
Hospice caregiver depression: The evidence surrounding the
greatest pain of all

Debra Parker Oliver, PhD, MSW [Professor],
Curtis W. and Ann H. Department of Family and Community Medicine, University of Missouri,
Medical Annex 306G, Columbia, Mo 65212, 573-356-6719

David L. Albright, PhD, MSW [Assistant Professor],
MU School of Social Work, University of Missouri

Karla Washington, PhD, MSW [Assistant Professor],
Kent School of Social Work, University of Louisville

Elaine Wittenberg-Lyles, PhD [Associate Professor],
University of Kentucky, Markey Cancer Center and Department of Communication

Ashley Gage, MSW [Doctoral Candidate],
School of Social Work, Senior Research Specialist, University of Missouri

Megan Mooney, MSW [Research Specialist], and
University of Missouri

George Demiris, PhD [Professor]
Biobehavioral Nursing and Health Systems, School of Nursing & Biomedical and Health
Informatics, School of Medicine, University of Washington
Debra Parker Oliver: oliverdr@missouri.edu

Abstract
Terminal illness affects the entire family, both the one with the illness and their loved ones. These
loved ones must deal not only with the loss but with the challenges of managing daily care. The
purpose of the systematic review of the peer-reviewed literature was to identify and explore
depression and related interventions for caregivers of hospice patients. While the prevalence of
depression reported in the identified studies of hospice caregivers ranges from 26–57%, few
interventions specific to this population have been tested and the research methods have been only
moderately rigorous.
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The work of Dame Cicely Saunders at St Joseph’s Hospice in Hackney, East London proved
to be instrumental in re-defining care for the dying and creating a philosophy of care that
later became the foundation for the modern hospice movement (Clark, Smith, Wright,
Winslow, & Hughes, 2005). Her experience as a nurse, physician, and social worker
provided the foundation for the development of two of Saunders’ most important principles
which serve as the backbone of hospice care. First was the importance of focusing on the
management of pain; second, was her acknowledgement that patients and their loved ones
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suffer at the end of life and, thus, both require care. These principles are paramount today as
hospice promotes the management of total pain (comprised of physical, mental, social,
existential and spiritual distress) and considers both the patient and family as the unit of
care. In fact, Saunders claimed that “mental distress may be perhaps the most intractable
pain of all” (Saunders, 1963, p. 64).

Terminal illness affects not only the individual with the diagnosis but also the loved ones
who surround him or her and, most of all, the caregiver (family members and/or friends)
who manages daily care needs. Research has found that all aspects of a caregiver’s life are
affected including physical, emotional, and social well-being (Wilder, Parker Oliver,
Demiris, & Washington, 2008). Caregivers have been found to experience anxiety,
depression, physical symptoms, and strain in marital relationships (McMillan, 2005).
Caregivers of dying people have been identified as being at greater risk for depression,
health problems and increased mortality rates than the general population (Gough &
Hudson, 2009; McMillan, 2006). It therefore seems appropriate that hospices should use
tools for the routine screening of common types of mental distress.

Among the dimensions that comprise total pain at the end of life, depression remains under-
diagnosed in hospice care (Ani, Bazargan, & Hindman, 2008; Block, 2000). Social workers
-- members of the hospice team -- are trained in family psychosocial assessment and are the
key to identifying caregivers at risk (Gladjchen, 2011). Likewise, social workers provide
numerous interventions for individuals suffering from emotional or mental distress,
including depression. Research, while informing the presence of depression and other
mental and emotional pain, has not produced adequate evidence about the effectiveness of
interventions, particularly related to hospice family caregivers. Most research has been
descriptive and evaluative with only a limited number of clinical trials having been
conducted (McMillan, 2005). Similarly, the use of specific standardized instruments for
assessment and screening of hospice caregivers has been limited, and hospice providers
standardly use no specific instrument. In fact, documentation of any systematic assessment
of caregivers in hospice has been found to be sparse (Hermann & Looney, 2001; McMillan,
Small, & Haley, 2011).

The purpose of this systematic review of the peer-reviewed literature was to identify and
explore depression and related interventions for caregivers of hospice patients. The review
sought to answer three research questions. First, what standardized measures or instruments
have been used to assess depression in caregivers of hospice patients? Second, what is the
known prevalence of depression in hospice caregivers? And, finally, which interventions
have been shown to be effective in treating depression in hospice caregivers?

Methods
A systematic review of the published peer-reviewed literature was undertaken to assess the
evidence related to the prevalence and treatment of depression of caregivers in the hospice
setting. CINAHL, Medline, PsycINFO, and Scopus were searched for studies published
between January 1, 1970 and August 24, 2012. Key phrases in the search included “hospice
caregiver depression”, “caregiver depression intervention”, “caregiver depression
measurement”, “caregiver depression frequency”, “caregiver depression assessment”,
“caregiver depression epidemiology”, “hospice depression intervention”, “depression
hospice systematic reviews”, “hospice caregivers’ ‘quality of life’”, “depression/ [therapy]
caregivers”, “hospice care caregivers’ depression”. Studies were included if they were
published in English in peer-reviewed journals, reported empirical data, and were specific to
caregivers hospice patients in the United States. Studies on bereavement were only included
when there was a measure of pre-loss depression. Also excluded were studies of caregivers
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who were in general palliative care programs, rather than hospice-specific programs. The
search was limited to U.S. hospice caregivers because the definition of an enrolled “hospice
patient” is uniquely different in the United States. In the United States, reimbursement
limitations are required for hospice care (such as life expectancy of six months) thereby
resulting in a significant number of US hospice patients receiving homecare rather than care
in a “hospice inpatient facility”. Caring for an individual at home often adds additional stress
to the hospice caregiver (D. Lau et al., 2012; D. T. Lau et al., 2010). Two members of the
research team reviewed the abstracts and papers and jointly agreed on the final set of articles
for the sample.

Once a final set of articles was identified by applying the exclusion and inclusion criteria,
duplicates were removed, and data were extracted from each article using a standardized
form. The extraction process identified the authors, sample size, research questions, study
design, and findings. Data collected from the standardized form were entered into an Excel
spreadsheet for analysis.

After identifying the final sample of published studies and extracting the data, each article
was scored using the techniques suggested by Gysles and Higginson (2007) for systematic
reviews in palliative medicine. As suggested, each study received a score to reflect its
methodological rigor. A standardized scoring form was developed to promote reliability in
scoring across studies (see Tables 1 and 2). The quantitative articles were scored using a
format modified from Gysles and Higginson (2007) that recognized differences between
observational and experimental research. Higher scores represented higher scientific rigor in
data collection, analysis, and reporting using this technique. Scores ranged from 0–22
depending on the presence of elements influencing the rigor. Articles with scores of 0–7
were considered weak evidence, scores of 8–15 moderate, and scores of 16–22 reflected
strong evidence (see Table 1).

Likewise, the methodological rigor for qualitative research articles was assessed using a
standardized scoring form modified from the work of Greenwood and colleagues (2009).
There is debate regarding the feasibility of quality assessment in qualitative research, and
there is no gold standard scoring criteria for qualitative research. Greenwood’s model was
selected because of its inclusion of relevant elements from several qualitative assessment
frameworks and the ease of assessment and scoring generated from this approach. Similar to
the quantitative scoring, a higher score reflects a higher degree of methodological rigor in
data collection, analysis, and reporting (see Table 2). Articles were scored on a 0–11 scale.
In general, the more transparent the data collection and analysis, or the better detailed the
procedures, the higher the score, as rigor in qualitative studies is often based on the
trustworthiness of data (Tashakkori & Teddlie, 2003).

Two members of the research team independently reviewed articles (AG, MM) and graded
all evidence using the above approach. All inconsistencies were reviewed and a discussion
led to consensus on final scores. The final scores were reviewed by the first author (DPO)
and no changes were made.

Results
The initial search strategy identified 225 published articles that met the criteria outlined.
After a review of the abstracts and elimination of duplicates from the combined databases, a
list of 164 studies was generated. Further, after application of the inclusion/exclusion
criteria, 16 unduplicated, peer-reviewed, empirically-based caregiver depression studies in
hospice care published before August 24, 2012 were assembled; these studies comprise the
final sample analyzed in this review. Figure 1 is a flow diagram of the sampling process.
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The 16 studies were published in 10 unique journals, with no journal publishing more than
three of the studies; indicating limited journal bias. The studies involved 44 different authors
(including co-authors), however three teams of researchers published 11 of the 16 papers.
Funding was acknowledged in 12 studies and included the National Institute of Mental
Health (NIMH), National Cancer Institute (NCI), and the National Institute of Nursing
Research (NINR), numerous foundations, and several university funding sources. The mean
sample size of all studies was 146, although there was a large variance with a range of 6 to
702. The majority (9) of these articles were a sub-study, based on data from larger studies.
Four studies involved an initial assessment of depression in hospice caregivers; however, the
focus of these studies were during the bereavement phase following the hospice experience.
Table 3 identifies and summarizes the articles in the sample.

Analysis of the methodological rigor found that all but one of the studies employed
statistical analysis for evaluation and hypothesis testing. Based on the modified Gysles and
Higginson (2007) model, the quality of the evidence was varied, as scores ranged from 1–
17. There were three studies with scores that indicated weak evidence, and one study with a
score of 17, indicating it was strong evidence. The strength of the majority of the evidence
was moderate. One study was a mixed methods study, and the qualitative score of eight
reflected moderate strength of evidence, matching the moderate score of nine for its
quantitative component.

Measurement of Depression in Hospice Caregivers
Within these 16 studies there were four different instruments utilized to assess hospice
caregiver depression. The most common instrument was Center for Epidemiological
Studies-Depression (CES-D), used in 10 studies. The next most common tool was the
Structured Clinical Interview for the Diagnostic and Statistical Manual of Mental Disorders
(SCID), used in five of the projects. The remaining project used both the Beck Depression
Inventory (BDI) and the Hamilton Psychiatric Rating Scale for Depression (HPRSD).

Frequency of Depression in Hospice Caregivers
In examining the evidence concerning the frequency of depression among caregivers in
hospice, nine articles reported a prevalence percentage for depression. The reported range of
frequency of depression reported in the identified study samples was between 26% and 57%
at baseline measure. There was not a consistent time point following hospice enrollment that
this baseline measure was assessed. Some studies obtained baseline measures shortly
following hospice enrollment, while others did so days or weeks following hospice
enrollment. The effect of this variance in timing of assessment on the accuracy of the
prevalence is unknown.

Interventions for Depression in Hospice Caregivers
There were three intervention studies designed to address depression. One intervention, a
randomized trial, hypothesized that providing an assessment of depression and other
outcomes to hospice teams would result in better outcomes. There was no significant
improvement in caregiver outcomes and the intervention was not deemed successful in
addressing caregiver-related concerns (McMillan et al., 2011). The second and third
intervention studies tested the feasibility of caregivers’ participation in a telephone support
program. While the hospice caregivers’ depression decreased, both studies were limited with
small sample sizes (Kilbourn et al., 2011; Walsh & Schmidt, 2003).
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Discussion
While the review revealed that there has been some intervention research done with
caregiver depression as an outcome, the evidence is sparse and noticeably weak in its
methodological rigor. The majority of the research in this area is descriptive in nature and
consists of small pilot studies. There is noticeable inconsistency in the demographics
collected among studies and a lack of attention to the assessment of physical health
measures, despite the mental health literature that consistently ties depression and physical
health (Pinquart & Sorensen, 2007). Two specific tools, the CES-D and SCID, dominated
these studies as depression measures. The question as to which instruments best measure
depression in the hospice caregiver population, however, is still unknown and has not been
thoroughly evaluated.

Using even the most conservative estimates of prevalence for d7%epression, more than a
quarter of caregivers, it is clear that a significant number of hospice caregivers are suffering
from depression. It is also evident that we do not have a strong amount of evidence
supporting any one intervention or approach to treating this problem within the hospice
setting. The bereavement studies provide indication that perhaps depression experienced by
hospice caregivers is situational in nature, as most caregivers’ depression fell below a
clinical threshold post-caregiving. However, this conclusion cannot be definitive based on
the evidence from the small number of existing studies.

The reviewed studies indicated that women may be more depressed than men in hospice
caregiving situations and that the diagnosis of the patient has little impact on the caregiver’s
depression. Once again, the limitations of the existing research do not allow us to make
definitive conclusions regarding the relationship between any demographic variables and
hospice caregiver depression; however, these indications can be helpful in facilitating
additional research on these relationships.

The interventions in these studies had mixed results. It is clear from the McMillan (2011)
study that assessment of caregiver depression alone does not result in effective treatment.
This is an important finding as it informs researchers that future work should address both
assessment and treatment modalities. This may indicate that treatment of depression may not
be a common skill within hospice teams in the same way that the treatment of physical pain
may be. Research and science in the physical management of pain was found by the Agency
on Health Research and Quality (AHRQ) to be the strongest focus in palliative care, while
research on the psychosocial treatment issues was nearly non-existent (Dy et al., 2012).
Intervention research from this review finds promise in interventions focused on social
support, a known approach within mental health for addressing depression (Dy et al., 2012).
While the studies reviewed here are limited by small sample size and weak methodological
rigor, they do provide promising pilot data that interventions focusing on increasing social
support in active caregiving hold promise on affecting change on levels of depression.

The support of the NIH for these studies is also noteworthy and encouraging. The NIH has
only recently begun supporting research in end-of-life care, and the NINR has been the lead
institute in funding this area (Aziz, Miller, & Curtis, 2012). The area of caregiver depression
is an excellent example of necessary research in palliative medicine and hospice where
multi-institute support seems appropriate.

Conclusion
Although research is sparse and varies in methodological rigor, there is evidence that
depression is a common concern for hospice caregivers. Despite its prevalence, consistent
assessment and evidence-based interventions for use by hospice professionals are limited.
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These conclusions are consistent with findings from other studies on hospice caregiving that
concluded that the amount of evidence is small and the rigor is less than desirable (Aziz et
al., 2012). Additional randomized controlled trials are needed to test the effectiveness of
measurement instruments, assessment processes, and interventions for the treatment of
depression in hospice caregivers. The NIH appears to be supportive of funding for these
studies and researchers could assist the hospice practice community by embracing the
opportunity to build the necessary evidence base to address the quality of life for hospice
caregivers.
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Figure 1.
Flowchart of Sample
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Table 1
Method to score quantitative articles

(Gysels & Higginson, 2007)

1. Aims/outcome (observational and experimental)

 a. Defined at outset 2

 b. Implied in paper 1

 c. Unclear 0

 d. Cohort/descriptive study only/not applicable

2. Sample formation (observational and experimental)

 a. Random 2

 b. Quasi-random; sequential series in given setting or total available 1

 c. Selected, historical, other, insufficient information 0

 d. Cohort/descriptive study only/not applicable

3. Inclusion/exclusion criteria (observational and experimental)

 a. Explicitly described 2

 b. Implied by patient characteristics, setting 1

 c. Unclear 0

 d. Cohort/descriptive study only/not applicable

4. Subjects described (observational and experimental)

 a. Full information 2

 b. Partial information 1

 c. No information 0

 d. Cohort/descriptive study only/not applicable

5. Power of study calculated (observational and experimental)

 a. Yes 2

 b. No 0

 c. Cohort/descriptive study only/not applicable

6. Outcome measures (observational and experimental)

 a. Objective 2

 b. Subjective 1

 c. Not explicit 0

 d. Cohort/descriptive study only/not applicable

7. Follow-up* (observational and experimental)

 a. >80% of subjects available for follow up 2

 b. 70–80% of subjects available for follow up 1

 c. < 70% of subjects available for follow up 0

 d. Cohort/descriptive study only/not applicable

8. Analysis (observational and experimental)

 a. Intention to treat/including all available data 2

 b. Excluding drop-outs but evidence of bias adjusted or no bias evident 1

 c. Excluding drop-outs and no attention to bias or imputing results 0

 d. Cohort/descriptive study only/not applicable
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9. Baseline differences between groups (experimental only)

 a. None or adjusted 2

 b. Differences unadjusted 1

 c. No information 0

 d. Cohort/descriptive study only/not applicable 0

10. Unit of allocation to intervention (experimental only)

 a. Appropriate 2

 b. Nearly 1

 c. Inappropriate or no control group 0

 d. Cohort/descriptive study only/not applicable 0

11. Randomization/method of allocation of subjects (experimental only)

 a. Random 2

 b. Method not explicit 1

 c. Before exclusion of drop-outs or non-randomized 0

 d. Cohort/descriptive study only/not applicable 0

Total score

*
Follow up modified from original to reflect time frames identified in the study and percentages changed to reflect high attrition found in hospice

studies
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Table 2
Method to score Qualitative articles

(Greenwood et al., 2009)

1. Is there a clear connection to an existing body of knowledge/theoretical framework?

 a. Yes 1

 b. No 0

2. Are research methods appropriate to the question being asked?

 a. Yes 1

 b. No 0

3. Is the description of the context for the study clear and sufficiently detailed?

 a. Yes 1

 b. No 0

4. Is the description of the method clear and sufficiently detailed to be replicated?

 a. Yes 1

 b. No 0

5. Is there an adequate description of the sampling strategy?

 a. Yes 1

 b. No 0

6. Is the method of data analysis appropriate and justified?

 a. Yes 1

 b. No 0

7. Are procedures for data analysis clearly described and in sufficient detail?

 a. Yes 1

 b. No 0

8. Is there evidence that the data analysis involved more than one researcher?

 a. Yes 1

 b. No 0

9. Are the participants adequately described?

 a. Yes 1

 b. No 0

10. Are the findings presented in an accessible and easy to follow manner?

 a. Yes 1

 b. No 0

11. Is sufficient original evidence provided to support the relationship between interpretation and evidence?

 a. Yes 1

 b. No 0

Total Score
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