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A Global Perspective

Epidemiology

• Prior to 2010, most estimates from Western, developed countries
• Best estimates of global ASD prevalence 0.7 - 1%
• Recent estimates 2% or higher

1 in 45 (2.0%) 
US NHIS - 2015
(Zablotsky, et al)

1 in 64 (1.7%) 
UK - 2009

(Baron-Cohen, et al)

1 in 68 (1.47%) 
US ADDM - 2016
(CDC)

1 in 86 (1.2%) 
UK - 2006

(Baird, et al)

Elsabbagh et al, 2012

1 in 115 (0.87%) 
Leon - 2016
(Fombonne, et al)

South Korea - 2016
(Kim, et al)



A Global Perspective

Rising Prevalence and Costs
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A Global Perspective

Autism is a Global Challenge

 >85% of our families live in LMIC, where the “treatment gap” is typically >90%

 Though vastly different communities, many of the challenges are the same; we can learn 
from them like they can learn from us

 Unique and more efficient opportunities to address some key scientific questions

Main Barriers to Progress –
• Lack of awareness
• Stigma
• Lack of expertise/capacity
• Lack of public health data (more than prevalence…)



UN Resolutions on Autism

Qatari leadership on World Autism Awareness Day resolution of 2007



UN Resolutions on Autism

Bangladeshi leadership on Socio-economic needs resolution of 2007



UN Resolutions on Autism

World Health Assembly Resolution of 2014



World Health Assembly Resolutions 67.8

May 24, 2014

Urges Member States:

– To shift systematically the focus of care away from long-stay health facilities towards 
community-based non-residential services

– To strengthen different levels of infrastructure including care, education, support, 
intervention, services and To promote sharing of best practices , knowledge and  
technology

– To provide social and psychosocial support and care to families

– To recognize the contribution of adults living with ASD in the workforce and support 
workforce participation

– To identify and address disparities in access to services

– To improve health information and surveillance systems to capture data on ASD and 
other developmental disorders

– To promote context-specific research on the public health and service delivery 
aspects of ASD and other developmental disorders
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Support local leaders to address local priorities, using locally-customized solutions

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Public and Professional 
Awareness Advocacy

Public Health Research
Tool development

Services and Policy Development
Dissemination and Implementation



Select Country & Regional Highlights (2008 – 2016): Albania 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

 Vodafone Foundation-funded: ABA therapist 
training pilot (2010)

 Albanian Ministry of Health launched: 
Southeast Europe Autism Network (SEAN) a 
collaborative learning and action network 
(2010)

 Albanian Children Foundation-funded: 
Regional Center for Autism and 
Developmental Disabilities (2011)

 SEAN Caregiver Needs Survey report: SEAN 
5th Anniversary meeting (2015)

 Albanian mental health reform: Curriculum 
and community engagement (2015)



Select Country & Regional Highlights (2008 – 2016): China 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

 Ministry of Science & Technology-funded: 
“973” autism research project (2011)

 Ministry of Health-funded: (1) Professional 
training program, (2) Prevalence study (2012)

 China Women’s Development Foundation: 
WAAD/LIUB in 50 cities (2015); Parent Skills 
Training program (2015)

 Fudan Children’s Hospital hosts:  Asia-Pacific 
Regional IMFAR, Shanghai (2015)

 China Brain Project launch: Autism as an early 
childhood focus (2015)



2016

>70 countries with collaborative development activities

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy
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Science, Tools & Resources – Disruptive and cross-cutting

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Science

• Community-based participatory research
• Health services research
• Implementation science
• Prevention science
• Epidemiology

Tools & Resources

• Light It Up Blue/World Focus on Autism
• Advocacy Leadership Network (ALN)
• Autism Researchers without Borders (ARWB)
• Caregiver Needs Survey
• WHO-AS Parent Skills Training program (PST)
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Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Systems Context: “Services Pyramid”



Implementation Science: Integrating Science into Practice

Adapted from Landsverk, 2005 NIMH Mental Health Services Research Conference; Mittman, 2013 Institute for 
Implementation Research)

“It takes 17 years to turn 14% of original research to the 
benefit of patient care” – Balas et. al., 2000

Basic 
Science

Pre-clinical 
Translational
Research

Clinical 
Research
Efficacy

Improved 
Community
Outcomes

Implementation 
Science

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy



Practice-based 
Research

Community-based  
Research

Highly Controlled 
Academic Research

Participatory Research
(CBPR)

Adapted from: Green, LW, 2014

Features:

 Complements highly controlled 
academic research

 Focus on practice

 Involve community stakeholders, 
especially end-users, in prioritization 
of research questions, as well as 
design and implementation of the 
study

 Share outcomes with community 
participants and support their use to 
inform policy development and 
implementation, and resource 
allocation

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Empower Community: Community-based Participatory Research (CBPR)
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Role and Well-being of Parents/Caregivers



Essential role of parents/caregivers in early child development

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Science tells us:

• Investments in caregivers’ physical and mental health and nutrition promote 
child development

• Quality of care is compromised when a caregiver is suffering physically, 
mentally or economically and is associated with negative outcomes in a child’s 
growth and development

• Parenting and parent support programs, especially for disadvantaged or 
vulnerable caregivers enhance child development outcomes



Challenges for parents/caregivers of children with autism

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Science tells us:

• Parent well-being is strongly influenced by child behavior and caregiving 
demands

• Child behavior is a predictor of caregiver psychological well-being and impacts 
self-perception (e.g., self-efficacy) and family functioning

• Parents of children with autism and other developmental disabilities are at 
higher risk for mental and physical ill health (e.g., stress, anxiety, depression), 
which compromises care, for both affected child and unaffected sibling, if any. 



Additional factors that influences parents/caregivers well-being 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Science tells us:

• Understanding/acceptance – “Cure” vs “Care” (importance of messaging)

• Culture and environment – Stigma, family and community (need for family-
centered solutions)

• Access to answers and solutions (i.e. services) – Helplessness and 
empowerment



How can we help?

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Science tells us:

• Monitor concerns and refer to services as needed

• Targeted interventions that enhances resilience and improves mental and 
physical health for parents of children with autism* (e.g., psychosocial 
education)

• Empowerment – Advocacy and better child outcomes

*Da Paz & Wallander, 2016



2016

43 countries are members of the Autism Speaks Advocacy Leadership Network 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy



2015

21 countries with recent or pending autism policy

Recent Policy

Pending Policy

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy
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Caregiver Needs Survey (PI: Amy Daniels) 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Aims:

• Engage and give the families and community a voice

• Provide a comprehensive picture of needs of families affected by autism; 

• Inform improvements to national systems of care for individuals affected by 
autism and their families; and

• Leverage findings to secure additional resources to implement a region-wide 
project related to building capacity in autism research, training and services. 



Caregiver Needs Survey

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Methods:

• Convenience sample whereby partners identified advocacy and service 
provider organization in participating countries

• Translation to local language followed by blind back translation
• Primarily paper-based; interviewer administered or caregiver completed
• Survey domains:

-Demographic characteristics (e.g. parental education)

-Affected child characteristics (e.g. age at diagnosis; language ability) 

-Service encounters (e.g. past and present health and education service use)

-Parent/caregiver perceptions (e.g. perceived stigma; primary challenges)



Caregiver Needs Survey

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Methods:

• Based on existing population-based surveys on children with special healthcare 
needs, including:

-Interactive Autism Network’s Child with ASD Questionnaire (IAN, 2014);

-Survey of Treatment As Usual, Cost Network (Charman); 

-Survey of Pathways to Diagnosis and Services (CDC, 2014); 

-National Survey of Children with Special Health care Needs (CDC, 2011); 

-Affective subscale, Affiliate Stigma Scale (Mak & Cheung, 2008); and,

-The Support for Member with Disability, Family Quality of Life Survey (The Beach 
Center on Disability). 

• Targets primary caregivers of children <18 with diagnosis of ASD 



Global Autism Public Health (GAPH) Initiative

Southeast Europe Autism Network (SEAN)

SEAN

Established in 2010; Tirana Pledge
9 countries (Albania, BiH, Bulgaria, Croatia, FYR 
Macedonia, Kosovo, Montenegro, Romania and Slovenia)
Observer country: Turkey
Country Coordinator appointed by MoH
Annual meeting to share information and resources
Network project : Caregiver Needs Survey



Caregiver Needs Survey (Select samples; Total N=834) 

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Selcuk University, 

Konya; 4 regions; 

N = 277 caregivers

Clinical Psychiatry 

Hospital; National; 

N = 137 caregivers

Albanian Children’s 

Foundation; National; 

N = 192 caregivers

Ministry of Education; 

National; N = 168 

caregivers

University Children’s 

Hospital; Skopje; 

N = 60 caregivers 



Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

SEAN Caregiver Needs Survey

September 2015 SEAN Caregiver Needs Survey Regional Report 9 

 

  

pediatric specialists (9%). Many families had to travel a considerable distance to obtain a diagnosis; 

24% of families traveled in excess of 100 kilometers, and 3% traveled outside of the country.  

 

Table 4 – Diagnosis* 

Characteristic 

Albania 

(n=192) 

Croatia 

(n=168) 

Macedonia 

(n=60) 

Romania 

(n=137) 

Turkey 

(n=277) 

Total 

(n=834) 

Age at diagnosis, mean (SD) 36.6 (15.8) 70.9 (32.3) 35.3 (14.3) 32.6 (11.2) 39.1 (20.8) 41.0 (22.8) 

Diagnosed by, N (%)       

  Primary care doctor 6 (3%) 1 (1%) 0 (0% 5 (4%) 4 (1%) 16 (2%) 

  Pediatrician 2 (1%) 5 (4%) 3 (5%) 2 (2%) 8 (3%) 20 (3%) 

  Pediatric specialist 15 (8%) 24 (18%) 22 (37%) 1 (1%) 0 (0%) 62 (8%) 

  Psychologist 7 (4%) 9 (7%) 2 (4%) 18 (14%) 8 (3%) 44 (6%) 

  Psychiatrist 125 (65%) 17 (13%) 3 (5%) 70 (54%) 181 (66%) 396 (50%) 

  Neurologist 19 (10%) 4 (3%) 0 (0%) 18 (14%) 21 (8%) 62 (8%) 

  Nurse 0 (0%) 20 (15%) 20 (34%) 0 (0%) 0 (0%) 40 (5%) 

  Team of professionals 17 (9%) 49 (36%) 9 (15%) 15 (12%) 1 (0%) 91 (12%) 

  Other 1 (1%) 6 (4%) 0 (0%) 1 (1%) 51 (19%) 59 (7%) 

Distance for diagnosis, N (%)       

  Less than 25 kilometers 27 (14%) 99 (61%) 47 (80%) 62 (48%) 152 (56%) 387 (47%) 

  Between 25-50 kilometers 26 (14%) 14 (9%) 2 (3%) 5 (4%) 58 (21%) 105 (13%) 

  Between 50-100 kilometers 49 (26%) 4 (2%) 4 (7%) 18 (13%) 24 (9%) 99 (12%) 

  More than 100 kilometers 77 (40%) 34 (21%) 3 (5%) 44 (34%) 38 (14%) 196 (24%) 

  I traveled outside the country 13 (7%) 11 (7%) 3 (5% 1 (1%) 0 (0%) 28 (3%) 

* Totals for each country may not add up to complete sample due to missing data 

 

SECTION 3: SERVICE ENCOUNTERS 

Health services  

A description of past and present health service encounters is presented in Table 5. The most 

commonly reported services that caregivers reported their children receiving in the past included 

behavioral intervention/modification (55%), speech and language therapy (53%), and medication 

(40%). Fewer families reported receiving services at the time of survey completion; the most 

commonly reported included behavioral intervention/modification (50%); speech and language 

therapy (41%); and medication (31%).  
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Table 5 – Past and Current health service encounters* 

 Past services 

All countries, N (%) 

Current services 

All countries, N (%) 

Behavioral intervention / modification 443 (55%) 398 (50%) 

Sensory integration therapy 221 (27%) 160 (20%) 

Occupational therapy 159 (20%)  123 (15%) 

Physical therapy 107 (13%) 47 (6%) 

Speech and language therapy 423 (53%) 326 (41%) 

Pharmacotherapy / medication 322 (40%) 250 (31%) 

Other 54 (7%) 65 (8%) 

* Totals may not add up to total N due to missing data 

 
Caregivers reported receiving services from a range of providers (Table 6). In the past the most 

common services providers included psychiatrists (60%), psychologists (51%) and neurologists 

(40%).  

 

Table 6 – Past and current service providers* 

 Albania 

(n=192) 

Croatia 

(n=168) 

Macedonia 

(n=60) 

Romania 

(n=137) 

Turkey 

(n=277) 

Total 

(n=834) 

  Audiologist 9 (5%) 12 (5%) 10 (17%) 26 (23%) 77 (28%) 134 (17%) 

  Neurologist 36 (19%) 54 (39%) 38 (63%) 57 (50%) 128 (47%) 313 (40%) 

  Nutritionist 5 (3%) 20 (14%) 15 (25%) 5 (4%) 27 (10%) 72 (9%) 

  Psychiatrist 92 (48%) 50 (36%) 20 (33%) 84 (74%) 218 (80%) 464 (60%) 

  Psychologist 41 (21%) 96 (70%) 49 (82%) 104 (91%) 103 (38%) 393 (51%) 

  Other 7 (4%) 36 (26%) 7 (12%) 4 (4%) 60 (22%) 114 (15%) 

* Totals for each country may not add up to complete sample due to missing data 

 

School Enrollment 

A description of school enrollment by country is provided in Table 7. Across all countries, among 

children ages five years and older, 21% were not enrolled in school at the time of survey 

implementation. Twenty-three were in preschool, followed by primary school (18%), and special 

schools for children with disabilities (24%).  

 

Table 7 – School enrollment for children > 5 years 

 Albania 

(n=159) 

Croatia 

(n=90) 

Macedonia 

(n=42) 

Romania 

(n=80) 

Turkey 

(n=214) 

  Preschool 40 (35%) 27 (30%) 9 (21%) 30 (38 %) 31 (14%) 

  Public primary school 27 (17%) 6 (7%) 1 (2%) 25 (31%) 44 (21%) 

  Private school 4 (3%) 32 (36%) 7 (17%) 1 (1%) 3 (1%) 

  Special school for children with disabilities 13 (8%) 16 (18%) 0 (0%) 13 (16%) 101 (47%) 

  Home schooled 0 (0%) 8 (9%) 25 (60%) 0 (0%) 0 (0%) 

  Not enrolled in school 75 (47%) 1 (%) 0 (0%) 11 (14%) 35 (16%) 
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Table 9 – Access and unmet needs in past 12-months* 

Characteristic All Countries, N (%) 

Difficulties / delays receiving services due to ineligibility 243 (30%) 

Difficulties / delays because needed services were unavailable 269 (34%) 

Difficulties / delays due to wait lists, backlogs, appointments  255 (32%) 

Difficulties / delays because of issues related to cost 261 (33%) 

Difficulties / delays because of trouble accessing information 243 (31%) 

Other difficulties or delays 115 (15%) 

Level of frustration in efforts to get services  

  Never 174 (22%) 

  Sometimes 338 (42%) 

  Usually 166 (21%) 

  Always   96 (12%) 

  Don’t know 27 (3%) 

* Totals may not add up to total N due to missing data 

 

 

Caregiver / family impact 

On average, just over two thirds of caregivers reported that their child’s autism had caused financial 

problems for the family (68%). Specifically, 43% reported that family members had stopped 

working, and 41% had cut down on work hours because of their child’s autism.  

 

Table 10 – Caregiver / family impact* 

 All countries, N (%)* 

Child’s autism has caused financial problems for family 544 (68%) 

Family members have stopped working because of child’s autism 344 (43%) 

Family members have cut down on work hours because of child’s autism 321 (41%) 

* Totals may not add up to total N due to missing data 

 

 

Stigma 

Many caregivers endorsed challenges associated with perceived stigma in caring for their child with 

autism. Fifty percent of caregivers endorsed feeling helpless for having a child with autism. A 

similar proportion worried if other people would know they had a child with autism (45%). 

Likewise, many caregivers endorsed the statement that other people would discriminate against 

them because they had a child with autism (46%). Lastly, 44% families agreed or strongly agreed 

that having a child with autism would impose a negative impact on them.  

 

  



Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

SEAN Caregiver Needs Survey Autism in Southeast Europe  

 
10 

Table 5. Perceived stigma among caregivers of children with ASD in Southeast Europe 

Statementa 

Albania 

(N=191) 

Bulgaria 

(N=147) 

Croatia 

(N=146) 

Turkey 

(N=274) 

All countries 

(N=758) 

I feel helpless for having a child with 

autism, N (%) 

     

  Strongly disagree 26 (14) 22 (15) 22 (15) 43 (15) 133 (15) 

  Disagree 46 (24) 63 (43) 71 (49) 75 (28) 255 (34) 

  Agree 77 (40) 48 (33) 39 (27) 83 (31) 247 (33) 

  Strongly agree 42 (22) 14 (10) 13 (9) 71 (26) 140 (19) 

I worry if other people know that I 

have a child with autism, N (%) 

     

  Strongly disagree 33 (17) 66 (45) 80 (55) 98 (36) 277 (37) 

  Disagree 31 (16) 61 (42) 58 (40) 109 (40) 259 (34) 

  Agree 88 (46) 18 (12) 5 (3) 46 (17) 157 (21) 

  Strongly agree 39 (20) 2 (1) 2 (1) 21 (8) 64 (8) 

Other people would discriminate 

against me because I have a child 

with autism, N (%) 

     

  Strongly disagree 31 (16) 36 (24) 49 (34) 58 (21) 174 (23) 

  Disagree 45 (24) 68 (46) 64 (44) 97 (35) 274 (36) 

  Agree 89 (47) 34 (23) 26 (18) 94 (34) 243 (32) 

  Strongly agree 26 (14) 9 (6) 7 (5) 25 (9) 67 (9) 



Preliminary Findings

• The majority of respondents were mothers (79%) with a primary (25%) or a 
secondary (25%) level education; 

• The average age of the child when parents first became concerned was 24.0 
months (SD 11.2 months), and the average age at diagnosis was 41.0 
months (SD 22.8 months); 

• 24% of caregivers reported traveling in excess of 100 km to receive a 
diagnosis for their child; 

• Among children ages five years and older, 21% were not enrolled in school;

• Approximately one-third (33%) of all caregivers reported difficulties or 
delays in accessing needed care because of issues related to cost, and the 
majority (68%) reported that their child’s autism had created financial 
problems for the family. >50% of respondents feel “hopeless.”

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

SEAN Caregiver Needs Survey



Limitations, Conclusion and Next Steps

• Not a representative sample; lower SES likely to be underrepresented
• Diagnosis not always confirmed

• Preliminary findings from the survey provide valuable regional picture of:

- Lack of awareness; debilitating stigma

- Lack of access to care and education; lack of capacity

- Uncertain quality of care

- Significant economic burden for families

• In depth analysis of within and between country difference is ongoing
• Data collection for Latin America network (>3,000 families from 5 countries) 

and Morocco (200 families) studies completed.

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

SEAN Caregiver Needs Survey
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Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)

6 year follow-up showed sustained gains in symptom severity 



Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)

Parental synchrony = 1.61; Child initiated communication = .99



Overview: PST Technical Working Group Meeting @ WHO HQ, July, 2014)

 Parents know their children best. Leverage that knowledge to engage parents as co-therapists to 
enhance child outcome and to help meet the “treatment gap.”

 More research on parent-mediated intervention in recent years (e.g., Autism Speaks Toddler 
Treatment Network and GAPH grants)

 Additional evidence for decision-making:

Reichow et al., 2013:  PST programs for developmental disorders lead to improved child developmental and 
behavioral outcomes, and improved family well-being, regardless of intensity.
Reichow et al., 2014:  confirm effectiveness of low-intensity PST programs for developmental disorders; 
applicability to LMIC; component analysis.
Kaminski et al., 2008: analysis of PST program components for managing children’s problem behaviors.
Expert advice  and experience

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Evidence-base/Best that science can offer:

 Principles and strategies from evidence-based intervention packages

 Principles of Applied Behavioral Analysis (ABA)

Models:

 Joint-Attention, Symbolic Play, Engagement and Regulation (JASPER);
 Pivotal Response Teaching (PRT);
 Discrete Trial Teaching (DTT).

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Target Population:

 All parents/caregivers with children 2-9 years of age who have 
a developmental delay or developmental disabilities, including 
ASD

 Referred by primary healthcare provider, community health 
workers or specialists

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Assumptions:

 Some principles of parenting and early interventions 
strategies can be transferred across different settings

 Many program features will require tailoring to the local 
context

 Parenting programs should build on existing resources and 
services and be part of comprehensive and integrated 
programs

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Adaptation:

 Modification of program for implementation to enhance 
compressibility, acceptability, feasibility and accessibility and 
relevance

 Multi-sectorial collaboration driven by end users (parents 
and caregivers) feasibility and acceptability

 Also enhances integration into existing systems (e.g., health, 
education, social protection)

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Program Objectives:

 Promote parent-child connection, communication 
and learning.

 Promote child social, emotional, and cognitive development 
and reduce disruptive behaviors, both ultimately leading to 
improved child and family functioning.

 Facilitate caregivers’ self-confidence in their parenting role, 
improve parenting skills and knowledge.

 Improve caregiver coping skills and psychological wellbeing

*We expect that the program will facilitate stigma reduction and result in increased inclusion and 
participation* Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Requirements for Implementation:

 Can be delivered by a range of non-specialist providers (such as 
nurses, teachers, social workers, and peer caregivers), at health facility 
level, at community level or in schools.

 As part a network of community-based child health and development 
services and community mental health services. 

 Family-centered approach and stepped-care model, whereby the 
specific strengths and needs of families are assessed to ensure 
program is relevant to them,  and families are referred to other 
available services when required. 

 The engagement of families and communities is paramount to give 
caregivers attendance and participation to the program feasible.

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Learning Techniques:

•Adult learning, participatory 
techniques

•Video vignettes, case-based 
learning, modelling, role plays, 
feedback on parent-child 
interaction, parent coaching, 
homework, and self-assessment 
of progress.

•Feedback on videotaped 
parent-child interactions, when 
possible

Program Materials:

• Adaptation guide

• Facilitator guide

• Participant manual

• Homework forms

• M&E framework

• Manual for training of trainers 
and supervisors

Training Materials

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)



Program Organization:

Courtesy: C. Servili

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

Parent Skills Training program 
(PST)

Caregivers & 
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Table 1 - Themes from follow-up focus group with caregivers

The PST programme

Erica Salomone1,2, Stephanie Shire3, Laura Pacione4, Felicity Brown5, Lucia Murillo6, Andy Shih6 & Chiara Servili7

1 Department of Psychology, University of Turin; 2 Institute of Psychiatry Psychology & Neuroscience, King’s College London; 3 Department of Psychiatry, 

David Geffen School of Medicine at the University of California Los Angeles; 4 Department of Psychiatry, Division of Child and Youth Mental Health, 

University of Toronto (pending); 5 Department of Global Health and Population, Harvard T.H. Chan School of Public Health; 6 Scientific Affairs, Autism 

Speaks; 7 Department of Mental Health and Substance Abuse, World Health Organization 

Objectives

The field test, conducted in Northern Italy, aimed 

to explore: 

1. acceptability and feasibility of programme’s

contents, delivery method and measures;

2. caregivers’ experiencing

Methodology

Participants

• 7 caregivers (3 fathers, 3 mothers, 

1 aunt) for a child with ASD aged 

3-5 years

• recruited through a support 

association in Northern Italy

Measures

• WHO bespoke measures adapted

for the field-test: Post-session 

Participant Form; Caregiver Diary; 

Facilitator Feedback Form

Procedure

• PST (pre-publication version) was

delivered by a clinical psychologist

(first author) 

• Caregiver-Child and Researcher-

Child play interactions during home 

visits were video-recorded to 

support caregiver coaching

• After intervention, non-clinical staff 

collected feedback forms and 

conducted a focus group with all 7 

participants

• Themes were identified from the 

transcription of the focus group and 

categorised in NVivo (Table 1)

Background

• WHO, in collaboration with Autism Speaks and 

academic institutions, developed the PST 

programme

• Goal: promoting access to support in low- and 

middle-income countries

• What is PST? 

• a caregiver education programme

• for caregivers of children with developmental 

disorders/delays 

• deliverable by non-specialists

• developed through evidence reviews and 

experts’ consultations

Caregivers meet every

two weeks for 10 group

sessions

… to reflect on their

child’s strengths and 

difficulties

… to share their

difficulties as

caregivers

…and work on their

personal goals

[illustrations taken from the PST Participant Manual; artwork by Miguel Mendez]

…while three

home visits are 

used to tailor the 

intervention and 

coach caregivers

In group sessions, facilitators describe and 

show psychoeducational strategies…

… life skills

The strategies taught aim to promote the development of… 

… inclusion

and social 

engagement

Perspectives
• Capacity building workshops and RCTs are 

planned in several countries

• PST will be made available as part of the WHO 

Mental Health Gap Action Programme

Conflict of interests: none.

Financial support: PST is a WHO copyrighted programme

co-sponsored by WHO and Autism Speaks. Fondazione 

Paideia funded the field-test. Erica Salomone received

funding from the European Union’s 7th Framework 

programme for research and innovation under the Marie 

Skłodowska-Curie grant agreement No 609402 – 2020 

researchers: Train to Move 

Activity Positive aspects Negative aspects

GROUP 

SESSIONS

• Sharing experiences

• Learning to set goals respecting child’s own pace

• Understanding the ‘why’ of strategies

• Difficult/expensive childcare or time-off work 

arrangements

• Role play with other parents can be embarassing

HOME 

VISITS

• Having a personalised, targeted intervention

• Help in setting up home environment for play

• Too little time, too few visits

• Limited time to observe child’s behaviour

HOME 

PRACTICE

• Being able to discuss practice with facilitator

• Practicing strategies that have long-term goals

• Finding time to practice

• Managing other family members and challenging beh.

Field test of the mhGAP WHO Parent Skills Training Programme 

for families of Children with Developmental Disorders or Delays

Results 

Attendance rate: 

• 6 caregivers attended at least 8 sessions 

• 1 family attended 5 sessions due to 

difficulties in arranging childcare

Acceptability: 

• 7 caregivers rated the programme’s

contents as ‘highly helpful’; 5 found them

‘easy to understand’ and 2 ‘very easy’

• 6 caregivers rated the programme as

‘highly applicable’ to their child; 1 

caregiver rated it as ‘partly applicable’ 

(too focused on non-verbal functioning)

UNIVERSITÀ 

DEGLI STUDI 

DI TORINO

….communication

Feasibility: 

• all sessions were successfully piloted as per 

intervention plan outlined in the Facilitator 

Manual (pre-publication draft)

• the Play Interaction measures were found to 

be feasible in the administration

Intervention take-up: 

• 7 caregivers gave correct examples of the 

three most helpful psychoeducational

strategies learnt

• 5 reported having been practicing those

strategies during home and play routines
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April 2015: Global Implementer Consultation

Some participating countries:

• China

• Malaysia (SEAMEO-SEN)

• Philippines

• South Korea

• Pakistan

• Russia

• Iran

• Egypt

• Ethiopia

• Kenya

• Argentina

• Peru

• USA



Conclusion

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Practice, Research and Policy

• The well-being of parents and caregivers for children affected by autism is 
critical for optimum child outcome and family functioning

• Parents and caregivers’ understanding and acceptance of their children’s 
condition and the ability to readily access answers and solutions influence their 
mental and physical well-being

• In addition to greater public and professional awareness, tools and programs 
like Caregiver Needs Survey and Parents Skill Training empower parents and 
caregivers by giving them a voice in helping to define priority needs of the 
community and the skills to help develop and implement feasible and 
sustainable solutions for their children. 
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Thank you!!!

“Families Are @ the Heart of Everything We Do”
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