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Abstract
Background Family Quality of Life (FQOL) is an important outcome for families of children with disabilities and is influ-
enced by context and culture. Minimal research explores FQOL in African contexts.
Purpose This scoping review identifies factors contributing to FQOL for families of children with disabilities in African 
contexts.
Method We were guided by Arksey and O’Malley’s scoping review framework, searching for research papers from the fol-
lowing electronic databases: CINAHL, Embase, Medline, Global Health, and PsycINFO. Using pre-determined eligibility 
criteria, two authors independently reviewed articles for inclusion via Covidence, a reference manager that facilitates blind 
reviewing. Two other authors independently extracted data from studies using a data-charting form based on Zuna and col-
leagues’ FQOL framework. Reviewers met regularly for discussion to reach consensus.
Results Fifty-three articles met the inclusion criteria, and findings demonstrated a broad variety of factors contributing to 
FQOL within the FQOL framework related to family unit factors, individual member factors, and external support factors. 
We found that poverty, stigma, and spirituality were particularly prominent factors affecting FQOL negatively and positively 
in African contexts.
Conclusion Whilst there are universal factors that contribute to FQOL, recognising the influence of context-specific factors 
(i.e. poverty, stigma, spirituality) is important in order to provide effective, culturally relevant support that enhances FQOL 
for families of children with disabilities in African contexts.
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Plain english summary

Family quality of life describes the ‘goodness’ of family 
life and considers the wellbeing of each individual family 
member and the family as a whole. Families of children with 
disabilities have some unique challenges, and it is impor-
tant to understand what they need for a good family qual-
ity of life. Most of the research about family quality of life 
focuses on families in high-income, Western countries, and 
we need more research from low-income contexts, particu-
larly African countries, to understand different perspectives. 
In this review, we looked at research from African countries 

about families of children with disabilities to find out what 
factors affect families’ quality of life. We found that there 
were things about individual family members (e.g. par-
ents’ employment or children’s behaviour) as well as things 
about the whole family (e.g. family’s income or beliefs) that 
affected the family’s quality of life. Support from extended 
family, friends, health services, and government aid also 
helped families to have a better quality of life. We found that 
many African families of children with disabilities experi-
enced poverty and discrimination which lowers their quality 
of life; however, they also relied on their strong spiritual 
beliefs to help them cope. Knowing what makes families’ 
lives more difficult and what makes their lives better can 
help to direct services that support families of children with 
disabilities in African countries and improve their quality 
of life.
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Introduction

Family Quality of Life (FQOL) emerged from scholarship 
on individual Quality of Life (QOL) for people with dis-
abilities and has developed into its own research field [1–4]. 
The definition of ‘family’ is dynamic and can vary depend-
ing on the setting and cultural values, but it is recognised as 
more than just blood relations and refers to a collective of 
individuals who identify or are recognised within the local 
community as family and who regularly interact and support 
one another [5–8]. In African contexts specifically, family is 
defined broadly and extended family members or even close 
friends are often strongly connected, responsible for, and 
considered integral to the family unit [9–12]. FQOL can be 
described as the “goodness of family life” [13] (p.29) and 
is an outcome of the complex interactions between family 
needs, strengths, characteristics as well as support and other 
contextual factors [4]. Zuna and colleagues [5] define FQOL 
as “a dynamic sense of well-being of the family, collectively 
and subjectively defined and informed by its members, in 
which individual and family-level needs interact” (p. 262).

Disability affects every family uniquely, but a support-
ive, loving family benefits a child’s wellbeing as well as 
the whole family [4, 14, 15]. Many families report high 
levels of FQOL despite some negative stereotypes of hav-
ing children with a disability and undeniable challenges [4, 
16]. Disability can affect family routines and self-efficacy 
and may accentuate parental stress, but families often show 
remarkable coping and resilience [17]. FQOL research origi-
nally focused on families of children with intellectual and 
developmental disabilities (IDD); however, the literature is 
expanding to explore FQOL with other forms of disability 
[18, 19]. Further research is needed to understand FQOL 
of families with various disabilities, family structures, and 
backgrounds.

There is limited FQOL research in low- and middle-
income countries (LMICs) [20], with a noticeable gap in 
African countries [9, 21, 22]. Existing knowledge about 
FQOL is predominantly from and pertaining to high-income 
countries, despite the fact that the estimated prevalence of 
disability for African children is significantly higher (6.4% 
compared to 2.8% in high-income countries) [23]. Globally, 
the majority of children with disabilities (approximately 
80%) live in LMICs [24]. Although disability affects families 
from every cultural background, the effect on FQOL can be 
more pronounced in African contexts, as disability-related 
support capacity can often be limited [20, 22]. Therefore, the 
FQOL literature does not represent a global perspective, and 
further research is required to better understand the univer-
sal, as well as unique, factors that contribute to the wellbeing 
of families of children with disabilities globally.

Despite the complexity of the FQOL construct and need 
for further research in African countries, available research 
findings indicate that support is an important factor contrib-
uting to FQOL [25–28]. Focusing specifically on LMICs, a 
scoping review of research findings demonstrated that fami-
lies of children with disabilities rely mostly on informal sup-
port from extended family, friends, and the community, and 
that provision of support is associated with lower parental 
stress and care burden, increased knowledge/skills and life 
satisfaction, and greater social participation for children 
with disabilities [29]. Social support in the form of practi-
cal resources (e.g. money, childcare), emotional support or 
information, was found to be crucial for families of children 
with disabilities in African contexts with limited govern-
ment/formal support and where extended families and com-
munities comprise the central support networks [30, 31]. 
However, provision of informal social support can also be 
driven by obligation, reciprocity, and complex social expec-
tations [12, 32]. Although there are gaps between the ideals 
and the lived reality, the sub-Saharan African philosophy of 
Ubuntu epitomises the crucial role of strong social connect-
edness and interdependence and is an important foundation 
to draw on for promoting dignity, reciprocity, and solidar-
ity towards families of children with disabilities in various 
African communities [33, 34].

The purpose of this review is to systematically explore 
published literature to identify and discuss factors that con-
tribute to FQOL for families of children with disabilities 
(hereafter referred to as ‘children’) in African contexts. 
Although Africa is a large and diverse continent, identify-
ing common themes as well as unique differences between 
and within African countries can deepen our understanding 
of the needs of families and identify potential opportuni-
ties to provide support and enhance FQOL. Understanding 
contributing factors to FQOL for African families can help 
to inform culturally relevant service provision, addressing 
barriers that impede FQOL and supporting facilitators that 
enhance FQOL.

Method

We followed Arksey and O’Malley’s [35] methodological 
framework along with the PRISMA framework for scop-
ing reviews [36]. First, we identified the research question: 
What factors contribute to FQOL for families of children 
with disabilities in African contexts? Based on Zuna and 
colleagues’ [5] FQOL framework, we focused on individual 
member, family unit, and support factors. We defined indi-
vidual member factors as concepts about individual family 
members (e.g. demographics, characteristics, beliefs); fam-
ily unit factors included concepts relating to the family as 
a whole, including characteristics (i.e. traits, descriptors) 
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and dynamics (i.e. interactions/relationships, attitudes/val-
ues); support factors were defined as “less tangible resources 
provided to the individual or to the whole family which are 
expected to improve outcomes for the individual or family”. 
[5] (p. 265). We categorised support factors according to 
Kyzar and colleagues’ [25] classifications: emotional, physi-
cal, material/instrumental, and informational (see Table 1).

A health sciences librarian helped to structure the search 
strategy. Three authors discussed and confirmed inclusion/
exclusion criteria iteratively (JVV, RPN, AN) (Table 2). We 
included full-text, original, peer-reviewed research in Eng-
lish that was conducted in African countries. Because mini-
mal research has focused exclusively on FQOL in African 
contexts, our search strategy included related terms, such 
as QOL, wellbeing, family function, life satisfaction, cop-
ing, and resilience, based on definitions of FQOL and by 
exploring the indexing of key relevant articles and the scope 
of keywords in the databases. Hence, included articles did 
not always explicitly use the term ‘FQOL’, but all described 
some related family-reported outcome and various compo-
nents of the FQOL framework from the perspective of family 
members of children with disabilities. The search included 
sources from 2000 onwards, as FQOL research became more 
established following the 2000 World Congress Conference 
of the International Association for the Scientific Study 
of Intellectual and Developmental Disability [1, 14]. We 
searched the following databases in May 2020: CINAHL, 

EMBASE, MEDLINE, PsycInfo, and Global Health (see 
Table 3 for specific search terms and Online Appendix I 
for sample database search strategy). Using Covidence 
software, JVV and AN independently screened titles and 
abstracts before meeting to discuss/resolve discrepancies. 
Both authors then independently conducted full-text reviews 
of selected papers before reaching consensus on the final 
included articles. We also hand-searched reference lists of 
the included articles, African Journal of Disability and all 
journals in the African Journals Online database. Figure 1 
illustrates the selection process.

Two authors (JVV, RPN) independently extracted data 
from each article to excel spreadsheets using qualitative 
content analysis where we familiarised ourselves with the 
articles and systematically searched for descriptions/con-
cepts related to factors contributing to FQOL within the 
FQOL framework (deductively) and outside of the frame-
work (inductively). The data extraction involved an iterative 
process where we met multiple times to discuss findings to 
capture relevant information and ensure consistency. Finally, 
we collated, summarised, and reported the results by sys-
tematically analysing the extracted data and describing the 
articles’ characteristics, before using qualitative thematic 
analysis [37] to identify codes and themes describing the 
factors contributing to FQOL.

Table 1  Types of support 
according to Kyzar and 
colleagues [25]

Type of support Definition

Emotional support Assistance to improve psychosocial functioning (e.g., reduce 
stress)

Physical support Assistance related to physical health or daily living skills
Material/instrumental support Assistance to complete daily required tasks, including financial 

resources and transport
Informational support Assistance to improve knowledge or decision making

Table 2  Inclusion/exclusion criteria

Inclusion criteria Exclusion criteria

Families of children with disabilities (children under 18 yrs old) Studies of development of FQOL scales/meas-
ures or psychometric propertiesAfrican context

Refers to family outcomes (i.e. QOL/wellbeing/family function/life satisfaction/coping/resil-
ience)

Theoretical paper/editorial/reviews/short report/
author recommendations/grey literature

Describes family members’ perspectives (e.g. parents, caregivers, siblings, relatives) HIV-affected children without focus on disability
Published after 2000
Peer-reviewed article
Original research (i.e. empirical studies reporting original findings/results, regardless of the 

study design: qualitative, quantitative, or mixed-methods)



1292 Quality of Life Research (2022) 31:1289–1307

1 3

Results

Fifty-three articles met the inclusion criteria, with the 
majority being qualitative studies (27/53) originating from 
South Africa (19/53), and focused on children with IDD 
(22/53). All studies included views of at least one par-
ent (mostly mothers), but 24 also reported perspectives of 
other family members (i.e. grandparents, siblings, aunts), 
and 34 studies had mainly female participants (Table 4). 
The term ‘caregiver’ was used if this was the term primar-
ily used by the study authors and referred to someone who 
had significant responsibility in raising the child with a 
disability. Studies covered 14 different African countries 
(South Africa, Kenya, Ghana, Nigeria, Uganda, Tanza-
nia, Malawi, Ethiopia, Zimbabwe, Sudan, Egypt, Congo, 
Namibia, and Zambia) and included a range of disabilities 
such as IDD, cerebral palsy, hearing impairments, spina 
bifida, mental disabilities, and multiple disabilities. Only 
five studies used an existing FQOL measure: three used the 
Beach Centre FQOL Scale [38] and two used the FQOL 
Survey [39].

Individual member factors

Individual demographics

Research indicated that the child’s functional/care needs, 
comorbidities, and age influenced FQOL [9, 40–54]. Higher 
care needs and more comorbidities negatively affected 
FQOL. However, the type of disability did not appear to 
have a significant effect on FQOL. Authors reported mixed 
findings related to age, where some found improved FQOL 
with age (i.e. reduced care needs/parental responsibility) 
[55], whilst others found the opposite (i.e. less services for 
older children) [47, 56]. One Egyptian study found that hav-
ing a male child influenced FQOL more negatively than a 
female child [46], but most studies found no significant cor-
relation between the child’s gender and FQOL.

Several studies demonstrated how parental employ-
ment/occupation and education affected FQOL [9, 21, 
22, 42, 46, 49, 53, 54, 56–65]. For example, parents 
with higher educational levels were more likely to have 
employment, leading to higher FQOL. Gender was also 

Table 3  Search terms used in database searches

Database Search terms

CINAHL (Child Disabled OR ‘disabled child*’ OR Developmental disabilities OR Disabled OR Intellectual disabilities OR Vision 
disorders OR Hearing disorders OR Autistic disorder) AND (Family OR Adult Children OR Extended Family OR Fam-
ily Characteristics OR Family Functioning OR Family Relations OR Caregivers) AND (Family Member Well-Being Index 
OR ‘family quality of life’ OR Quality of Life OR Psychological Well-Being OR ‘well being’ OR ‘support*’ OR Coping 
OR ‘resilien*’ OR Happiness OR Personal Satisfaction OR ‘life satisfaction’ OR Family Functioning) AND (Africa OR 
‘africa*’)

EMBASE (Handicapped Child OR ‘disabled child*’ OR Developmental Disorder OR Intellectual Impairment OR Physical Disability 
OR Visual Impairment OR Hearing Impairment OR Autism) AND (Family OR Family Life OR Extended Family OR Fam-
ily Relation OR Family Stress OR Family Health OR Family Interaction OR Nuclear Family OR Family Functioning OR 
Caregiver) AND (Wellbeing OR ‘quality of life’ OR ‘family quality of life’ OR Caregiver Support OR Coping OR Coping 
behaviour OR Psychological Resilience OR ‘resilien*’ OR Happiness OR Life Satisfaction OR Satisfaction OR Family 
Functioning) AND (Africa OR ‘africa*’)

MEDLINE (Disabled Children OR ‘disabled child*’ OR Developmental Disabilities OR Disabled Persons OR Intellectual Disability OR 
Vision Disorders OR Hearing Disorders OR Autistic Disorder) AND (Family OR Family Relations OR Family Health OR 
Family characteristics OR Nuclear Family OR ‘extended family’ OR ‘family function*’ OR Adult Children OR Caregivers) 
AND (‘family quality of life’ OR Quality of Life OR Personal Satisfaction OR ‘well*being’ OR ‘support*’ OR Adaptation, 
Psychological OR ‘coping’ OR Resilience, Psychological OR ‘resilien*’ OR Happiness OR ‘life satisfaction’ OR ‘family 
function*’) AND (Africa OR ‘africa*’)

PsycInfo (‘disabled child*’ OR Developmental Disabilities OR Multiple Disabilities OR Learning Disabilities OR Disabilities OR 
Physical Disorders OR Intellectual Development Disorder OR Autism Spectrum Disorders OR Cognitive Impairment OR 
Vision Disorders OR Hearing Disorders OR Deaf) AND (Family OR Family Relations OR Caregivers OR Adult Offspring 
OR Family Members) AND (‘family quality of life’ OR Quality of Life OR Happiness OR Well Being OR Satisfaction OR 
Life Satisfaction OR ‘support’ OR Social Support OR Coping Behaviour OR ‘coping’ OR ‘resilien*’ OR Resilience (Psy-
chological) OR ‘family function’) AND (African Cultural Groups OR ‘africa*’)

Global Health (disab* child* OR disab* OR autis*OR development* disab* OR intellectual disab* OR physical disab* OR vis* impair* OR 
hear* impair*) AND (family* OR family member OR ext* family OR caregiver OR sibling) AND (family quality of life 
OR quality of life OR wellbeing OR satisfaction OR happiness OR support* OR coping OR resilien* OR family function*) 
AND (africa*)

African Jour-
nals Online 
(AJOL)

Children AND Disability AND Family Quality of Life AND Africa
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an associated factor, such that mothers/female caregivers 
often experienced greater care burden than fathers (with 
implications on their health) due to cultural expectations 
of women as primarily responsible for child raising [44, 
45, 47, 49, 66–73]. However, other researchers found no 
significant associations between socio-demographic fac-
tors such as parental employment, education, age, gender, 
and FQOL [52, 59, 66, 74].

Individual characteristics

Individual characteristics relate to “more complex and 
multidimensional traits which might vary over time” 
[5] (p. 264). Children’s behaviour and communication 
impairments were negatively associated with FQOL 
[40, 44, 48, 56, 60, 67, 75–80]. Parents in various stud-
ies reported how their physical and psychological health 
affected FQOL, e.g. some parents (particularly mothers) 
experienced chronic pain, stress, and depression due to 
the heavy care burden of having a child with a disability 
[22, 44, 45, 48, 54, 59, 60, 62, 64, 65, 67, 68, 70–73, 75, 
78, 79, 81–83].

Individual beliefs

Beliefs refer to a family member’s understanding, expec-
tations, or meaning making related to their child [5]. 
Researchers described parents’ mixed emotions and beliefs 
towards their child [61, 64, 77, 80, 83]. Initially, they may 
have been devastated, but some caregivers progressed to 
greater acceptance of disability, recognising their respon-
sibility and committing to protect, provide, and advocate 
for their child with patience and hope [42, 44, 48, 57, 60, 
65, 70, 75, 80, 83–85]. Some caregivers saw their child 
as a ‘gift from God’ [40, 57] and “their child was one of 
their biggest sources of joy and pride” [70] (p. 110). Par-
ticipants (particularly mothers) frequently described how 
their spiritual beliefs helped them cope [22, 44, 48, 62, 
71, 80, 84, 86]. Researchers also found that acceptance, 
forgiveness, optimism, confidence, and proactiveness (i.e. 
learning new skills) contributed positively to FQOL [22, 
40, 49, 51, 55, 56, 69, 71, 76, 80, 84]. Both problem- and 
emotion-focused strategies helped parents to cope [21, 
84]; however, many parents continued to worry about their 
child’s future [48, 54, 62, 70, 77, 78, 84].

Fig. 1  PRISMA flow diagram 
showing article selection 
process. AJOL African Journals 
Online, AJOD African Journal 
of Disability
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Family Unit factors

Family characteristics

Study findings indicated a connection between socio-eco-
nomic status and FQOL [9, 10, 21, 40, 42–44, 49, 50, 52–54, 
56, 58, 59, 61, 62, 70, 71, 75, 79]. Poverty was prevalent 
among families and financial needs had a significantly nega-
tive effect on FQOL [10, 22, 48, 63–65, 67, 68, 80, 81, 84]. 
Several studies demonstrated that the region where families 
lived influenced FQOL [58, 66]; for example, families in 
northern Uganda had lower FQOL than those in the south 
due to political instability and higher stigma [43], whilst 
Nigerian families of children with Down Syndrome in urban 
areas had higher FQOL than those in rural areas due to bet-
ter service/resource access [56]. Four studies in this review 
showed that family composition influenced FQOL where 
two-parent families and/or married parents correlated with 
higher FQOL [9, 45, 50, 55]. Two studies indicated that 
having more children negatively influenced FQOL due to 
parents’ additional responsibilities [47, 50]. However, two 
other studies demonstrated that siblings could help fam-
ily adaptation and positively affected FQOL due to their 
involvement in education/care of the child with a disability, 
reducing parental care burden [42, 55]. A number of stud-
ies identified family members other than parents as primary 
caregivers (mostly grandmothers) particularly if the mother 
had died, or if parents separated or rejected their child for 
various reasons; however, studies did not differentiate this as 
an isolated factor affecting FQOL, the relationships between 
family members were more important [53, 57, 67, 70, 83].

Family dynamics

Family relationships There was strong evidence that family 
cohesion/cooperation and commitment positively contrib-
uted to FQOL [10, 40–42, 56, 57, 77]. Closely knit families 
with loving social/emotional relationships, mutual respect, 
and understanding adapted better and had more positive 
family outcomes [87]. Including children in family activi-
ties/chores and working together as a family also benefitted 
FQOL [57, 67]. Several authors discussed the importance 
of quality family time and maintaining routines [40–42, 56, 
75, 87, 88]. However, disruptions to routines [81] and long 
working hours impeded FQOL [10, 56]. Families’ com-
munication patterns also influenced FQOL where positive, 
affirming, and open communication led to better adaptation 
and wellbeing [40–42]. Conversely, miscommunication, 
particularly between parents and their child, hindered care 
and negatively affected FQOL [40, 77].

Authors described both positive and negative effects 
of spousal relationships on FQOL [55, 60, 61, 72, 81]. 
For example, Namibian mothers felt happy and socially 

integrated when their husbands were loving and accepting 
[48], and South African mothers reported improved commu-
nication and relationships with their spouses because of their 
child’s disability [44]. However, authors in various African 
countries, also described unsupportive, absent or abusive 
spouses, and marital strain (sometimes divorce) that resulted 
from having a child with a disability [48, 51, 65, 70, 71, 75, 
78, 82]. Additionally, acceptance, care, and involvement of 
siblings with the child with a disability (particularly older 
siblings) positively influenced FQOL [55, 68, 75, 76].

Family values/attitudes Across countries, African families’ 
religious/spiritual beliefs and values also influenced FQOL 
[10, 40–42, 54, 63, 87]. These beliefs helped families to 
accept and appreciate their child, thus, positively contribut-
ing to FQOL [41, 67, 78, 81]. Ajuwon [56] described how 
Nigerian families recognised that their child “brought a spe-
cial joy and love to their entire family” (p. 39). Flexibility, 
willingness to learn and change, innovation, and creativity 
were also values that improved families’ adaption and FQOL 
[10, 40–42]. FQOL was influenced positively when families 
proactively taught their child life/social skills [68, 75, 77]. 
Maintaining traditional cultural values, community/social 
engagement, and fulfilling social expectations also strength-
ened family relationships and positively affected FQOL [56, 
57]; however, some families withdrew from their communi-
ties due to stigmatising attitudes or care burdens [70, 73, 75, 
82]. Additionally, many families persistently sought a cure 
and some maintained both biomedical and traditional views 
on disability [49, 64, 67, 73, 77, 86].

Support factors

Researchers described how some families received support 
and the positive contribution of support to FQOL; however, 
most authors highlighted families’ support needs and overall 
lack of support.

Instrumental support

Most studies highlighted families’ need for financial support 
as poverty negatively affected their FQOL. Some families 
received financial/material support from extended family, 
NGOs/charities, religious institutions, peer-support groups 
(through income-generation activities), and only occasion-
ally from government grants, but overwhelmingly, research 
demonstrated the need for more support [43, 44, 48, 54, 
56, 61–64, 66, 70, 77, 79, 84–86]. Researchers identified 
the importance of promoting school attendance and edu-
cation, because as well as supporting the child’s develop-
ment, it allowed parents to maintain employment, thus, 
reducing financial needs [40, 52, 53, 55, 64, 65, 67, 71, 78, 
80, 86]. Several authors discussed the need for more public 
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schooling, scholarships for children with disabilities, and 
special education [56, 68, 77, 87]. This tied to families’ need 
for respite/childcare to reduce care burden and allow parents 
to work [21, 42, 49, 64, 78, 79, 83]. Sometimes extended 
family, neighbours, or older siblings assisted with childcare, 
but families needed more support [55, 68, 80]. Families also 
needed better, affordable transportation to access health ser-
vices which were often located in urban centres far from 
their homes [10, 54, 61, 68, 70, 71, 82].

Informational support

Researchers found that families needed more informa-
tion related to their child’s disability, prognosis, and care 
[40, 64, 67, 71, 77, 79, 84, 86, 87]. Interestingly, in one 
study, Malawian parents with greater knowledge were more 
distressed [58], but typically, knowledge was reported as 
empowering and positively affecting FQOL [42, 46, 63]. 
Some parents acquired information from the internet [55, 
68], through peer-support groups (including online forums) 
[55], parent training [51], and further education [56], all of 
which enhanced FQOL.

Physical support

Although access to medical and rehabilitation services ben-
efitted FQOL [41, 42, 60, 76], many authors reported that 
health/rehabilitation services were inaccessible and unaf-
fordable, had few specialists, and provided limited access to 
assistive devices [10, 21, 22, 43, 50, 53, 54, 56, 57, 65, 67, 
68, 70, 73, 80, 82, 83, 86]. Even when families did access 
services, poor professional attitudes, neglect, and lack of 
family-professional partnerships negatively affected FQOL 
[56, 62, 64, 65, 70, 79, 82]. Conversely, one article noted 
that therapists’ encouragement could improve FQOL [47]. 
Schlebusch et al. [88] found that South African families 
were most satisfied with disability-related support, whereas 
Ajuwon [87] found that Nigerian families were least satisfied 
with disability services.

Emotional support

Families described immediate and extended family as their 
primary source of emotional support [40–42, 44, 47, 56, 
60, 61, 63, 69, 71, 75, 77, 80, 86, 87]. However, many fami-
lies required more emotional support and lacked supportive 
family members (e.g. unreliable/unsupportive fathers or in-
laws) [48, 54, 64, 82]. Support from friends, neighbours, 
community, and religious groups (i.e. churches) appeared 
to positively affect FQOL by providing emotional/social 
support (primarily to mothers), highlighting the crucial role 
of informal social support [40–45, 48, 50, 56, 60–62, 67, 
68, 80, 84]. Some families requested psychological support 

(e.g. counselling) to improve FQOL [58, 78]. Parents also 
indicated that they would welcome peer-support groups to 
share their experiences and emotions [50, 55, 64, 75, 78, 79].

Other factors contributing to FQOL

Several other factors contributing to FQOL were found 
through inductive analysis. Most studies mentioned the prev-
alence and negative influence of stigma against children with 
disabilities and their families [21, 22, 40, 43, 47–49, 54–57, 
60–65, 67–69, 71, 75, 77–80, 86, 87]. In rare, extreme cases, 
caregivers were encouraged to kill their child [63, 65, 78]. 
Stigma was often perpetuated by cultural beliefs or igno-
rance around disability leading to exclusion of the family 
from their community. When the mother was blamed for 
the disability (often by spouses/ in-laws, but also self-blame 
[69]), the family unit could breakdown and mothers were left 
alone to provide and care for their family [49, 60, 82]. How-
ever, one South African study found that although mothers 
experienced marginalisation from outside their immediate 
community, “counter-narratives to disrupt the dominant nar-
ratives of taboo, stigma and tragedy are embedded in the 
mothers’ histories, religious beliefs and the philosophy or 
ethic of Ubuntu” [80] (p.377). Several authors also described 
reduced stigma over time with increasing advocacy and 
community awareness [60, 69, 87].

In addition, researchers reported the negative effect of 
environmental barriers on FQOL. For example, Ajuwon 
[56] described Nigerian families’ challenges with “gallop-
ing inflation, general insecurity in their communities, the 
widespread degradation of the environment occasioned by 
traffic congestion, toxic wastes, air pollution, frequent power 
outages, constant noise from generating plants, and incessant 
flooding of urban centres that lack poor drainage systems” 
(p. 40). Harsh environmental conditions, geographical chal-
lenges, and inaccessible built environments also negatively 
affected FQOL [61, 82]. For example, Zimbabwe’s politi-
cal/economic instability and deplorable conditions [22], 
and violence, crime, and alcohol abuse in South Africa [70] 
negatively affected FQOL.

Discussion

This review demonstrated the broad range of factors con-
tributing to FQOL for families of children with disabilities 
across 14 African countries. These included individual mem-
ber factors such as parental employment, the child’s behav-
ioural challenges, and parents’ spirituality and acceptance 
of disability, as well as family unit factors such as socio-
economic status, relationships, and beliefs/values. Support 
factors also contributed significantly to FQOL, where fami-
lies expressed a need for support at multiple levels: material/



1301Quality of Life Research (2022) 31:1289–1307 

1 3

instrumental (e.g. financial, educational, respite, transport), 
informational (e.g. prognosis, care requirements), physi-
cal (e.g. health/rehabilitation services), and emotional (e.g. 
sharing experiences). Broader themes that we found through 
inductive analysis were not only the prevalence and nega-
tive influence of poverty and stigma, but also the positive 
contribution of spirituality to FQOL. Despite Africa’s cul-
tural diversity, from our findings, we noted similarities in 
overall factors affecting FQOL across countries. However, 
understanding cultural differences within specific African 
contexts (i.e. language, particular spiritual values/customs 
or stigmatising beliefs) can foster more effective, appropriate 
support provision.

Poverty and FQOL

Regardless of country, we found the prevalence of poverty 
and its negative effect on FQOL. These findings only rein-
force the complex, nuanced link between disability and 
poverty [89–95]. Families of children with disabilities in 
high-income contexts are also vulnerable to poverty and its 
negative effects on health, family interactions, education, 
social involvement, productivity, and future prospects [96, 
97]. However, in African contexts, inadequate government 
support/social welfare, barriers to services (i.e. affordabil-
ity, availability and accessibility), and dangerous/unhygienic 
environments can intensify these effects [92, 98]. The World 
Health Organisation’s (WHO) International Classification 
of Functioning, Disability, and Health (ICF) categorises 
environmental barriers as products and technology, natural 
environment and human-made changes to the environment, 
support and relationships, attitudes, and services, systems 
and policies [99]. Several researchers have used the ICF 
framework to investigate environmental barriers for people 
with disabilities (including children) in African contexts 
[100, 101]: financial burdens, inadequate transportation and 
infrastructure, and inaccessible natural environments can all 
hinder participation, and subsequently FQOL. Additionally, 
carers are often either unable to maintain employment due 
to high-care demands (reducing financial resources) or have 
limited quality family time due to the demands of low-paid 
jobs and lengthy commutes [54, 92, 93], both negatively 
affecting FQOL. Our findings did not clearly identify differ-
ences in FQOL when the family was headed by a grandpar-
ent or sibling; however, this is likely to affect a family’s abil-
ity to generate income and would be interesting to explore 
in future research. Poverty not only compounds the negative 
effects of disability (e.g. physical and psychological bur-
dens), but can also affect families’ ability to cope with these 
added challenges [92]. Although many African families 
show remarkable resilience and FQOL is not solely depend-
ent on external circumstances, recognising and addressing 

the pervasive effects of poverty can help direct contextually 
relevant and sustainable support services to enhance FQOL. 
For example, research has demonstrated the potential of 
community-based rehabilitation (CBR) programmes in low-
income contexts as an approach to provide more affordable, 
accessible services and to empower families of children with 
disabilities (e.g. through income-generation activities); how-
ever, active engagement from families and the community 
is essential for sustainability and effectiveness [102–106]. 
Health/rehabilitation providers also need to consider the far-
reaching effects of poverty on families, providing holistic 
support to the whole family, not just the child, and mak-
ing appropriate recommendations (e.g. low cost, local). In 
terms of policy, governments need greater accountability to 
ensure effective implementation of social welfare policies 
that consider the entire family’s needs [95, 107]. Moreover, 
disability should be considered in mainstream development 
policies and programmes [92]. Further research is needed 
related to poverty and FQOL in low-income settings to direct 
future policy and practice [92].

Stigma and FQOL

Stigma was another factor mentioned in most of our 
included articles across countries and disability type. 
Despite stigma being a universal phenomenon for fam-
ilies of children with disabilities, it is experienced dif-
ferently in different cultures [108, 109], and the conse-
quences can be severe for African families (i.e. pressure 
to kill the child). Belonging and community engagement 
are particularly important in African contexts where the 
philosophy of Ubuntu highlights how individual identi-
ties are formed through community relationships [33, 34, 
95]. Ngubane-Mokiwa [34] specifically emphasises the 
need to renegotiate the meaning of Ubuntu and correct 
misinterpretations/misapplications in light of the common 
exclusion and discrimination of people with disabilities 
that directly opposes Ubuntu values. In African contexts, 
stigma often emerges from ignorance or traditional/super-
natural beliefs around disability (e.g. curse, God’s punish-
ment), though sometimes in combination with biomedical 
knowledge [86, 95, 98, 110–112]. Additionally, stigma is 
more explicitly gendered where mothers/female caregiv-
ers are often blamed for the child’s disability and usually 
by immediate/extended family (e.g. in-laws, spouse) [69, 
82, 95, 112–114]. Considering again the ICF’s Environ-
mental Factors, Huus et al. [101] found that social bar-
riers, including exclusion and discrimination of children 
with disabilities, were the most common environmental 
barrier for participation. Negative attitudes toward dis-
ability can also be more common in rural areas, perhaps 
due to lower education or awareness [115]. Anti-stigma 
interventions that promote acceptance and belonging 
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for children and their families are, therefore, critical for 
enhancing FQOL. Smythe and colleagues [116] conducted 
a systematic review of interventions to reduce stigma for 
children with disabilities and their families in LMICs, and 
despite limited quality evidence, they found that educa-
tion programmes reduced negative attitudes. Stigmatising 
attitudes/behaviours from health and education profes-
sionals were also evident in some of our articles; hence, 
further training and exposure to disability are needed. In 
fact, health/rehabilitation professionals should be actively 
engaged in advocacy and reducing stigma for children 
with disabilities and their families [117]. Several articles 
in our review described advocacy efforts (particularly of 
mothers) that sought to raise community awareness and 
advocacy for children’s rights [43, 44, 60]. Our findings 
also highlighted the benefits of establishing peer-support 
groups for countering stigma, by providing emotional sup-
port/solidarity, information, and opportunities for income 
generation [54, 118]. CBR programmes can support advo-
cacy efforts of self-help and peer-support groups [102]. In 
addition, Ajuwon [56] emphasised “religious and cultural 
leaders as the key to this shift in knowledge and practice” 
(p.42) to dismantle stigmatising attitudes and behaviours. 
Approaches at individual, family, societal, and multiple 
levels are needed to address stigma and promote belonging 
regardless of country, but they must “strive to be culturally 
and contextually responsive by adapting to meet the needs 
of individuals, families and communities in a given con-
text, time and place, rather than simply applying a broad 
‘culturally specific’ brush for all” [109] (p. 168).

Spirituality and FQOL

Although some spiritual beliefs can perpetuate stigmatising 
attitudes/behaviours towards children and their families, our 
findings also demonstrated how crucial spirituality is for 
families’ coping, resilience, and FQOL across countries and 
disability type. Other international studies have shown reli-
gion/spirituality’s positive effect on FQOL, giving families 
meaning, hope, and acceptance despite the additional chal-
lenges [16, 119–125]; however, religious/spiritual coping 
appears more common in LMICs [54, 92, 108]. Religious 
institutions can provide a supportive inclusive community, 
emotionally and practically, yet at the same time may still 
perpetuate stigmatising attitudes [118, 126]. Health and 
education professionals need to understand and respect the 
significance of each families’ spiritual/religious beliefs and 
build on these as a strength to enhance FQOL, whilst provid-
ing evidence-based interventions in respectful partnership 
with families. Although spirituality is recognised as impor-
tant for FQOL, further research is needed to explore the con-
nection between spirituality and FQOL in African contexts.

Limitations

This review has several limitations that merit considera-
tion. First, we only included original research published in 
English; thus, we may have missed important information 
in other languages or unpublished work. In addition, whilst 
we searched a broad range of databases and relevant jour-
nals, we did not have access to Africa-Wide Information 
which could have identified other relevant papers. Second, 
the majority of research (19/53 articles) originated from 
South Africa, giving a bias to this specific country rather 
than representing the African continent more broadly; 
however, we did include articles from 14 different coun-
tries and did not notice significant differences between 
countries regarding broad factors affecting FQOL. Finally, 
we found overlap within family unit and individual mem-
ber factors (e.g. religion/spiritual beliefs), as well as disa-
bility type. However, the authors met frequently to discuss 
findings to ensure consistency.

Conclusion

FQOL is an important outcome for families of children 
with disabilities globally, and understanding its contrib-
uting factors can help to direct support provision. Under-
standing FQOL in African contexts is crucial to ensure 
that services are culturally appropriate and feasible, ulti-
mately benefiting families. To the best of our knowledge, 
this is the first review that focuses on FQOL in African 
contexts. This scoping review demonstrates that universal 
factors contribute to FQOL (e.g. financial status, func-
tional needs, family relationships, and values); however, 
poverty, stigma, and spirituality are particularly prevalent 
in African contexts and significantly contribute to FQOL. 
These factors are important to consider in international 
FQOL tools/measures to capture their influence on FQOL. 
Further research (qualitative and quantitative) is needed 
to explore FQOL in various African contexts, from the 
perspectives of support providers as well as families, to 
more fully direct intervention efforts.
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