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Abstract
Objectives: The aims of this metasynthesis study were to (1) explore the transition experience
of family caregivers caring for persons with advanced cancer receiving palliative/hospice care and
living in the community and (2) describe potential triggers and what influences this experience.

Methods: Sandelowski and Barrosso’s methodology for synthesizing qualitative research was
used and included (a) a comprehensive search, (b) appraising reports of qualitative studies, (c)
classification of studies, and (d) synthesis of the findings. Research team members guided this
process. Following a comprehensive search, 15, 472 studies were reviewed and assessed against
five inclusion criteria: (a) studies on the experiences of caregivers of persons with advanced
cancer (all genders, 18+ years of age) living in the community, (b) studies published in English
from any country, (c) studies using qualitative and mixed methods designs, and (d) studies
published between 2004 and 2014.

Results: Preliminary findings from the 72 studies that met the inclusion criteria, suggest that
caregivers of persons with advanced cancer living in the community experience multiple,
concurrent transitions. The types of transitions were reflected in 5 overlapping themes: a)
environmental, b) roles and relationships, c) physical and mental health, d) spirituality and e)
priorities. The triggering events were: a) complexity of care, b) changes in the condition of the
person they were caring for (i.e. functional decline/activity limitations and acute exacerbation of
illness/ symptoms), c) conflicting demands d) financial strain, and e) family role conflict. The
participants dealt with the transitions through the processes of: a) coming to terms, b)
connecting with others, and c) redefining normal. The findings provide a beginning understanding
of the transitions experiences of caregivers of persons with advanced cancer living in the
community and are a foundation for future research.

Page |2

Background
Transitions are processes triggered by change during which a new situation or circumstance is
incorporated into their lives (Meleis et al., 2000). Caregivers of persons receiving
hospice/palliative care and living in the community experience multiple significant transitions that
impact their physical and mental health (Duggleby et al., 2010). Although several qualitative
studies have been conducted in this topic area (Funk et al., 2010), there are no reported
metasynthesis studies. Metasynthesis is a method that brings together qualitative exploratory
studies to enhance their contribution to the development of more formalized knowledge
(Zimmer, 2006). Funding was awarded from ICCER to conduct a metasynthesis study to
understand the transitions experienced by family caregivers of persons at the end of life and
what influences their transitions.

Purpose
The aims of this metasynthesis study were to (1) explore the transition experience of family
caregivers caring for persons with advanced cancer receiving palliative/hospice care and living in
the community and (2) describe potential triggers and what influences this experience. Family
caregivers will be broadly defined as including family and friends who provide ongoing assistance
to a person at the end of life. End of life was defined as receiving hospice/palliative care.
Inclusion criteria for the studies were: a) published qualitative studies (and mixed-method
designs) of the caregiving experience of caregivers of community living persons with advanced
cancer receiving hospice/palliative care, b) caregivers and care recipients are adults (18 years of
age and over), c) studies published in English in any country, d) studies published between 2004
and 2014 and e) abstracts, metasyntheses, and secondary analysis will be excluded.

Methodology
A metasynthesis of qualitative research studies on caregivers of persons at the end of life was
completed using the procedures outlined by Sandelowski and Barroso (Sandelowski & Barroso,
2007). The procedural steps were: (a) comprehensive search, (b) appraising reports of qualitative
studies, (c) classification of studies, and d) synthesis of the findings.
Demographic information about the studies (sample age, disease/illness, gender etc.) was
entered into SPSS 22 for descriptive analysis. Qualitative studies were evaluated for their quality
using the Critical Appraisal Skills Program (CASP). The CASP is a recommended tool of the Joanna
Briggs Institute and provides a standardized mechanism for appraising qualitative studies using
metasynthesis (Feder, Hudson, Ramsay, & Taket, 2006). The CASP was used to describe the
quality of the studies as the context for the metasynthesis findings. Studies were not excluded
based on the CASP score.
The reported findings from the articles were entered into NVivo 10 software for qualitative
analysis. Synthesis of the findings occurred using taxonomic analysis, constant target comparison,
and reciprocal translation. The purpose of the taxonomic analysis was to identity significant
underlying concepts and conceptual relationships. Five of the identified studies were focused
specifically on exploring the transition experience (Duggleby et al., 2010; Penrod, Hupcey,
Shipley, Loeb, & Baney, 2012; Read & Wuest, 2007; Reinke et al., 2008; Sutherland, 2009;
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Waldrop, Kramer, Skretny, Milch, & Finn, 2005). These were analyzed first to develop an initial
conceptual framework. Then the study findings were evaluated for similarities and differences
compared to the initial framework to clarify defining and overlapping attributes of transitions
experienced by caregivers and discern relationships among the interpreted concepts. Reciprocal
translations of the concepts were then used to integrate the metasynthesis findings.

Validity
The descriptive validity for this metasynthesis was maintained by (a) a comprehensive search for
literature, (b) team discussion and decisions on search terms and inclusion criteria, (c) appraisals
by two members of the team, and (d) keeping an audit trail of search results and decisions. The
team discussed the findings of the studies and themes until agreement was reached through
consensus.

Comprehensive Search
Search Terms
The research team met with the experienced librarian (Thane Chambers) to determine the search
teams. The librarian then searched MEDLINE, Embase, PsycINFO, CINAHL, Web of Science, and
ProQuest Dissertations & Theses Full Text using key search terms and subject headings for
caregivers, carers, family, friends, significant other, terminal illness, palliative, and end of life. A
qualitative and mixed methods study filter was also used. Depending upon the database and
controlled vocabularies available, each search was modified using a combination of subject
headings/key words in the title as search strategies.
Literature searches yielded 15,472 results, of which 6575 were duplicates, and 8709 were
excluded for various reasons (e.g., bereavement/grief studies, not end of life, participants not
caregiving in community setting, unclear as to which populations are captured, etc.). The initial
screening (of titles only) resulted in 219 results, which were screened by reading the abstracts. Of
these abstracts 188 references from the data base search were downloaded as full text articles.
In addition, 52 articles from other sources were reviewed for duplicates, of which 31 full text
articles were kept. In total 219 full text articles were downloaded, but 104 were excluded for the
following reasons: abstracts only, duplicate publishing, quantitative studies, secondary analysis,
narratives/editorials/case studies, studies not generalizable to Canadian context, studies not on
community living persons at end-of-life, studies not focused on family caregivers’ experiences at
end of life, studies on bereavement and grieving, studies on children, studies on chronic illness
but not end-of-life illness, studies on intervention evaluations or services evaluations. After that
review 115 full text articles remained to be included. Another review in which demographic data
of each study was entered into an excel spreadsheet revealed 43 more should be excluded for
the above stated reasons, which resulted in 72 full text articles that were included in the
metasynthesis (see Appendix 1 for attached reference list of articles included in the
metasynthesis).

Challenges associated with determining the eligibility and inclusion
Understanding the care setting of each study was the most challenging to determine. Some
studies clearly stated the focus of the study was on family caregivers providing care in the home.
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Some studies had a sample of mixed care settings interviewing family caregivers providing care at
home, community, hospital and/or hospice. However many studies only stated where the sample
was recruited, for example recruitment from oncology clinic, recruitment from family support
groups, or recruitment from hospice. Many studies recruited through hospices, which were the
most challenging to determine as many hospices (especially American) provide inpatient care,
home based care, day programming, respite, etc. As well some reveal during the course of the
study the care setting changed, for example from hospital to home to hospice. Perhaps, the lack
of clarity and ambiguity of care settings in these studies reveals that change in care setting may
be one of the ongoing environmental transitions of end-of-life care.

Figure 1: Results of Search

Page |5

Most studies did not define end-of-life care. If a definition was provided, it was often the World
Health Organization’s definition of palliative care (World Health Organization, n.d.), with the
quality of life of the patient and of the family caregivers was a main tenet. Many studies mainly
explained the aim of their study focusing on end-of-life care or caring for a patient with a lifelimiting illness or a terminal illness, often merely naming the terminal illness to indicate focus on
end-of-life care.

Results
Demographic Characteristics of Studies
The demographics of sample size, gender, diagnosis, age, age range, race/religion/culture, and
education were not always clearly stated. Many studies did not indicate the demographics of
education, and race/religion/culture, in fact only about a quarter of the studies disclosed
educational levels and just over half disclosed race/religion/culture.
In the 72 articles the total number of caregivers were 1565 of which 767 were spouses (49%),
332 were adult children (21%), 134 siblings (8%), 107 other relatives (6 %), 52 parents (3%), 25
friends (1%) and 5 grandchildren (.3%). The mean age of the caregivers was 58.57 (SD= 6.46)
range 44.9- 73.8 years. The persons they were caring for were 70.58 years of age (SD=7.96). The
majority of the caregivers were female [n= 1105 (70.6%)] and 359 were males (22.9%).
Thirty percent of the studies were conducted in the USA (22/72). Canada had the second highest
number (17) and the UK had 16. Nine of the studies were conducted in Sweden, 5 in Australia,
with Demark, Brazil and Switzerland having one study each.

Stated Study Methodologies
The studies reviewed reported using a variety of methodologies. Grounded theory was used the
most frequently (18) (25%) followed by phenomenology (17) and thematic analysis (11). Ten
stated they used a descriptive qualitative approach, 8 content analysis, 3 narrative inquiry, 3
ethnography and 2 mixed methods. Some of the articles did not report a specific methodology,
but often reported the type of analysis in the analysis section. If not they were classified as
descriptive studies.

Quality of the Studies
The mean CASP score was 18.67 (SD= 2.49) with a range of 13-23 out of a possible score of 24.
Using Sandelowski and Barroso’s (2007) Classification System (see Table 1 below) most of the
articles were classified as thematic survey followed by Conceptual Thematic Description.

Table 1 Sandelowski and Barroso’s Classification
Classification

Frequency

Percent

Topical Survey

10

13.9

Thematic Survey

26

36.1

Conceptual/Thematic Description

22

30.6

Interpretive Explanation

14

19.4

Total

72

100.0
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Preliminary Synthesis of Findings
The findings from the 72 studies suggest that caregivers of persons with advanced cancer living in
the community experience multiple, concurrent transitions. The types of transitions were
reflected in 5 overlapping themes: a) environmental, b) roles and relationships, c) physical and
mental health, d) spirituality and e) priorities. The triggering events were: a) complexity of care,
b) changes in the condition of the person they were caring for (i.e. functional decline/activity
limitations and acute exacerbation of illness/symptoms), c) conflicting demands d) financial
strain, and e) family role conflict.
If these significant changes were not resolved, or dealt with, consequences occurred such as
feelings of stress, anxiety, depression, guilt, shame, isolation fear and anger. What helped
caregivers deal with the transitions were influencing factors such as timely communication,
information, formal and informal support networks, faith. Other influencing factors in
determining their experience were their own person and societal values and beliefs about caring,
ethnicity/culture and caregiver, care recipient relationship.
Caregivers did adapt to their transition experiences through the processes of: a) coming to
terms, b) connecting and c) redefining normal. Several sub-processes for each of these main
processes were also identified. If the caregivers were able to engage in these processes, there
were positive outcomes of: emotional and psychological stability, meaning making, living with
hope, self-efficacy, and they were able to engage in end of life decision making. Figure 2
(Appendix 2) illustrates the conceptual framework of the transition experience of caregiver of
persons with advanced cancer living in the community.

Implications of Findings
At the last research team meeting several implications for the study findings were discussed. The
findings of the study provide a framework to assess current programs to support caregivers. For
example, the program could be assessed to determine if it supports family caregivers to engage
in the processes to achieve positive outcomes. This also includes information and websites, as the
information provided should cover all areas included in the framework to help caregivers. As well
there are several implications for advanced care planning as the data suggests that until the
caregivers have come to terms with the changing situation they are not ready to connect with
information and make decisions.

Next Steps
The research team has agreed to work together to submit a CIHR Knowledge Synthesis grant in
January, 2015. The purpose of this grant will be to use the framework that was developed to
evaluate existing interventions and programs that were developed to support family caregivers.
This will provide further information for policy-makers and practitioners in regards to the best
interventions and programs for caregivers.
A dissemination plan was also developed beginning with a one page lay summary that will be
developed and distributed through the Alberta Caregivers Association. Jamie Tycholiz will arrange
for presentations with Alberta Health policy makers. Also an abstract will be submitted to share
the findings at the International Congress of the Terminally Ill in Montreal in September 2016. A
publication will be submitted to Journal of Palliative Medicine.
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Summary
Several outcomes have been achieved with the funding from the ICCER grant. The first was a
greater understanding of the transitions experiences of caregivers of persons with advanced
cancer living in the community, which can be used by practitioners and policy makers. Secondly, a
dissemination plan has been developed, and the international research team will be submitting a
grant to build upon this metasynthesis study.
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Appendix 2

Figure 2: Synthesis Model
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