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Abstract

Adult daughters face distinct challenges caring for parents with dementia and may experience
compassion fatigue: the combination of helplessness, hopelessness, an inability to be empathic,
and a sense of isolation resulting from prolonged exposure to perceived suffering. Prior research
on compassion fatigue has focused on professional healthcare providers and has overlooked filial
caregivers. This study attempts to identify and explore risk factors for compassion fatigue in adult
daughter caregivers and to substantiate further study of compassion fatigue in family caregivers.
We used content analysis of baseline interviews with 12 adult daughter caregivers of a parent with
dementia who participated in a randomized trial of homecare training. Four themes were identified
in adult daughter caregiver interviews: (a) uncertainty; (b) doubt; (c) attachment; and (d) strain.
Findings indicated adult daughter caregivers are at risk for compassion fatigue, supporting the
need for a larger study exploring compassion fatigue in this population.

INTRODUCTION

Over 15.5 million caregivers for older adults with dementia in the USA provide an estimated
17.7 billion hours of care, which has been valued at more than US$220.2 billion in
unreimbursed healthcare services (Alzheimer’s Association, 2014). Family caregivers are
essential to the healthcare system, yet they reportedly experience negative psychological
consequences, such as depression, anxiety, and stress as a consequence of providing care
(Cooper, Katona, Orrell, & Livingston, 2008; Ott, Sanders, & Kelber, 2007; Schulz et al.,
2008; Schumacher, Beck, & Marren, 2006; Simpson & Carter, 2013; Taylor, Ezell,
Kuchibhatla, Ostbye, & Clipp, 2008). In addition, family members may feel resentful about
the caregiving situation and might also feel helpless and hopeless regarding caregiving
(Perry, Dalton, & Edwards, 2010). These feelings suggest the caregiver may be experiencing
‘compassion fatigue’. There are various definitions of compassion fatigue, the most common
being an adverse consequence of caring for individuals in need (Adams, Figley, &
Boscarino, 2008; Joinson, 1992; Keidel, 2002; Sabo, 2011). Prior research on compassion
fatigue has focused on professional healthcare providers and overlooked filial caregivers.
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Therefore, the purpose of this study is to explore risk factors for compassion fatigue in adult
daughter caregivers of a parent with dementia. Through this analysis of semi-structured
interviews with 12 adult daughter caregivers, we substantiate the importance of studying
compassion fatigue in daughter care-givers as a possible precursor to adverse caregiving
outcomes and encourage further exploration of this relatively neglected aspect of family care
in the home.

BACKGROUND

References to compassion fatigue have appeared in the literature since 1992, when the
concept was introduced to the healthcare community, as feelings of anger, inefficacy,
apathy, and depression, resulting from a caregiver’s inability to cope with devastating stress
(Joinson, 1992). Compassion fatigue was first explored in nurses and, as other caring
professions, such as social work and psychology, later adopted the concept, its definition
was adapted to focus on prolonged exposure to suffering as one of its primary causes
(Figley, 1995; Figley, 2002; McHolm, 2006; Sabo, 2006). In the professional caregiver
literature, compassion fatigue has an acute onset and engenders negative emaotional
responses to caregiving (Figley, 2002; Sabo, 2006). These responses include helplessness,
hopelessness, an inability to be empathic, and a sense of isolation (Adams et al., 2008;
Joinson, 1992; McHolm, 2006; Robins, Meltzer, & Zelikovsky, 2009).

As shown in Figure 1, compassion fatigue is a process beginning when a caregiver
experiences concern for a person suffering. This creates an empathic response in the
caregiver and, when coupled with an inability to detach from the caregiving situation and
dissatisfaction, a resulting compassion stress. Compassion fatigue then develops from
compassion stress when the caregiver is continually exposed to suffering, competing life
demands, and traumatic memories (Figley & Roop, 2006). Compassion fatigue is distinct
from depression or burden because it involves observations of someone who is suffering,
and results in feelings of helplessness, hopelessness, and social isolation, leading to the
growing inability to be empathic.

Caregivers experiencing compassion fatigue may relinquish care of their family member to
long-term care. Caring for an older adult at home is costly and the annual out-of-pocket
costs to a caregiver averages US$5,431, yet these costs are significantly less than caring for
older adults in long-term care settings (AARP Public Policy Institute, 2008; Van Houtven &
Norton, 2004). Recurrent themes in the literature suggest the concept of compassion fatigue
may be applicable to family caregivers as well as professional healthcare providers, though
little research has explored compassion fatigue in family caregivers (Day & Anderson, 2011;
Perry et al., 2010; Ward-Griffin, St-Amant, & Brown, 2011).

Perry, Dalton, and Edwards (2010) explored compassion fatigue in family caregivers who
assisted in caring for their family member with dementia residing in long-term care settings
and validated the presence of compassion fatigue in these family members, as well as factors
leading to compassion fatigue. Caregivers described the caregiving role consuming their
lives and also spoke of an overwhelming sadness. Perry and colleagues (2010) suggested
future research on the topic
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In a similar qualitative study, Ward-Griffin, St-Amant, and Brown (2011) explored
compassion fatigue in nurse-daughters assisting in the care of an aging parent residing in
long-term care. Daughters described love and concern for their parents and intense,
prolonged caregiving contributed to compassion fatigue (Ward-Griffin et al., 2011). Nurse-
daughter caregivers also reported feelings of intense guilt and sleep disturbances related to
compassion fatigue (Ward-Griffin et al., 2011). These two studies suggest the presence of
compassion fatigue in family caregivers for relatives residing in long-term care, but there is
little in the literature about compassion fatigue in adult children caring for an aging relative
in the home.

Day and Anderson (2011) have speculated attachment, empathic ability, and the child
caregiver’s concern for the parent might provide a foundation for development of
compassion fatigue and of all family caregivers, adult daughters might be at greatest risk for
compassion fatigue. The adult daughter care-giver who perceives the aged parent to be
suffering, concurrently must deal with competing life demands and a declining sense of life
satisfaction, yet be unable to detach from the parent care situation.

Adult child and spousal caregivers experience caregiving differently. In a study of 251
caregivers, spousal caregivers were found to have a more positive perception of the care
recipient with dementia’s quality of life than the adult child caregivers (Conde-Sala, Garre-
Olmo, Turro-Garriga, Vilalta-Franch, & Lopez-Pousa, 2010). Child caregivers were more
likely to be employed and had additional family, such as children or dependents (Conde-
Sala et al., 2010). Findings from additonal studies validate the demands on adult children
from employment, and include role strain and depressive symptoms for adult child
caregivers resulting from work demands (Wang, Shyu, Chen, & Yang, 2011). A meta-
analysis of 168 studies comparing spouses, adult children, and children-in-law care-givers
for older adults, noted significant differences between spouse and adult child caregivers
(Pinquart & Sorensen, 2011). Adult children caring for a parent were more likely to be
employed, female, and to be caring for older care recipients, but were less likely to reside
with the care recipient than spousal caregivers (Pinquart & Sorensen, 2011). Adult children
might be at greater risk for compassion fatigue because they observe the suffering of the
aged parent, coupled with a parent’s steadily declining quality of life. Further, daughter
caregivers report more days with decreased mental health when compared with wives
(Simpson & Carter, 2013). Thus, the intent of this analysis was to identify and explore risk
factors of compassion fatigue in adult daughter caregivers of a parent with dementia and to
determine whether further research on compassion fatigue in family caregivers is warranted.

METHODS
Project ASSIST: the Parent Study

The parent study supporting this project: Project ASSIST (Assistance, Support, and Self-
Health Initiated through Skill Training) is a recently-completed randomized trial of family
caregiver homecare skill training. The aim of the parent study was to determine the results
of an intervention designed to decrease depressive symptoms and caregiver burden, and
increase Alzheimer’s disease (AD) and Parkinson disease (PD) caregiver preparedness. Data
from Project ASSIST has been presented elsewhere (Davis, Gilliss, Deshefy-Longhi,
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Chestnutt, & Molloy, 2011; Davis, Weaver, & Habermann, 2006; McLennon, Habermann,
& Davis, 2010; Shim, Landerman, & Davis, 2011; Shim, Barroso, & Davis, 2012).

In the ASSIST study, a score of <23 on the Mini Mental State Examination (MMSE) was
used to determine care recipient eligibility (Folstein, Folstein, & McHugh, 1975).
Institutional Review Board approval was obtained prior to conducting the current study, and
all interviews used for this analysis were de-identified.

Semi-structured Interviews

In the parent study, semi-structured interviews with care-givers were conducted by study
staff (psychology students, social workers, and nurses) who had received 24 hours of
training in using an interview guide. A member of the research team or the study project
manager reviewed samples of audiotaped interviews on a monthly basis to assure staff
consistency in the interviewing process, and interviewers were re-trained as needed. All
interviews were conducted in the participants’ homes and occurred prior to completion of
the quantitative measures. Interviewers asked the caregivers to describe difficult or stressful
aspects of caregiving that occurred in the past month. Caregivers were then asked to
describe aspects of caregiving they found to be positive or events that went well in the past
month. Interviews were conducted at baseline, 6 months, and 12 months. Only baseline
interviews were used for the current study to avoid potential bias associated with the
participants’ subsequent involvement in ASSIST.

Participant Sub-sample—Project ASSIST had 187 care dyads, of which 102 were AD
caregivers. Of these AD caregivers, 29 were adult daughters (28%). Baseline interviews of
12 adult daughter caregivers for older adults with AD were chosen from Project ASSIST for
this study. Using stratified purposive sampling, the first six daughters were selected to
represent caregivers with a range of caregiving experience. The 29 adult daughters caring
for a parent with AD were rank ordered on their caregiving experience (number of years
caring). Two caregivers with little (0-2 years), two with moderate (3-5 years), and two with
considerable caregiving experience (6+ years) were arbitrarily selected based only on their
years of caring. Following analysis of the first six interviews, additional daughters were
selected in the same manner until data saturation occurred with a total of 12 daughters. This
wide range of experience was chosen to assure diversity in participant responses.

To be included in Project ASSIST, caregivers had to be providing care for at least 6 months.
For this analysis, caregivers also had to be daughters caring for a parent with AD.
Demographic data for the sub-sample is presented in Table 1. The 12 daughters were all
women, aged 47-65, and had a mean length of time caregiving of 3.3 years, with 7 years as
the longest duration of caregiving. In total, 11 daughters in the study were caring for a
mother and one daughter was providing care for her father.

Data Analysis—In Project ASSIST, caregivers were asked open-ended questions about
their challenges and satisfactions with caregiving; audiotaped interviews were transcribed
verbatim and verified for accuracy with the caregiver. For this analysis, verbatim transcripts
of the caregiver interviews were analyzed using qualitative content analysis (Sandelowski,
1995). The analysis focused on the concepts related to the compassion fatigue process. Each
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interview was read through as a whole for the preliminary analysis. During this first read,
the main points were underlined and a brief abstract of the interview was written
(Sandelowski, 1995). Next, the transcripts were coded for manifest content, labeling what
the text said (Graneheim & Lundman, 2004; Sandelowski, 1995, 2000). A priori codes based
on the model of the compassion fatigue process were first used for any data representing
contributing factors, indicators, and outcomes of compassion fatigue; these included:
exposure to perceived suffering; motivation to respond; inability to detach; empathic
response; lack of satisfaction; competing life demands; helplessness; hopelessness; apathy;
and emotional disengagement. New codes, such as coping strategies and obligation, were
added until all data were coded. All interviews were first coded individually. To enable the
visual analysis of the data for themes, each participant’s quotes for each code were placed in
a matrix, or table, with rows for each code and columns for related quotes, plus a column for
comments from the research team. Other column headings were indications of coping and
emotional responses and many of the a priori codes related to the compassion fatigue
process were incorporated under these columns, particularly the emotional responses
column. The 12 individual matrices were then combined and the resulting matrix was
analyzed to identify themes.

To address credibility, a coding manual was created and agreed upon between the
investigator and the principal investigator (PI) of the ASSIST study (Weber, 1990). The
coding manual included definitions and examples for each code. Other strategies to maintain
rigor were used in the parent study and this analysis. The coding manual and the matrix,
particularly the column with comments from the research team, addressed the dependability
of the study and provided the analytic documentation for the study (Robinson Wolf, 2003).
The detailed reporting of findings from this analysis will increase the transferability and
other qualitative studies have reported results with a similar sample size (Perry et al., 2010;
Tan & Schneider, 2009).

FINDINGS

Uncertainty

Four themes emerged from the analysis supporting the possibility that daughter caregivers
might be at risk for developing compassion fatigue. The four themes were: (a) uncertainty;
(b) doubt; (c) attachment; and (d) strain. These four themes are notably connected to the
contributing factors for compassion fatigue, particularly empathic ability and empathic
concern, inability to detach, and other life demands. These findings are significant because
they suggest, for the first time, that the family members caring for an older adult at home
might be at risk for developing compassion fatigue, and provide justification for further
research on compassion fatigue in this population.

The uncertainty theme is related to the adult daughter caregivers feeling unsure when caring
for their parents. Often, their uncertainty was related to AD and the trajectory of illness.
Adult daughter caregivers often stated they were uncertain how to respond in a situation and
were fearful that something distressing would happen to their parents if they did not act
appropriately. As one caregiver stated when asked about a caregiving challenge:
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Knowing when her sugar’s going to drop. Being prepared to help her when [it]
does. Then, when something happens to her that | don’t really know what’s
happening.

Another daughter caregiver explained:

The fear of the unknown, what’s going to happen next, and will I pick up on it
quick enough so she’s not in danger or has she ever run away. No, but I’m worried
about it. And then health wise, too, it’s just like when you have little kids and
you’re the mom trying to keep everybody alive. Well, I’m still doing that.

Similarly, a daughter who had experienced her mother wandering from home on one
occasion continued to worry about when it might happen again. She explains:

The day that she walked away from the house, from that day up until then, | was
not daily worried about it. But when that happened, it’s just been a constant in the
back of my mind. What could happen the next time?

Another caregiver described the confusion she feels when trying to understand how
dementia has affected her mother:

So sometimes | do think that she knows what she’s doing or where she is or what’s
going on with her. And then by the same token, something else will happen and
then I’ll realize that oh no! So it’s a little bit confusing. You don’t really know
where the truth begins and something else ends or whatever.

Caregivers described how dementia seemed to change their parents’ personalities and
created uncomfortable situations. One daughter explained that her mother had become
fearful of persons of a different race. The mother’s fear had an effect on situations ranging
from the nurses the daughter could hire, to the shows they could watch on television
together. The daughter described being ‘on pins and needles’ and ‘would be humiliated if
Mother said something’, and this caused her ‘constant worry.’

Other times, caregiving daughters expressed doubt about their ability to meet their parents’
needs, feeling a discrepancy between their expectations for themselves as caregivers and the
way in which they were actually caring for their parents. Daughters reported feeling that
they were not caring for their parents the way their parents deserved. In addition, caregiving
daughters tried to prevent their parents from feeling upset regarding issues related to
dementia, such as when a parent did not remember the daughter’s name. As one daughter
stated:

| just felt like I didn’t handle that very well, so that was a real bad thing. That kind
of bothered me. And when she first came home from the hospital, not knowing that
the head wasn’t allowing the body to get up. [Mother] sat in that bathroom all night
long.

Another daughter described how she wanted to care for her mother and felt she was not
doing the job well. She described a situation in which she cooked for her mother and
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developed negative feelings about herself because she did not feel that she could make her
mother happy:

Not feeling that I’m able to take care of her the way | should be able to take care of
her. | took care of [people] in a nursing home. | should be able to do more for her,
and I can’t. | can’t make her happy, walk with her, do what she likes to do. And
she’s told me | don’t have to. But it’s hard. She’s my mama. And | have to get over
that. 1 couldn’t cook dinner right. [l felt] like | was useless and stupid and dumb. |
tried not to let her see it. | try to remember that she has Alzheimer’s, and it’s not
her fault.

The previous statement illustrates the concept that the daughters were trying to prevent their
parents from experiencing distress from symptoms of dementia. The adult daughter
caregivers perceived their parents’ suffering and did not want to increase it. One daughter
stated:

I’m more concerned | might say or do something that might upset her. And I don’t
want to do that. | would do anything to keep her from getting upset or angry.
There’s a saying that you want to hurt me, that’s one thing. But you go after my
mother, as my dad would say, ‘God had better take your soul because your rear end
is mine.” 1 will go for the jugular if anyone even thinks about hurting her. She
means that much to me.

In addition, caregivers tried to advocate for their parents. As one daughter describes:

It made me think maybe I should be more of an advocate for Mother and maybe |
should be firmer in what | want them to let her do. And | feel that maybe she just
sat there and has just been sitting there on the sofa all day long, and has not had
anything to stimulate her. So I told ‘em when | take her there now, | make them put
her in the little wheelchair, and | say, ‘I want mother to participate in all the
activities.

These daughters desired to protect their parents from any suffering and a caregiver’s
exposure to perceived suffering is a contributing factor for compassion fatigue.

As anticipated, daughters caring for parents with dementia were emotionally attached to
their parents and expressed willingness to care for them. These caregivers also described
satisfaction from caregiving. This theme was most evident in the caregiver responses to the
interviewer asking the question, “What are some of the positive experiences that you’ve had
as a caregiver for your parent?’ Caregivers often responded with specific stories. One
caregiver told of lying in bed with her mother and enjoying the time with her:

Oh yeah, this morning. We . . . crawled in bed together. Just because it made me
feel like | was loved. And | was with my mama. And I miss not having her around
like she used to be.

Another daughter stated:
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Oh, yeah, we have some times we laugh. Sometimes she come back in and be on a,
wow, | mean, all the way up. She just be like she’s totally back. And we just sit and
laugh and cackle.

These stories illustrate the relationship between caregiver and care recipient and although
the relationship changes, the daughters are still connected with their parents. A prior positive
relationship and emotional attachment motivated the daughters to care for their parents. As
one daughter said,

So then I know what | need to do to care for her. And I feel good about doing that
because | know she’s taken care of me all my life.

Another caregiver articulated this:

Our values are the same. | mean, she raised me, and she’s an excellent mom and
my dad was an excellent dad, so I like her so I can say I think it would be harder if
you were a caregiver and maybe you didn’t have a good relationship with that
parent and maybe you really didn’t like them and you were doing it because it was
the right thing to do and all that, but in her case, | think she deserves it, the best |
can do.

Even though the parent—daughter relationship changed, caregiving daughters also felt that
their relationship with their parents was bettered through caregiving:

| just got to know them in a different way that | never got to know and | really got
to experience, and still do, unconditional love.

When describing how she found satisfaction in caring, this same daughter continued:

It just makes it all worthwhile when they become so tender and so gentle and
they’re not your parents anymore in a way.

Daughters also told of their parents’ personal histories and past experiences and how this
was important in the way they approached caregiving. Many daughters felt their parents had
not had a good life and through caring for their parents, the daughter caregivers were able to
make up for this:

And knowing that my mother has been the sweetest person in the world. She never
said anything bad about anybody. We called her a Pollyanna because she always
saw the good side of everything. No matter what it was. If | was going to the doctor
and didn’t want to [she would say] ‘Well just be glad you have a doctor to go to.’

Another daughter added: ‘But I just feel like she has never ever had a great life.” Daughters
were motivated to care for their parents and in turn received satisfaction from this. One
daughter, however, did not find joy in caregiving, nor did she feel satisfaction from caring
for her mother. This daughter, possibly experiencing compassion fatigue, expressed her
hopelessness, anger, and frustration saying:

It upsets me, the disease — the horrible disease. | don’t know. When I’m bathing
her, 1 don’t have time to think about anything else, to tell you the truth. But when |
do think about it, | hate it. | hate that disease. And | don’t hate things or people, but
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| hate that disease. | hate it. And | would do anything if I could help find a cure for
it.

The relationship between parents and adult daughter caregivers likely places the caregivers
at risk for compassion fatigue; while at the same time, this close emotional relationship
provides the motivation for caregivers to care for their parents. In addition, daughters found
satisfaction in caregiving through their attachment to their parents.

All of the daughter caregivers described competing life demands, another contributing factor
for compassion fatigue. Caregivers’ competing demands ranged from husbands and jobs, to
church activities and grandchildren. Daughter caregivers had to take time from other
activities to care for their parents and often felt that they were missing out on things.
Daughters caring for parents with dementia spoke of how physically tired they were. One
daughter fell asleep on her way home from work and was in a car accident:

That kind of has my rest broken, and when | get to work the next day, I’m just no
good, I’ll be sleep all day. And I just can’t hardly function and for a while when |
would be coming home from work, I would actually be sleep, and | would just nod
off.

Another daughter described the stress she felt when trying to help her daughter plan a
wedding, while caring for her mother:

My daughter got married and | had to help her plan and do showers, and the
wedding, and all of these things around my mom. And every time something
important happened, my mother would wind up at the doctor or a hospital. It was
really, really hard.

This same daughter discussed how difficult it is for her to do all of the things in her life that
she would like to when she says,

Juggling my time, taking care of the house here, and my house there, and my job
and friends and family. It’s just hard to juggle it sometimes.

In response to caregiver strain, daughters also described feeling resentful towards their
parents when the tasks became overwhelming. One daughter describes it:

I think I had reached a point where | felt resentful toward her. | used to love the
weekends. | dread Fridays because that means that | don’t have any relief at all. All
Friday night . . . Saturday . . . Sunday.

As one daughter simply said, “You can’t stop.’

In response to competing life demands, daughter caregivers described reaching out to family
members for help and relief. Often, the help was another sibling, and some caregivers shared
that they had looked into either adult day-care or long-term care facilities for their parents.
Some caregivers had scheduled breaks from caregiving or activities to help ease some of the
caregiving burden; one daughter had weekly ‘dates’ with her husband, another had a
standing weekly phone call with her cousin, and a third daughter arranged a schedule with
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her sister for alternating weeks bathing their mother. These coping strategies allowed the
daughters to continue caring for their parents and buffered against developing compassion
fatigue.

DISCUSSION

While this study did not confirm the presence of compassion fatigue as professional
caregivers have experienced it, the interviews and statements from these daughters suggest
that family caregivers might be at risk for compassion fatigue. This analysis provides
evidence for many of the concepts from the model of the compassion fatigue process (Figure
1) leading to a caregiver developing compassion fatigue. Daughter caregivers articulated the
contributing factors for compassion fatigue as an inability to detach, or attachment, other life
demands, and an exposure to suffering expressed by the themes of uncertainty and doubt.

Adult daughters in this study described feelings of uncertainty and doubt in response to
caring for a parent with AD. While uncertainty and doubt were not contributing factors
represented in Figley and Roop’s (2006) model of the compassion fatigue process, these
themes demonstrate the complexity in providing care for a parent with AD and are reflective
of a perceived suffering. Daughters perceived suffering of a parent and tried to minimize this
suffering, but were often unsure how best to react and doubted their responses to distressing
situations for their parents. The feelings of uncertainty and doubt found in this study are the
outcomes of the daughters’ exposure to suffering and the fear they felt that something
upsetting would happen to their parent if their response was not appropriate. The daughters
in this sample tried to prevent their parents from experiencing the negative outcomes related
to AD, such as when a parent could not remember a daughter’s name. This exposure to
suffering and the caregivers’ desire to decrease the suffering are the first steps in the process
of compassion fatigue.

The themes of uncertainty and doubt found in this study are similar to the feelings of
inadequacy and powerlessness experienced by nurse-daughters while assisting with care for
a parent in long-term care (Ward-Griffin et al., 2011). Based upon these and their other
findings, Ward-Griffin and colleagues (2011) concluded nurse-daughters were at risk for
compassion fatigue. In another study, Lu and Haase (2009) concluded that family
caregivers’ spouses with mild cognitive impairment, experienced ‘shock, anger, guilt,
frustration, sadness, loneliness, helplessness, and uncertainty’ (p. 9). Participants in their
study, however, had not been diagnosed with AD, as were the care recipients in Project
ASSIST.

All daughters experienced strain and described competing life demands. Other studies have
generated similar findings particularly when participants were adult children caring for a
parent with dementia (Conde-Sala et al., 2010; Wang et al., 2011). Strain and other demands
often are associated with care-giver employment (Conde-Sala et al., 2010; Wang et al.,
2011). One participant in this study described such exhaustion that she fell asleep behind the
wheel while returning home from work. When considered in combination with the exposure
to perceived suffering and a desire to minimize or alleviate the suffering, these other
demands place the caregivers at risk for compassion fatigue.
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In addition, all 12 daughters articulated strong, ongoing attachment to their parent.
Attachment and affection for the parent may demonstrate the daughters’ inability to detach
from the caregiving situation, which in professional caregivers was another factor
contributing to development of compassion fatigue. However, the attachment between a
daughter caregiver and parent might be a protective factor against compassion fatigue. Many
daughters in this study linked their satisfaction with providing care to their relationship with
their parent. The daughters interviewed often spoke of attachment in a positive sentiment
and it was their motivation to continue caring. A longitudinal study with 116 married or co-
habiting dementia caring dyads, found caregivers with secure attachment had significantly
higher levels of wellbeing than caregivers with insecure attachment (Perren, Schmid,
Herrmann, & Wettstein, 2007). Roughly 75% of couples in the study were securely attached
and although this study did not include adult children, the results illustrate the important
effect attachment might have on the caregiver’s emotional wellbeing (Perren et al., 2007).
Additional, in-depth understanding of the relationship between attachment and the inability
to detach would provide more information about the application of compassion fatigue to
family caregivers.

The findings from this study are similar to other studies of dementia caregivers and describe
the difficulty in caring for a family member with dementia (Bandeira et al., 2007; Ott et al.,
2007; Papastavrou, Kalokerinou, Papacostas, Tsangari, & Sourtzi, 2007). Healthcare
providers need to be aware that family caregivers might be at risk for compassion fatigue,
and more research on compassion fatigue in family caregivers is needed to fully understand
compassion fatigue as experienced by family caregivers. Future research might enable
healthcare professionals to identify family caregivers who are at particular risk for
compassion fatigue. With this knowledge, researchers might develop screening tools to help
identify this vulnerable group of caregivers and track the outcomes of interventions designed
to help family members cope more effectively with compassion fatigue.

Once compassion fatigue is recognized and effectively examined in family caregivers,
healthcare providers will be positioned to develop and test interventions. Adult children
caregivers represent a rapidly growing segment of the caregiving population and need
interventions and assistance because they are suffering negative consequences of caregiving.
If nurses are able to understand and recognize compassion fatigue, we can alleviate selected
contributing factors, such as an exposure to suffering, thereby protecting the caregiver from
the development of compassion fatigue. Nurses can support family caregivers through
interventions directed at decreasing uncertainty and providing caregivers with increased
feelings of control and ability. In addition, interventions designed to capitalize on the
attachment between a caregiving daughter and her parent might allow care-givers the
opportunity to draw resilience from their parent—child relationship. Further interventions
might include anticipatory guidance and support for caregivers at risk for compassion
fatigue. Other interventions might incorporate online resources that would fit into
caregivers’ complicated schedules.

There are limitations that should be considered when interpreting the results. This study
included 11 daughters caring for a mother and only one daughter caring for a father. While
different themes were not evident in our analysis between these daughters, a larger sample
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might reflect additional challenges related to caring for a father compared with a mother.
Future studies should attempt to address this limitation and explore the effects of parent
gender on daughter caregiver responses in further detail.

Most daughters in this study reported having some type of support, whereas in prior studies,
only 68% of family caregivers for adult care recipients with various illnesses reported
having help from at least one unpaid caregiver and 65% of dementia caregivers used at least
one community service (Brodaty, Thomson, Thompson, & Fine, 2005; National Alliance for
Caregiving & AARP, 2009). Many daughters in this study who provided care in their home
used outside services, such as adult daycare or had aides come into the home to assist with
care. Those that did not, relied on family members for respite care. The disproportionate
presence of outside support might be due to the nature of the ASSIST parent study. By
virtue of this, participants were already likely seeking help of some kind. It is possible,
given the importance of support as a moderator for compassion fatigue, that women with
little or no support may display indications of compassion fatigue to a greater degree than
the daughters in this study.

Lastly, the aims and research questions for this study differed from those of the parent study.
Caregivers in the parent study were asked to describe three difficult or stressful aspects of
caregiving that occurred in the past month and to describe three aspects of caregiving they
found to be positive, or events that went well in the past month. Those questions focused
caregivers’ answers on difficult or positive aspects of caregiving, but other known
contributing factors to compassion fatigue, such as traumatic memories, might have been
omitted from the conversation.

CONCLUSIONS AND RECOMMENDATIONS

This study is the first to explore the concept of compassion fatigue among daughters caring
for a parent with dementia at home. Study findings demonstrated these daughters
experienced contributing factors of compassion fatigue, and thus appeared to be at risk for
developing compassion fatigue. These findings support the importance of a larger study
exploring compassion fatigue and its contributing factors and consequences in this
population. Future studies should examine compassion fatigue and the negative outcomes
associated with it in at risk caregiver populations. If compassion fatigue in family caregivers
is well understood, healthcare providers may be able to assess family caregivers for its
presence, and intervene. Healthcare providers, particularly nurses, are in a role to identify
family caregivers at risk for compassion fatigue and provide emotional and practical support
to these caregivers to reduce or ameliorate compassion fatigue.
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FIGURE 1.
The Compassion Fatigue Process originally designed by Figley in 2001, and later presented

in Figley & Roop (2006).
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