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Abstract

Purpose – Raising a child with learning and developmental disabilities in a low-income setting is

challenged by inadequate resources, limited support and poverty. The impacts on caregivers include

fatigue, distress and isolation. The purpose of this paper is to report on a programme (2008-2021) that

was set up in Kilifi County, Kenya to investigate and address these difficulties.

Methodology – The programme used mixed methods through a series of interconnected studies,

starting with a situation analysis, followed by a home-based intervention where the caregiver served

as agent for change using augmentative and alternative communication (AAC) methods. This was

followed by two community-based inclusive development initiatives: disability awareness training to

community groups and empowering self-help groups for caregivers of children growing up with

disabilities.

Findings – The situation analysis revealed scarce support services for caregivers and children with

learning and developmental disabilities, with report of limited resources, inadequate coverage and poor

professional practice. A home-based, AAC intervention was associated with improved caregiver well-

being, significant positive changes to caregiver perceptions of the child’s communication and some

expansion to the child’ social activities. However, questions around sustainability persisted. Disability

awareness training led by persons with lived experience of disability showed positive changes to the

views, values and attitudes of established community groups. Caregiver participation in self-help groups

was associated with their greater personal agency, perceptions of increased social support and reduced

severity of child’s disability.

Originality – The programme narrative demonstrates a rationalised and evidence-based process for

community-based inclusive development that is low cost, culturally acceptable, with potential for

sustainability.
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Background

Globally, the development potential of children growing up with disabilities continues to be

neglected. A decade ago, the World Report on Disability estimated that 80% of the 150

million children with disability worldwide were to be found in resource-poor regions of the

world (WHO, 2011). The link between disability and poverty has been established

unequivocally, particularly in low to middle income countries (LMICs) (Banks et al., 2018).

More recent estimates report that 95% of 52.9 million children below five years with

developmental and learning disabilities reside in LMICs. Proportionally, countries in sub-

Saharan Africa contribute about 45% to this figure (Bitta et al., 2017). Compared to similar
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estimates in 1990, the lack of significant improvement to the burden of developmental

disabilities has been highlighted (Olusanya, 2018).

Most people residing in sub-Saharan African countries experience a reduced standard of

living compared to those living in high-income countries, characterised by inadequate access

to health provision (Peters et al., 2008), low school attendance (Kuper et al., 2014), limited

employment rates and low wages (Mizunoya and Mitra, 2012). However, lower educational

and labour market outcomes are more likely amongst those with disabilities than those without

(Trani et al., 2011). Furthermore, families of children with disabilities tend to spend more on

health care than those without disabled members (Mitra et al., 2011). In Sierra Leone, families

with a child with severe disabilities spend on average of 1.3 times more on health care than

families without a person with a disability (Trani et al., 2011). Less than 10% of children with

disabilities were reported as attending school in Africa (UNESCO, 2015).

In terms of support, there is wide variation in health, education and social services, across

the African continent. Rehabilitation services that exist tend to be clustered around urban-

based institutions with report of serious limitations in coverage and capacity (Njelesani

et al., 2011). The problems are aggravated by deficiencies in workforce and the availability

of up-to-date practical equipment, for example in Ghana (Tinney et al., 2007) and Tanzania

(Njelesani et al., 2011), and indeed across sub-Saharan Africa (Adugna et al., 2020). Non-

government funded organisations provide a source of support (WHO, 2011) but are subject

to similar financial and resource constraints. Uptake of services is affected by limited

access at a community level, particularly in rural areas where families are affected by

inadequate transport systems (Moisi et al., 2011).

Typically, it is the mother or grandmother who assumes the role of primary caregiver

responsible for the child’s development and welfare in contexts of limited support and

scarce resources (Zuurmond et al., 2019). These challenges are compounded by

community attitudes and beliefs espoused in relation to disability. Across sub-Saharan

Africa, disability has been explained in relation to superstitious circumstances that give rise

to stigma and discrimination, both in the immediate family and in the local community

(Adugna et al., 2020); for example breach of social conventions (e.g. incestuous relations

between family members) in Botswana (Shumba and Abosi, 2011), Ghana (Antony, 2011)

and Kenya (Bunning et al., 2017); and preternatural forces in Malawi (Paget et al., 2016),

Namibia (Haihambo and Lightfoot, 2010) and Kenya (Bunning et al., 2017). The impacts on

the caregiver include psychological distress and social isolation, fatigue and mental health

crises in some cases (Masulani-Mwale et al., 2016).

Disparities exist between regions of the world in how primary diagnoses are established for

children growing up with a disability. Health-care systems in high-income countries support

the early diagnosis and intervention with such children. The reverse is often the case in

resource-poor regions of the world attributed to “lack of availability of continuous care,

inadequate training and experience of health care providers and insufficient secondary-

and tertiary-level health centres” (Ertem, 2012, p. 13). Regardless of the child’s primary

diagnosis, similar challenges are experienced by children, caregivers and families in low-

income countries. Thus, the research and development programme presented in this paper

does not discriminate between the different conditions affecting development and adopts

the inclusive term “developmental disabilities”. The aim of this paper is to provide a critical

narrative to a research and development programme that moves from an understanding of

the existing situation for caregivers and their children with developmental disabilities,

towards intervention approaches that build on the assets of the community.

Research and development programme

Building on existing connections between University of East Anglia (UEA) and the Kenya

Medical Research Institute (KEMRI), we managed a research and development programme
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in Kilifi County, Kenya (2008 to present). Figure 1 provides an illustration of the direction

taken: from situation analysis to community-based inclusive development. The main aim

was to identify and address the gaps in pre-existing knowledge and establish intervention

practice with in-built cultural relevance and sustainability.

Setting

Situated in the coastal region of Kenya, Kilifi County is one of the poorest areas in Kenya, with

a 71.4% poverty level, with most residents living in dwellings of mud construction consisting of

one or two rooms, with no power supply or running water. Pre-Covid, per capita, the average

income for a family (parents and six children) was KES1000 per month – less than US$13

(Kenya National Bureau for Statistics, 2015). Families are largely dependent on subsistence

farming for income. Kilifi residents are mainly from the Mijikenda groups (about 80%) and

speak Swahili, Giriama and Chonyi. A county-wide survey of neurological impairment in

children aged 6–9years revealed a 6.1% prevalence for moderate-severe difficulties

(Munga’la-Odera et al., 2006).

Ethical approval for each study was given by the Scientific Ethics and Review Unit (SERU)

in Nairobi, Kenya and the International Development Ethics Committee at University of East

Anglia, UK.

Situation analysis

To establish the nature, availability and coverage of support for children with disabilities

(0–15years) and their families, a situation analysis was conducted between 2008 and 2011.

This included a descriptive and record-based survey of service provision and utilisation

Figure 1 Summary of Kenya-based programme from situation analysis, through home-
based intervention, to community-based inclusive development
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within the health rehabilitation and special education sectors, key informant interviews with

staff and structured observation of rehabilitation sessions designated as “speech therapy”.

Our findings revealed workforce deficiencies in health and educational provision, poor

attendance of appointments by caregivers and their children, poor access at a community

level compounded by inadequate transport systems (Bunning et al., 2014a, 2014b, Gona,

2014) and sub-optimal practice in the area of therapy for promoting speech, language and

communication development (Bunning et al., 2013). One important finding to emerge was

the relationship between the caregiver and the child characterised by supportive

communication, such as shared use of gesture and self-expression. This led us to consider

caregivers as agents for change in the lives of their children with disabilities.

Home-based intervention

To investigate the potential role of caregivers, a home-based intervention using augmentative

and alternative communication methods was piloted with children with complex

communication needs associated with learning and developmental disabilities (2011–2013). A

stratified sample of children representing the main disability groups (learning disabilities;

cerebral palsy; deafness; autism; multiple disabilities) was recruited, together with the relevant

primary caregivers, e.g. typically the mother or grandmother. Pre- and post-intervention

measures included interviews with caregivers and administration of the Communication

Disability Profile. The latter was developed as an outcome measure in neighbouring Uganda

(Baker and Hartley, 1998), which frames communication around the domains of the

International Classification of Functioning, Disability and Health (e.g. body function and

structure; activity; participation) (WHO, 2002). The intervention was devised to be:

� technically valid such that it could be used in the home context;

� economically feasible and requiring neither power supply or technical expertise; and

� socially and culturally acceptable (Alant, 2005).

Based on the pre-intervention measures and observations in situ, a tailored communication

plan was established for each child. The design of the interventions drew on the

professional skills of the first author (KB) who has a background in speech and language

therapy, and the second author (JKG), who was formerly a teacher of special education

needs, specialising in education of deaf and hearing-impaired children. Locally sourced

materials were purchased (e.g. objects of reference, multi-sensory items, photographic

images) or made (e.g. a board was made for displaying objects of reference). Their usage

was demonstrated to the caregiver by JKG in the language of the home. The caregivers

demonstrated the ability to carry out the intervention. Post-intervention gains included a

greater sense of well-being among the caregivers (Authors et al., 2013), who perceived

their child’s disability as less severe with a reported increase in the child’s community

participation (Bunning et al., 2014a, 2014b, Gona, 2014). Despite such positive outcomes,

sustainability of approach was a concern because the intervention design relied on the

professional skills of the researchers and a small budget to purchase AAC materials locally.

Furthermore, the potential for scaling up an intervention that depended on professional

input within limited resources was an issue. Therefore, we shifted our focus to community-

initiated approaches.

Community-based inclusive development

To draw on the assets of the wider community, we moved beyond the home and adopted

community-based inclusive development (CBID), formerly community-based rehabilitation

(CBR), a composite strategy for meeting the needs of persons with disabilities (WHO,

2010). Divided into five key domains, it offers guidance on community-based initiatives by

focusing on health, education, livelihood, social and empowerment (WHO, 2010).
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Firstly, to investigate cultural understanding of disability and the associated challenges for

caregivers, we conducted focus group discussions with 21 established community groups

(women groups; community health worker groups). This revealed a melting pot of

superstitious beliefs (e.g. the advent of disability associated with witchcraft, demons and

evil spirits), misconceptions about disability causation, discriminatory attitudes and aversive

responses (e.g. attributing environmental disasters such as a lack of rains to the person with

a disability and their family) (Bunning et al., 2017). Secondly, to raise awareness of issues

and to shape community responses to persons with disability, we focused on the

“empowerment” domain for its cross-cutting potential to the four other domains (WHO, 2010).

We employed four local people with lived experience of disability (with cerebral palsy, autism,

learning disabilities and deafness) as “trainers”. Supported by a series of preparatory

meetings, the “trainers” were encouraged to develop the telling of their personal story, using

drama, mime, hand and body gesture and words. They shared their personal stories with 20

established community groups (health community workers and women groups), each with

around 10–15 members. Focus groups discussions were carried out with each community

group pre- and post-intervention. Framework analysis revealed a shift in the psychological

constructs underpinning group attitudes towards persons with a disability – from viewing them

as a “burden” to individuals with “agency”; and from “sub-human” to “human” (Gona et al.,

2018). At project closure, it was the community groups who campaigned for further action to

improve the lives of people living with disability.

We adjusted our focus to the caregivers and their children with learning and developmental

disabilities (2015–2018). Staying with the “empowerment” domain of the CBID/CBR (WHO,

2010), we identified self-help groups (SHGs) as the primary vehicle for change. Founded on

peer collaboration, rather than professional support, the emphasis was on psychological

empowerment. The aim was to support the caregivers to gain control over their lives with no

expectation of professional input from the already constrained rehabilitation services.

For this purpose, we adopted a realist evaluation research design, which recognises the

variable ways interventions work across individuals and contexts because it recognises that

change is affected by context (Pawson and Tilley, 1997). The 20 community groups from

the previous study mobilised 254 caregivers to form 20 SHGs. Set-up of the groups

occurred over a 10-month period. During this time, the groups met weekly. Researcher

monitoring visits occurred at monthly intervals, providing opportunities for problem solving

and advice as appropriate. The groups were encouraged to start up various income

generation activities, including “merry-go-round” (where group members contribute small

sums of money or food items at each meeting, which are allocated to two or three

individuals for family use and income development by rotation so each member has a turn

as a beneficiary); farming; and livestock rearing. At the end of the set-up phase, 11 groups

remained comprising 154 caregivers – nine groups having dissolved variously due to

drought conditions, in-group tensions and fraudulent activity in the local community

(Bunning et al., 2020, Gona, 2020).

We carried out a facilitated intervention with the 11 groups that were functioning at the end

of the set-up period. Run as a series of interactive workshops, six sessions were delivered

to each group at monthly intervals covering topics of economic empowerment; speaking

about own personal situation; peer support; community inclusion; access to health; and

access to education.

Evaluation involved focus group discussions with each group before and after the facilitated

intervention. We also administered two questionnaires to a sample of 75 caregivers: Sub-sections

of the Communication Disability Profile (Baker and Hartley, 1998) as summarised previously; and

he Multi-dimensional Scale of Perceived Social Support (Zimet et al., 1988). All the measures

were administered in the preferred language of the participants (i.e. Swahili and Giriama). At

baseline the caregivers’ experiences were defined by a sense of “burden” that was characterised

by “aloneness”, “challenges”, “stigma” and “discrimination”. Post-intervention, caregiver “agency”
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emerged emphatically and illustrated their sense of “togetherness”, “capacity-building”,

“acceptance” and “well-being”. There were significant gains in the caregiver’s social support

networks; they viewed their child’s disability as less severe, and their caregiving role as less

problematic. Mechanisms of “handling goods and money” and “social ties and support” were

determined to underpin the outcomes (Bunning et al., 2020, Gona, 2020).

Guidelines

Based on the development of empowering self-help groups, we devised some practical

guidelines to extend the uptake of this work. The guidelines draw on earlier work by

Zimmerman (1995) and are centred on the empowerment process. The guidelines focus on

three key domains:

1. The way you think about yourself: If you encounter difficulties bringing up a child with

disabilities, if you are tired and sad, if you feel all alone with your worries, you can feel

bad about yourself and helpless. Part of being empowered is feeling good about

yourself.

2. The way you communicate with other people: If you fear what other people will say and

how they will react to your child, if you stay with your child at home – not communicating

with other people around you, you can feel isolated and unsure. Part of being

empowered is speaking up for yourself.

3. The way you act to bring changes to your life: This means taking action yourself, instead

of waiting for something to happen. Sometimes the difficulties you face in life can feel

over-whelming. You may feel helpless – not knowing what to do. You may feel that you

have no say or control over your circumstances. The final part of being empowered is

being able to bring about change.

The guidelines proceed through various sections on: setting up a self-help group; building

resources and activities; facilitating group discussions on relevant topics; microfinance

opportunities for groups to grow their income generating projects; and evaluating a self-

help group. The guidelines were presented to interested registrants at the Africa Network

CBR Conference in Zambia, 2018. In total, 37 sites across 10 countries, signing up to trial

the SEEK guidelines. Proposals included self-help groups for parents at primary schools

(Malawi); capacity-building for disabled persons organisations (Zambia); enhancement of

existing caregiver support programmes (Ethiopia; DRC). Implementation has been

impacted by the global pandemic. However, early feedback from Zambia referred to

“strengthening the parent support groups to become self-sustaining”, empowering

“children to learn how to make doormats, sew bags and string beads into necklaces and

bracelets” with reported impacts of mutual support, growth in confidence and vocational

planning for children with disabilities.

Follow-up

In the first year of follow-up (2018–2019), the economic benefits of SHG livelihood projects

were evident in group bank statements. In focus group discussions at one-year follow-up,

the caregivers spoke of their savings and the extra resources for their children with

disabilities, e.g. food, skin oil and well-being. This is captured in the testimony of one

caregiver:

I’m happy because my child with disability cannot cry for anything now. I can provide for him with

what I get from this group. It has brought us together. We all have phones and we can

communicate with each other in case there is need.
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The groups told of their plans for business and reported how all their children with

disabilities attended school with the exceptions of a few where transport was a barrier to

access.

Just before COVID-19 lockdown (01.02.20), the caregivers expressed high satisfaction in their

roles in relation to their children with disabilities, with a positive sense of their own value and

personal growth. The groups were progressing their ambitions in terms of income generation,

bank account savings, social connections with each other and their aspirations and plans for

the future. Money worries and a lack of caregiver support were still present; however, there

was new confidence in their ability to manage. In early 2020, the advent of COVID-19 affected

the people across the globe. Despite the isolation imposed by lockdown, contact among the

membership has been maintained via brief socially distanced meetings and mobile phone

communications. The groups have been active in identifying and advocating for the needs of

their most vulnerable members, with representations being made to the local Chief’s office for

food relief. However, group progress has been negatively affected. Local lockdowns impacted

group meetings, access to markets for selling produce, travel and school attendance for the

children. Other factors such as the lack of rains, floods, avian flu affecting poultry, dishonesty

among the membership and broader community, variously affected the groups during this

period. Nevertheless, the infrastructure of the self-help groups appears to have mitigated

against the worst effects of the pandemic by facilitating contact and mutual support among

the membership.

Conclusions

The situation faced by many children and adults with learning and developmental

disabilities in LMICs is one of limited financial and material resources, deficient professional

support characterised by workforce limitations and poor coverage. At a community level,

accessing support is affected by an inadequate transportation system, distance from the

urban locations of health and educational facilities and the negative attitudes shown

towards individuals with disabilities and their families. The primary caregiver, typically the

mother, bears the major responsibility for looking after and supporting a child growing up

with learning and developmental disabilities. Feelings of isolation and psychological

distress, fatigue and mental health crises in some cases are not uncommon.

Community-based inclusive development initiatives offer some practical and low-cost

routes towards mediating some of the challenges experienced by caregivers and their

children with learning and developmental disabilities. New roles are assumed by key

stakeholders including: people with lived experience of disabilities as trainers and

advocates; caregivers as contributors to the livelihood of their groups and families, as

members of a social support network and as individuals who can change the outcomes for

their children with learning and developmental disabilities.

The current programme of studies focuses on caregivers and children with developmental

disabilities in Kilifi County, Kenya and provides an illustration of the current situation in this

setting and the outcomes associated with applied intervention approaches. There is a need

for larger scale investigations and applications of community-based initiatives across

multiple settings, where the challenges of caring for a child with developmental disabilities

exist.

Beyond the low-income countries of the world, is it possible that CBID offers potential

opportunities for the support and development of individuals with learning disabilities

across the life course and their families? In circumstances of constrained health and social

support resources, where the availability of professional support services (e.g. school,

residential home) is impacted, middle- and high-income countries might benefit from

community-based approaches. Some initiatives already exist, such as the network of

parent-led support groups through the Down’s Syndrome Association (www.downs-
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syndrome.org.uk/about-dsa/our-network/local-support-groups/). As we emerge from the

COVID-19 pandemic with new financial challenges facing statutory health and social

services, perhaps now is the time for community-based inclusive developments.
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