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ABSTRACT

Purpose: Poverty amongst families with a child with disability adversely impacts child and family quality
of life. We aimed to identify existing approaches to livelihood support for caregivers of children with
developmental disabilities in low- and middle-income countries.

Methods: This mixed-method study incorporated a scoping literature review and online stakeholder sur-
vey. We utilised the World Health Organization community-based rehabilitation (CBR) matrix as a guiding
framework for knowledge synthesis and descriptively analysed the included articles and survey responses.
Results: We included 11 peer-reviewed publications, 6 grey literature articles, and 49 survey responses
from stakeholders working in 22 countries. Identified programmes reported direct and indirect strategies
for livelihood support targeting multiple elements of the CBR matrix; particularly skills development,
access to social protection measures, and self-employment; frequently in collaboration with specialist
partners, and as one component of a wider intervention. Self-help groups were also common. No publica-
tions examined effectiveness of livelihood support approaches in mitigating poverty, with most describing
observational studies at small scale.

Conclusion: Whilst stakeholders describe a variety of direct and indirect approaches to livelihood support
for caregivers of children with disabilities, there is a lack of published literature on content, process, and
impact to inform future programme development and delivery.
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> IMPLICATIONS FOR REHABILITATION

e Disability and poverty are interlinked, but little is known on approaches to livelihood support for
caregivers of children with developmental disabilities in low- and middle-income countries.

e Stakeholders report direct and indirect strategies for livelihood support targeting multiple livelihood
elements; particularly skills development, access to social protection measures and self-employment;
frequently in collaboration with specialist partners, and as one component of a wider intervention.

e Improved reporting of livelihood targeted activities inclusive of evaluation of feasibility, acceptability
and impact would support wider implementation of effective livelihood programmes for caregivers of
children with disability.

Introduction activities required for a means of living [9], is crucial for families
of children with developmental disabilities, if we are to “leave no-
one behind” as part of the Global Strategy’s “survive, thrive and
transform” agenda [10].

Childhood developmental disabilities are chronic conditions
that emerge during the period of early child development and

cause impairments in the child’s physical, cognitive, or behav-

Globally, there are an estimated 53 million children, under five-
years of age, living with developmental disabilities, with approxi-
mately 95% living in low- and middle-income countries (LMICs)
[1]. In Sub-Saharan Africa, the number of affected children is
reported to have increased by more than 70% between 1990 and

2016 [1]. It is increasingly understood that poverty and disability
are interlinked and can exacerbate each other [2-5] and this has
been shown to also be true for childhood disability [6-8].
Supporting livelihood, defined as the capabilities, assets, and

ioural development [11,12]. Children with developmental disabil-
ities frequently have complex needs, including suboptimal
nutrition, health, educational attainment, and quality of life
[13-15]. Meeting these needs commonly falls to the children’s
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Figure 1. The WHO CBR matrix and its livelihood component. (A) Overview of the WHO CBR matrix. Adapted from World Health Organization. Community-based
rehabilitation: CBR guidelines [24]. (B) Elements of the CBR matrix livelihood component and their core aspects.

primary caregivers, which can be parents, other family members
or anyone with caring responsibilities for a child with develop-
mental disability, a large proportion of whom will be women. In
LMICs, medical, educational, and social services for children with
disabilities and their families may be lacking or affected by limited
health care budgets and workforce shortages [16]. As a result, the
need to involve, support, and empower families is central to
many interventions aimed at maximising health, well-being, and
quality of life of children with developmental disability.

Financial challenges for caregivers include direct costs such
as financing assistive devices, medications, rehabilitation, and
other health-related treatment, as well as paying for transport
to access care distant from the family home [4,17]. In addition,
indirect costs occur due to loss of productivity, i.e., loss of
opportunity to engage in income generating activities due to
caring commitments [5]. A lack of financial support from family
members or spouses, with many families being single parent
households, may further compound financial challenges [5,18].
In particular, fathers’ absence from the family unit is not
uncommon [19,20]. Unfortunately, families frequently experi-
ence social isolation, contributed to by stigma and discrimin-
ation, which adds complex hurdles to overcoming
poverty [17,21-23].

The World Health Organization’s Community Based
Rehabilitation (CBR) guidelines [24] emphasise the need to sup-
port households and families looking after a person with disabil-
ity. The CBR matrix (Figure 1) is a framework developed to create
uniformity in programmes and highlight the different sectors and
elements that encompass the CBR strategy [24]. Whilst it can pro-
vide a useful framework for programme development and deliv-
ery, this must be implemented in a way that is flexible and
sensitive to diverse local cultural contexts [25] with its limitations
as a generalised, non-locally driven approach recognised.

The CBR matrix acknowledges the multi-dimensional nature of
support needed and includes livelihood alongside health, educa-
tion, social, and empowerment components. Within the livelihood
component specifically, there are five elements: skills develop-
ment, self-employment, wage employment, financial services, and
social protection (Figure 1(A)), each with sub-sections or core
aspects referred to in CBR guidelines on the livelihood compo-
nent [24] (Figure 1(B)).

Livelihood programmes exist in many LMIC settings, however,
these usually target adults with the aim of improving the liveli-
hood of the person with disability directly [24], such as vocational
rehabilitation to support individuals to access, maintain or return
to employment. Less is known on the role, approach, and



effectiveness of programmes to specifically support the livelihood
of caregivers of children with disabilities. Indeed, a preliminary
search of MEDLINE, the Cochrane Database of Systematic Reviews
and JBI Evidence Synthesis revealed no current, or underway, sys-
tematic or scoping reviews on programmes specifically targeting
caregivers of children with disability. In response to this informa-
tion gap, we aimed to identify existing approaches to supporting
the livelihood of caregivers of children with developmental dis-
abilities in LMICs. The specific objective of the research was to
conduct a scoping review of the literature and online survey of
stakeholders working with families of children with developmental
disabilities, to examine the role, approach and evidence for exist-
ing livelihood support programmes.

Methods
Scoping review

We conducted a scoping review of the published and grey litera-
ture in accordance with the Joanna Briggs Institute (JBI) method-
ology [26] with results reported in accordance with Preferred
Reporting Items for Systematic Reviews and Meta-analyses exten-
sion for scoping review (PRISMA-ScR) guidance [27].

Search strategy & source of evidence

The search strategy (Supplemental Material) was informed by a
preliminary literature review identifying relevant key terms and
developed with the input of a specialist librarian. We utilised four
groups of search terms linked by the Boolean operator AND
related to (1) children with developmental disability, (2) care-
givers, (3) livelihood, and (4) LMICs to search MEDLINE, Embase,
Global Health, Web of Science, CINAHL, and PsycINFO for articles
published between January 2000 and May 2021. No limit to lan-
guage of publication was applied. The reference lists of all
included full text articles were screened for additional studies. We
searched grey literature of key international non-governmental
organisations and United Nations organisations, working with chil-
dren with disabilities, that were recommended by team consensus
(Supplemental Material).

Articles were included if they (a) referred to work carried out
in LMICs, as defined by the World Bank on the basis of per-capita
gross national income [28], (b) referred to caregivers with children
with developmental disabilities, and (c) referred to an intervention
offered to caregivers with the aim to improve caregiver or house-
hold livelihood. In alignment with the WHO CBR guidelines [24],
we defined a livelihood intervention as one that aims to help indi-
viduals and their families to secure the necessities of life and
improve their economic and social situations. Publications were
included where livelihood was addressed as one element of a
broader intervention, as long as the livelihood component was
delineated. Publications were excluded if they provided descrip-
tive data relating to caregiver livelihood burden only with no
interventional component or if they described an intervention
without any livelihood-targeted component.

We considered studies of experimental and observational
design as well as opinion papers, review articles, reports, and
guidelines or policy documents for inclusion in this scoping
review if meeting eligibility criteria.

Screening, data extraction and data analysis

Search results were imported into EndNote20 and duplicates
removed. Two reviewers (EL, MZ) parallel screened first 5% of title
and abstracts and subsequently 20% of full texts of search results
with >80% agreement rate as to inclusion or exclusion at each
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stage of the screening process. The remaining search results were
screened by the two reviewers independently with discussion in
cases of uncertainty. The search and the study inclusion processes
were presented in a PRISMA-ScR flow diagram. Data from eligible
articles were charted using a structured data abstraction tool
developed for this review. We did not critically appraise individual
publications as the aim of the review was to map the scope and
breadth of the studies. Data from included studies was synthes-
ised in summary tables and mapped geographically according to
location of programmes described.

Online stakeholder survey

The survey questionnaire (Supplemental Material) asked partici-
pants to provide information on any livelihood support work
(aligned with the elements of the CBR matrix livelihood compo-
nent), as well as descriptive data on the survey participant’s pro-
gramme. Respondents could detail further aspects of their work
in optional free text questions. The questionnaire was developed
in English and piloted with the input of key-stakeholders with
experience in livelihood work (parents of children with disability,
allied health professionals and policy makers). Feedback indicated
that no substantial changes were required and no language bar-
riers identified.

Survey dissemination and administration

The online survey was disseminated by email and social media by
snowball methodology. We sought input from a wide range of
relevant stakeholders working with families with children with
developmental disability from diverse LMIC settings and utilised
professional members organisations, networks and individual con-
tacts to initiate dissemination (Supplementary Material).

Survey data management and analysis

Survey data was entered by participants directly into a password
protected online form or collected by email. Analysis involved
descriptive statistics (frequencies and percentages) using Excel.
Countries were aggregated by world region or income level as
defined by the World Bank [28].

Ethical considerations

Informed consent was taken with survey participants invited to
read a participant information sheet at the start of the survey and
checking a tick-box indicating consent before progressing to the
survey questionnaire. Ethics approval for this research was given
by the London School of Hygiene & Topical Medicine Research
Ethics Committee (LSHTM Ethics ref 25187).

Results
Findings from the scoping review

Of 2075 unique results, our search yielded only 153 publications
(7.3%) that referred to caregiver livelihood (Figure 2). Only 11 of
these described a targeted livelihood intervention and were there-
fore included [29-39] (Figure 2). A summary of the included peer-
reviewed publications is presented in Table 1.

Table 2 summarises the six grey literature references to specific
programmes supporting the livelihood of caregivers of children
with disabilities [40-45].

Scoping review findings were reported according to geo-
graphic setting, the primary recipient of livelihood support, study
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Figure 2. PRISMA-ScR flow diagram of bibliometric database search results and study inclusion process. CwD: child(ren) with disability; HIC: high-income country.

design, outcome measures, and element of the CBR matrix liveli-
hood targeted.

Geographic setting

Six peer-reviewed publications were from the Sub-Saharan Africa
region, three from the South Asia region and one each from
Europe & Central Asia and Latin America and the Caribbean
(Figure 3(A)). Studies were conducted in both urban and rural set-
tings (Table 1). Identified programmes from the grey literature
were active in both Sub-Saharan Africa and South Asia
(Figure 3(A)).

Programme recipients

Most peer-reviewed and grey literature publications did not spe-
cify the primary and secondary recipients of described pro-
grammes in any detail, and sample size of intervention recipients,
where reported, varied widely (Tables 1 and 2). Only three pro-
grammes identified in peer-reviewed publications detailed the
age range of the involved children with disability (0-15years
[29-31], 2-14years [35], and 4-14years [33]). None focussed
exclusively on children in the period of early child development
(0-3years). The timescale of any livelihood-related programme
activities was rarely detailed; nine peer-reviewed publications

specified the period of data collection which ranged from one
month to a four-year period (Tables 1 and 2).

Study designs and outcome measures

Study designs were predominantly observational, relying on pre/
post evaluation if any. Evaluations commonly employed mixed
methods, with qualitative outcome measures more common than
quantitative measures and largely presented outcome measures
related to child or parental physical or mental wellbeing. No
quantitative outcome measures relating specifically to livelihood
were reported, such as income level, employment status, engage-
ment in job seeking activities or skill acquisition or access to
social protection measures such as benefits. One study utilised a
quantitative  measure related to social  support—the
Multidimensional Scale of Perceived Social Support (MSPSS) [46]
which assesses the perception of informal social support by
friends and family—and the study’s mixed methods evaluation
suggested strong links between group processes relating to
“handling goods and money” and “benefits to child and family”
[30]. One grey literature publication reported on the level of
knowledge of and access to of the Ghanaian Disability Common
Fund as an outcome measure [41].
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Table 1. Continued.

Intervention

Intervention recipients:

child w disability

- Age
- Disability
- Other

Scope
- Nr of participants

Intervention recipients:

Element(s) of the CBR matrix
livelihood component targeted

Study design &

caregiver

- Timeframe

Delivering organisation

Intervention livelihood content

Intervention overview

outcome measure

Setting

improving connection to

available services

WHO: World Health Organization; CBR: community based rehabilitation; SHG: self-help group; CG: caregiver; CwD: child(ren) with disability; NGO: non-governmental organisation; DRC: Democratic Republic Congo.

2All three publications relate to the same study.
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Livelihood component of the CBR matrix targeted

Within the programmes reported, livelihood was almost always
one component of a wider intervention package, and often not
the primary focus. Amongst grey literature findings, the organisa-
tion Carers Worldwide stood out, with reports on multiple estab-
lished programmes to support caregivers and frequent emphasis
on livelihood support [42-45] (Table 2).

Self-help groups appeared to be a common intervention com-
ponent aiming to effect livelihood-related change (described in sev-
eral grey literature programmes [40,43-45] and in at least seven of
the nine programmes described in peer-reviewed publications
[20-37]). In addition, in the publications found self-help group for-
mation initiation was commonly driven by an external body such
as an INGO/NGO, governmental, or private academic organisation.

Where interventions were described in enough detail to be cate-
gorised by component of the CBR livelihood matrix, the most com-
monly found categories were access to social protection measures in
the form of social support offered by self-help groups or sign-posit-
ing to disability benefits, and self-employment with income generat-
ing activities carried out by self-help groups or individuals supported
by self-help groups. Reports on interventions falling under the cate-
gories of “access to financial services” (via self-help groups) or “skill
development” were present but less frequent, and we found no
description of any intervention supporting caregiver access to wage-
employment in the publications included here (Tables 1 and 2).

Findings from the online stakeholder survey

Between 11 May and 6 July 2021, 58 survey responses were
received. Of these, 50 respondents confirmed that they work with
children with disability and their caregivers in a LMIC, and that
their work aims to improve the livelihood of the families, meeting
inclusion criteria. One respondent detailed work carried out in a
high-income country and was thus excluded. The remaining 49
survey responses, representing 49 individual programmes, were
further analysed. Survey respondents could indicate more than
one answer for multiple questions, meaning the total pool of
listed answers per question was frequently >49.

Similar to the scoping review, survey findings were reported
according to geographic setting, the primary recipient of liveli-
hood support, study design, outcome measures, and element of
the CBR matrix livelihood targeted.

Geographic setting

Survey respondents reported on programmes from a total of 22
different countries, with multiple survey participants indicating
work in more than one country (Figure 3(B)). Listed countries or
regions of work were predominantly in Sub-Saharan Africa (76.4%
(n=42)). The majority (94.4% (n=50)) were from low-middle
income or low-income countries (Supplemental Material).

Programme recipients

Almost all respondents identified the child as the primary target
for their programme (85.7% (n =42)). Two-thirds (61.2% (n=30))
described targeting the carer, or other family member. The house-
hold as a whole and/or the community were more likely to be
secondary targets or were not targeted at all. However, caregiver
and household empowerment, including social support between
households, was mentioned by several respondents in free text
answers. Some also referred to community focussed work or the
need to address wider social aspects of disability, including raising
awareness, stigma reduction, and promoting social inclusion.
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( ) Country of interventions
described in peer-reviewed
and grey literature
publications

[T] 1intervention identified
Bl 2-3interventions identified
B 4 interventions identified

3

® [ T

Named as country of work by
survey respondents

[] 1response
[ 2-3 responses
[l 10-15 responses

Named as country of work by
survey respondents or
country of interventions 3%

©)

and grey literature
publications

| Once

2-3 times
4-5 times
10-18 times

- HEE

described in peer-reviewed LY 4 :

Figure 3. Global distribution of programmes identified through (A) the scoping review of published literature, (B) the online stakeholder survey, (C) the scoping

review and survey combined.

The age range of children with disability, directly or indir-
ectly involved in the respondents work, was generally broad.
More than half (55.5% (n=27) were inclusive of children
0-18years with seven (14.2%) inclusive of young people
>18years. Only eight respondents (16%) exclusively focussed
on <4years.

Programme delivery

Survey respondents held a variety of roles with NGO worker and
Researcher most common (Supplemental Material). More than half
of respondents worked for a non-governmental organisation
(NGO/INGO) and a fifth for a private not-for-profit (NPO) organisa-
tion (Supplemental Material). By far the majority (77.8% (n=35)),
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Skills development (n=37)
Access to social protection measures (n=36)

Self-employment (n=28)

age employment (n=15)

1 area 2 areas 3 areas 4 areas

5 areas

Figure 4. Element of livelihood support targeted. (N=47). Columns represent one survey respondent who could indicate more than one element being targeted.

Two respondents did not report on livelihood element targeted.

reported combining a direct approach to livelihood support with
referral to a partner organisation specialising in livelihood sup-
port, reflecting a recognition of the role of specialist partners.

Livelihood component of the CBR matrix targeted

Figure 4 shows which elements of the livelihood support compo-
nent of the CBR matrix targeted by respondent’s programmes.
Overall, 75.5% (n=37) indicated that their work most commonly
targeted “skills development”; 73.5% (n=36) “access to social pro-
tection measures”; 57.0% (n=28) self-employment; 42.9% (n=21)
access to financial services; and 28.6% (n=14) wage employment
(Figure 4). No apparent trends in combination of livelihood ele-
ments targeted were seen amongst the sample of survey
responses received. Organisations were as likely to work across
multiple aspects of livelihood support, as to adopt a more
focussed approach; 18.4% (n=9) targeted all domains and an
equal proportion targeted a single area alone (Figure 4).

Skills development. Skills development was the most common
element of livelihood targeted within the CBR matrix amongst
survey respondents (75.0%) (Figure 4). Foundation skills, such as
reasoning and problem solving, and literature, were reported to
be commonly targeted (83.7% (n=41) as well as core life skills
(73.5% (n=36)) and business management skills (71.4% (n=35)).
Targeting professional or technical and vocational skills was over-
all less common (Figure 5(A)). The emphasis on the generic skills
development and business management more broadly (Figure
5(B)), suggests that survey respondents preferred transferable
skills applicable to a wide range of livelihood activities.

Social protection. Access to social protection measures was sup-
ported by nearly three-quarters of survey respondents (Figure 4).
Programmes more commonly promoted access to informal
schemes offering social support (n=42), than official measures of
poverty reduction (n=38) and social assistance schemes (n=33).
In our survey sample the most commonly accessed schemes were
self-help groups, family support and disability benefits (Figure
6(A)). Around half promoted social protection via community-
based organisations (charitable and religious) and food support,
and a third reported use of conditional cash transfer schemes
(Figure 6(A)).

Self-employment. Amongst the 49 responses, 57.1% (n=28) pro-
moted self-employment (Figure 4). The majority offered access to
new options of self-employment (n=34), which was more com-
mon than re-engagement with previously conducted self-
employed income generation activities that had ceased due to
caring responsibilities (n =20) (Figure 6(B)). Self-employment sup-
port centred around a range of activities, including service provi-
sion, product manufacture and selling of goods and activities
were more likely to be carried out by individuals (n=34) than
groups (n=26) (Figure 6(B)). Similarly, income generating

activities carried out by individuals or small groups (35) were
reported to be more commonly supported than those carried out
at enterprise scale (Figure 6(B)).

Accessing financial services. Access to financial services was pro-
moted by 42.9% (n=21) of survey respondents (Figure 4).
Programmes aimed to improve access to savings (n=30) over
grants (n=19) or credits (n=16) and promoting access to insur-
ance of any kind was notably rare (n=4). Self-help groups and
other informal providers (n=28) predominated financial service
provision, followed by Village Savings and Loan Associations
(VSLASs) (n=20) (Figure 7(A)).

Wage employment. Less than a third (30.6% (n=15)) of survey
respondents reported supporting wage employment (Figure 4).
Again, access to new options of wage employment were more
common than re-engagement with employment ceased due to
caring responsibilities. A third of respondents reported providing
links to employment referral and support services and a quarter
aimed to raise awareness of existing employment promotion or
protection measures (Figure 7(B)).

Other components. Multiple respondents indicated supporting
other needs, not immediately related to livelihood, of both the child
(e.g., access to inclusive education, healthcare needs, nutrition,
mobility aids) and the caregiver (e.g., parenting skills, psychosocial
needs, healthcare needs). In addition, some respondents carried out
advocacy and policy work through partnerships with Disabled
Person’s Organisation (DPOs) and governmental organisations.

Discussion

Disability and poverty are crucially interlinked, and caring for a
child with disability places significant economic burden on the
family [5,17]. Whilst livelihood support aimed at caregivers was
substantially reported by stakeholders, we found a marked pau-
city of publications in the peer-reviewed health literature relating
to livelihood interventions targeting caregivers. Whilst the major-
ity of identified programmes in our sample of scholarly and grey
literature targeted multiple CBR livelihood elements, the most
commonly described were skills development, access to social
protection and self-employment. Self-help groups were also com-
monly identified, and were frequently embedded within a wider
child disability intervention and supported by a partner organisa-
tion specialising in livelihood support. In general, quantitative
measures of impact on outcomes relating specifically to livelihood
were lacking, however, this should be framed within the recogni-
tion that CBR, as a complex multi-sectoral approach, renders
assessment of attributions of impact challenging [47]. The major-
ity of identified programmes worked with a broad age-range of
children in Sub-Saharan Africa, and to a lesser extent South Asia,
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Figure 5. Livelihood support targeting skills development. (N=49). (A) Element of skills development targeted. (B) Specific skills listed by respondents. * indicates
skills targeted by at least 40% of programmes.

and none of those identified specifically target those in the first

thousand days (0-3 years).

Livelihood has many dimensions, and supporting it in the con-
text of families with a child with disability is complicated by high
care needs and costs as well as associated loss of opportunity to
generate an income [5,6,16,17]. Our findings suggest that it is pre-
dominantly addressed as a component of a broader, family-cen-
tred intervention, commonly using a multi-pronged approach.

Signposting to existing resources such as disability benefits or
parent support groups, and collaboration with partners specialis-
ing in livelihood support, is frequently utilised to access special-
ised knowledge and opportunities for grants and other forms of
social protection.

Access to social protection is recognised as an essential compo-
nent of supporting the livelihood of marginalised and vulnerable
groups. Notably, policy and advocacy reports such as the UNICEF
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SELF-HELP GROUPS AND GROUP ENTERPRISES
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Figure 6. Livelihood support targeting (A) social protection and (B) self-employment (N = 49).

report on Inclusive Social Protection Systems for Children with
Disabilities in Europe and Central Asia [48] frequently focus on access
to social protection measures to improve livelihoods of families of
children with disability. More global in approach, the UNICEF 2013
State of the World’s Children [49] highlights the need to expand
accessible social protection measures such as cash transfer pro-
grammes targeted specifically at children with disabilities and their
families and states that such targeted social protection measures
have been implemented in multiple countries but does not describe
any programmes in more details. A recent review of social protection
policies for caregivers in South Africa showed there is little research
which evaluates where social protection policies are sufficient for
meeting caregiver needs, with caregivers commonly not included as
a vulnerable group, and subject to various barriers in accessing those
policies and their benefits [50]. Whilst our study found that social

protection linkages were frequently promoted and included sign-pos-
iting to disability benefits, informal measures such as social support
offered by self-help groups or family was most common.

We found that livelihood support specifically targeting families
with young children in the first 1000 days was rare in the literature
we reviewed, and in contradiction with the recognition of this
period being a crucial window of opportunity for early child devel-
opment [51,52]. Livelihood support would be well-placed here;
there is, for example, evidence for improved child developmental
outcomes with (conditional) cash transfer schemes for families liv-
ing in poverty [53]. Barriers to providing livelihood support during
this period include delayed identification of disability and thus
missed opportunities for early intervention [54]. Opportunities to
address this include strengthening the health sector to provide
early identification and referrals for early intervention services [55]
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Figure 7. Livelihood support targeting (A) access to financial services and providers and (B) wage-employment (N = 49).

that are inclusive of livelihood components, such as linkages to
social protection schemes. In addition, whilst children are explicitly
mentioned to be included under the Convention of the Rights of
Persons with Disability (CRPD), often countries do not have mecha-
nisms for ensuring engagement of children in DPOs [56].

Self-help groups were central to many approaches to support-
ing caregiver livelihood described here. There is accumulating evi-
dence for the impact of interventions delivered through self-help
groups in LMICs [57] and they are an entry point for the provision
of financial services and informal measures of social protection.
Importantly, given that caregivers in LMIC settings are almost
always female, caregiver self-help groups are an opportunity for
economic empowerment inclusive of a gender lens. A systematic
review has shown that women’s economic self-help groups have a
positive, statistically significant effect on women’s economic, social,
and political empowerment through, for example, increased famil-
iarity with handling money, independence in financial decision
making, solidarity, improved social networks and respect from the
household and other community members [58]. A large scale
impact evaluation of a women business training course in Kenya
utilised randomisation and control groups to evidence an increase

in womens' income, longevity of womens’ businesses as well as
improvements in mental health and subjective wellbeing [59]. Also
emerging from work with women’s groups [58], and reflected in
several of the free text survey responses we received, is the need
for advocacy, community and policy level work to achieve effective
and sustainable change. Furthermore, the gender lens should not
just be reaching women, but engage male partners and other care-
givers to care for and provide for the child with disability.

The true extent to which livelihood support is offered to care-
givers of children with disability in LMICs remains unclear.
Undoubtedly, the limited yield of the scoping review conducted is
not representative of overall activity levels in this area. The survey
described here, clearly showed that there is awareness of this
important issue amongst those working with children with disabil-
ity and that work is being done to address it through a variety of
direct and indirect approaches. The marked lack of published evi-
dence for effectiveness of the approaches to supporting livelihood
within the health literature and related fields aligns with findings
from previous reviews related more generally to childhood dis-
ability in LMIC settings. These reviews concluded that there is lit-
tle to no evidence-base to inform service development, with
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almost no information available about family-support facilities
[54,59]. Our findings also align with a general call for more and
higher quality evidence on the effectiveness of interventions tar-
geted at children with disability and their caregivers in LMICs
more broadly [60-62].

To our knowledge this is the first structured approach to syn-
thesise knowledge on livelihood support centred on families of
children with disability as opposed to adults themselves with dis-
ability. The scoping review yield was restricted to publications
from 2000 onwards and more peer-reviewed publications describ-
ing livelihood support as a small part of a wider package of care
may not have been picked up by our search and screening strat-
egy. Searching the literature for qualitative studies has been
noted by others to be challenging [63] and likely affected our
ability to identify more livelihood support programmes. Whilst we
searched bibliometric databases that include qualitative literature,
such as CINAHL (which is frequently regarded as one of the best
databases for the qualitative literature due to its in-depth subject
terms) and Web of Science (which covers arts, humanities and
social sciences indexing databases), we predominantly searched
databases covering health literature and this may have substan-
tially limited our findings. The grey literature was searched in a
limited way and further expansion of this search may have
yielded additional findings. Whilst we had no language restriction
for publications included in the scoping review, for pragmatic rea-
sons we limited the survey to English. This, together with a non-
random snowball sampling approach and survey completion
requiring internet and email access as well as good literacy skills,
might have introduce an element of selection bias and limited
the yield of survey responses.

In conclusion, we have shown that whilst stakeholders describe a
variety of direct and indirect approaches to livelihood support for
caregivers of children with disabilities, overall, there is a lack of pub-
lished and unpublished literature on content, process and impact of
livelihood support, at least within the health literature and related
fields. In the absence of robust evidence for improvement in liveli-
hood-specific measures it is hard to conclude what specific approach
to livelihood support in this vulnerable population will be most
promising. However, given the findings here, consideration should
be given to both direct and indirect strategies for livelihood support
including sign-posting to existing resources and services through a
range of expert partners. Provision and promotion of access to social
protection measures, as well as other pro-caregivers social policies,
through developing and implementing national and local level poli-
cies and implementing guidelines, should be inclusive of families
with young children in the first 1000 days. Self-help groups can be
an effective tool to support caregiver livelihood by providing gen-
der-inclusive economic empowerment, and their formation and sus-
tained operation should arguably therefore be supported.
Importantly, wherever possible organisations should strive to collect
monitoring, evaluation and learning data related to the livelihood of
the families they work with (e.g., income level, employment status,
access to benefits), to contribute to the evidence base for effective
approaches. Larger scale implementation and impact research
around livelihood support centred on caregivers of children with
developmental disability appears warranted to improve understand-
ing of not only what works, but also what can be effectively imple-
mented at scale in low-income country settings.
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