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Self-concept of Family Caregivers of Palliative Patients:

A scoping review
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Abstract

Self-concept refers to how someone perceives themselves, and it is important for the
psychological well-being of an individual. Taking on the role of family caregivers for patients with
palliative care becomes a challenge for some caregivers in various aspects and could affect their
individual self-concept. This scoping review aims to systematically identify the characteristics of
all relevant individual studies relating to self-concept of family caresivers of palliative patients.
Relevant studies published from 2010 to 2023 were sought by searching online databases,
including PubMed, Embase, and Google Scholar. The Jonna Briggs Institute (JBI) scoping review
protocol was applied for the methodological aspects of this study. A total of 643 references
were identified, but only 14 studies were eligible to be included. The results reveal that when
measuring self-concept among family caregivers of palliative patients, self-efficacy is the main
major concern besides self-value, self-acceptance, and self-respect. Moreover, the result also
shows factors that correlate to self-efficacy and supports the idea that self-efficacy contributes

to the mental health of caregivers and the caregiver’s and patient’s quality of life.

Keywords: Self-concept; Family caregivers; Palliative care; Scoping review

" Instructor, Royal Thai Air Force Nursing College, Directorate of Medical Services, Royal Thai Air Force
* Corresponding author: Prapaisri Supangphorn Email: prapaisri.sup@rtafnc.ac.th

Received: Jun. 14, 23; Revised: Jun. 27, 23; Accepted: Jun. 27, 23; Published Online: Jul. 9, 23

1035


mailto:prapaisri.sup@rtafnc.ac.th

sensgudousien 9 VN 17 atudl 3 Ausneu-suneau 2566

Regional Health Promotion Center 9 Journal Vol. 17 No. 3 September-December 2023

Introduction

Palliative care aims to relieve the suffering of patients suffering from life-threatening
illnesses and their families by addressing physical, psychological, social, and spiritual
components(”. Cancer, cardiac disease such as congestive heart failure (CHF), chronic obstructive
pulmonary disease (COPD), kidney failure, Alzheimer's disease, Parkinson's disease, Amyotrophic
Lateral Sclerosis (ALS), and many other illnesses are among those that frequently require
palliative care and as currently palliative care is also essential for patients with COVID-19%?.
According to WHO®, Forty million people worldwide require palliative care, with 78% of those
in need living in low and middle-income countries. Globally, patients who got palliative care had
cardiovascular disease (39%), with cancer coming in second (38%)Y. However, the statistics shows
that most palliative patients in Thailand are those who have cancer (55.56%)".

Family caregivers of palliative patients play an active role as an intermediate between
palliative patients and other health professionals'® and take part in increasing the quality of life
when palliative patients are discharged from the hospital and go back home®. Family caregivers
or “informal caregivers” are described as individuals who care for their family member of origin
who living with limitations and could be the congregation, neighbors, close friends, or those who
has a significant personal relationship with patient®. Taking the role of family caregiver tends to
be time-consuming and energy-consuming'” and caring for a patient with palliative care becomes
a challenge for some caregivers in various aspects; physical, emotional, psychological, and social

8,9)

well-being®?, especially for those who have no caregiver experience before.

Self-concept refers to how someone thinks about, evaluates, or perceives themselves®?.
Evidence from quantitative and qualitative studies support the idea that self-concept is relevant
to the psychological well-being of individuals and has an association with the quality of care that

(11,12)

family caregivers provide to palliative patients , and the self-concept also illustrates family

caregivers’ adaptation in various aspects®?.

Although many studies have shown that self-concept is related to adaptation and
contributes to the quality of care and quality of life of family caregivers, there are lack of
systematic reviews on the self-concept of family caregivers of palliative patients. It is important
to understand caregivers’ perspectives on self-concept and explore what shapes the self-
concept of caregivers of dying relatives under hospice care at home and what contributes to it.
Therefore, this scoping review aims to systematically identify characteristics of all relevant

individual studies relating to the self-concept of palliative care family caregivers.
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Objective

The purpose of this scoping review is to systematically identify characteristics of all
relevant individual studies and factors relating to the self-concept of palliative care family
caregivers and the review question of this study is “What are the characteristics of the self-

concept of palliative care family caregivers?”.

Method

The Jonna Briggs Institute (JBI) scoping review protocol was applied for the
methodological aspects of this study.

Eligibility Criteria

PCC” is a mnemonic used to guide the review question of scoping review type.

Participants (P): The inclusion criteria of participants are articles focusing on family
caregivers or informal caregivers such as spouses, children, family members, or relatives of
palliative patients. The articles which focus on formal caregivers or caregivers who are paid for
care will be excluded.

Concept (C): The core concept of this study is self-esteem. According to the concept
analysis of self-esteem, the attributes are self-value, self-acceptance, self-efficacy, and self-
respect. Therefore, inclusion criteria regarding concept are articles related to the attributes of
self-concept mentioned above. Although articles consist of one attribute of self-esteem, they
are eligible to be included in this scoping review.

Context (C): The context of included articles focusses on palliative care or hospice care.

Study Types & Search Strategy:

The study types that were included in this scoping review were descriptive quantitative
studies qualitative studies, and reviews published in English between 2010 and 2023. PubMed,
Embase, and Google Scholar were used to find the papers. The kinds of studies included were
descriptive guantitative studies, qualitative studies, and reviews. Systematic Reviews were not
included in this study. A three-step search strategy recommended by JBI is utilized for the search
strategy in this study.

Study Selection & Data Extraction

All identified citations from data-based and Google Scholar were collated and uploaded
into EndNote X9 then duplicate articles were removed. The titles and abstracts of identified
articles were screened by two independent reviewers for assessment against the inclusion criteria

for the review. The full texts of selected citations were assessed in detail against the inclusion
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criteria by two independent reviewers. If a consensus was not reached at any stage of the
selection procedure, a third reviewer was necessary to determine the choice. However, a third
reviewer was not required because two reviewers reached agreement.

Data Synthesis

The extracted data were presented in a table with accompanying narrative, describing
how the results relate to the review objectives and research question. The data were discussed
in terms of aim, study design, underpin theory, and main finding relevant to self-concept of

family caregivers.

[ Identification of studies via databases and registers ] [ Identification of studies via other methods ]

'
= R ds identified fi
'ﬁ ecords identified from Records removed befare Records identified from:
% databases (n= 391) sereening Google Scholar (n = 240)
c
% PubMed (n = 181) Buplicate recards Reference list (n= 12)
i Embase (n = 210) removed. (n = 28)
—
' l
Records screened Records excluded**
{n = 363) (n = 336}
) }
% Reports sought for Reports not retrieved Reports sought for Reports not
o »
o retrieval. {n = 27) n=15) retrieval. (n = 19) retrieved. (n = 10)
; | l
Reports assessed for Reports assessed for Reports excluded
Reports excluded X
eligibility. (n= 12) — eligibility. (n = 9) A secondary analysis (n = 1)
: A secondary analysis (n = 1) .
-/ Not publish 2010 (n = 2)
Mot in palliative context (n=1)
Not in palliative context
)
=2
% Reports of included n-2
2 studies (n = 1d)
—
Figure 1 PRISMA Flow Diagram
Results

1. Study characteristics: A total of 643 references were identified, of which 28 duplicate
records were removed and 594 were excluded by screening the title and abstract. Of the
remaining 21 references, the full text was sought and 14 were retained. Characteristics of all
included studies in this review were shown in Table 1.

2. Participant characteristics: Of the included articles, sample sizes ranged from 10 to

284, with the total sample of family caregivers in the studies being 1,530. The caregiver’s age
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ranged from 20 to 90 years old. As expected, there were more females (992; 64.84%) than males
(528; 34.51%). Ten participants (0.65%) cannot indicate gender. There were fewer spousal/partner
kinships (41.76%) than intergenerational kinships (56.67%) and there was no information about
the relationship with palliative patients of 24 participants (1.57%).

3. Study measures: Of the 12 quantitative studies included in this review, there were
several different self-concept measures adopted. Most studies measure self-efficacy (n=11) and
one study measured self-esteem. The number of items ranges from 1-27 items. The most popular
measure of domain-specific self-efficacy was the Revised Scale for Caregiving Self-efficacy scale
(n=2)*'? and the Caregivers’ General Perceived Self-Efficacy Scale (GSE) (n=2)*¢'". Seven research

(151719) - Gel f-efficacy-obtaining respite (SE-OR)

assessed task-specific aspects of self-efficacy
(measures caregivers' confidence to ask for assistance), self-efficacy-managing patients' disturbing
behaviors (SE-DB) (caregivers' confidence to respond to the patient's behaviors effectively), and
self-efficacy-controlling upsetting thoughts (SE-CU) (confidence of caregiver to get rid of the
negative thinking associated with caregiving) are the task-specific domains most measured in
Studies<14'15'17).
4. Relationships within and between studies: The findings also show that there are

numerous elements that influence self-efficacy.

4.1 Self-efficacy and caregiver burden
Six of twelve quantitative studies investigated the relationship between self-efficacy and
caregiver burden, and the findings support the notion that family caregiver self-efficacy has a
negative significant connection with caregiver burden. However, only one of these six studies
assessed specific self-efficacy in pain management.

4.2 Self-efficacy and caregiver anxiety

Four of twelve quantitative studies examined the correlation between self-efficacy and
caregiver anxiety and the results of them are similar, self-efficacy of family caregivers has a
negative significant correlation with caregiver anxiety.

4.3 Self-efficacy and caregiver depression

Three studies examined the correlation between self-efficacy and caregiver depression

and the results of them are similar, self-efficacy of family caregivers has a negative significant

correlation with caregiver depression.
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4.4 Self-efficacy and caregiver’s quality of life
Three of twelve quantitative studies examined the correlation between self-efficacy and
caregiver quality of life and the results of them are similar, self-efficacy of family caregivers has
a positive significant correlation with the quality of life.

4.5 Self-efficacy and family & social support

Two of twelve guantitative studies examined the correlation between self-efficacy and
family support and the results of them are similar, family support has a positive impact on the
self-efficacy of family caregivers. One of the two studies also indicates that family support had a
significant positive indirect effect on patient’s quality of life through caregiving self-efficacy.

Regarding social support, 2 of 12 quantitative studies examined the correlation between
self-efficacy and social support, and the results of them are similar, social support has a positive
impact on the self-efficacy of family caregivers and add more than self-efficacy was a partial
mediator between social support and quality of life of family caregivers.

One of the two included qualitative studies also suggests that carers' self-efficacy is
influenced by the level of assistance they receive.

There was just one study that revealed a correlation between self-esteem and
relationship satisfaction and one qualitative study that showed self-image related to "forbidden
thoughts," which was pertinent to the sub-domain of self-efficacy. Table 2 summarizes the data

on the relationship between self-efficacy and other components.

Table 2 Summary of studies that examined correlations with self-efficacy

Relationship with Self-efficacy”

Correlates
Negative (=) Positive (+)

Caregiver burden 1,2,6,7,9, 10
Anxiety 6,89 11
Depression 7,8,9
Quality of life 3,8
Social Support 8,9
Family Support 1,2
Self-esteem 10
Positive aspect of caring 12

"Numbers in table indicate article shown in Table 1
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Discussion

The primary finding of this scoping study highlights that self-efficacy is the main
component that influences and affects the caregiver's quality of life among family carers of
palliative care patients. According to the findings of this scoping review, self-efficacy has a
considerable negative direct effect on caregiver burden and mental health issues such as
depression and anxiety, which will ultimately contribute to caregiver quality of life. Aside from
that, self-efficacy has a substantial positive effect on the quality of life of caregivers. Furthermore,
family and social support contribute to the self-efficacy of palliative patient carers.

The result of this study also shows a similar direction to Roy Adaptation Model (RAM).
The RAM mentioned that ineffective response in four adaptive modes contributes to the quality
of life. The self-concept of family caregivers, one mode under the RAM, then effects their quality
of life™®. The result of this scoping review supports that self-efficacy, an element of self-concept,
has a significant positive relationship with the quality of life of family caregivers of palliative
patients. This means that for those family caregivers of palliative patients who have high self-
efficacy, we can predict that they will have a higher level of quality of life, compared to those
who have lower self-efficacy.

The result of this study shows that family support and social support have positive
effects on self-efficacy which means that those family caregivers who have a high level of support
of family or social, will have higher levels of self-efficacy as well. This result supports the Self-
Concept Theory. Self-concept theory mentions that developing self-concept can be done in
various ways: positive thoughts about yourself and others, improving the quality of interpersonal
relationships, being proactive, maintaining the balance of life, and changing the way we
communicate’”. Therefore, when creating interventions supporting adaptive responses in self-
concept mode and quality of life in family caregivers of palliative patient groups, nurses should
take these factors into account especially in terms of family and social support since these two
factors have a significantly positive effect on self-efficacy and self-concept.

Limitation and future direction

There are limitations in the characteristics charting regarding the education level of
family caregivers because some primary studies did not provide this information. The differences
in study statistics used also lead to limitations to synthesis in statistics, so we cannot extend the
result to meta-analysis. A greater number of primary research are required to be able to conclude

the correlations between self-esteem and relationship satisfaction, as well as to support a
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correlation with the positive aspect of caring, therefore, if there is more primary research related

to these, the systematic review should be conducted again to support the finding.

Conclusion

This scoping review systematically identifies characteristics of all relevant individual
studies relating to the self-concept of palliative care family caregivers. 14 studies were included
and revealed that when measuring related to self-concept among family caregivers of palliative
patients, self-efficacy is the major concern, besides self-value, self-acceptance, and self-respect.
In addition, there are many factors that have correlated to self-efficacy, as well as the
contribution of self-efficacy to the mental health of caregivers and caregivers and patients’
quality of life. The review highlights the status of self-concept research in family caregivers in a
palliative context and the methodological challenges concerning measurement in this area. This
review might have clinical implications for intervention in supporting quality of life of both

palliative patients and their caregivers.
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