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Executive Summary 

In the past decade, shifts toward providing care at home to dying patients have resulted in 
increased demands on family caregivers (FCGs). While FCGs are willing to provide care, the 
burden of caregiving can exceed their capacity to cope. Family caregivers often focus on the 
needs of the dying person, neglecting their own physical and mental health.  

Little attention has been given to the positive aspects of the caregiving experience and why 
some FCGs seem to manage better than others, even when they are under similar caregiving 
demands. This research aims to balance the emphasis on FCG burden, to examine factors that 
influence healthy outcomes for family members providing end-of-life cancer care at home. 

The specific research objectives of this study were to: 

1.       Explore factors that influence family caregiver coping in end-of-life cancer care;   

2.       Determine the relationship between these factors and family caregiver outcomes of quality 
of life and depression; 

3.       Determine which FCGs are most at risk of negative health outcomes such as reduced 
quality of life and depression;  

4.       Determine the FCGs who, in demanding situations, nevertheless seem to manage well and 
are least at risk of negative health outcomes; and  

5.       Determine the coping strategies used by FCGs. 

Our hope is that the findings from this study will be used to inform the development of health 
interventions directed toward FCGs having difficulties managing, who themselves may become at 
risk of needing health care services, and who may experience reduced quality of life, 
depression, and other health problems as a result of caregiving.  

Research Design 

This was a mixed method (qualitative/quantitative), multi-site study of FCGss caring for someone 
with cancer at end-of-life. Data were collected in
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Family Caregiver Coping in End-of-life Cancer Care 

Background and Research Objectives 

In the past decade, shifts toward providing care at home to dying patients have resulted in 
increased demands on family caregivers (FCGs). Despite FCGs’ willingness to provide care, 
research suggests the burdens associated with caregiving often greatly exceed FCGs capacity to 
cope1. Many family caregivers neglect their own physical and mental health, focusing only on 
the needs of the dying person2 3. A growing body of evidence suggests that up to one-third of 
palliative caregivers exhibit depressive symptomatology and other mental and physical problems 
that may affect their long-term health4 5 6 7 8.  
 
While much attention has been placed on the deleterious effects of caregiving on family 
members of the dying, little attention has been given to the positive aspects of the caregiving 
experience9. There has been surprisingly little research examining why some FCGs seem to 
manage better than others, even when they are under similar caregiving demands. This research 
aims to balance the emphasis on FCG burden, to examine factors that influence healthy 
outcomes for family members providing end-of-life cancer care at home. 
 
The specific research objectives of this study were to: 
 
1. Explore factors that influence family caregiver coping in end-of-life cancer care;   
2. Determine the relationship between these factors and family caregiver outcomes of quality 

of life and depression; 
3. Determine which FCGs are most at risk of negative health outcomes such as reduced quality 

of life and depression;  
4. Determine the FCGs who, in demanding situations, nevertheless seem to manage well and 

are least at risk of negative health outcomes; and  
5. Determine the coping strategies used by FCGs. 

 
Our hope is that the findings from this study will be 
used to inform the development of health 
interventions directed toward FCGs having difficulties 
managing, who themselves may become at risk of 
needing health care services, and who may 
experience reduced quality of life, depression, and 
other health problems as a result of caregiving.  
 
By better understanding the components that are 
associated with positive appraisal of caregiving, we 
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Research Approach and Methods 
 
This was a mixed method (qualitative/quantitative), multi-site study. The study took place in 
three urban centres in Western Canada, all with well-established palliative care services. Data 
were collected in two phases and in a variety of ways. 
 
In Phase I, data were collected by: 
 
Ê In-depth semi-structured qualitative interviews with a purposive sample of 29 FCGs currently 

providing end-of-life cancer care;  
Ê In-depth semi-structured qualitative interviews with a purposive sample of 17 bereaved FCGsi; 
Ê Three focus group interviews with bereaved FCGs (n=19); and 
Ê Two focus group interviews with health care providers (n=14) to supplement data from the 

FCG interviews.  
 
In Phase II, data were collected by: 
 
Ê Administration of a series of questionnaires (see Appendix A for a complete list of 

questionnaires) to a consecutive sample of 264 FCGs currently providing end-of-life cancer 
care and 53 bereaved FCGsii 
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Data Analysis 
 
An interpretive thematic analysis10 was completed on all qualitative data. As these data were 
collected, they were transcribed and checked for accuracy against the taped recordings. 
Transcripts were read over several times to identify recurring themes and illustrative examples 
from the data were highlighted. As more data were collected and reviewed, coding categories 
were revised and refined.  
 
For the purpose of this report, standard univariate and bivariate statistics such as means and 
correlations are used to report on all quantitative data and to examine the associations among 
variables. More in-depth multivariate analyses are currently ongoing and will be reported in 
future peer-reviewed publications.  
 

Findings 
 
We begin our discussion of study findings by focusing on Phase I qualitative findings which 
describe factors that influence family caregiver coping in end-of-life cancer care. Following 
presentation of these data, we then report Phase II quantitative findings.  
 
Phase I: Qualitative Findings 
 
Profile of Family Caregiver Participants 
 
In total, 46 FCGs participated in a face-to-face qualitative interview. Of these 46 FCGs, 29 were 
currently providing end-of-life care and 17 were bereaved. An additional 19 FCGs participated in 
one of three focus group interviews (one group in each of the study sites), for a total FCG 
sample of 65 in Phase I.  
 
All participants were Caucasian with 37% identifying as of European descent. The average age 
was 62 years, 66% were caring for their spouse or partner and 47% were retired. Providing care 
at home carried a substantial workload with 62% of participants stating they provided care more 
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(3) the patient’s recognition of the caregivers’ contribution to their care;  
(4) the quality of the relationship between the caregiver and dying person; and  
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Ê having access to relevant and timely information that was presented in a logical and coherent 
manner (such as information on how to care for the patient (e.g., bathing, toileting, feeding, 
managing pain, and the health and social services that were available to them); and 
Ê having reassurance that the health care system would be there to support them when they 

most needed it.  
 

``She [nurse] phones and says, “Well, how are the things?”  I think it does help 
because you’re not alone. You feel like there is somebody there if you need 
them.  If you need the help, there is help there.  I think that makes it quite a lot 
[of difference to my coping]. Yes it does … There’s somebody else that cares, you 
know … If I need something, I can phone and I’ll have help.  I’m not the person 
to phone just for anything. If it’s something really serious, then of course I’ll 
either phone or I’ll take him to the hospital.  But it’s there.  It’s a security more 
than anything. It’s a security.  That’s the word for it.  It’s a security.`` 
 

Prompt response by and practical help from health care providers at the time of unpredictable 
patient events helped caregivers to continue coping with the demands of home-based care. 
Knowing that they were not alone in their caregiving journey and that help was a phone call 
away was more important to some caregivers than having health care providers physically 
present.  
 
Phase II: Quantitative Findings 
 
As previously stated, the primary aim of Phase I was to inform our decisions about the kinds of 
topics to study in Phase II. Findings from Phase I, along with a review of existing research, 
suggested that a number of variables might be impo
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Working with Family Caregivers 
 
Many FCGs talked about or implied a number of things that health care providers could do to 
help them in managing the demands of caregiving. The patient’s recognition of the caregivers’ 
contribution to their care can be a great motivation for the FCG to continuing to provide care at 
home. When FCGs feel appreciated for their efforts, both by the dying person and health care 
providers, they feel better able to cope with the demands of caregiving.  Health care providers 
can do much to facilitate such recognition, simply by recognizing FCGs themselves, and also 
encouraging the dying person to do the same.  
 
Family caregivers spoke of the important role that family and friends can have in supporting 
their caregiving experience. What was most important to them were offers of practical hands-on 
help and having support systems available that were non-judgemental.  At the same time, many 
FCGs find it difficult to ask for help or to deal with help from family and friends that is 
unsupportive. Health care providers can play a role in helping FCGs negotiate such help and 
offer advice to extended family and friends on ways to help the FCG. For instance, encouraging 
extended family and friends to participate in practical activities such as yard work, housework, 
grocery shopping, and preparing meals can, if welcomed by the FCG, alleviate some of the 
burdens associated with caregiving. Similarly, offering to stay with the dying person to give the 
FCG a break or to sleep over night so that the FCG can get some much needed sleep can do 
much to re-engergize FCGs to move forward. Encouraging or helping FCGs create “to do” lists is 
also a helpful strategy so the FCG does not have to continually repeat their need for support.  
 
Home care nurses are often the primary care providers to families in palliative care. Within the 
context of palliative care, many psychosocial issues arise and where available, nurses often call 
upon social work colleagues for assistance. However, social work assistance is not always 
available and some FCGs are reluctant to accept help from them. Our discussion group 
conversations revealed that some home care nurses are uncomfortable in dealing with 
psychosocial issues.  Additionally, where social work service is available, there is often 
pronounced role differentiation between nurses and social workers. In some instance, role 
conflict has resulted in FCGs not getting the support that is needed. Many participants 
acknowledged that the nursing-social work team works well if the roles are blended. Such a 
blending works well to meet the needs of FCGs as they appear more receptive to social work 
assistance once it is introduced and supported by the nurse. In instances where social work 
service is not available or inadequate, however, education to assist home care nurses to feel 
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Appendix A: Questionnaires Used in Quantitative Survey 
 
Questionnaire Purpose Reference 

Caregiving Assistance Scale 
(CAS) 

To measure the extent of 
care needed by the Care 
Receiver (CR). 

Cameron, J.I., Franche, R.L., 
Cheung, A.M., & Stewart, D.E. 
(2002). Lifestyle interference 
and emotional distress in family 
caregivers of advanced cancer 
patients. Cancer, 94, 521-527. 

McGill Quality of Life 
Questionnaire – Family 
Caregiver Version (MQoLQ-
FCV) 

To measure the quality of 
life, including the existence 
of psychological symptoms, 
physical symptoms, physical 
well-being, existential well-
being, and support 

Cohen, R., Leis, A.M., Kuhl, D., 
Carbonneau, C., Ritvo, P., & 
Ashbury, F.D. (2006). QOLLTI-F: 
measuring family carer quality 
of life. Palliative Medicine, 
20,755-767. 

Centre of Epidemiology 
Studies – Depression Scale 
(CES-D) 

Designed for use in the 
general population to 
indicate depressive 
symptomology. 

Radloff, L.S. (1977). The CES-D 
scale: A self-report depression 
scale for research in the general 
population. Applied 
Psychological Measurement, 
1(3), 385-401. 

Caregiver Reaction 
Assessment (CRA) 

To measure burden and 
conflict with others. 
Comprised of caregiving 
consequences (physical, 
psychological, emotional, 
social, and financial), stress 
effects, tasks, and 
restrictions that cause 
discomfort for the caregiver.  

Given, C.W., Given, B., Stommel, 
M., Collins,C., King, S., & 
Franklin, S. (1992). The 
caregiver reaction assessment 
(CRA) for caregivers to persons 
with chronic physical and 
mental impairments. Research 
in Nursing & Health, 15, 271-
283. 

Southern California 
Longitudinal Study of Three-
generation Families measures 
of positive affect 

Pertains to the quality of the 
relationship between the FCG 
and CR. 

Mangen,D.J., Bengtson, V.L., & 
Landry, P.H. (Eds.). (1988). 
Measurement of 
intergenerational relations. 
Beverly Hills, CA: Sage. 

Caregiver Impact Scale (CIS) 
 

Measures lifestyle 
interference or interference 
with other roles. It is the 
extent to which CRs illness or 
treatment interferes with the 
FCGs ability to participate in 
a variety of valued activities. 

Cameron, J.I., Frache, R.L., 
Cheung, A.M., & Stewart, D.E. 
(2002). Lifestyle interference 
and emotional distress in family 
caregivers of advanced cancer 
patients. Cancer, 94, 521-527. 
 

Ways of Coping Scale- Short 
Version (WoC)  

To measure the strategy used 
to manage the internal and 
external demands of stressful 
situations. 

Folkman, S., Lazarus, R.S., 
Pimley, S., & Novacek, J. (1987). 
Age differences in stress and 
coping processes. Psychology 
and Aging, 2, 171-184. 
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Queen’s Quality Care Survey 
(QoC) 

To measure the FCGs 
satisfaction with health care 
received by the patient and 
family. 

Heyland, D.K., Dodek, P., 
Rocker, G., Groll, D., Gafni, A., 
Pichora, D., Shortt, S., Tranmer, 
J., Lazar, N., Kutsogiannis, J., & 
Lam, M. (2006). What matters 
most in the end-of-life care: 
perceptions of seriously ill 
patients and their family 
members. Canadian Medical 
Association Journal, 174(5), 
DOI:10.1503/cmaj.050626. 

Family Caregiving Inventory 
To measure how prepared 
the FCG felt for the demands 
of caregiving. 

Archbold, P.G., Stewart, B.J., 
Greenlick, M.R., & Harvath, T. 
(1990). Mutuality and 
preparedness as predictors of 
caregiver role strain. Research 
in Nursing & Health, 13, 375-
384. 

Life Orientation Test-Revised 
(LOT-R) 

To measure the level of 
optimism of the FCG.  

Scheier, M.F., Carver, C.S., & 
Bridges, M.W. (1994). 
Distinguishing optimism from 
neuroticism (and trait anxiety, 
self-mastery, and self-esteem): 
A re-evaluation of the life 
orientation test. Journal of 
Personality and Social 
Psychology, 67(6), 1063-1078. 

Perceived Stress Scale (PSS) To measure the degree of 
stress felt by the FCG 

Cohen, S., Kamarck, T., & 
Mermelstein, R. (1983). A global 
measure of perceived stress. 
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Appendix B: Phase 1 Demographics 
 

Age: N = 64; Mean = 62; Range = 33 - 87 
Gender:  N = 65; Female = 51; Male = 14 
Variable Number % (Rounded) 
Education N = 65   
     High school or less 28 43 
     Greater than high school 37 57 
Ethnicity N = 65   
     Caucasian 65 100 
     Other 0 0 
FCG Living Arrangements N = 64   
     Yes, lives with patient 49 77 
     No, lives in separate dwelling 15 23 
Employment N = 65   
     Working (full-time, part-time, or self employed) 22 34 
     Retired 37 57 
     Other (paid/unpaid leave, not employed) 6 9 
FCG Relationship with Patient N = 65   
     Spouse 43 66 
     Parental 12 19 
     Other (friend or other family member) 10 15 
Patient Primary type of Cancer N = 65   
     Lung 11 17 
     Gastrointestinal 12 19 
     Prostate 7 11 
     Breast and female sex organs 9 14 
     Brain 9 14 
     Other 17 25 
Bereaved N = 65   
     Yes 36 55 
     No 29 45 
Number of Hours Caregiving per Week N = 29   
less than 10 1 3 
     11-20 hours    3 10 
     21-40 hours 4 14 
     41-60 hours 5 17 
     61-150 hours 7 24 
     24/7 9 31 
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Appendix C: Phase 2 Demographics 
 
Age: N = 317; Mean = 58; Range = 23 - 93 
Gender: N = 317; Female = 220; Male = 97 
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Hours per Week Providing Care N=316   
     10-20 43 14 
     21-30 47 15 
     31-40 30 10 
     41-50 28 9 
     51-60 7 2 
     61-70 13 4 
     71-80 8 3 
     >80 140 44 
Someone Unpaid who Assists N=316   
     Yes 214 68 
     No 102 32 
Anyone else FCG provides help to N=316   
     Yes 77 24 
     No 239 80 
Besides cancer, does the patient have any other 
health problems? N=317 

  

     Yes 204 65 
     No 113 36 
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