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Global leadership is needed to optimize
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UNICEF and other international bodies
must produce a clear plan that prioritizes
development and education for children
with disabilities, especially in low- and
middle-income settings, as required for
achieving the United Nations Sustainable
Development Goals.

In 2015, 193 world leaders, under the auspices of the United Nations
(UN), adopted 17 Sustainable Development Goals (SDGs) as auniversal
call to action to be achieved by 2030 (ref. 1). The fourth goal (SDG 4)
included acommitmentto ensureinclusive and equitable quality educa-
tion and promote lifelong learning opportunities for all'. To achieve this
goal, theleaders further agreed that “by 2030, all children should have

accessto quality early childhood development, care, and pre-primary
education so that they are ready for primary education” (SDG 4.2). To
assess the progress made toward achieving this target globally, UNICEF
is required to monitor the proportion of children under five years of
age (revised subsequently to children 24-59 months of age) who are
developmentally on track in health, learning and psychosocial well-
being, (SDG 4.2.1), while UNESCO is charged with monitoring school
readiness as indexed by “the participation rate in organized learning,
oneyear before the official primary entry age” (SDG 4.2.2). Optimizing
the readiness of children with disabilities for school, to facilitate their
accesstoinclusive and equitable quality education, is the overarching
purpose of the global pledge and the commitment to early childhood
development. Given the 2030 deadline, there is a need to prioritize
early childhood development and education for children with dis-
abilities, in addition toimplementing effective governance, monitoring
and accountability mechanisms, to realize the global commitment to
inclusive education.
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Childhood disabilities

When the SDGs were launched in 2015, there were limited data available
ontheglobal prevalence of disabilitiesin children and adolescents that
could be used to guide purposeful policy intervention. In 2018, the
Global Burden of Disease (GBD) study used data from 195 countries
and territories that were collected across 1990-2016 to estimate that
53 millionchildren aged under five years had developmental disabilities
worldwide’. Additional data from a GBD study in 2019 showed that,
globally, the likelihood of a child having a disability before their fifth
birthday was ten times higher than the likelihood of dying (377.2 versus
38.2per1,000 livebirths)>.

InNovember 2021, UNICEF published aspecial report showing that
children with disabilities experience substantively more discrimina-
tion and are likely to have substantially poorer foundational reading
and numeracy skills, compared to children without disabilities*. Chil-
dren with disabilities are also significantly more likely to have never
attended school and less likely to complete primary education®. The
report further showed that children with disabilities of almost every
background, regardless of gender, family income level and residential
status, have lower rates of primary school readiness than children
without disabilities; these disparities are greatest among children in
the poorest households.

Existing global funding schemes for early childhood develop-
ment do not reflect the substantial health, social, educational and
economic inequities faced by children with disabilities and their
families; this is especially true in low- and middle-income countries
(LMICs), where the prevalence of children affected is greatest*’. For
example, of the estimated US$79.1billion disbursed as development
assistance for early childhood development by donor countries and
private foundations between 2007 and 2016, only US$0.5 billion
(0.6%) was channelled for disability’. Components of early childhood
development such as good health, early learning and responsive care,
aswellas nutrition and growth, recorded increased funding between
6.5% and 24.5% during this period, whereas disability-specific funding
declined by 11.4% (ref. 5). This funding patternis iniquitous given the
increasein the population of children surviving globally — including
those with disabilities?”.

Slow progress

The latest Goalkeepers Report from the Bill & Melinda Gates Founda-
tion has shown that the worldis on track to achieve almost none of the
goals, although the mortality of children under five years of age has
continued to decline globally since 1990 (ref. 6). The UN’s primary and
extended progress reports on the SDGs for 2022 did not provide any
dataonthe global status of early childhood development’. This s par-
ticularly concerning as school closures due to the COVID-19 pandemic
have had negative consequences for children’s learning and wellbeing,
particularly for girlsand those who are disadvantaged, such as children
with disabilities. Itis estimated that the current generation of children
could lose a combined total of US$17 trillion in lifetime earnings (in
current value) due to the pandemic®. Even among the disability com-
munity, the critical role of early childhood development is not always
fully appreciated oremphasized, as demonstrated by the lack of fund-
ing commitments from donors during the Global Disability Summitin
2022 (ref. 9).Itis not too late for action. UNICEF, as the leading global
advocate for child health and wellbeing, as well as the joint custodian of
SDG 4.2, canreverse this trajectory for children with disabilities before
2030 by acting promptly and decisively on the recommendations in
this article (Table1).

Inclusion without prioritization

In2018, UNICEF in partnership with the WHO (World Health Organiza-
tion) and the World Bank launched a globalinitiative for early childhood
development: the Nurturing Care Framework (NCF)™°. Theiinitiative has
been presented as aroadmap for action to ensure that every baby gets
thebest startinlife. However, atits conception, the NCF was based on
children under five years of age who were at an increased risk of poor
development due to stunting and extreme poverty, and so excluded
services for children with disabilities. An integrated framework for
nurturing care has now been proposed for all children regardless of
their disability status, but there is no robust scientific or anecdotal
evidenceto supportsuchaone-size-fitsallapproach to early childhood
development, particularly for children with disabilities". Moreover,
efforts to portray existing policies as disability-inclusive often mask
the priorities for the needs of children with disabilities. Inclusion does
not always assure prioritization.

InJanuary 2022, UNICEF launched the Strategic Plan 2022-2025,
aimed at achieving the SDGs within its purview by 2030 (ref. 12). The
organization rightfully pledged to prioritize the most marginalized
childrenand adolescents, including children with disabilities, children
affected by humanitarian crises, children on the move and children
from the poorest households. This promise is consistent with the
UNICEF mission statement established in 1946, which committed to
ensuring that the most disadvantaged children and the countries in
greatest need will have priority “in everythingit does”. However, there
isscant mention of “children with disabilities” ingoal areas1and 2, no
mentionof SDG 4.2, and this strategic plan does not reflect the evidence
on the prevalence and impact of disabilities in children that has been
published by UNICEF since 2013 (ref. 4). Children with disabilities are
likely toremaininvisible to policy and decision makersin global health
ifappropriate, and timely actions are not taken by relevant bodies and
stakeholdersincluding families and care givers.

Evidence demands action

Children with disabilities deserve to be prioritized in any global
program on early childhood development and care. In practical
terms, this would entail tangible action for the needs of children
with disabilities before the needs of other childrenin the allocation
of resources for health and educational services. The national health-
care system s the principle contact for children with disabilities to
receive medical support, underscoring the need for collaboration
with WHO. For example, WHO has published a policy document for
promoting health equity for persons with disabilities in consultation
with representatives of the disability community™. Early childhood
development was acknowledged as a fundamental factor for the
meaningful participation of persons with disabilities in society and
offers a critical window of opportunity to shape the trajectory of a
child’s holistic development and build a foundation for their future
life. Family-centered early detection and intervention from birth for
children with or at risk of disabilities is vital in any global initiative
for early childhood development.

An overview of actions needed to address the needs of children
with disabilities and their families in ten key subject areas are sum-
marized in Table 1. Policy makers, relevant UN agencies and funding
partners need to embrace the overarching vision of inclusive quality
education as mandated by the SDGs. The wide array of stakeholders
in global child health and development comprises a multiplicity of
vested interests, priorities and approaches to early childhood care
and development that require effective multisectoral coordination.

nature medicine

Volume 29 | May 2023 | 1056-1060 | 1057


http://www.nature.com/naturemedicine

Comment

Table 1| Recommendations to promote early childhood development for children with disabilities under five years of age

Theme Key actors Recommended actions
Global UNICEF in « Clarify and frame global policy and priorities for early childhood development for children with disabilities under five
leadershipand  consultation with years of age, in line with existing global health and educational agenda under the SDGs
governance WHO, UNESCO, « Ensure that the concept of disability inclusion is not erroneously presented as disability prioritization
World Bank « Emphasize the three components of school readiness for inclusive education necessary for achieving SDG 4.2: the child’s
and relevant readiness, family and community’s readiness and school's readiness
disabled-persons
organizations
Global Early UNICEF in « Avoid any omnibus early childhood development program designed for all children regardless of disability status and
Childhood consultation with severity
Development WHO, UNESCO, « Develop a universal and comprehensive framework for promoting early childhood development for children with
Framework World Bank disabilities under five years of age

and relevant
disabled-persons
organizations

Evaluate and coordinate existing global and sectoral programs to implement early childhood development for children
under five years of age to optimize impact

Emphasize the role of early detection and intervention from conception and its integration into universal health coverage
Develop evidence-based operational guidelines and provide technical support for country-level pilot programs to
determine what works in different settings

Model of care

Ministries of
health, women
and child
development,

in collaboration
with ministries
of education and
social welfare

Integrate maternal education into routine antenatal care, highlighting the importance of early detection and intervention
for children under five years or age with or at risk of disabilities

Provide free, routine and mandatory newborn screening for metabolic and congenital disorders, including hearing loss
Promote basic developmental screening and surveillance during routine health visits for immunization and other
services using appropriate and well-validated tests

Establish referral systems for primary care providers to facilitate timely diagnosis and enrolment into intervention
program

Introduce a two-channel system for early intervention by means of family coaching; one channel using lay community
health workers and the other using the combination of lay community health workers and health professionals

Provide affordable and well-adapted assistive technologies (such as augmentative alternative communication devices
for non-speaking autistic children) where required, with appropriate and functioning supply chains

Emphasize the importance of early detection and intervention for mental health concerns among parents of children
with disabilities under five years of age

Facilitate and strengthen multidisciplinary coordination at all levels of service delivery: tertiary, secondary and primary/
community

Quality of care

Ministries of
health, women
and child
development,

in collaboration
with ministries
of education and
social welfare

+ Provide evidence-based and family-centered local guidelines for children with disabilities to ensure the best possible
service quality

« Emphasize care delivery that focuses on activities and participation and is not restricted to body impairments

Introduce local legislation to protect families from financial exploitation and substandard service delivery, especially by

unregulated private-sector care providers

Deinstitutionalize mental care for children under five years of age with psychosocial disabilities

Institute community-based counselling and mental health services for parents of children under five years of age with

disabilities

Develop quality control standards for locally produced and imported assistive devices

Physical
infrastructure
and workforce

Ministries of
health, women
and child
development,

in collaboration
with ministries of
education, social
welfare and public
works

Implement a universal design-based approach to the development or refurbishment of health facilities and services

- Designate and equip tertiary centers for advanced specialist care for severe and complex disabilities

Facilitate the use of telemedicine and mobile platforms for delivery of educational materials and disability services
Ensure the availability of skilled health and pre-school workforce at all levels of service delivery

« Recruit, as far as practicable, adults with lived experience of disability or parents of children with disabilities as
community healthcare workers, primary care providers, early interventionists and pre-school educators as part of the
health and education workforce

Provide entry-level and ongoing disability training for service providers, including the recognition of the importance of
timely and appropriate referral

Social barriers  Ministries of » Promote a public campaign for greater awareness and positive attitude to children with disabilities
to service health, women + Provide emotional support services for parents and young children with disabilities, focused on acceptance,
utilization and child empowerment and coping strategies to deal with daily stress
development, « Implement public health strategies to address social stigma and discrimination especially for users of assistive
in collaboration technologies
with ministries of « Introduce and enforce legislation against violence, abuse and maltreatment of children with disabilities
education, social
welfare and justice
Financial Ministries of « Introduce a child disability allowance for low-income families
support for health, women + Promote community-based health insurance schemes to cover expenses for specialist services and assistive
families and child technologies
development, « Introduce a financial policy that ensures that access to professionally recommended services is not denied on account of
in collaboration affordability
with ministries « Provide tax incentives to private organizations that promote and invest in services for children with disabilities
of education,
social welfare and
finance
L] *
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Table 1 (continued) | Recommendations to promote early childhood development for children with disabilities under five

years of age

Theme

Key actors

Recommended actions

Global funding

World Bank in
partnership with
providers of
developmental
assistance for
health and
international
donors, and in
consultation with
relevant ministries

« Align current and future funding programs for early childhood development with existing global commitments under the
SDGs

Support countries to set up a dedicated budget and financing mechanism to strengthen health and pre-school systems,
including the recruitment and training of a specialist and community-based workforce for disability services

Consider match-funding with countries and local organizations for disability-focused projects

Ring-fence disability funding programs within the general developmental assistance to LMICs for child health services
Institute routine country audits and an independent monitoring mechanism for disability-focused expenditures

Ensure that ongoing country funding is contingent on satisfactory performance review of disability services

Commission periodic independent review of global health financing for children with disabilities globally

Performance
targets and
indicators

UNICEF in
consultation with
WHO, UNESCO,
World Bank,
ministries of health
and education

and relevant
disabled-persons
organizations

Introduce valid, reliable and timely targets and indicators to measure the quality and impact of services for children with
disabilities

Report on and monitor service providers in national human resources information systems to inform workforce
development and distribution

Determine measurable targets and indicators that reflect uptake of services by children with disabilities

Establish independent data collection team at the country level and encourage country ranking by performance on
agreed indicators

Monitoring and
accountability

UN-accredited
civil society
organizations,
child advocacy

Undertake periodic evaluation of global, regional and national progress in implementing early childhood development
and care for children with disabilities under five years of age

Identify challenges to service provision and uptake and suggest possible mitigants

Monitor and evaluate alignment of disability programs and funding with agreed global commitments and priorities

groups,
human rights
organizations
and independent
experts

Disseminate findings from periodic assessments to the general public, donors and relevant stakeholders

Recommendations were developed based on published reports and contributions from a diversified group of professional caregivers with and without lived experience of disabilities, including
parents of children with disabilities, from different world regions and cultures. The list is not exhaustive and can be modified and expanded as appropriate for different contexts.

UNICEF has a critical role to play in providing global leadership to
implementevidence-based priorities for early childhood development
in LMICs inline with the global commitment for inclusive education’. It
isimportant to acknowledge that UNICEF was not primarily established
asafundingagency, anditsroleis notto fund programs. However, the
organization possesses the political influence, capacity and goodwill
for mobilizing technical and financial resources to build requisite local
capacity in LMICs and accelerate progress in addressing the needs of
children with disabilities and their families.

An effective strategy on early childhood development for chil-
drenwith disabilities must identify and address the barriers to service
utilization. Commonbarriersto early detection and intervention for
children with disabilities include: poor parental awareness of disabil-
ity; cultural and religious beliefs; social stigma; discrimination and
exclusion;lack of services for routine detection and management of
disabilities; and unaffordability of services when available*. Transpor-
tation costs add to the financial burden on families as most children
with disabilities residein rural areas while the available health facili-
ties for disabilities are concentrated in large urban towns. Delayed
diagnosis reduces the effectiveness of intervention services. The
provision for universal health coverage in the SDGs offers a pathway
to address most of these barriers across four domains: sociocul-
tural context and family experience; early detection and diagnosis;
evidence-based early intervention; and social policy and legislation®.
Universal health coverage also provides an opportunity to recruit and
train primary and community health workers, while also increasing
their awareness of barriers to access for children with disabilities. A
specialist workforceis also needed to handle referrals for the diverse
range of childhood disabilities.

Accountability nurtures commitment

Thelack of coordination between existing global pledges oninclusive
educationandthe current programs on early childhood development
is likely to evoke mistrust among the target beneficiaries, particularly
when proven strategies that can be implemented in LMICs exist’. An
independentaccountability frameworkinglobal health that providesa
mechanism to evaluate the appropriateness of planned programs and
priorities so that the agreed pledges and commitments can berealized
isrequired. Such anaccountability framework willinclude measurable
performance indicators and targets for advancing health equity. For
example, the SDGs require the participation rate in organized learn-
ing (1year before the official primary entry age, which is typically 5-6
years) tobe monitored regardless of disability status. This performance
indicator of early childhood development should be accompanied by
specifictargetsat the country level to assess progress or the lack of it,
similar to the SDG country targets for reducing mortality of children
under five years of age by 2030 (ref. 1).

The realization of optimal early childhood development and
school readiness for inclusive education is a task that cannot be
accomplished solely by UNICEF, in part because of the challenges in
the health, social and educational systems in many LMICs. Therefore,
collaboration with other agencies and stakeholders, including WHO
and UNESCO, regional-local governments, key civil ministries (such as
healthcare, educationand civil rights), funders and non-governmental
organizations, is essential. Families of children with disabilities must
also be included in this collaborative process. The effectiveness of
UNICEF’s Strategic Plan 2022-2025 will ultimately be evaluated by
whether its long-standing commitment to prioritize children with
disabilities and other disadvantaged childrenis consistently reflected
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inallitsactions, as astatutory, evidence-based and ethical imperative.
Effective and accountable leadership is crucial to realizing the unful-
filled commitments for the world’s children with disabilities.
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