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SUMMARY

In this reflection we summarise the various obsta-
cles to accessing healthcare encountered by people
with neurodevelopmental disorders (intellectual dis-
ability, autism and attention-deficit hyperactivity dis-
order) with and without mental health problems. We
outline different service models from around the
world, ranging from the person centred to the institu-
tional. Finally, we suggest ways of addressing some
of the problems identified, including a model of inte-
grated care involving intellectual disability, neurode-
velopmental and mental health services that would
better serve this population.
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People with neurodevelopmental disorders such
as intellectual disability, autism and attention-
deficit hyperactivity disorder (ADHD) have
higher prevalence rates of coexisting mental and
physical health problems than the general
population and these contribute to a lower life
expectancy. Despite their additional health needs,
these populations find it difficult to access appropri-
ate healthcare.

Obstacles to services
Although increasing awareness and advocacy have
raised the profile of neurodevelopmental disorders,
a common obstacle is late recognition. A child with
a neurodevelopmental disorder can be labelled ‘mis-
chievous’ or ‘lazy’, often failing to receive timely
diagnosis and treatment. Another cause of delay in
diagnosis is that family physicians, psychiatrists
and paediatricians do not always having the skills
to diagnose these disorders and make the necessary
referrals. This can lead to diagnostic overshadow-
ing, as the individual’s symptoms are attributed to
a mental illness rather than a coexisting but
undetected neurodevelopmental disorder.

At a population level, basic epidemiological data
are often lacking, making planning for policy and
intervention a challenge (Bitta 2017). Lack of
adequate, affordable and accessible services and
professionals is a common obstacle. People in
urban areas may have access to facilities, but in
smaller communities and rural areas there can be
problems with access. In most low- and middle-
income (LAMI) countries, there is an inadequate
number of general mental health professionals,
with very few psychiatrists with expertise in neuro-
developmental disorders.
Another obstacle is the absence of standardised

tests to reach a diagnosis. This is more marked
where tests in local languages are not available.
Difficulties in communication and social interaction,
poor concentration and impulsivity, and abnormal-
ities in sensory perception and processing can
reduce engagement with services, thus delaying diag-
nosis and provision of treatment and support, leading
to a poor quality of life and excessive carer burden.

Common models of service provision
A spectrum of service provision for people with intel-
lectual disabilities in different countries is sum-
marised in Table 1 (Roy 2022). This table
suggests a worldwide trend in which people with
neurodevelopmental disorders are increasingly
cared for in the community. Although the will is
there to reduce segregation to enable them to take
their place in the society, they are low among com-
peting health priorities and need governmental
support, so that progress can feel slow.
The prevalence of neurodevelopmental disorders

is higher in LAMI countries and in many of them
these populations are served by mainstream
mental health services, often without any training
for staff or adjustment in mental healthcare to
allow for the additional needs that they have. For
example, staff may not understand that people
with autism spectrum disorder may need informa-
tion written down as they have poor auditory
recall or that those with ADHD have attention
problems.
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In some countries there are specialist services,
although there is a risk of segregation. Specialist ser-
vices can be:

• community based, with trained professionals
providing vocational rehabilitation, independent
living, education, recreational activities, social
skills training, sexuality education, etc.

• volunteer based, where volunteers trained in
evidence-based interventions work with family
networks under specialist supervision

• consultation based, through visiting expert psy-
chologists, psychiatrists and therapists

• centre based, where expert teams provide services
to those who can access them.

Even if services are available, ignorance, cost and
stigma may deter parents. Interventions for children
are usually based in schools; it is essential that
health and education services work together,
especially mental health services, to enable early
detection and intervention for better outcomes
(Patel 2013).

Priorities for the future
Services for people with neurodevelopmental disor-
ders are now being given greater priority. The
World Psychiatric Association Action Plan 2020–
2023 (Javed 2020) coincides with a much-needed
focus on the mental health needs of people with neu-
rodevelopmental disorders.

Early detection and screening
Normed standardised instruments for assessing
intellectual functioning and adaptive behaviour
that are considered the gold standard for use in neu-
rodevelopmental disorders are not universally avail-
able (Lemay 2022). This gap may be filled by the
ICD-11 behavioural indicators for disorders of intel-
lectual development included in the World Health
Organization’s new Clinical Descriptions and
Diagnostic Requirements (CDDR, formerly Clinical
Descriptions and Diagnostic Guidelines) for ICD-
11 mental, behavioural and neurodevelopmental
disorders. An international field study of the
CDDR’s behavioural indicators reported that they
had excellent inter-rater reliability, good to excellent
concurrent validity and good clinical utility, making
them particularly useful in identifying individuals
with neurodevelopmental disorders in settings
where specialised services are unavailable (Lemay
2022).
People presenting with behavioural problems

should be screened for autism and ADHD, as
failure to do so can lead to people being wrongly
diagnosed and receiving inappropriate treatment,
resulting in poor outcomes. TA
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Workforce training and development
Raising awareness of intellectual disability and neuro-
developmental disorders can be a challenge because of
the lack of standardised approaches and the acknowl-
edgement of the different roles that professionals and
care staff have in providing treatment and support to
this population. Core capabilities frameworks for
healthcare workers supporting people with intellectual
disability or autism provide an opportunity to develop
high-quality role-specific training (Department of
Health and Social Care 2019; Skills for Health
2019). A reasonable adjustment required in main-
stream services is patient prioritisation by clinicians
with knowledge and understanding of autism. The
autism competency framework (Department of
Health and Social Care 2019) lists the range of cap-
abilities that psychiatrists and other professionals
need to have. With the changing curriculum of
medical education and increased emphasis on compe-
tency-based curricula, future physicians andpaediatri-
cians might be better trained. Schoolteachers are often
the first to notice that something is amiss with a child.
However, their training may not have included early
identification and intervention for neurodevelopmen-
tal disorders. Strengthening teachers’ training for
early detection and intervention is another opportun-
ity to overcome delays. Mental health problems and
neurodevelopmental disorders, whether coexisting or
occurring independently, can be overlooked as diagno-
ses in adults as health professionals may be untrained
in or unaware of these conditions. Trained and appro-
priately skilled professionals could lead the workforce
transformation required to make reasonable adjust-
ments to mainstream services needed to improve out-
comes for people with mental health problems,
neurodevelopmental disorders or both.

An integrated all-age service model
Effective services need to be configured to care for
three populations with overlapping needs. These
are people with mental health problems, people
with neurodevelopmental disorders and people
with both. Such services require the support of pro-
fessionals with special expertise. This is possible in a
model with mental health services working in part-
nership with neurodevelopmental services, where
all staff have a high level of awareness of mental
illness and neurodevelopmental conditions and
some staff provide specific expertise to assess and
treat individuals requiring the support of both ser-
vices. An integrated all-age service would cater for
the three populations – those withmental health pro-
blems, those with neurodevelopmental disorders
and those with both.
An integrated or interlinked service would allow

for the training of groups of staff in the skills

needed to deal with comorbidities. In most coun-
tries, it would be necessary for mainstream mental
health services to work collaboratively with smaller
and more specialised intellectual disability services
and with neurodevelopmental services. The smaller
more specialised services would be able to provide
consultation and advice for patients with complex
needs and provide training and supervision for
generic staff. The need for multidisciplinary and, in
certain cases, interprofessional teams could establish
comprehensive nodal services with connections to
downstream centres. In an international context,
especially after the COVID-19 pandemic, the role of
technology and teleservices has been highlighted.
Developing systems to integrate these aspects
could lead to the provision of more seamless and
accessible care.

Conclusions
Challenges from the patient perspective include
difficulties with early detection, service access and
stigma. From the clinician perspective the predomin-
ant challenges are training and partnership working.
From the service perspective the challenge is devel-
oping a multifaceted approach with more accurate
measurement of the size of the population with
mental health problems, neurodevelopmental
disorders or both, screening and early detection,
workforce training and development, implementa-
tion of integrated and co-produced services and
research into effectiveness.
These measures will go some way to reducing the

health inequalities endured by these groups of
people. Future research needs to build evidence for
implementing low-cost, evidence-based strategies
for early detection and intervention.
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