family members who may have assumed caregiving responsibility less
willingly.

Sampling was limited to the target phenomenon defined for investigation, that is, the
experience of primary family caregivers. Theoretical sampling of those who interacted with
primary caregivers during their experience, such as other family members and health care
professionals, may have added a different perspective on the process. Interviews were conducted
between 5 and 16 months into the nursing home phase of caregiving when participants were still
immersed in their role. Their phase of adjustment at the time of the interview may have
influenced the views and emotions they expressed. Lastly, the position of the researcher, who is
employed as a manager within the facility, although having no direct responsibility for the care
of participants’ relatives, may have altered the dynamics of the interview in undetermined
positive or negative ways. These methodological limitations restrict the application of study

findings to primary family caregivers in a similar situation and cultural context.

Implications for Policy Development
In this study, caregiving occurred primarily within the family. The rationales given by the
participants for taking on the caregiving role pointed to the sense of obligation that existed

within their families to care for their own. Also, the predominance of women caregivers in the
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study was indicative of the continued role of women in families in our society (McKeever, 1996;
Montgomery, 1999). These results reflected current societal assumptions of a moral
responsibility within families for care of older members, and also of caregiving as the natural
domain of women in families (Montgomery). As a consequence, women’s home-based
caregiving has not been conceptualized as work or as a focus for health care services
(McKeever). Apart from modest funding for home care support, little program development
related to family caregiving is visible. The rapidly aging population and the current emphasis on
decreasing institutional health care costs make it imperative that a focus on supporting the family
caregiver be developed at the policy level. Wuest et al. (2001) urged nurses to lobby for changes
in policy that would increase the availability of supportive nursing interventions for family
caregivers.

In the current study, the caregiver’s ability to continue with home care as the relative
required increasingly higher levels of personal care, was limited by inadequate personal and
community resources. Caregivers felt themselves to be unavailable, unsuitable or unable to meet
demands for extensive personal care, or they could not acquire enough home support from
community agencies to make continuing care at home feasible. Without 24-hour support when
needs for care existed around the clock, the most committed of family caregivers could not
continue indefinitely.

These findings illustrated weaknesses in current government policies that emphasize family
home care, but fail to support it in two major ways. First, family care at home is viewed as cost-
efficient for the health care system, but in the opinion of Montgomery (1999), its effectiveness
has received little attention, She cites the fallacy of an underlying assumption that families have

the appropriate knowledge and skills to care for their older relatives, and identifies an alarming
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neglect of quality care issues in home care. Family caregivers in the current study had little prior
caregiving experience with older relatives and were stressed by their inadequacies in providing
appropriate care. They might have benefited from a better knowledge base of caregiving skills
and coping strategies. Nurses could develop education and support programs for family
caregivers with adequate support from government policy and funding initiatives.

Secondly, the level of subsidized home care was inadequate for many family caregivers
who would have preferred to continue providing care in the home. Nursing home placement was
a last resort for the participants in the current study and for the majority, it was precipitated by
inadequate home care support. The most recent federal recommendations for home care spending
in Canada, contained in the Romanow and Kirby reports, were directed to post-acute, short-term
home care (Fisher, 2003). The need for maintenance home care for chronically disabled older
Canadians was not addressed. New initiatives in Newfoundland and Labrador await the outcome
of the government’s current review of long-term care services and programs being undertaken as
part of the province’s strategic health plan (Government of Newfoundland and Labrador, 2002).
In both arenas there remains an expectation that families should assume responsibility for care of
older relatives in the home, with little acknowledgment of the home support required to make
that goal achievable.

An American study of the economics of home care found that professional nursing services
were required to sustain home care (Green, Ondrich & Laditka, 1998). Those authors reported
that even with the higher cost of nursing services that increased sustainability of home care, a
cost neutral service — if not a cost saving service — was achieved. However, a Canadian study
found that appropriately resourced home care, including various professional services for persons

otherwise eligible for nursing home levels of care, was more costly than nursing home care
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(Gilbert, 1992). Additionally, Gilbert doubted the availability of adequate resources to maintain
nursing home levels of care in the community. Thus, although increasing the availability of home
care support could be a response to needs perceived by the participants of the current study,
achieving sustainability of home care may require more than supplementing the current types of
home care. Appropriate home care resources may require the development of more professional
intervention models and programs.

Additionally, in accordance with the experience of most participants in the current study,
social values and policy leave women primarily responsible for family caregiving, perpetuating
gender inequities and potentially constraining them from fulfilling other roles in the family and
society (McKeever, 1996). The social costs of this model of family care for older relatives
require more examination. Availability of more subsidized support and professional intervention
could make extended home care more feasible, by permitting family caregivers to fulfill their
commitment to caring for their relatives at home as many prefer, while permitting them to
maintain their own well-being and meet other life commitments. Social costs of family care, if
not economic costs, could be minimized with less institutionalization of older persons.
Registered nurses could play a significant role in the development of home care policy and

programming to meet family caregivers’ needs for physical, emotional and educational support.

Implications for Nursing Practice
The findings of the current study expanded the available knowledge base about the family
caregiving process and have implications for nursing practice in community and long-term care
settings. The meaning and primacy of the caregivers’ commitment to their relative and their

ongoing caregiving role was clearly portrayed. It was reflected in the crisis precipitated by the
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placement decision and the prevailing negative emotions experienced by caregivers related to the
loved one’s circumstances. Insights gained into sustaining factors during the adjustment process,
such as personal rewards and coping strategies, will expand nurses’ understanding of the
caregivers’ needs and resources. Recognizing the importance of validation and emotional and
practical support to caregivers will provide nurses with a rationale for developing nursing

interventions to enhance the caregivers’ ability to fulfill their commitment throughout the

caregiving experience.

Community Nursing Implications

The community nurse could fill two roles that would support family caregiving: direct
support of the primary family caregiver at home, and a liaison role with nursing staff in the
nursing home.

The struggle identified by caregivers in the current study, as they tried to maintain home
care and cope with the crisis of the placement decision, illustrated an opportunity for enhanced
support from health care professionals. Participants sought assistance during crises primarily
from their physicians and their immediate family. They did not identify community health nurses
as a resource, but would potentially benefit from programming within community nursing in
which the caregiver was the focus of anticipatory interventions. Family caregivers’ inability to
access resources may result from lack of a connection with a nurse who could assess their needs
and facilitate support (Wuest et al. 2001). Nursing interventions to sustain the caregiver’s ability
to provide appropriate care could include education in caregiving skills and accessing family and
community resources; development of social support via peer support systems; and facilitation of

short-term relief of caregiving stress through access to community services, such as day care and
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respite care. Crisis management assistance from community nurses could ease the placement
transition. Nurses could facilitate and support decision-making by validating the need and
providing information about care and services available in the nursing home. They could also
assist with placement access and planning for the move and provide emotional support
throughout this critical turning point in caregiving. Program development and promotional
initiatives to heighten awareness among family caregivers of the support available from
community nurses would be required.

Participants in the current study had negative feelings and uncertainties about nursing home
placement and felt compelled to educate nursing staff about their loved one’s needs. Family
caregivers have been described as feeling they have unique and expert knowledge of their
relatives’ needs, and distrusting the adequacy of nursing knowledge (Ryan & Scullion, 2000a;
Wouest et al., 2001). The community nurse who has knowledge of the home caregiving
experience, could function in an advocacy role by acting as a liaison with nurses in the nursing
home where the relative is to be admitted. When admission to a nursing home is planned, the
community nurse could provide valuable information to nurses about the needs of the new
resident and the caregiver. Such foreknowledge could help nursing home nurses to provide better
support for the caregiver through the turbulent emotional period of admission, enhance
continuity of care, and increase the confidence of the caregiver that their relative’s needs would

be met in the new environment.

Long-Term Care Nursing Implications

Caregivers in the current study demonstrated uncertainties and negative emotions of

placement and efforts to re-align their role in the nursing home. Supporting the adjustment of
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primary family caregivers in the unknown world of the nursing home is an important role for
long-term care nurses. Nurses at all levels of the organization could contribute to the success of
primary family caregivers in fulfilling their commitment to their loved one in the nursing home.

Nurses in management could establish a vision and philosophy that makes primary family
caregivers not just members of the team, but a focus of supportive care themselves. Policies and
procedures could be developed which legitimize the primary family caregiver’s involvement in
the life of their relative in the nursing home and in the interdisciplinary care team. Procedures
and job descriptions could also provide support for the nurses’ role in caring for the family
caregiver. With levels of dementia in the population continuing to climb, caregivers have
increasingly become the decision-makers for nursing home residents, as was evident among
participants of the current study. Protocols that facilitate and support that role are necessary
today in all long-term care settings. Information and support services for caregivers, such as
admission orientation, transition programs and family support groups could be initiated by
nursing leaders working with interdisciplinary teams.

Caregivers in the current study had problems getting to know large numbers of staff and
establishing adequate communication about the relative’s condition. This problem could be
minimized by nursing management’s choice of a model of care. A suitable model could facilitate
resident assignments for nursing staff that are consistent over a period of time, thus reducing the
turnover of staff relating to the family and resident. Models such as case management, modular
nursing, and other primary assignment methods, hold promise for improved consistency and
accountability in long-term care settings. Assignment patterns which allow family members to
get to know the relative’s care providers quickly would facilitate the caregiver’s adjustment

during the admission period and in the getting used to it phase which follows.
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Registered nurses in direct care roles have many opportunities to support the adjustment of
primary family caregivers in the nursing home. The nurse who understands the dimensions of the
adjustment process could begin with easing the caregiver’s transition at admission and continue
with phase-specific support throughout the adjustments of getting used to it, rebuilding life, and
coping day to day.

During the admission period, caregivers in the current study were concerned about the
relative’s safety and felt a need to specify the relative’s care requirements to nursing staff.
Nurses could support the caregiver’s adjustment by providing information about available care
and services, and by proactively eliciting the caregiver’s expertise and preferences when they
assess the new resident’s needs and develop a plan of care. Supporting the validity of the
caregiver’s placement decision and emotional responses to it could be another significant nursing
intervention during the admission period. Also, the nurse could promote the caregiver’s
adjustment by providing accurate information about the relative’s condition throughout the
nursing home period. After the immediate admission phase, nurses could facilitate the
adjustment process by seeking to clarify and support the caregiver’s preferred caregiving role.
The current study revealed the importance of the resident’s adjustment to the caregiver’s
successful transition. Recognizing this, the nurse could regularly offer information about the
relative’s responses to the staff and other residents in the new environment.

Another major adjustment identified in the current study that could be supported by nurses
was the caregivers’ efforts to refocus their lives and achieve a healthy balance between
caregiving and other activities. Because nurses are a knowledgeable health resource and are
readily available to caregivers, they are in a position to support these adjustment activities. They

could validate the importance of caregivers looking after their own well-being and encourage
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attention to outside interests, recognizing that a healthy well-adjusted caregiver will be better
able to provide necessary support to the resident (Davis & Buckwalter, 2001).

Additionally, nurses could assess individual caregivers’ coping strategies and factors that
sustain them, such as personal rewards and sources of support. In the current study, caregivers
focused on getting through life on a day-to-day basis. They identified the strategies of keeping
busy and living in the present as helping them avoid negative emotions and enabling them to get
through the experience. Also, they avoided thinking about a future without their relative. Positive
responses from the care recipient provided reinforcement for their caregiving efforts, as did
understanding and support from family members. Knowing these strategies, nurses could
intervene to support positive coping and sustain the caregiving role. Anticipatory support for
future caregiver role transitions with the inevitable decline in the loved one’s health could be
another supportive intervention from nurses. By building a relationship of trust in the present,
nurses could establish open communication that acknowledged ongoing grief and supported the
caregiver’s ability to anticipate and cope with future changes. The nurse could also recognize
that other rﬁembers of the interdisciplinary team can play significant roles in supporting

caregivers, and facilitate timely referrals and interventions.

Implications for Nursing Education
The strength of commitment shown by primary family caregivers in the current study
underscored the value attributed in our society to looking after each other within families.
Caregiving has traditionally been a woman’s role in families, and despite the growth of non-
traditional family structures and the entry of women to the workforce, nurturing and caregiving

remain predominantly in the sphere of women (McKeever, 1996; Montgomery, 1999). The
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current aging of the population and promotion of family home care by society and governments
make it critical that all nurses learn more about the pivotal role of primary caregivers,
particularly with elderly family members. A focus on the primary family caregiver role in family
and gerontological nursing education could be an important first step in developing that
knowledge base within the nursing profession.

Family nursing education could include the dimensions and dynamics of the caregiving
role. Caregiving roles in different developmental stages of family life and the effects of
caregiving demands that fall outside the expected norms could be better understood by nurses. A
case in point was the caregiver in the current study who was required to assume spousal care in
mid-life. The loss of their anticipated years together as a couple in retirement caused the
caregiver to feel resentful toward the spouse who needed care and support and also guilty for her
wish for a freer life than caregiving offered. A better understanding of the mutuality of caregiver
and care recipient roles and the extraordinary bond that develops between the two could be
helpful to all nurses who work with families in our aging society.

Gerontological nursing concepts that highlight the care of older people within the context
of the family could include more about the role of the family caregiver in maintaining health and
independence in later years. Nurses could learn that to serve the older generation well, they must
also consider the family as clients and more particularly, the self-selected or designated primary
family caregiver. Findings in the current study revealed that whether in community or long-term
care settings, caregivers were in need of support that enabled continuation of their role.
Education programs could include all aspects of the caregiving experience, including information
about the caregiver’s duty of care, the crisis that may be precipitated by placement, and the

caregiver’s probable sense of continuing responsibility for care in the nursing home. Nurses
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could also learn about factors that sustain and constrain caregivers so that they may provide
better support. The implications for nurses’ relationships with and accountability to family
caregivers in the care of their relatives could be explored in gerontological nursing education.
Resident care in nursing homes is no longer viewed as solely the responsibility of health care
providers (Specht et al., 2000). Skills such as facilitation, collaboration, negotiation and conflict
resolution could be taught, so that nurses could enhance their ability to develop and maintain

effective working relationships with primary family caregivers.

Implications for Nursing Research

This study identified a basic social process of fulfilling the commitment and a beginning
substantive theory to explain the adjustment process of primary family caregivers whose
relatives are admitted to a nursing home. Extension of the research to non-traditional families,
other cultural and ethnic populations, and to other variations of the phenomenon, such as those
who continue to provide care at home and those who care for non-elderly disabled relatives,
would contribute to the development of a middle-range theory explaining the family caregiving
process.

Longitudinal research could be undertaken to explore the family caregiving episode from
onset to relinquishment of the role. Interviews in the current study were conducted during the
nursing home phase of caregiving. Other researchers have studied phases of caregiving at home,
at placement or in the nursing home. It would create a more comprehensive understanding of the
caregiver’s experience if interviews were repeated with the same caregivers at different stages of
the process. No reports were found in the reviewed literature about the effects of death of the

care recipient on the primary caregiver nor on the adjustment required to relinquish the long-held
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caregiving role. Follow-up interviews of primary family caregivers after the relative has died and
the caregiving role has ended would enhance knowledge of a final transition in the caregiving
process that has received little attention to date. Participants in the current study demonstrated
the primacy of the caregiving role in their lives. Exploration of their transition to a life without
their loved one and without the caregiving role would increase understanding among nurses who
could intervene to provide support. Persistent grief among caregivers throughout the caregiving
experience was evident in the current study. A better understanding of how the grief is resolved
when their anticipated loss occurs could assist nurses to develop facilitative interventions that
could be offered to caregivers during the nursing home period and in follow-up support
afterward.

Further research is warranted into the sustaining factors and constraints identified by
caregivers in the current study. Among the sustaining factors, the value of the care recipient’s
responsiveness as motivation for the primary family caregiver could be investigated. In this
study, responsiveness of the relative to the caregiver was identified as a sustaining factor, often
despite the relative’s significant cognitive impairment. However, in their study of visiting
patterns among wives with institutionalized husbands, Ross et al. (1997) found that wives visited
less often when spouses had dementia and were less able to interact than cognitively intact
spouses. This apparent discrepancy in the role of responsive interaction between caregiver and
care recipient in sustaining caregiver attachment could be further explored.

Among the constraints identified in the current study, prolonged grief and guilt were
common. Before nurses can develop effective interventions, much remains to be discovered
about the dimensions of caregiver guilt, the sense of failure that accompanies it, and possible

mechanisms for resolving it. Chronic grief or sorrow as a steady state among primary family
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caregivers of living elderly relatives also warrants further exploration to enable better
understanding of this phenomenon and the coping strategies used to alleviate its debilitating
effects.

Coping strategies, such as a focus on the present, keeping busy and keeping one’s mind off
the caregiving situation, as identified by participants in the current study, have received little
attention in caregiver literature. Further investigation is needed to determine the effectiveness of
various strategies in facilitating caregiver role adjustment and maintenance. In particular, it
would be important to understand more about the effectiveness of the living in the present or one
day at a time strategy. Lundh et al. (2000) described it as a sign of unsuccessful adjustment that
prevented caregivers from moving on with their lives. However, caregivers in the current study
used it as a positive means of coping. They deliberately kept their minds off the enduring sadness
so they could get through each day. Eakes et al (1998) described so-called action strategies, such
as living one day at a time, as being commonly used by persons experiencing chronic sorrow.
Clarification of the value of this and other coping strategies could be very helpful to nurses who
could support the caregivers’ use of those found most effective.

Lastly, the finding in the current study that caregivers identified continued responsibility
for the relative’s care in the nursing home, but did not articulate a need for a strong relationship
with nursing home staff, requires further exploration. The majority of reviewed literature
professed the value of nurses’ supportive relationships with caregivers (Dellasega & Nolan,
1997; Duncan & Morgan, 1994; Kelley et al., 1999; Penrod & Dellasega, 2001). Current
philosophies of long-term care extol the value of partnerships with families of nursing home
residents. Partnerships imply working together toward a common goal. However, participants in

the current study determined for themselves what level of participation they preferred and
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monitored the care provided by others. While concurrence with the nursing care plan was
important to them, they did not identify a desire for joint decision-making processes with nurses,
nor did they describe seeking personal support from nurses. In addition to the provision of care
they perceived to be appropriate, their main expectation of nursing staff was for adequate
communication about the relative’s condition. Future studies could explore relationships between
caregivers and nurses more fully to determine what is most effective for reaching their common
goal, the best quality of life for the resident. Also, the perceived value to the caregiver of
personal support from nurses could be investigated more fully.

The considerable similarity among reviewed studies of family caregiving, particularly
about placement experiences, could now provide a sufficient knowledge base to support
intervention studies. Testing various interventions could identify those that meet with the most
success in promoting caregiver adjustment. The nursing transition theory of Meleis et al. (2000)
could provide a useful framework. Use of the process and outcome indicators for successful role
transition, such as connectedness, role mastery and integration of identity, could provide

measures of successful outcomes for studies of caregiver adjustment.

Summary
The purpose of this study was to determine the adjustment process of primary family
caregivers whose relatives were admitted to a nursing home. A grounded theory approach was
used and interviews conducted with 10 self-identified primary family caregivers from a
population center in Newfoundland. Analysis using the constant comparative method was
undertaken. It revealed a basic social process of fulfilling the commitment, and three adjustment

processes in each of three phases of the caregiving experience. These were: taking it on,



121

accelerating responsibility and reaching an end in the home caregiving period; finding a place,
getting the relative settled and feeling the loss in the immediate admission period; and getting
used to it, rebuilding life and coping day to day during the nursing home period of caregiving.
The dimensions of each adjustment were identified, as well as factors that sustained and
constrained caregivers in their roles. A discussion followed of the findings and their contribution
to existing knowledge as it was represented in reviewed literature. Lastly, the limitations of the
study were identified and implications for future policy development, nursing practice, education

and research were proposed.
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Appendix A: Letter to Participants of Resident Care Services



(Letterhead: Western Health Care Corporation
Long Term Care Corner Brook
Phyllis Griffin, Director of Resident Care Services)

September , 2000.

Next of Kin Name
Next of Kin Address

‘Dear

I am writing to you on behalf of Euna Ferguson who is a nurse manager in two units of Long
Term Care Corner Brook. She is also a graduate student in the Memorial University of Newfoundland
School of Nursing who is preparing to start the research required for her Master of Nursing degree. As
her proposed study involves family members of residents in nursing homes, she has been granted
permission by the administration of Long Term Care Corner Brook and Western Health Care Corporation
to make contact with you as the next of kin of a resident who has been admitted within the last year.

In the 12 years that Euna has been working in long term care, she has been involved with many
families during the admission period, and has.observed many different emotional reactions. As a nurse,
she feels a need to know more about what families go through in their adjustment to this new family
situation. It is her hope that with greater understanding, she and her colleagues will be better able to
provide support to families during what is often a stressful period of family life. Those of us who work
in long term care believe that developing good relationships with families makes a positive difference to
the adjustment of residents and to their quality of life in the nursing home.

In order to learn more about the experience of families when their relatives are admitted, I am
asking those family members who describe themselves as the person most responsible for their relative’s
care and well-being, to consider participating in a confidential interview with Euna in the near future. It
would last approximately one hour and take place in a private place of the person’s choice. The family
caregiver’s name and the name and location of his or her relative in Long Term Care Corner Brook
would not be identified in the study. The study will be supervised by Dr. Sandra LeFort and Professor
Karen Webber of the School of Nursing at Memorial University of Newfoundland. Euna will be pleased
to share results of the study with interested participants.

If the primary caregiver in your family is interested in more information about the study, please
call Euna at (709) 639-9247, Extension 245. If she is not there, you may leave a message and she will
return your call promptly After five o’clock, she may also be reached at her home number, (709) 634-
1353.

Euna looks forward to hearing from you or a member of your family, and wishes to thank you in
advance for considering your family’s participation in her study.

Sincerely

Phyllis Griffin
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Appendix D: Consent to Participate in Biomedical Research



FACULTY OF MEDICINE - MEMORIAL UNIVERSITY OF NEWFOUNDLAND
AND
HEALTH CARE CORPORATION OF ST. JOHN’S
Consent To Participate In Bio-medical Research

TITLE: Family Caregiver Adjustment After Nursing Home Admission of a Relative
INVESTIGATOR: Euna E. Ferguson, R.N., B.N.

You have been asked to participate in a research study. Participation in this study is entirely
voluntary. You may decide not to participate or may withdraw from the study at any time.

Information obtained from you or about you or your relative in the nursing home during this
study, which could identify you, will be kept confidential by the investigator. The investigator
will be available during the study at all times should you have any problems or questions about
the study.

The purpose of this study is to identify the process of adjustment that family members experience
when they place a relative, whose care has been their responsibility, in a nursing home. The
information obtained from the study may be used to help nurses who work in long term care
settings to understand and support families at the time of admission and within the first year.

You are asked to participate in an interview which will last for about one hour. You will be
asked to talk about the experiences you’ve had getting used to having your relative in the nursing
home. The interview will be audio-taped and then transcribed at a later time. You may be
contacted a second time for a short period, if the investigator wishes further explanation.

Your name and your relative’s name will not appear in the study report, and the tapes will be
erased after the study is complete.

I will be interviewing members of a number of families, and expect the study to last about one
year. You may have a report of the study after that time if you wish.

There are no discomforts or risks expected as a result of this study, and interviews will be
conducted at your convenience. You may stop the interview at any time for any reason.
Arrangements can be made for you to speak to a long term care social worker if you wish.

No direct benefits are expected from your participation. However, other families in future may
benefit from the support of nurses who understand more of what they are going through.

Your signature indicates your consent to participate, and that you understand the information
provided about the study. In no way does signing this consent waive your legal rights, nor

-release the investigator and involved agencies from their legal and professional responsibilities.

Participant’s Initials Page 1
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Appendix E: Interview Guide

Introductory information for participant
-review purpose of the study
-reinforce confidentiality and anonymity methods to be used
-identify time frame and reassure of the right to stop at any time
-remind that results will be made available on request
-solicit questions prior to starting
-have consent signed

Demographic data
Participant Identification Number:_____
Age: Sex: Relationship to the
Resident:

Relative’s length of residency in long term care:
Medical Diagnosis of the Resident:

Guiding questions
Questions below are intended to be used as needed to stimulate the flow of the

participant’s story of the placement experience. All or none may be used in an individual
interview.

Open-ended sample questions.

1. Tell me what its like for you now that you have placed your relative in the nursing
home.

2. How do you feel about your situation/ your relative’s situation now?

3. How are you managing day to day?

4. Have you noticed changes in your life/ your relationship with your relative since
he/she moved to the nursing home? If so, how do you feel about them? Were some
positive/helpful/difficult? What was it that made them so?

5. What is it like to deal with the staff at the nursing home/ with other family members?
6. What is it like coming to see your relative? How does it compare to when you first
started coming to the nursing home?

7. How do you feel you’ve adjusted to this new situation in your family?

8. Ideally, how would you like your life with your family to be?

9. What do you think nursing staff did, or should do to make it easier for you to have
your relative living in the nursing home?

Clarifying/probing questions.

1. Can you tell me more about that?

2. Can you describe that another way?

3. Is there anything else about that situation that concerned/challenged/pleased you?
4. Is there anything you want to talk about that I haven’t asked?
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Appendix F: Fulfilling the Commitment, The Adjustment Process of Primary Family Caregivers

of Nursing Home Residents



Fulfilling the Commitment: the Adjustment Process of Primary Family Caregivers of Nursing Home Residents

Phase One: Home Caregiving
Adjustments

1. Taking It On

2. Accelerating
Responsibility

3. Reaching an End

Dimensions

rationale:

family responsibility
availability

suitability

gradual progression of
responsibility for care
sudden dependence for care

turning point: impossibility
of continuing with 24 hour
care- exhaustion, lack of sleep,
stresses

responding to crisis:
resistance to placement
decision

helplessness re inevitability of

" placement

Sustaining factors

duty to care
loving relationship
family support

support:

family

community-home care, day
care, respite

physician

support for decision-making:

close family
physician validation

Constraints

stresses:

safety re dementia behaviours,
burden re constant
responsibility, physical strain,
absence of family support
fear of relative's reaction:
refusal of placement

negative meanings:
failure of care

loss

end of life

last resort



Phase Two: Admission Carégiving

Adjustments

1. Finding a Place

2. Getting the Relative
Settled

3. Feeling the Loss

Dimensions

choosing a preferred
environment: facility, room
facilitating comfort: room,
furnishings, roommate
facilitating appropriate care:
identifying needs to staff,
monitoring care

loneliness: relative gone from
home

sadness: end stage of life

relief: decreased burden,
increased freedom

guilt: failure of reciprocal duty

Sustaining factors

family participation and
agreement
relative’s acceptance

relative’s well-being

poéitive response from staff

increased safety for relative:
staff will call if problem

lack of complaint from
relative in care

rationalization: caregiver did
all he/she could at home
(nobody can do 24 hour care),
gave priority to own family
life

Constraints

family disagreement

roommate incompatibility:
conflict, perceived threats to
safety, contentment
uncertainty of care
lack of response from staff

institutional inadequacies:
limited privacy,

limited onsite medical care,
inconsistencies in service
lack of acceptance from
relative in care

fear of attitudes of others: re

increased freedom



Phase Three: Nursing Home Caregiving

Adjustments

1. Getting Used to It

Dimensions

acceptance:
resignation
passage of time

continuing the care:
visiting pattern
meaningful care -personal
care, shopping, treats/extras,
family connections,
maintaining comfort and
contentment

getting to know staff:
developing trust- listening,
watching care, feedback from
other families, direct contact
with staff, being there
communication strategies-

in person, telephone calls,
diary keeping,

variations in contact frequency

Sustaining factors

fatalistic attitude:
happens to us all
life goes on

routine of care: don't think
about it

family participation: with
visiting and caregiving
personal satisfaction:
fulfilling duty, one best
prepared for caregiving

perception of needs met: by
staff

positive staff/resident
relationship

concurrence with care plan
reciprocal communication:
from staff -

Constraints

lack of acceptance by care
recipient

unmet expectations of life:
mid-life placement
conflicting desires:
freedom vs. duty of care

relative dissatisfied with
contact: re visiting frequency
infrequent visits of other
family: grandchildren,
siblings

large volume of staff: rotating

. assignments and shifts

negative experience of
relative

lack of communication re
problems, changes



Adjustments

2. Rebuilding Life

3. Coping Day to Day

Dimensions

finding a balance: relative's
needs and personal needs
focus on personal health:
medical attention, exercise
pursuing other interests:
social, church, sports, music,
taking vacation

living in the present
keeping busy
keeping mind off it

Sustaining Factors

personal satisfaction with
caregiving

relative's adjustment and
continued well-being

enjoyment
family encouragement

rewards of caregiving:
positive response of relative,
fulfillment of duty

family support: practical
help, participation, acceptance

Constraints

family pressure to decrease
caregiving time

worry about relative's well-
being if absent

persistent negative emotions:
grief, loneliness, guilt
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