




Collaborative framework  
for addressing  

Autism Spectrum Disorder  
in the South-East Asia Region

Based on WHO South-East Asia Regional Strategy  
on Autism Spectrum Disorder



Collaborative framework for addressing Autism Spectrum Disorder in the South-East Asia Region.

ISBN: 978-92-9022-621-5

© World Health Organization 2017

Some rights reserved. This work is available under the Creative Commons Attribution-NonCommercial-ShareAlike 3.0 IGO licence (CC BY-NC-
SA 3.0 IGO; https://creativecommons.org/licenses/by-nc-sa/3.0/igo). 

Under the terms of this licence, you may copy, redistribute and adapt the work for non-commercial purposes, provided the work is appropriately 
cited, as indicated below. In any use of this work, there should be no suggestion that WHO endorses any specific organization, products or services. 
The use of the WHO logo is not permitted. If you adapt the work, then you must license your work under the same or equivalent Creative Commons 
licence. If you create a translation of this work, you should add the following disclaimer along with the suggested citation: “This translation was not 
created by the World Health Organization (WHO). WHO is not responsible for the content or accuracy of this translation. The original English edition 
shall be the binding and authentic edition”. 

Any mediation relating to disputes arising under the licence shall be conducted in accordance with the mediation rules of the World Intellectual 
Property Organization..

Suggested citation. Collaborative framework for addressing Autism Spectrum Disorder in the South-East Asia Region. New Delhi: World Health 
Organization, Regional Office for South-East Asia; 2017. Licence: CC BY-NC-SA 3.0 IGO.

Cataloguing-in-Publication (CIP) data. CIP data are available at http://apps.who.int/iris.

Sales, rights and licensing. To purchase WHO publications, see http://apps.who.int/bookorders. To submit requests for commercial use and  queries 
on rights and licensing, see http://www.who.int/about/licensing. 

Third-party materials. If you wish to reuse material from this work that is attributed to a third party, such as tables, figures or images, it is your 
responsibility to determine whether permission is needed for that reuse and to obtain permission from the copyright holder. The risk of claims 
resulting from infringement of any third-party-owned component in the work rests solely with the user.

General disclaimers. The designations employed and the presentation of the material in this publication do not imply the expression of any opinion 
whatsoever on the part of WHO concerning the legal status of any country, territory, city or area or of its authorities, or concerning the delimitation 
of its frontiers or boundaries. Dotted and dashed lines on maps represent approximate border lines for which there may not yet be full agreement. 
The mention of specific companies or of certain manufacturers’ products does not imply that they are endorsed or recommended by WHO in 
preference to others of a similar nature that are not mentioned. Errors and omissions excepted, the names of proprietary products are distinguished 
by initial capital letters.

All reasonable precautions have been taken by WHO to verify the information contained in this publication. However, the published material is being 
distributed without warranty of any kind, either expressed or implied. The responsibility for the interpretation and use of the material lies with the 
reader. In no event shall WHO be liable for damages arising from its use.



Collaborative framework for addressing Autism Spectrum Disorder in the South-East Asia Region iii

Contents
1. Introduction ...........................................................................................................................1

2. Conceptual understanding of autism spectrum disorder (ASD) ........................................1

2.1 Challenges faced by persons with ASD and their families and caregivers ..........................2

2.2 Lifespan needs of persons with ASD .................................................................................3

3. International commitments for addressing ASD ................................................................4

3.1 Human rights based approach to disability .......................................................................5

3.2 The Convention on the Rights of Persons with Disability (UNCRPD) ..................................5

3.3 UN Resolution No. 67/82 .................................................................................................5

3.4 World Health Assembly Resolution WHA67.8 ...................................................................6

3.5 Linkage with Sustainable Development Goals ...................................................................6

4. WHO South-East Asia’s Regional Strategy on ASD ............................................................7

5. Framework for action in the four strategic areas ...............................................................7

5.1 Strategy 1: Strengthening advocacy, effective leadership and governance for ASD...........7

5.2 Strategy 2: Providing comprehensive, integrated and responsive mental health  
and social care services in community-based settings for persons with ASD  
and their caregivers ..........................................................................................................8

5.3 Strategy 3: Implementing strategies to minimize disabilities associated with ASD and 
promotion of mental, social and physical health and wellbeing in persons with ASD ........8

5.4 Strategy 4: Strengthening information systems, evidence and research for ASD ...............9

6. Monitoring, evaluation and reporting ................................................................................9

6.1 Multi-sectoral oversight ...................................................................................................10

6.2 Analysis of service delivery ..............................................................................................11

6.3 Periodic reporting ...........................................................................................................11

7. Bibliography ........................................................................................................................12

8. Contributors .........................................................................................................................13

Annexes

1. Summary of WHO/SEARO’s Regional Strategy on ASD ...................................................14

2. Outcomes, Activities and Parameters for implementing Regional Stately .....................17

3. List of indicators for evaluation ASD-focused activities ...................................................34





Collaborative framework for addressing Autism Spectrum Disorder in the South-East Asia Region 1

1. Introduction

In February 2016, technical experts, rights advocates and policy makers from the south-east Asia 
region gathered in New Delhi, India for a high-level consultation organized by WHO’s South-East Asia 
Regional Office (WHO/SEARO) to develop a regional strategy for addressing the needs of persons 
with autism spectrum disorder (ASD). The purpose of the strategy is to define in succinct terms 
the objectives that WHO/SEARO Member States need to fulfill if persons with ASD (PwASD) are to 
enjoy the same human rights and opportunities for individual growth as everyone else in society.

This document has been developed for the explicit purpose of articulating to Member States:

a. the nature of autism spectrum disorder and the issues faced by PwASD and their caregivers;

b. the legal foundation upon which the Regional Strategy and associated framework has 
been based;

c. desired outcomes against each objective of the Regional Strategy;

d. recommended actions in order to fulfill each objective;

e. requisite parameters that should govern the recommended actions; and

f. suggested guidelines for monitoring, evaluating and reporting a Member State’s progress 
towards fulfilling objectives.

2. Conceptual understanding of autism 
spectrum disorder (ASD)

Autism spectrum disorder is a lifelong condition that represents a category of neurodevelopmental 
disorders (NDDs) characterized by impairments in social reciprocity, communication and unusual or 
repetitive behavior. It is not a single disorder but rather a range of conditions grouped under a single 
spectrum as defined in the fifth edition of the Diagnostic & Statistical Manual of Mental Disorders 
(DSM-5). It occurs in all racial, ethnic and socioeconomic groups and is seen four times more in boys 
that in girls. The exact cause of ASD is yet to be identified

According to a 2012 reviewa of prevalence estimates from around the world, 1 in 161 people 
in the world have ASD (i.e. 0.62%), although that study lacked credible data from low and middle 
income countries, such as those in the South-East Asia region. 

a Elsabbagh, M., Divan, G., Koh, Y. J., Kim, Y. S., Kauchali, S., Marcín, C., & Yasamy, M. T. (2012). Global prevalence of autism and other pervasive 
developmental disorders. Autism Research, 5(3), 160-179.
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Table 1: Prevalence of ASD in some SEARO Member States

Member State Prevalence (%) Year of study Age group Researchers

Bangladesh 0.155 2013 0-9 years Khan et al.

Bhutan 0.038 2012 0-22 years JDWNR Hospital

India 0.233 2016 1-30 years Poovathinal et al.

Indonesia 0.117 1992 4-7 years Wignyo-sumarto et al.

Nepal 0.300 2016 10-13 years Heys et al.

Sri Lanka 1.070 2009 1-2 years Perera et al.

Thailand 0.270 2012 Children Kopetz et al.

There are no prevalence figures available for Maldives, the Ministry of Health of Maldives 
highlighted that there is increasing observance of ASD among children in their National Health 
Master Plan 2016-2025b.

2.1 Challenges faced by persons with ASD and their families and 
caregivers

No two individuals on the autism spectrum are alike but they all exhibit two common attributes:

•	 persistent difficulties with social communication and social interaction

•	 restrictive, repetitive behavior

While some PwASD possess exceptional cognitive skills, others struggle with some cognitive 
tasks that have nothing to do with intelligence, such as knowing when to cross the road. While 
some PwASD are able to concentrate on mundane, repetitive activities with extraordinary levels of 
attention and concentration, others are unable to maintain focus on any given activity. Most PwASD 
also lack the ability to understand the context of a given situation or statement. They are also unable 
to connect their past experiences with present situations, thus impairing their ability to recall relevant 
information, plan future actions and monitor those actions. They can also be highly impulsive and 
have difficulty with making and implementing plans (commonly known as executive functioning).

Around half of all PwASD have average or above average intelligence (i.e. IQ of 85 or above). 
Some PwASD have lower intellectual functioning (IQ below 70) which poses an additional challenge 
for them. Most often individuals with higher intellectual functioning, ability to verbally communicate 
and fewer disruptive behaviors are described as “high-functioning autistics”. Those with significant 
challenges in verbal communication, intellectual functioning below the average range and significant 
disruptive behaviors are described as “low-functioning autistics”. Highly verbal PwASD with significant 
skills in a specific area and intellectual functioning in the above average and gifted range are commonly 
known as Asperger’s Syndromec. 

b Ministry of Health – Republic of Maldives. Available here: http://www.health.gov.mv/publications/
c The DSM-5 classifies Asperger’s Syndrome under autism spectrum disorder, whereas in the previous version (DSM-IV-TR) it was distinctly classified 

under pervasive developmental disorders.
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PwASD often also suffer from additional health concerns, such as epilepsy, gastrointestinal 
problems, impaired immunity, mental health issues (e.g. anxiety, catatonia, depression, schizophrenia, 
obsessive compulsiveness, and phobias), poor motor skills and heightened sensitivity to sounds, 
lights, textures and colors.

ASD significantly impacts immediate family members and others directly involved in their care. 
There are a whole set of issues that create emotional stress and strain, which include the day-to-
day strain of providing care and assistance leading to exhaustion and fatigue, changes in the family 
life, such as abandoned career plans, especially for the females in the family, frustration with the 
availability and accessibility of services and supports, the financial burden of obtaining treatments, 
discontentment among family members regarding the disproportionate share of family’s time, energy 
and money for the disabled member and suffering the negative attitudes projected towards them 
by friends, neighbors, people in the community and sometimes relatives.

2.2 Lifespan needs of persons with ASD

These needs are associated with one or more of the following stages in the individual’s life: Pre-
birth, Infancy (0 – 3 years), Early childhood (4 – 5 years), Childhood (6 – 10 years), Adolescence 
(11 – 18 years), Early adulthood (19 – 35 years), Midlife (36 – 50 years) and Late adulthood (51 
years and above)

Five of the eight stages cover the first 18 years of life - which is only a third of an average PwASD’s 
lifed. This is significant because the best chance for PwASD to become functional and productive 
members of society is if their challenges are addressed at the earliest possible time i.e. during the first 
18 years of their lives. There are nine general lifespan needs of PwASD that need to be addressed:

A. Awareness, advocacy and sensitization: Awareness about PwASD needs to be nurtured 
within the general community, particularly within influential members of society, such 
as elected representatives and religious leaders. An increase in awareness about PwASD 
is naturally followed by the need to advocate for their rights, as well as to develop the 
necessary services and supports to ease their challenges. 

B. Healthcare for parents, siblings and caregivers of PwASD: Promoting safe pregnancy 
and safe delivery go a long way in ensuring healthy prenatal development and avoiding 
birth-related complications. Even though such precautionary efforts will not guarantee 
the prevention of ASD but they will greatly improve the chances of healthy births. 

C. Early identification: As the cause of ASD is still being explored, the next best recourse 
is to identify children with developmental delays as early as possible. Addressing those 
issues early on gives those children the best chance of having a better quality of life in 
adulthood. 

D. Early intervention: As there is no known cure for ASD, evidence-based interventions 
administered intensely as early as possible is required will help improve their overall well-
being and possibly minimize the need for special support in schools, workplaces and other 
public places.

d The average person with ASD lives 18 years less than a person without ASD. The life expectancy is even less for those who have comorbidities, such 
as those who have both ASD and intellectual disability. For more information, read: Autistica (2016). Personal Tragedies, Public Crisis. Available 
from: http://www.sciencemag.org/sites/default/files/documents/AUTISTICA%20REPORT%20-%20Personal%20Tragedies%2C%20Public%20
Crisis.pdf
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E. Training of parents, siblings and caregivers of PwASD: In addition to directly assisting 
PwASD, Member States should also invest in empowering the parents, siblings and other 
caregivers of PwASD by providing them training on early detection of developmental 
delays and home-based interventions.

F. Special and inclusive education: Member States should prioritize inclusive education 
if they are to successfully integrate PwASD into the socioeconomic network. Not only 
does inclusive education allow for PwD to avail the same opportunities as everyone else 
to acquire knowledge, skills and qualifications, it also encourages them to improve their 
social skills which is the toughest impediment for PwASD. 

G. Inclusive employment: Getting PwASD to join the workforce would be a significant 
achievement for a Member State towards creating an inclusive society. To do so would 
require Member States to enable PwASD to acquire skills and vocational training for a 
variety of jobs, as well as to remove significant social barriers to inclusion that exist in a 
variety of industries. 

H. Protection of PwASD: Protection of PwASD entails both response to all forms of 
abuse as well as financial support and preventive care. Social security is the foundation 
of economic security which is essential for those PwASD who cannot meet basic needs 
such as accommodation, sustenance, assistive devices that are too expensive for them, 
financial assistance for pursuing life-altering education opportunities and subsidized 
health insurance, to name a few. Safeguarding and promoting the welfare of PwASD is 
the process of protecting PwASD from abuse or neglect.

I. Community support for PwASD: PwASD need support from the community they live 
in in terms of educating general public about PwASD within the neighborhood promotes 
inclusion. Community support is vital for creating an inclusive environment for PwASD 
and involves enabling them to move about in public spaces, access public transportation, 
enjoy public recreational facilities and programs, and participate in social, community and 
cultural events. 

3. International commitments for 
addressing ASD

Most disability legislation and policies are based on the assumption that PwD are not able to exercise 
the same rights as non-disabled persons, therefore legislation is aimed at addressing a need for 
rehabilitation and social support. However, the issues that need to be addressed calls for more 
comprehensive legislation to ensure that the rights of PwD in all aspects – political, civil, economic, 
social and cultural rights – are on an equal basis with persons without disabilities, with the explicit 
aim of overcoming existing discrimination and confer upon PwD equal opportunities in social life 
and economic development. Legislation at country level is vital for promoting the rights of PwD so 
long as they are based on international norms concerning disability. 
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3.1 Human rights based approach to disability

The United Nations outlined a “Common Understanding on a Human-Rights-Based Approach to 
Development Cooperation” in 2003 that articulates how human rights standards and principles 
should be incorporated in programmatic work at national and sub-national levels. 

The human-rights-based approach (HRBA) particularly targets those who are most marginalized, 
excluded from society or discriminated against by more dominant factions of society. The HRBA is 
a shift from a “needs based approach” to action that has been dominant throughout the history 
of societies, to instead focus on fulfilling people’s rights. This requires reinforcing the capacities of 
duty-bearers (namely the government) to respect, protect and guarantee those rights.

3.2 The Convention on the Rights of Persons with Disability 
(UNCRPD)

UNCRPD is an international treaty of the United Nations that promotes, defends and reinforce the 
human rights of all PwD. It seeks to make visible the rights of PwD which have been legally and 
politically ignored in most countries throughout the world for much of human history. UNCRPD 
consists of 50 articles that seek to uphold the rights of PwD in areas such as access to healthcare, 
education, work, employment and justice. It is considered to be a hybrid convention that combines 
civil, political, economic, social, and cultural rights.

3.3 UN Resolution No. 67/82

In 2012, the United Nations General Assembly unanimously adopted Resolution No. 67/82 
“Addressing the socioeconomic needs of individuals, families and societies affected by autism 
spectrum disorders, developmental disorders and associated disabilities”. Through it, the UN Member 
States recognize that:

1. PwASD have the right to full enjoyment of their human rights;

2. doing so would result in significant advances in a country’s socioeconomic growth;

3. to achieve such inclusion would require the involvement of NGOs and other civil society 
actors;

4. there are barriers that prevent full participation of PwASD as equal members of society 
which need to be overcome;

5. failure to do so would be a violation of the dignity and worth of a PwASD as a human being

The resolution encourages Member States to:

•	 Combat stigma and discrimination by increasing awareness of ASD in all sectors of society;

•	 Increase local expertise among researchers and service providers;

•	 Improve service delivery through international collaboration;

•	 Ensure inclusive education;
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•	 Develop life, social and professional skills within PwASD;

•	 Enhance access to social services and supports for PwASD and their caregivers in the 
community in which they reside.

3.4 World Health Assembly Resolution WHA67.8
In May 2014, as a direct consequence of UN Resolution 67/82, the Resolution WHA67.8, entitled 
“Comprehensive and Coordinated Efforts for the Management of Autism Spectrum Disorder”, was adopted 
by the World Health Assembly, which articulates specific actions, such as:

1. Capacity building of healthcare providers;

2. Shifting away from institutionalized healthcare to community-based services;

3. Sharing of best practices and technology to improve early identification and early 
intervention;

4. Providing psychosocial support and care to families affected by ASD;

5. Improving health information and surveillance systems to capture data on ASD;

6. Increasing research on the public health and service delivery aspects of ASD.

3.5 Linkage with Sustainable Development Goals

In September 2015, the UN Member States adopted the 2030 Agenda for Sustainable Development 
which defines 17 Sustainable Development Goals (SDGs) and 169 targets. The 193 Member States 
were all reminded that achieving success with SDGs will require, among other things, disability-
inclusive planning and monitoring.

Disability is specifically addressed in four of the 17 goals:

•	 Goal #4 is on inclusive and equitable quality of education and promotion of lifelong 
learning opportunities for all including PwD;

•	 Goal #8 is on achieving full and productive employment and decent work, for all women 
and men including for PwD as well as equal pay for work of equal value;

•	 Goal #11 makes provision for safe, affordable, accessible and sustainable transport 
systems for all persons including PwD;

•	 Goal #17 aims to increase the availability of high-quality, timely and reliable data that 
is also disaggregated by disability in terms of the collection of data and monitoring and 
accountability.



Collaborative framework for addressing Autism Spectrum Disorder in the South-East Asia Region 7

4. WHO South-East Asia’s Regional Strategy 
on ASD

The WHO/SEARO Regional Strategy on ASD (and this collaborative framework) has been developed 
based on the four strategic areas defined in WHO’s Mental Health Action Plan 2013-2020. The 
Regional Strategy offers 31 objectives, based on both the aims highlighted in declarations and 
resolutions on autism and NDD as well as the four overarching strategic areas. Its purpose is to 
provide Member States with clear working targets to holistically address the lifespan needs of PwASD 
keeping in mind the needs of the stakeholders. 

5. Framework for action in the four 
strategic areas

This document presents a framework of activities recommended for each of the 31 objectives of 
the Regional Strategy. The purpose of these activities is to fulfill those objectives by delivering the 
expected outcomes for Member States. The recommended activities, governing parameters and 
expected outcomes are based on the opinions of ASD stakeholders, such as researchers, experts, 
service providers, policy makers and parents of PwASD. The activities recommended in this document 
are by no means exhaustive of all possible activities that can be done to address the needs of PwASD. 
Member States are encouraged to participate in multilateral planning workshops to share their 
experiences in programmatic work addressing the lifespan needs of PwASD at regional, national 
and sub-national levels.

5.1 Strategy 1: Strengthening advocacy, effective leadership and 
governance for ASD

In order for PwASD to enjoy the same benefits and receive the same opportunities for personal 
growth as all other members of society, that society must first recognize the existence of barriers 
that are impeding PwASD. Recognition of those barriers must be followed by a sincere, collective 
effort by the whole nation to remove those barriers permanently. At state level, this change begins 
with establishing a legal framework that guarantees the rights of PwASD and their families and 
caregivers. This legal framework serves as a shield that protects PwASD from further denial of their 
rights within that society.

International agreements such as UNCRPD and ASD resolutions at the UN and WHO provide the 
guidelines that nations need in order to develop their domestic legal framework
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In addition to strengthening a country’s legal framework, the 1st strategy also emphasizes on 
the need to establish personnel with the authority to influence policy development, planning and 
program design. This would involve empowering PwASD, their parents and caregivers, as well as 
involving researchers and experts on autism to ensure that the human rights of PwASD and their 
caregivers are upheld and that services and supports address stakeholders’ needs, are based on 
scientific evidence, easily accessible and affordable.

Table 1 in Annex 2 details the activities and indicators

5.2 Strategy 2: Providing comprehensive, integrated and 
responsive mental health and social care services in 
community-based settings for persons with ASD and their 
caregivers

The complex nature of ASD requires a wide range of specialized services and supports throughout 
their life. Invariably, such services and supports tend to be developed and based in large urban areas 
where professionals and specialized institutions are located. Hence, there is a need for services and 
supports designed for low-resource settings, which are supported by and linked to larger institutions.

Establishing clinics or special schools at each village is generally cost-prohibitive and not feasible 
due to a shortage of professionals. Therefore, a solution to this dilemma is to establish community-
based services that provide a range of non-technical, low-cost services and supports not just for 
PwASD but for a larger target group, such as PwD in general. Community-based rehabilitation (CBR) 
is strongly advocated for by WHO.

The community-based services will ensure that people in grassroots communities have easy 
access to some basic services, such as primary level screening, emotional and social support, and 
information about proper actions to take to improve quality of life and avail benefits. CBR initiatives 
need to be developed in consultation with all stakeholders in order to develop services and supports 
that are effective and sustainable.

Table 2 in Annex 2 details the activities and indicators.

5.3 Strategy 3: Implementing strategies to minimize disabilities 
associated with ASD and promotion of mental, social and 
physical health and wellbeing in persons with ASD

The 3rd strategy emphasizes on the need to minimize the burdens experienced by PwASD, their 
families and their caregivers, which impact their livelihoods, income potential and in turn cause severe 
physical and emotional health problems. As stated in Chapter 2.3, ASD, like all disabilities, places a 
large economic cost on a society, which is due to the fact that ASD services are expensivee and the 
large of amount of time that caregivers need to spend in the care of PwASD.

e Luengo-Fernandez, R., Leal, J., & Gray, A. M. (2012). UK research expenditure on dementia, heart disease, stroke and cancer: are levels of spending 
related to disease burden?. European journal of Neurology, 19(1), 149-154.
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Minimizing the physical burden of ASD will require detecting all associated developmental delays 
and comorbidities at the earliest possible stage in order to administer the necessary interventions 
at younger ages when the effect of intervention is longer lasting.

In addition to dealing with the communication and behavioral aspects of ASD, healthcare provision 
for PwASD requires an understanding that these individuals are at greater risk of secondary health 
conditions, age related conditions, health conditions as the result of violence and unintentional injury, 
as well as premature death. Other burdens suffered by PwASD and their families and caregivers that 
are generally overlooked include (but not limited to) the mental health of parents and siblings of 
PwASD and the emotional stress of being isolated from society. Policy-makers and service providers 
need to keep in mind that these mental health issues can aggravate physical health, whilst the 
physical stress of providing round-the-clock, daily care to PwASD can lead to other physical and 
mental health issues, as discussed in Chapter 2.1.

Table 3 in Annex 2 details the activities and indicators

5.4 Strategy 4: Strengthening information systems, evidence and 
research for ASD

Research plays a pivotal role in defining and achieving the national goals to improve the wellbeing 
of PwASD, their families and their caregivers. Sound research is needed at both pre-service and post-
service stages. At the pre-service stage, researchers need to provide to policy-makers and government 
program developers scientifically valid solutions that are based on practical situations and needs. 
At the post-service stage, researchers need to monitor service delivery to determine efficacy of the 
service and identify reasons for any consumer dissatisfaction. It is therefore obvious that to conduct 
good research will require accurate surveillance systems to monitor service delivery and measure 
their output based on realistic and relevant performance indicators.

Up-to-date research on service delivery should also be made public so that policy-makers, primary 
stakeholders, civic and corporate leaders are able to make connections between public investment 
and public and private outcomes. In order to strengthen the evidence and research available for 
ASD, it is necessary to create, expand and improve the current health information and surveillance 
systems. 

Table 4 in Annex 2 details the activities and indicators

6. Monitoring, evaluation and reporting

Monitoring and evaluation together provide the necessary data to guide strategic planning, to design 
and implement programs and projects, and to allocate, and re-allocate resources in better waysf.

f Frankel, N., & Gage, A. (2007). M&E fundamentals: a self-guided minicourse.
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6.1 Multi-sectoral oversight

Successful implementation of the Regional Strategy will require 
oversight of government initiatives at multiple levels. Oversight 
is needed to ensure that the planning of programmatic activities 
are committed to the HRBA as well as adequate adherence to 
technical standards. Oversight is also needed to ensure continuous 
surveillance of service delivery and consumer feedback, as well as 
periodic reporting to stakeholders.

It is proposed that Member States establish, where necessary, 
the following national-level committees:

High-level government oversight committee

UNCRPD requires the formation of a Committee on the Rights 
of Persons with Disabilities whose purpose is to monitor periodic 
State reports and to issue general recommendations. Three is 
also a requirement of UNCRPD to establish national focal points 
to facilitate and monitor steps taken by national and sub-national 
agencies to fulfill the Convention, thus ensuring oversight of 
UNCRPD complianceg. This committee would also be responsible 
for ensuring that the programmatic affairs committee is maintaining the HRBA in strategic and 
program planning. 

Programmatic affairs committee

The programmatic affairs committee would be responsible for coordinating the development of 
national-level programs and projects to deliver services and supports to PwASD and their families 
and caregivers. This committee would be responsible for national strategic planning, encouraging 
inter-agency collaboration on multi-sectoral activities and providing financial guidance. This committee 
should be comprised of representatives from the various government bodies whose mandates 
include serving any of the lifespan needs of PwASD, as mentioned in Chapter 2.2. Examples of 
such government bodies include departments that deal with healthcare, education, social welfare, 
labor, etc.

Technical advisory committee

The technical advisory committee would be responsible for ensuring that all government programs 
and projects are designed in accordance to internationally acceptable technical and programmatic 
standards. This committee should be comprised of a wide spectrum of local autism experts 
(diagnosticians, therapists, special educators) as well as disability experts, self-advocates and 
caregivers. This committee would ensure that government activities are technically diligent and 
feasible prior to project implementation. 

g See Article 33 of UNCRPD. Available here: http://www.un.org/disabilities/convention/conventionfull.shtml

UN Committee on 
the Rights of PwD

High-level 
government 

oversight committtee

Programmatic affairs 
committee

Stakeholders' forum 
or technical advisory 

committee

Primary 
stakeholder's forum
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Primary stakeholders’ forum

The primary stakeholders’ forum would be a lobbying group that is comprised of self-advocates and 
parents of PwASD. This forum would be responsible for lobbying the government oversight committee 
for better services and supports for PwASD. They would meet the government oversight committee 
ideally two to four times a year to discuss progress reports submitted by the programmatic affairs 
committee. Another important function of this forum is to ensure that the government continues 
to address the needs of PwASD in a consistent manner after a change of government occurs.

This is different from the stakeholders’ forum which provides a platform for sharing ideas and 
opinions about services and supports for PwASD and their families and caregivers. It is imperative 
that these two bodies be kept separate so as to avoid any potential conflicts of interest.

6.2 Analysis of service delivery

Service providers and others involved in the implementation of government programs must perform 
periodic and detailed analysis of activities, which is necessary for quality control and program 
modification. The Regional Strategy defines several general indicators that Member States are 
encouraged to utilize in order to monitor and evaluate their implementation of the strategy. These 
indicators have been further elaborated with specific indicators to measure the recommended 
activities stated in Chapter 5. These specific indicators have been listed in Annex 3.

6.3 Periodic reporting

One of the obligations that States commit to upon signing CRPD is periodic reporting to the Committee 
on the Rights of Persons with Disabilities. Additionally, the Optional Protocol affords the Committee 
the authority to examine individual complaints of treaty violations by a Member State. The guidelines 
for this reporting mechanism is exhaustive and therefore requires that States establish multi-sectoral 
reporting channels for a wide variety of indicators.

The first level of reporting must happen at grassroots level where service providers such as doctors, 
teachers and social workers interact with the recipients of government services and supports – 
namely, PwASD and their caregivers. These reports are usually very technical and numerical in nature 
but may also include qualitative feedback from the consumers, such reports should occur quarterly 
with adequate disaggregation of data in order to deliver a clear picture to the governing agencies.

The governing agencies are responsible for analyzing the field data in order to develop executive 
reports for the high-level government oversight committee. These reports should be according to the 
guidelines under Article 35 of UNCRPD. Additional guidelines may be offered by WHO for monitoring 
of the implementation of this framework to simplify the reporting.
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Annex-1

Summary of WHO/SEARO’s Regional Strategy on ASD

Ref. No. Objective

Strategy #1 – Strengthening advocacy, effective leadership and governance for Autism Spectrum Disorder

OBJ 1-01 Develop, strengthen, update and implement national policies, legislation, strategies, plans and 
programs to address the needs of persons with ASD and their caregivers, in line with evidence, 
best practices, the Convention on the Rights of Persons with Disabilities and other international and 
regional human rights conventions.

OBJ 1-02 Establish a Rights-Based approach for helping those with ASD and their caregivers which should include 
appropriate institutional, legal, financial and service arrangements (human resource, technological, 
logistic), including an institutional focal point.

OBJ 1-03 Involve caregivers and their organizations, civil society/ non-government organizations involved in this 
subject area to help to create and implement more effective and accountable policies, legislations, 
and services for ASD in a manner consistent with UN Conventions (e.g. Convention on the Rights of 
Persons with Disabilities, United Nations Convention on the Rights of the Child) and other international 
and regional human rights instruments.

OBJ 1-04 Promote advocacy for equity dignity and human rights of people with ASD through leadership and 
commitment by governments and nongovernmental organizations and by persons with ASD, and 
their caregivers.

OBJ 1-05 Integrate ASD as an agenda in the existing national legislations, policies, plans and programs.

OBJ 1-06 Develop and implement, sensitization programs through media and other means on issues relating 
to ASD, in consultation with all stakeholders.

OBJ 1-07 Allocate appropriate budgets, across all relevant sectors, required to implement plans and actions to 
address ASD.

OBJ 1-08 Include issues related to ASD within all priority policies, laws, programs and partnerships. Some of 
the key areas include health (e.g. child health, early childhood programs, maternal health), education, 
employment, disability, the judicial system, human rights protection, social security , poverty reduction 
and development

OBJ 1-09 Establish legal and regulatory mechanisms to promote the rights and access to all services for   persons 
with ASD.

OBJ 1-10 Establish and maintain provisions to ensure that all persons with ASD have access to supported decision 
making in accordance with UN Convention on the Rights of Persons with Disabilities (UNCRPD).

OBJ 1-11 Establish, promote and support parent/caregiver organizations and groups.

Strategy #2 – Providing comprehensive, integrated and responsive mental health and social care services 
in community-based settings for persons with ASD and their caregivers

OBJ 2-01 Develop comprehensive community-based health and social care services for persons with ASD, their 
families and caregivers preferably through integration with primary care and hospital care, enabling 
such care to be available within and across health and social services.

OBJ 2-02 Ensure continuity of care between different providers and levels of the care system, effective 
collaboration between formal and informal care providers and the promotion of self-care.
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Ref. No. Objective

OBJ 2-03 Establish community-based service delivery that puts the emphasis on health promotion, rehabilitation, 
care and support including promotion of self-care that aims at meeting social, mental and physical 
health care needs of those with ASD to achieve optimal functioning, quality of life and their own 
aspirations and goals.

OBJ 2-04 Develop and mainstream monitoring and promotion of early detection and intervention programs 
into health, child development and social care services for ASD.

OBJ 2-05 Develop or adapt protocols and practices, for persons with ASD across the lifespan. 

OBJ 2-06 Provide services to support individuals at different stages of the life course and, as appropriate, 
facilitate their access to housing and educational opportunities and employment, participation in 
community activities, programs and meaningful activities and recognize the contribution of adults 
living with ASD in the workforce, continuing to support workforce participation in partnership with 
the non-government and private sector.

OBJ 2-07 Ensure services and support for families and caregivers through the health and social services sector 
by provision of social support, respite care and promotion of caregiver support groups.

OBJ 2-08 Establish greater collaboration between "informal" health care providers, traditional or indigenous 
practitioners, as well as religious leaders, school teachers etc. and nongovernmental and caregiver 
organizations.

OBJ 2-09 Ensure the appropriate number and equitable distribution of competent, sensitive and appropriately 
skilled professionals and workers who can offer culturally appropriate services for persons with ASD. 
Improving capacity of care workers in the field to promote early detection and management of ASD, 
and deliver evidence-based psychosocial interventions and referral as appropriate to other levels of 
care and services. 

OBJ 2-10 Actively involve persons affected by ASD, their families, caregiver and organizations that provide 
services on ASD at all levels of the system of care.

OBJ 2-11 Remove barriers to adequate social protection, regulated insurance coverage, accessible health, 
education and social care facilities, services and information for persons with ASD and proactively 
identifying and redressing disparities in access to services.

OBJ 2-12 Provide appropriate and age/ ability based services for all round education for persons with ASD 
across the lifespan.

OBJ 2-13 Provide adequate services for all mental health needs and psycho-social wellbeing for persons with 
ASD and their caregivers.

Strategy #3 – Implementing strategies to minimize disabilities associated with ASD and promotion of 
mental, social and physical health and well-being in persons with ASD

OBJ 3-01 Develop and implement multi-sectoral strategies for promotion of physical, and psychosocial well-
being of persons with ASD and their families.

OBJ 3-02 Establish interventions to minimize disabilities and comorbidities associated with ASD and ensure 
provision of responsive services for the specific needs across the lifespan are integrated into the broad 
array of national policies and programs (e.g. national health, health promotion and mental health 
policies and programs).

OBJ 3-03 Provide mental health promotion and support services to persons with ASD, their families and 
caregivers that include issues such as social inclusion, participation and de-stigmatization. 

OBJ 3-04 Ensure early detection of persons with ASD along with provision of early intervention through 
evidence-based interventions based in the community.
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Ref. No. Objective

Strategy #4 – Strengthening information systems, evidence and research for ASD

OBJ 4-01 Create, expand and improve health information and surveillance systems to gather appropriate sex- 
and age-disaggregated data, as well as other relevant information on ASD, collate and routinely 
report findings. The data could also include:

a) Epidemiological data,

b) Coverage of policy and legislations, programs that have been implemented and programs 
that are continuing, needs and unmet needs, direct and indirect costs, barriers and quality 
of life, programs to promote health and functioning including other systems of health and 
care and provide support to families of those with ASD and utilization of rate and pattern of 
services available for ASD using the ICF and the ICD. 

c) Effective programs and best practices developed in other countries in order to ensure that 
data are nationally relevant and internationally comparable.

OBJ 4-02 Promote research on ASD through improving research capacity and academic collaboration and 
establish centers of excellence.

OBJ 4-03 Provide priority for social and public health aspects and operational research with direct relevance 
to development and implementation of community-based models of early detection and early 
interventions. This requires engagement of all relevant stakeholders, including persons with ASD, 
their caregivers and service providers of both government and non-government sectors.
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Annex-3

List of indicators for evaluation ASD-focused activities

Recommended 
actions

Responsible 
sectors of 

government
Indicators Frequency of 

data collection

ACT 1-01-02 Disability affairs

Legislature

•	 List of amended/new laws and policies that address the 
needs of PwASD and their families

Annually

ACT 1-02-01 Legislature

Disability affairs

•	Number of meetings with the governmental and non-
governmental committees that deal with ASD affairs

•	Number of reports on disability affairs submitted to the 
UN and other international organizations

Annually

Annually

ACT 1-03-01 Disability affairs

Legislature

•	Number of meeting between the parliamentary 
committee on disability affairs and the forum for disability-
focused NGOs

Annually

ACT 1-04-01 Information & 
media

Disability affairs

•	Number of Public Service Campaigns Annually

ACT 1-05-01 Disability affairs •	 List of members of the programmatic affairs committee Annually

ACT 1-05-02 Disability affairs •	 List of government projects in line with the national 
strategic plan

•	 List of government projects not in line with the national 
strategic plan

Biannually

Biannually

ACT 1-06-01 Information •	 List of media programs about PwASD and their families Annually

ACT 1-06-02 Information •	Number of sensitization messages for the public Annually

ACT 1-07-01 Finance •	Number of ASD-focused programs and projects, 
disaggregated by ministry

•	 Total value of ASD-focused programs and projects, 
disaggregated by ministry and lifespan need

Annually

Annually

ACT 1-08-01 Disability affairs •	 List of trained/qualified focal points in the government for 
ASD affairs, disaggregated by ministry

Annually

ACT 1-08-02 Disability affairs •	Number of ASD-focused seminars held with government 
focal points for ASD affairs

Annually

ACT 1-09-01 Disability affairs •	Number of calls received for legal aid Quarterly

ACT 1-09-02 Disability affairs •	Number of documented complaints from PwASD or their 
families

•	Number of resolved complaints

Quarterly

Quarterly

ACT 1-10-01 Disability affairs •	 List of members of the supported decision making trust Annually

ACT 1-11-01 Disability affairs

Legislature

•	Number of meetings with leaders, local representatives 
and policy-makers

Biannually
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Recommended 
actions

Responsible 
sectors of 

government
Indicators Frequency of 

data collection

ACT 2-01-01 Healthcare

Local 
government

•	Number of community primary healthcare centers, 
disaggregated by location, number of people served and 
services offered

Annually

ACT 2-01-02 Social welfare

Local 
government

•	Number of community social service centers, 
disaggregated by location, number of people served and 
services offered

Annually

ACT 2-02-01 Social welfare •	Number of rehabilitation coordinators, disaggregated by 
location

Annually

ACT 2-03-01 Disability affairs

Healthcare

Social welfare

Education

•	 List of schools at grassroots level teaching daily living 
skills, disaggregated by location and number served

•	 List of youth clubs with activities that include PwASD, 
disaggregated by location and number served

•	 List of sports clubs with activities that include PwASD, 
disaggregated by location and number of PwASD served

Biannually

Biannually

Biannually

ACT 2-04-01 Healthcare •	Number of expecting mothers trained on safe pregnancy, 
disaggregated by location

Quarterly

ACT 2-04-02 Healthcare •	Number of disseminated guides for monitoring child 
development, disaggregated by location 

Quarterly

ACT 2-04-03 Social welfare

Local 
government

Religious affairs

Education

•	Number of meetings between parents of PwASD and local 
influential persons, disaggregated by location and type of 
person

Quarterly

ACT 2-05-01 Social welfare

Healthcare

•	Number of protocols disseminated through community 
social services, disaggregated by location and type

Quarterly

ACT 2-06-01 Disability affairs

Education

•	Number of licensed special educators working in schools, 
disaggregated by location and type of school

Biannually

ACT 2-06-02 Disability affairs

Labor affairs

•	Number of employment specialists, disaggregated by 
number of PwASD served

Biannually

ACT 2-07-01 Social welfare

Disability affairs

•	Number of families/caregivers of PwASD who have 
received financial support, disaggregated by location and 
amount

Quarterly

ACT 2-07-02 Social welfare •	Number of community social service providers offering 
daycare, respite care or referral to these services in the 
community, disaggregated by location

Biannually

ACT 2-07-03 Healthcare

Social welfare

•	Number of caregiver support groups at community level, 
disaggregated by location

Annually

ACT 2-08-01 Healthcare •	Number of licensed practitioners of alternative medicine, 
disaggregated by those who claim to offer treatments for 
ASD-related health conditions

Annually

ACT 2-08-02 Disability affairs

Religious affairs

•	Number of awareness and sensitization drives conducted 
at community level, disaggregated by location

Annually
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Recommended 
actions

Responsible 
sectors of 

government
Indicators Frequency of 

data collection

ACT 2-08-03 Disability affairs •	Number of NGOs specializing in ASD, disaggregated by 
location, type and range of services offered

Annually

ACT 2-09-02 Healthcare •	Number of community primary healthcare providers 
that have received training on ASD-focused services, 
disaggregated by location

•	Number of community primary healthcare providers that 
have received supplementary training

Biannually

ACT 2-10-02 Healthcare •	Number of trained parent master trainers Biannually

ACT 2-10-03 Healthcare •	Number of peer training sessions for new parents and 
caregivers of PwASD, disaggregated by location

Biannually

ACT 2-11-01 Disability affairs

Healthcare

•	Number of PwASD who have health insurance, 
disaggregated by location

Biannually

ACT 2-11-02 Healthcare •	Number of PwASD that have received outreach healthcare 
services, disaggregated by location

Biannually

ACT 2-11-03 Education •	Number of PwASD currently enrolled in mainstream 
schools, disaggregated by location and type of school

•	Number of PwASD that drop out of mainstream schools, 
disaggregated by location and type of school

Biannually

Biannually

ACT 2-11-04 Disability affairs •	Number of PwASD currently using ASD-compatible ICT Annually

ACT 2-11-05 Social welfare •	Number of PwASD who have received allowances and 
other types of welfare support, disaggregated by location 
and type of support

Quarterly

ACT 2-12-01 Education •	Number of PwASD who have received scholarships

•	Number of online courses available for PwASD, 
disaggregated by subject

•	Number of PwASD who have registered to online courses

•	Number of non-formal learning options available for 
PwASD, disaggregated by location and subject

•	Number of PwASD engaged in non-formal learning, 
disaggregated by location and subject

Biannually

Annually

Biannually

Annually

Biannually

ACT 2-13-01 Healthcare

Social welfare

•	Number of trained master trainers on psychosocial care Biannually

ACT 2-13-02 Healthcare

Social welfare

•	Number of PwASD, their parents and their caregivers who 
have received psychological first aid, disaggregated by 
location, recipient and deliverer

Biannually

ACT 3-01-01 Disability affairs •	 List of one-stop service centers, disaggregated by type

•	 List of services and information provided at each one-stop 
service center

Annually

ACT 3-01-02 Disability affairs

Education

Sports

•	 List of social clubs that have activities for and/or include 
PwASD, disaggregated by type

Annually

ACT 3-02-01 Healthcare •	 List of intervention services available in the country Annually
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Recommended 
actions

Responsible 
sectors of 

government
Indicators Frequency of 

data collection

ACT 3-02-01 Healthcare •	 List of allied health professionals available in the country

ACT 3-02-03 Healthcare •	Number of certified professionals under each category Annually

ACT 3-02-04 Healthcare •	 List of intervention service providers, disaggregated by 
location and type of service

Annually

ACT 3-02-05 Healthcare •	 List of dispensaries that offer medications for PwASD, 
disaggregated by location and drug 

Annually

ACT 3-02-06 Healthcare •	Number of PwASD who received annual health checkups, 
disaggregated by location, age and gender

Annually

ACT 3-03-01 Healthcare •	Number of psychologists, psychiatrists and counselors in 
the country, disaggregated by location and credentials

Annually

ACT 3-03-02 Healthcare

Disability affairs

•	Number of disseminated resource materials on managing 
adolescent and young adult behavior, disaggregated by 
location and type of recipient 

Annually

ACT 3-03-03 Disability affairs •	Number of sensitization drives, disaggregated by target 
audience and location

Annually

ACT 3-04-01 Healthcare •	Number of mid-level healthcare providers trained on the 
screening tools, disaggregated by location and type of 
healthcare professional 

Biannually

ACT 3-04-02 Healthcare •	Number of healthcare professionals qualified to diagnose 
and assess ASD, disaggregated by type of healthcare 
professional and location

Biannually

ACT 3-04-03 Healthcare •	Number of disseminated resource materials on home and 
community-based interventions, disaggregated by location 
and type of recipient 

Annually

ACT 4-01-01 Planning

Healthcare

Education

Social welfare

Labor

•	 List of performance indicators for all services, supports 
and activities

Annually

ACT 4-01-02 Planning •	 List of government department reporting ASD indicators Annually

ACT 4-01-03 Planning •	Number of random spot checks and third-party 
verifications

Annually

ACT 4-01-04 Disability affairs •	 Summary report on delivery of services and supports to 
PwASD and their families

Biannually

ACT 4-02-01 Education •	Number of scholarships and/or study-and-work programs

•	 Total value of scholarships and/or study-and-work 
programs

Annually

Annually

ACT 4-02-02 Education •	Number of partnerships with ASD-focused institutes Annually

ACT 4-02-03 Education

Healthcare

Social welfare

•	Number of centers of excellence for ASD

•	 Total amount of funding for these centers of excellence

Annually

Annually
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Recommended 
actions

Responsible 
sectors of 

government
Indicators Frequency of 

data collection

ACT 4-03-01 Disability affairs

Healthcare

Education

Social welfare

•	Number of members in the stakeholders’ forum

•	 Breakdown of members in the stakeholders’ forum

•	Number of meetings of the stakeholders’ forum

Annually

Annually

Annually

ACT 4-03-02 Disability affairs

Healthcare

Education

Social welfare

•	Number of pilot projects

•	 Coverage size of pilot projects

Annually

Annually
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