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Background: Family members caring for people living with mental illness (PLWMI) are
prone to grapple with caregiver burden. The caregivers often contend with a decline in their
mental and physical well-being while executing their role. This exploration aimed to
understand the needs of family caregivers of PLWMI.

Aim: An integrative review was conducted to analyse the existing literature on the needs of
family caregivers for PLWMIL.

Method: The review adhered to the instructions provided by Toronto and Remington,
drawing upon the guidance of Whittemore and Knafl. The search used four electronic
databases: PubMed, African journals, EBSCOhost and Scopus. After screening 3253
references, 18 studies (10 qualitative, 4 quantitative and 4 mixed methods) were included.

Results: The review identified various needs of PLWMI caregivers, including the need
for support (financial, social, peer and psychological), psychoeducation, community
acceptance of family caregivers, and comprehensive family caregiver health assessments.

Conclusion: This review recognises the significance of addressing the needs of the caregivers
of PLWMI to alleviate the impact of caregiver role strain. Promoting nursing care that
recognises the importance of caregiver-oriented practice in healthcare is essential. This
can help address the needs of the caregivers, enhance their ability to cope with caregiver
role strain and promote a better quality of life.

Contribution: This review may inform policymakers to ensure the need for mental health
practice to demonstrate knowledge in caring for caregivers of PLWMIL. Furthermore, there is a
need to integrate the management of PLWMI with that of the caregivers.

Keywords: caregivers; family; mental illness; needs; support.

Introduction

The focus of treating people living with mental illnesses (PLWMI) has shifted from hospitals to
their homes over the previous 20 years because of the deinstitutionalisation of mental health
services (Addo et al. 2018:2). The deinstitutionalisation of psychiatric patients played a vital role
in reducing overcrowding and respecting patients” autonomy (Silva et al. 2022:102). However, the
shift occurred alongside various factors, including the advancement of effective community
treatment options like assertive community treatment, the establishment of national programmes
that finance housing and community treatment for PLWMI, the impact of the civil rights
movements and the significant expenses associated with institutionalising those with mental
health conditions (Lamb & Weinberger 2020:175). To this end, most caregiving responsibilities
have shifted onto family caregivers rather than mental health professionals.

As a result, families often feel responsible for their loved one’s mental health challenges and
feel the need to care for their family members diagnosed with mental illness (Ong, Fernandez & Lim
2021:213). Relational, social and emotional connectedness of family members towards their relatives
and a sense of family obligation is the foundation of their nurturing attitude towards caregiving
(Sharma, Chakrabarti & Grover 2016:10). Families are driven by a sense of affection,
responsibility and commitment to care for their relatives diagnosed with mental illness.
However, caring for their loved ones can have many challenges. One of the primary challenges
that caregivers face involves the adjustments they must make in their lives to meet the needs of
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mentally ill family members, particularly those dealing
with moderate-to-severe mental illness. The challenges may
include halting daily life projects and compromised leisure
time (Andrade et al. 2021:2). Another challenge endured by
caregivers of people diagnosed with mental illness is
courtesy stigma, which literature also refers to as stigma by
association (Siddiqui & Khalid 2019:1330). The courtesy
stigma of mental illness is the stigma faced by families
of PLWMI because of their association with a family
member who has a mental illness (Gaolaolwe, Manyedi &
Serapelwane 2023:1; Siddiqui & Khalid 2019:1330). The
effects of courtesy stigma are reported to be devastating to
the families of PLWMI and include feelings of shame,
remorse, self-blame, etc. (Azman, Jamir Singh & Sulaiman
2019:462). Therefore, based on empirical evidence, it can be
concluded that families of PLWMI experience caregiver
burden (Ayalew et al. 2019:1; Hsiao, Lu & Tsai 2020:2746).

In the 1940s, Treudley first used the term ‘caregiver burden’
to describe the negative impact of caring for a chronically
sick patient on family dynamics, the caregiver’s health and
their quality of life (Chadda 2014:222; The Specialist Forum
2020:12). The causes of caregiver burden include inadequate
financial resources, conflicting responsibilities and limited
social activities (Liu, Heffernan & Tan 2020:443). Financial
and economic constraints are significant factors linked to
caregiver burden (Liu et al. 2020:443). Although literature is
unequivocal about the causes of caregiver role burden, it
remains a dynamic phenomenon, with its intensity influenced
by factors such as age, gender, coping strategies, caregiving
duration and the cultural values of the caregiver (Chiao,
Wu & Hsiao 2015:349). Furthermore, some studies have
indicated that social factors such as courtesy stigma can
exacerbate caregiver role burden (Kahn et al. 2016:4; Werner
et al. 2012:94). While past research has investigated
family caregiver burden with their specific needs and coping,
the results are frequently inconclusive or contradictory,
indicating a lack of a reliable set of practical indicators.
This scenario underscores the importance of this integrative
literature review (ILR) in providing a more nuanced
understanding of the needs of family caregivers caring for
PLWMI and uncovering additional influencing factors and
trends.

The caregiver burden endured by these families is revealed
through the existence of mild emotional and psychosocial
difficulties, unfavourable life consequences or major life
adjustments that impact the caregivers (The Specialist Forum
2020:12). The World Federation of Mental Health (WFMH)
data, as reported by The Specialist Forum (2020:12), show that
80% of women who care for PLWMI also have multiple
family and work responsibilities. Women in these roles often
experience anxiety and depression from caregiving demands.
This raises concerns about family caregivers managing stress
associated with their responsibilities. Furthermore, research
on the needs of these caregivers is limited, which this study
aims to address (Ndlovu & Mokwena 2023:2; Stanley,
Balakrishnan & Ilangovan 2017:135). Specifically, studies
focused on family caregivers of those with mental illness in
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Botswana are few. The study results could enhance nursing
practices by supporting initiatives to meet caregivers’ needs,
helping them cope with caregiving pressures. Recognising
the specific needs of family caregivers is essential not only for
their own well-being but also for the overall effectiveness
of mental healthcare. Addressing these needs can foster
healthier caregiving settings that enhance the quality of life
for caregivers and those they support. Therefore, this study
seeks to synthesise the current literature on the needs of
family caregivers assisting individuals with mental illness.

Methods

This ILR adhered to the procedure for conducting an ILR as
specified by Toronto and Remington (2020:5), originally
adapted from the guidelines by Whittemore and Knafl
(2005:548). Whittemore and Knalf (2005:546) define an ILR as
a review technique that consolidates existing empirical and
theoretical insights to provide a thorough understanding
of the subject being investigated. Additionally, the ILR
facilitates the incorporation of various methodologies
(Toronto & Remington 2020:4). Compared to other review
types, such as systematic reviews, the ILR was the most
suitable choice for this study. It allowed the researchers to
summarise various types of evidence using different
methodologies, offering a more comprehensive and inclusive
perspective on the needs of family caregivers caring for
individuals living with mental illness.

The ILR followed the six-step method outlined by Toronto
and Remington (2020), which comprises: (1) formulating the
review question, (2) searching and selecting relevant
literature, (3) appraising quality, (4) analysing and synthesising
data, (5) discussing and concluding and (6) disseminating
findings. Conducting the ILR was aimed at synthesising
various types of data sources (Papaioannou, Sutton & Booth
2016) about the needs of family members caring for PLWMI.
According to Toronto and Remington (2020:5), an ILR
synthesises research and extrapolates information from
various sources on the subject matter, which facilitates the
reviewer’s aptitude to understand a particular phenomenon
comprehensively. An ILR best served the purpose of the
review because our review necessitated extensive research
evidence on the needs of family caregivers of PLWMI An
all-inclusive approach to the literature search was conducted
to ascertain a maximum number of eligible primary sources
(Whittemore & Knafl 2005:548). To achieve this, the authors
started their search on bibliographic databases, then
conducted a focused grey literature search and lastly
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FIGURE 1: The six steps of the integrative literature review process.
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searched reference lists of the primary sources included in
the review. The following six steps of the ILR were used in
this study as suggested by Toronto and Remington (2020).

Formulate review question (problem
identification)

The authors started the ILR by identifying a problem, which
forms the basis for the ILR (Toronto & Remington 2020:6).
The review question for this study was, “What is the existing
evidence on the needs of family members caring for people
living with mental illness?”’

Literature search

Clearly defined literature search approaches are vital as they
augment the rigour of any review because biased and
incomplete searches led to insufficient databases and a
possibility of imprecise findings (Whittemore & Knafl
2005:548). The reviewers systematically approached the
literature search. The search took place between September
2023 and December 2023. Moreover, the search was
comprehensive, using various electronic databases, ancestry
and manual scanning methods through peer-reviewed
journals. The bibliographic databases searched are PubMed,
African journals, EBSCOhost and Scopus. The search terms
were applied across the databases using advanced search
options, and MeSH terms were combined using Boolean
operators AND and OR. The reviewers derived key search
terms from main search terms, which included ‘needs’, OR
‘challenges’, OR “experiences’, AND ‘caregivers’, OR ‘family
member’, OR ‘families’, AND ‘caring’, AND ‘people’, OR
‘patients’, AND ‘mental illness’. In addition, grey literature
was identified using a truncated and structured search
strategy from relevant websites of organisations that care for
family caregivers such as the Agency for Integrated Care,
websites on Google search such as Emerald and databases of
peer-reviewed and grey literature (e.g. Google Scholar).
Moreover, in this literature search, the reviewers consulted
the university librarian concerning the search strategy, the
databases and the selection of keywords. The use of a
reference librarian benefited the ILR as it augmented the
general quality of the search and minimised the risk of bias
by enabling a comprehensive and reproducible search
procedure (Lawless & Foster 2020:22).

Inclusion and exclusion criteria

In this ILR, the research articles that were considered for
the review included studies published between 2013 and 2023.
A decade-long timeframe offers a contemporary perspective
on the research landscape within the selected field. Since
research develops swiftly, concentrating on this period allows
authors to highlight the latest advancements, trends and
emerging themes. Previous literature may be obsolete or have
been replaced by newer discoveries. The ILR comprised
articles from peer-reviewed journals focusing on the needs
of family caregivers of PLWMI, published in English.
Including literature published in languages other than English
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can be time consuming and costly because identifying and
translating or extracting data from non-English publications
can upsurge the time and cost to complete the review (Kugley
et al. 2016:32; Rasmussen & Montgomery 2018:2). The study
excluded articles and chapters in books that are more than
10 years old and articles from any form of literature
review. Incorporating literature review articles can create a
dependency on secondary interpretations, potentially
diminishing the review’s depth and original analysis.
Integrative literature reviews focus on synthesising original
research findings instead of analysing prior reviews.

Data abstraction and synthesis

The PRISMA (Preferred Reporting Items for Systematic
Reviews and Meta-Analyses) approach was utilised to
review and report article selection (Page et al. 2021:2). The
first and last authors independently screened the titles and
abstracts of articles against the inclusion criteria. They then
advanced eligible publications to the next stage, where
abstracts were thoroughly examined. Ultimately, the eligible
publications were read in full, and the qualified articles from
this set were chosen for the final stage. Any disputes
regarding the included articles were resolved through
discussion and collegial decision-making before proceeding
with the next steps of this integrative review.

Screening and selection

An in-depth appraisal of the documents was conducted by
the authors to critically assess the quality or the validity of
the selected articles to determine whether the results are
worthy of being included in the study data (Smith et al.
2011:3; Toronto & Remington 2020:7). A critical evaluation of
the selected documents was conducted using the Mixed
Methods Appraisal Tool (MMAT) (Table 1). The set of
questions in the MMAT, covering the qualitative, quantitative
and mixed method study designs, makes it suitable for an
ILR. The tool is user friendly, thorough, efficient and concise.
It features predefined items that facilitate the systematic and
transparent examination of key methodological aspects,
applying a consistent approach across all included studies
(Hong et al. 2018a:464). The first author evaluated all included
documents, whereas the second author randomly chose and
assessed a selection of them. The articles were assessed
according to the MMAT quality criteria, assigning values of
yes =1, no = 0 and cannot tell = 0, while the last value is the
aggregate.

Data extraction and analysis

The data analysis for this review followed the integrative
review framework established by Whittemore and Knafl
(2005:548-551). During the critical analysis of the data, the
key concepts and viewpoints in the current literature were
prudently examined through a critical lens. The first and
second authors independently analysed the selected articles
using content analysis, whereby words in the text were
classified (Grove, Burns & Gray 2021). While coding and
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TABLE 1: Mixed Methods Appraisal Tool version 2018.
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Qualitative studies Quantitative non-randomised studies

Quantitative descriptive studies

Mixed methods studies

¢ |Is the qualitative approach * Are the participants representative
appropriate to answer the research of the target population?
questions?

o Are the qualitative data collection * Are measurements appropriate

methods adequate to address the
research question?

regarding both the outcome and
intervention (or exposure)?

¢ Are the findings adequately derived .
from the data?

Are there complete outcome data?

Are the confounders accounted for
in the design and analysis?

Is the interpretation of results .
sufficiently substantiated by data?

¢ |sthere coherence between .
qualitative data sources, collection,
analysis and interpretation?

During the study period, is the
intervention administered (or
exposure occurred) as intended?

Is the sampling strategy relevant to .
address the research question?

Is there an adequate rationale for
using a mixed methods design to
address the research question?

Is the sample representative of the .
target population?

Are the different components of the
study effectively integrated to answer
the research question?

Are the measurements appropriate? * Are the outputs of the integration of
qualitative and quantitative

components adequately interpreted?

Is the risk of nonresponse bias low? * Are divergences and inconsistencies
between quantitative and qualitative

results adequately addressed?

Do the different components of the
study adhere to the quality criteria of
each tradition of the methods
involved?

Is the statistical analysis appropriate .
to answer the research question?

Source: Adopted from Hong, Q.N., Gonzalez-Reyes, A. & Pluye, P., 2018b, ‘Improving the usefulness of a tool for appraising the quality of qualitative, quantitative and mixed methods studies,
the Mixed Methods Appraisal Tool (MMATY’, Journal of Evaluation in Clinical Practice 24(3), 459-467. https://doi.org/10.1111/jep.12884

integrating data, the researchers identified recurring themes
that responded to the review question from both the
qualitative and quantitative data. Key findings that correlate
to the research aim were highlighted in the article,
summarised and listed. The lists of the key findings were
grouped according to themes and subthemes. The authors
agreed on the themes and subthemes to describe the needs
of the family caregivers of PLWMI. The reviewers used
insights from a critical and careful analysis of the extant
literature to generate new perspectives on the needs and
support needed by the family caregivers of PLWMI. Data
were extracted into tables and examined for comparisons
concerning the review question. Table 2 included authors,
year of publication, country, design, population and
sampling, purpose and quality appraisal.

Ethical considerations

Ethical clearance to conduct this study was obtained from the
North-West University Health Research Ethics Committee
(NWU-HREC) on 04 May 2024 (ethic no.: NWU 0017823A1).

Review findings
Study characteristics

The 18 studies included in the ILR covered 2013-2023. The
screening process of the ILR is summarised in Figure 2. The
focus of the articles is on the caregivers of PLWMI. Of the 18
studies, 55.6% (n = 10) used a qualitative design, 22.2% (n = 4)
used a quantitative research design and 22.2% (n = 4) used a
mixed methods design. Moreover, the studies included in
this review were conducted in lower-income countries
(11.1%; n = 2), lower-middle-income countries (27.8%; n = 5),
upper-middle-income countries (27.8%; n = 5) and high-
income countries (33.3%; n = 6). An integrated summary of
the characteristics of the studies included in the ILR is
presented in Table 2.

Results and synthesis of the findings

The research studies used various assessment approaches
to validate the collected data. The studies depended on
face-to-face interviews, structured questionnaires and
interviews, semi-structured interviews, in-depth interviews,
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focus group discussions and unstructured interviews. The
aforementioned approaches were used to collect data on the
caregivers of PLWMI's experiences and needs in caring
for their loved ones.

Appraisal of the studies included in this ILR yielded four
themes and subthemes related to the needs of family
caregivers of PLWMI, which were discussed below: (1) need
for support (subthemes - social needs and support,
psychological needs and support, physical needs and
support, financial needs and support and need for peer
support); (2) need tobe accepted; (3) need for psychoeducation
and (4) need for assessment (see Table 3).

Theme 1: Need for support

It is impossible to overstate the importance of support
networks in preventing the negative impacts such as
economic difficulties, physical and emotional strain on
PLWMI family care (Addo et al. 2018:2; Molepo & Mfidi
2020:9). Support is essential for helping caregivers of PLWMI
manage the stress of their care responsibilities, as indicated by
four studies (Amini, Jalali & Jalali 2023:7; Broady & Stone
2015:328; O’Neill et al. 2022:2037). Amini et al. (2023:5) state
that a critical component of the sustainability of PLWMI
caregivers is the availability or lack of assistance. In a study
by Broady and Stone (2015:328), family caregivers for mental
health issues reported that they needed help. Considering
the relatively low ratings of their physical and mental
well-being, the caregivers in the previously stated survey
emphasised how urgently they needed access to support
services. In a different study by O'Neill et al. (2022:2037),
caregivers emphasised the need for assistance and respite to
help them deal with the stress of caring. This can be
demonstrated by asking for help and taking time off from
caring responsibilities.

Subtheme 1.1: Social needs and support

In a study by Amini et al. (2023:1-8), the concept of support
and society comprehension was demonstrated using
interview analyses. The caregivers of PLWMI frequently
identified the main challenges in the caregiving journey as

issues related to social support, including welfare, health
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[ Identification of new studies via databases and registers }

Records identified from

S | | Databases*:

E EBSCORost (1 = 234) Duplicate records

% African Journals (n = 1952) » removed (1 = 6)

5 PubMed (n = 778)

2 | [scopus (n = 289)

Total = 3253 Records identified

from:
Websites (n = 3)

N

Records excluded after
screening title and abstract
(n=3174)

) | Records screened for
title and abstract

A4

A 4

Reports sought for retrieval .| Reports not retrieved
(n=73) 1(n=2)

Screening

A

Reports assessed for
eligibility (n = 71)

Full-text articles excluded

with reasons:

Wrong population (n =11)
Wrong study outcomes (n = 35)
Review articles (n = 10)

A4

A

Studies included in review

(n=15)
'

Total studies included
in review: (n = 18)

A

Source: Adapted from Page, M.J., McKenzie, J.E., Bossuyt, P.M., Boutron, I., Hoffmann, T.C.,
Mulrow, C.D. et al., 2021, ‘The PRISMA 2020 statement: An updated guideline for reporting
systematic reviews’, International Journal of Surgery 134, 103-112. https://doi.
0rg/10.1016/j.jclinepi.2021.02.003

FIGURE 2: Flow diagram showing the inclusion and exclusion process of the
integrative literature review.

TABLE 3: Summary of themes and subthemes relating to the needs of family
caregivers.

Themes Sub-themes

1. Need for support 1.1. Social needs and support
1.2. Psychological needs and support
1.3. Physical needs and support
1.4. Financial needs and support
1.5. Need for peer support
2. Need to be accepted or not to be judged
3. Need for psychoeducation
4. Need for assessment

programmes and social contacts. The results of a study by
Anokye (2018:335) showed that the social requirements of
family caregivers and their relatives diagnosed with mental
illness are not substantially different because of the cultural
stigma associated with mental illness and the social obstacles
that emerge from it. In the previously mentioned study,
caregivers identified social demands, including the need
for social affection. This encompasses the importance of
promoting and supporting interactions within their broader
social network, allowing society to embrace and express love
towards them and facilitating easier participation in social
activities. Arkorful et al. (2020:14) found that participants
desire social connectivity. This refers to caregivers’
perceptions of their relationships with others, both within
and outside the caregiving setting. It encompasses the
quantity and quality of their social interactions, their sense
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of belonging and the support they obtain from their social
networks. According to the caregivers, the stress of caregiving
tasks interfered with their social lives and commitments,
making it difficult for them to fulfil their social duties
(Anokye 2018:335; Arkorful et al. 2020:14; Mark 2013:41).
Caregivers report that having social support is essential
when caring for a relative who is dealing with a persistent
mental illness (Shamsaei et al. 2015:5). They claim that
because other family members are unaware of the stress they
are under while taking care of their loved ones, they receive
less help.

Subtheme 1.2: Psychological needs and support

Five studies reported the family caregivers’ psychological
needs and the support they need to cope with the strain of
caregiving (Anokye 2018:336; Arkorful et al. 2020:13;
Marimbe et al. 2016:5; Moudatsou et al. 2021:10; Phoeun et al.
2023: 444).

Results from research involving family caregivers of PLWMI
show that the participants” main urgent psychological need
was a good attitude towards their relatives diagnosed with
mental illness, leading to a better state of mind (Anokye
2018:336; Arkorful et al. 2020:13; Marimbe et al. 2016:5). The
participants also stated that they needed love and affection
as well as counselling to help them achieve a stable mental
state so they could fulfil their role as caregivers. According
to the aforementioned studies, family caregivers report
experiencing psychological difficulties such as stress, worry
and depression because of the strain and complications
involved in providing care for their relatives diagnosed with
mental illness. It can thus be concluded that unmet
psychological needs amplify caregiver burden. Inadequate
means to express feelings can overwhelm caregivers because
of stress and other psychological demands.

According to Moudatsou et al. (2021:10), participants
reported the need for psychological support as a priority for
the family caregivers of PLWMI because of the difficulties in
coping and adapting because of issues relating to mental
illness, social stigma and patient behaviour. The above
findings are supported by a study conducted by Phoeun et al.
(2023:444), which highlights psycho-therapeutic support as
one of the priority interventions needed by family members
caring for PLWMI.

Subtheme 1.3: Physical needs and support

According to the body of research, family caregivers of
PLWMI have reported dealing with a variety of physically
excruciating difficulties while providing care, placing them
in a position of equal vulnerability with their patients
(Anokye 2018:335; Arkorful et al. 2020:9; Shamsaei et al.
2015:5). The -caregivers encounter numerous physical
challenges, such as trouble sleeping, severe headaches,
fatigue and chest pains. Research investigating caregivers’
support and assistance requirements revealed various
physical health challenges. They expressed the need for
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additional caregiving support to help them plan for
adequate sleep and access medical care (Anokye 2018:335;
Arkorful et al. 2020:9). Some participants also emphasised
the importance of providing accommodations for their
patients after they are discharged from the hospital. Adding
exercise programmes to support family caregivers, as
suggested by Zacharis et al. (2020:853), is crucial. Studies
demonstrate the significance of physical activity and
exercise for family caregivers’ mental and physical
well-being.

Subtheme 1.4: Financial needs and support

According to published research, one of the main obstacles
facing the majority of family members who look after their
PLWMI is financial constraints (Shamsaei et al. 2015:5).
According to the author, several caregivers relied on
charity and loans from friends and family to get by. This
was corroborated by a study by Nair et al. (2018:40) in
which the family caregivers stated that they required
financial support. To assist their families and achieve
financial independence, they wanted to participate in any
self-help groups focused on microfinance. In other research,
family caregivers asked for financial support from the
government or well-wishers, indicating that having or not
having financial support was essential to the family
caregivers’ ability to continue their work (Amini et al.
2023:8; Marimbe et al. 2016:5).

Subtheme 1.5: Need for peer support

Three studies described the need for peer support to deal
with the strain of caregiving as one of the key necessities for
the family caregivers of PLWMI (De Jesus & Maurice
2020:14; Iseselo et al. 2016:9; Marimbe et al. 2016:5). In a
study conducted by De Jesus and Maurice (2020:14), most
family caregivers conveyed the significance of networks to
enable them to share about their burden in caregiving and
learn about mental health issues. Social support groups can
take various forms and aim to foster social interaction for
caregivers and their loved ones facing mental illness,
ultimately enhancing their quality of life (Iseselo et al.
2016:9).

Theme 2: Need to be accepted or not to be judged

Concern about being accepted is one of the central issues
for families caring for their loved ones with chronic
mental illnesses (Amini et al. 2023:5). The participants in
the aforementioned study indicated the need for
acceptance, empathy and attention, which can enhance
their endurance in their caregiving role. Other studies
revealed the need for social affection by the family, which
they described as the need to be shown love and
acceptance by society (Anokye 2018:332; Arkorful
et al. 2020:16). The participants expressed that their
predicament, which emanates from social stigma associated
with mental illness, puts them in dire need for more social
attention.
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Theme 3: Need for psychoeducation

Eight studies reported the need for education to family
caregivers of PLWMI. The family caregivers expressed their
need for education and awareness about mental illness
(De Jesus & Maurice 2020:12; Kumar & Das 2017:6; Vukeya
etal.2022:7). The caregivers expressed the need for information
on the diagnosis, management and prognosis of the patient’s
mental condition (Shamsaei et al. 2015:5). They reported the
need for education on practical aspects of care and guidance
on how to relief the strain of caregiving, which can benefit
both the caregiver and their relative diagnosed with mental
illness (Molepo & Mfidi 2020:9; Moudatsou et al. 2021:10).
According to Iseselo et al. (2016:8), caregivers indicated their
interest in acquiring more insight into the genesis of mental
illness, which can avert stigma and discrimination and its
associated stress. In a study conducted by Marimbe et al.
(2016:5), the caregivers reported deficient knowledge about
their relatives’ mental conditions and requested to be trained
to deal with caregiving psychological effects.

Theme 4: Need for assessment

Literature indicates that health assessment of the family care
providers should be of primary concern to mental health
professionals (Phoeun et al. 2023:443). Studies recommend
that family care providers’ needs assessment should be
conducted as they accompany their relatives for treatment at
health facilities (Phoeun et al. 2023:443; Silaule et al. 2023:9).
The caregivers of PLWMI should be conducted to evaluate
various aspects of the caregiver’s life, including their
subjective burdens and coping needs (De Jesus & Maurice
2020:20; Vukeya et al. 2022:7). According to De Jesus and
Maurice (2020:20), findings from the caregivers” assessments
would further assist the health professionals in identifying
the strategies and interventions that can be employed to
assist the caregivers meet their needs. Assessment of
caregivers can aid in identifying caregiver-specific needs,
thus enabling targeted interventions to alleviate caregiver
burden.

Discussion

While the family unit continues to be the foundation and
strength of PLWMI, family caregivers encounter several
challenges as their care transition. To effectively prevent the
detrimental impacts on family members who are caring for
PLWMI, support networks and services are required (Amini
et al. 2023:8; O’Neill et al. 2022:2033). Supporting PLWMI is
critical to avoiding caregiver burnout and enhancing their
quality of life and overall well-being (Von Kardorff et al.
2015:6).

Availability of support or lack thereof is a critical factor in
determining the sustainability of family caregivers, as
support enhances the caregivers” quality of life (Amini et al.
2023:8; Vukeya et al. 2022:7). Access to extra help and support
groups is frequently linked to the capacity to manage the
stress of providing care (Sharif et al. 2020:9). According to
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Ntsayagae, Myburgh and Poggenpoel (2019:4), social support
is thought to be protective against the psychological
challenges faced by family caregivers of PLWMI. Therefore,
it is essential to develop support programmes and policies
that address the well-being of family members caring for
PLWML

The findings of our research reveal a significant lack of
adequate support for families of PLWMI in Africa. This
shortfall stems from many African countries’ economic
challenges, raising considerable concern for the PLWMI
caregivers’ well-being (Opondo et al. 2020:2; Verity et al.
2021:7). Thus, as postulated by Hsiao et al. (2020:2746), these
families bear the burden of caregiving with inadequate
support. Contrary to the foregoing, developed nations such
as Western countries have made significant strides in
supporting PLWMI. In these countries, the much-needed
support for caregivers of PLWMI is provided through respite
care, halfway homes and community-based centres, which
are used to take care of PLWMI and relieve their families
from the caregiving burden (Bilir 2018:565). Moreover,
families of PLWMI require financial, social, psychological
and spiritual support that would provide them with enough
resources to care for their loved ones (O’Neill et al. 2022:2033).
Health workers should promote support for the families of
PLWMI This may include inter-alia, advocating for the
establishment of respite care centres and provision of both
financial and psychosocial support to ease the caregiving
burden. Family caregivers frequently experience overwhelming
challenges because of their patients’ diagnoses. Collaborating
with mental health professionals, support groups, psychotherapy
and group therapy for caregivers facing similar situations
can help address this issue. Financial aid is crucial in
alleviating the economic pressures related to treatments,
including regular check-ups and other therapeutic activities
that place substantial financial strain on caregivers.
Consequently, providing external financial resources is vital
to ease their burdens.

One of the primary concerns in family care of PLWMI is the
fear of not being accepted. Family caregivers of PLWMI feel
neglected and ostracised (Gaolaolwe et al. 2023:5). Families
frequently endure unwarranted stigmatisation from society,
often being categorised as relatives of individuals with
mental illness simply for providing care to these patients.
This detrimental labelling, along with stereotypes and
discrimination, not only damages their reputation but also
exacerbates the already substantial burdens faced by
caregivers. It is imperative that society actively challenges
these biased perceptions and offers support to these families,
thereby recognising their essential role in the welfare of those
they care for. Thus, mental health professionals, like social
workers, psychiatric nurses, etc., should promote acceptance
for families of individuals with mental illness. Freeing
caregivers from courtesy stigma is vital for coping with the
challenges of care, achievable through public health education
and awareness campaigns (Gaolaolwe et al. 2023:5). The
community’s acceptance of caregivers can enable them to
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form stronger social networks where they can exchange
information and support related to mental health (De Jesus &
Maurice 2020:11).

In addition, guidelines and policies on caregiving should
emphasise the importance of providing care information to
families of PLWMI (Moudatsou et al. 2021:10). Caregivers
must learn about their relative’s mental health diagnosis and
its management for improved care (Chadda 2014:225;
Shamsaei et al. 2015:5). Research underscores the importance
of health professionals dedicating time to caregivers to
comprehend their struggles and create educational
approaches addressing the psychological challenges they
encounter during their caregiving experience (De Jesus &
Maurice 2020:12; Gaolaolwe et al. 2023:5; Marimbe et al.
2016:5; Von Kardorff et al. 2015:6; Vukeya et al. 2022:7).

Mental health professionals must conduct timely assessments
for families of PLWMI to promptly identify those facing
caregiver burden. The results of these assessments can help
health workers create suitable interventions and support
tailored to these families, enabling them to manage the
challenges of caregiving (Chadda 2014:225; Phoeun et al.
2023:443). Assessing family caregivers helps identify their
strengths and weaknesses, guiding effective interventions
and support (Foster et al. 2016:147). Therefore, it is essential
that caregivers accompanying their relatives diagnosed with
mental illness for consultations also have their well-being
assessed. Moreover, caregivers’ assessments can be carried
out through home visits by mental health professionals
(Vukeya et al. 2022:7).

Implications and recommendations

This ILR has implications for mental healthcare providers.
The review sheds light on the needs of family caregivers of
PLWMI. It highlights the significance of support -
financial, social, physical and psychological — as well as
psychoeducation and assessments that mental health and
welfare personnel should recognise. The review also
emphasises the importance of understanding caregivers’
perspectives and experiences, calling for more in-depth
exploration using comprehensive study designs.
Healthcare providers need to take note of the findings and
intensify public education to raise awareness of mental
health issues for the caregivers of PLWMI to feel free to
socialise without fear of being discriminated against.
Furthermore, it is essential to integrate the management of
family caregivers with that of their loved ones. Mental
health practice should demonstrate knowledge in caring
for caregivers of PLWMI to help them cope with the
burden of caregiving, which can be achieved through
addressing their needs. Additionally, there should be
continuous education and training for family caregivers
to enhance continuity of care for PLWMI at home across
their lifespan. This necessitates policymakers to create
legislation mandating the support of caregivers of PLWMI,
including the development of guidelines to assist family
caregivers.
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Limitations

This integrative review used a structured outline to
effectively summarise research results from various study
designs, providing valuable insights into the needs of
PLWMI caregivers. The review authors acknowledge
limitations, such as potential language bias in excluding
non-English studies and possibly selecting biased studies.
Additionally, the review excluded grey literature, articles
older than 10 years, books and chapters in books, which
might lead to authors missing valuable rich data that can
enrich the ILR. The review also identifies limitations such
as a lack of literature on the needs of family caregivers of
PLWMI. Most studies included in this review focused on
the challenges and experiences of family caregivers, with
only two studies specifically exploring their needs. The
review also acknowledges a deficiency in data saturation,
with most findings being based on just a few studies. It
highlights the need for further investigation into areas
such as the impact of cultural beliefs on caregivers’
needs. Therefore, further studies are needed to explore the
needs of families of PLWMI in their specific contexts.

Conclusion

This review explored the needs of family caregivers of
PLWMI. The review sums up a comprehensive indication
of the needs of caregivers of PLWMI emanating from
caregiver role strain and how addressing the needs can
assist them cope with the strain of caring. The review
outlines the thematic findings on the needs of family
caregivers of PLWMI, which includes the need for support
(financial, social, physical peer and psychological support),
the need to be accepted, the need for psychoeducation and
the need for assessment. The review discovered that
caregiver burden is a significant issue in the caregivers of
PLWMI and needs to be managed through addressing the
family caregivers’ needs. It is imperative that mental health
nurses identify the needs of the family caregivers in caring
for PLWMI and address them to help them cope and
improve their quality of life. Alleviating caregiver role
strain should be the central focus. A caregiver-oriented care
practice could be employed to target caregiver role strain
and address the caregivers’ needs. In light of this study’s
findings, the researchers recommend developing caregiver
support policies and guidelines to guide policymakers on
the support they should provide to address the needs of
families of PLWMIL
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