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Background

Caregivers can be an important resource in enabling people with disabilities to access services and
community resources and to promote inclusion more widely. It is accepted, and supported by
evidence, that caregivers play an important role in maximising the wellbeing of many people with
disabilities.? This is especially the case for children with disabilities. Where a child has a profound
intellectual disability, such as the child of one of the authors, the caregiver can in effect be the
‘communication aid’, equivalent to a sign interpreter, through which the person communicates their
needs, desires, and preferences.

Globally, primary caregivers are predominantly women and girls. Caregiving by family members is
informal, unpaid, and performed in addition to other roles that caregivers have, such as paid
employment. Providing informal care over prolonged periods can result in caregivers experiencing
burden and stress.*> If the caregiver is stressed or isolated, or has poor mental health and minimal
resources, the person with disabilities being cared for is less likely to maximise their potential and
wellbeing. While recognising that women and girls provide the majority of informal caregiving in the
family, this essay focuses on the under-researched area of male caregivers.

Opportunities and challenges

The stress that caregivers experience has been well documented in both low- and high-income
settings. Caregivers experience high levels of negative mental health and social isolation; financial
strain; the physical burden of caregiving; feelings of pessimism, exhaustion, and anxiety; cognitive
and memory difficulties; and, consequently, reduced quality of life. These negative impacts are
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compounded by a lack of internal resources, such as information, skills and coping behaviours, and
limited external resources, including finances, help from extended family, and formal supports.®

The economic impact of the additional expenditure and decreased income of caregivers is well
known. These impacts provided justification for the National Disability Insurance Scheme (NDIS) in
Australia whereby supports provided to people with disabilities and their families enable caregivers
to engage in the workforce. In most countries, caregiving is unpaid and the economic contribution of
caregiving is uncounted. Informal caregiving enables a person with disabilities to live at home rather
than in institutional- or state-based care. Home-based care generally costs less and is often
preferred by people with disabilities. The UN Convention on the Rights of Persons with Disabilities
emphasises the right of people with disabilities to live in the community (Article 19) and the right of
children with disabilities to family life (Article 23).

The role of caregivers is often overlooked in global development cooperation. Failing to engage with
caregivers can further disadvantage people with disabilities, especially for those with severe
intellectual disabilities. The Committee on the Rights of Persons with Disabilities General Comment
Number 7 highlights the importance of including caregivers and family members in consultations.
Including caregivers is important where there is a risk of losing access to the voice of some people
with disabilities, for example, where the caregiver may play a critical role in supporting
communication.”

Without assuring appropriate representation of caregivers within the disability movement and
related dialogue there is a risk of excluding people with disabilities who rely on supported
communication through their caregivers. A recent study noted that people with intellectual or
profound disabilities are underrepresented in organisations of people with disabilities (OPDs).®
Reasons for this include limited mechanisms for supported decision-making or communication, a
role commonly provided by caregivers for some people with disabilities.

Research has shown that female caregivers of children with disabilities are often marginalised and
disempowered socially and financially.® This marginalisation has been associated with poorer
wellbeing, health, and education outcomes for the child. Male involvement in the day-to-day care of
a child with disabilities is often limited due to various factors such as paid labour, absence due to
migration for work, societal norms and gendered domestic role allocations associated with
caregiving. In some contexts, men may not be welcome to engage in personal caregiving due to
cultural and traditional norms around gender roles in the family.%° There has been limited
engagement with the role of male caregivers in the literature and practice. The role of male
caregivers in contributing to childhood development and wellbeing has been shown to be important;
for example, male caregivers’ participation in parenting programs in Japan was associated with
positive outcomes on their child’s behavioural problems and communication skills.?
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Understanding the role and function of male caregiving in providing disability support in the family is
essential for furthering women’s empowerment. For example, the sharing of domestic loads, which
are typically greater in the context of disability, increases opportunities for women to engage in paid
employment outside the home. Studies also demonstrate more equitable caregiving for children
with disabilities in a household can reduce potentially negative impacts on female caregivers, such
as depressive symptoms and exposure to stress.?

Often it is the lack or absence of caregiving by men that is the focus of research and intervention
with little attention paid to the positive aspects of caregiving by men to a child with disabilities’
welfare. A negative portrayal with a focus on the shirking of responsibilities by men can perpetuate
gendered inequalities. There is appreciable scope to better understand and address the constraints
to male engagement in caregiving for family members with disabilities in development research and
programming.

Looking ahead to 2030

An important question that remains unanswered in low- and middle-income countries is: does the
absence or exclusion of male or female caregivers hinder the child’s development? Also, what
additional impact does the absence of a male or female caregiver have when caring for a child with
disability? In order to recognise this key component of childhood development and disability, new
efforts need to be made to foster understandings and engagement of caregivers, including their own
wellbeing.

It is critical to develop strategies for both male and female caregiver engagement, such that they
have a comprehensive understanding of the care needs of children. Notably, engaging male
caregivers in appropriate allocation of resources and creating a supportive social and family
arrangement affords critical support to women and the family.

Ensuring gender equality and the social and financial empowerment of women in households with
people with disabilities who require support or care requires us to work with men. We should take a
strengths-based and co-design approach to understanding this dynamic and designing appropriate
interventions for men. Such initiatives would involve looking at the whole family unit and dynamics
in the care of children, including a focus on better supporting and promoting care by men, given
male caregivers are often excluded from research and interventions.

We recommend the following to better ensure more equitable provision of care and support for
people with disabilities by 2030:

1. Work with partner countries to generate co-designed, evidence-informed research and develop
policies and programs to understand and support the role of male and female caregivers
respectively in promoting the wellbeing and positive development of people with disabilities.

2. Encourage OPDs and community self-help groups to be actively inclusive of male caregivers, or
to develop structures that facilitate the inclusion of men in caregiving roles in line with the
principles of supported decision making.
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3. Develop targeted, sustainable interventions to improve the health and wellbeing of male
caregivers to optimise the potential of those for whom they care.

4. Invest in developing and delivering evidence-based positive parenting programs, such as those
being co-designed in rural India,*3 and specifically tailored to meet the needs and challenges
faced by male caregivers while promoting gender equality in caregiving roles.
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