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As the health community reflect on World Caring Day and the UK’s National Carers Week in June, 

2024, it is important to recognise the contribution of families caring for the 240 million children with 

disabilities worldwide.1 These caregivers, including parents, grandparents, siblings, and extended 

family members, have a crucial role in supporting some of the world’s most marginalised children. 

However, caregivers face considerable challenges, including psychological stress,2 mental health 

conditions,3 financial burdens, stigma, and discrimination,4 which impact their wellbeing and ability 

to provide care effectively.5 Moreover, the responsibilities of caregivers often conflict with other 

social roles, such as partnerships, parenting, education, and employment.2 The difficulties that 

caregivers face are generally pronounced in low-income and middle-income countries (LMICs), given 

the constrained   role of statutory services in providing support, and that children are ten times 

more likely to be disabled than to die before their fifth birthday.6 A fundamental shift is needed in 

how caregiver support is approached globally, one that acknowledges caregivers’ contributions to 

society, addresses their rights, and recognises their own support needs.  

  

Fortunately, there are contextually appropriate interventions to help address these challenges. Peer 

support groups and networks offer effective approaches to health promotion and improved short-

term psychosocial functioning for caregivers.7 Additionally, in many settings these programmes are 

adopted by caregivers after implementation, providing further opportunities for social 

connectedness and resource mobilisation, as has been seen in Ghana8 and Kenya.9 Despite providing 

vital support to caregivers, peer interventions are not routinely available because of factors such as 

fragmented mental health and child development services.10,11 Insufficient  accessible, formal early 

childhood intervention services and social support for caregivers in LMICs leaves many caregivers 

without adequate support as their expectations for their child's future are altered.12 Moreover, there 

is limited inclusion of caregivers’ voices in policies and programmes that are designed to impact their 

lives. Barriers to implementation and scale include limited evaluation of long-term effectiveness and 

cost-effectiveness. Implementation research should be prioritised to understand the factors needed 

for effective and sustainable impact at scale, with clear theories of change, standardised outcome 

measures, long-term follow-up, and cost-effectiveness analyses. Where programmes are in place in 

LMICs, missing or dysfunctional referral pathways can restrict access to care and support for 

caregivers. Additionally, some groups may be sidelined from programmes. For example,  
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programmes are not usually tailored to the preferences of fathers and male caregivers, and their 

circumstances, reflecting societal expectations and stereotypes regarding paternal roles in 

caregiving. It is crucial to progress beyond treating fathers as mere companions to mothers by 

developing father-inclusive caregiver interventions that actively support men as co-beneficiaries.13  

 

To scale up peer support groups and networks, health policies and systems must adapt to address 

the needs of caregivers of children with disabilities. One promising approach involves implementing 

policy provisions that endorse community-based interventions. For instance, an inclusive early child 

development programme  in Addis Ababa prioritises marginalised families and shows how policy 

provisions can bolster caregiver support within the broader health-care system in Ethiopia.14 This 

programme includes comprehensive home visits by community members known as coaching 

mothers who also facilitate access to essential services for all children younger than 6 years  in Addis 

Ababa.14 Public‒private partnerships, as well as collaborations with the third sector and public 

entities, can contribute to the provision of  comprehensive support for caregivers.  

 

Crucially, programmes are best designed and most sustainable, when caregivers and people with 

disabilities co-develop and facilitate these groups and networks. This collaborative, user-led  

approach fosters inclusivity, empowers participants, and leverages first-hand experiences, leading to 

tailored solutions to address their challenges.15 Initiatives that are largely community or civil society 

organisation led, such as those provided by Shonaquip Social Enterprise in South Africa,16 Baby 

Ubuntu peer support programmes in Uganda,17 and Carers UK in the UK, have potential for long-

term positive impact on caregivers’ lives if adequately funded and prioritised.  

  

Low spending on mental health and social care services  in LMICs by governments and non-

governmental organisations constrains caregiver support programme development,18 especially in 

poorer, rural areas where needs are also higher.19  Looking ahead, priority actions for governments 

to incorporate caregivers of children with disabilities in national systems must include developing 

and financing of national action plans for early detection   of children with disabilities that also 

provides support for their caregivers, and establishing measurable targets. These key performance 

indicators are required to monitor and improve policies, financing, advocacy, and services. For 

instance, in 2007, Chile implemented a successful national early childhood development 

programme, supported by effective developmental household surveys for children younger than 5 

years.20 In 2019, data gathered as part of the programme indicated that the programme was not 

effectively reaching children with developmental disabilities. The programme has since adjusted to 



ensure improved access to assistive technology and communication services for caregivers and 

children.20 Expanding and developing a community workforce with the appropriate skills to provide 

support groups and networks can bridge accessibility gaps. To overcome scaling up or integration 

barriers, strategic involvement of all stakeholders, including decision makers and service users, is 

crucial for sustainability. Services to support caregivers must be evidence-based, locally relevant, 

and systematically assessed to disseminate practical recommendations.   

 

Governments need policies and action plans to support caregivers, which should be translated into 

budget allocations necessary to implement the support effectively. Thus, it is crucial for international 

organisations such as WHO, the World Bank, and UNICEF to strengthen normative guidance to 

integrate peer support groups and networks within national health strategies, and facilitate system 

restructuring to bolster national governments and civil society organisations in their endeavours to 

support caregivers. These organisations can have a catalytic role in providing overarching leadership, 

coordination, and accountability mechanisms to ensure the equitable provision of  support for 

caregivers worldwide. 
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For more on Carers UK see  https://www.carersuk.org/ 
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