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About the SIG 
 
The INSAR special interest group (SIG) “Global Knowledge Translation for Research on Early 
Identification and Intervention in Autism” was formed in 2011 to support mapping of community needs 
in efforts in early identification and intervention. In 2013, the SIG meeting based in San Sebastian, 
Spain, revolved around screening and diagnostic instruments in diverse community settings around the 
globe. The SIG achieved great success in promoting dialogue and demystifying common 
misconceptions around scientifically valid and contextually appropriate use of screening and diagnostic 
tools and paved way for the 2014 SIG meeting in Atlanta. 
 

Participatory priority setting 
 
Akin to the 2013 SIG meeting, we circulated a survey to all SIG members, inviting participants to 
suggest questions for this year's focus theme on Effective and ethically sound application of evidence-
based intervention models in diverse settings. In total, there were over 70 questions from all 
respondents. Based on the questions, we invited experts recognized by their experience in designing 
and implementing interventions in diverse communities.  
 
We generated three major themes that were used to guide and organize the discussion during the 
meeting, as follows:  
 
(A) Evidenced-based models: What is the current state of the science in research on early intervention? 

Do current models share theoretical foundations from behavioral and developmental science? Do 
they share targets and outcomes? Do they share common mediation strategies through therapists, 
caregivers, or others? Are stakeholders engaged in the design of these models? 

(B) Translation: What are the facilitators and barriers to translation of evidence-based interventions in 
community-based settings?  

(C) Community Context: How do evidence-based models become tailored to fit characteristics of the 
community, family and child characteristics?     

 
What did we learn? 
 
Around 90 international researchers, clinicians and advocates attended the 2014 SIG Meeting. The 
reunion started with a brief overview of the last two SIGs and thereafter discussed the diversity of 
country classifications, in an attempt to set a global approach to terminology. Specifically, the SIG 
encouraged use of terminology used by the United Nations and the World Bank such as Low- middle- 
or high-income countries. Use of terms like the “West” or “developed countries” is more problematic and 
less meaningful. Experts were then invited to address the identified themes. The key messages 
emerging from the discussion are summarized next. 

 
There is strong evidence from clinical research suggesting that delivering early intervention, including 
parent-delivered programs, can result in improvements in children’s outcomes and reduce family stress. 
Therefore, in many communities early intervention is increasingly viewed as an effective way to reduce 
burden and costs to society in the long run. Moreover, availability and effectiveness of early intervention 
are directly motivated by the ability of children with autism to exercise their human rights to inclusion, 
education and play. 
 

 

 



 

 

Early intervention is a very broad concept often concerned with delivery of structured and evidence-
informed treatment, in a contextually appropriate manner for the child, their family and their community 
on the whole. As such, early intervention needs to focus primarily on needs and priorities that are 
agreed upon with the family and/or other caregivers in the community. Currently, the availability of early 
intervention for autism and the extent to which implemented models are evidence-based is variable in 
different communities. 
 
Models of care: Any autism intervention model of specific packages constitutes only one component of 
a more comprehensive care plan that evaluates and addresses the child’s overall health and wellbeing. 
Such broader plans often include medical needs, comorbidities and social and educational support. 
Families are viewed as an essential partner in formulating and implementing such care plans. In some 
world regions this approach is known as a “chronic care model”, whereas it is known as “community 
based health model” in low- and middle-income countries. In the latter, emphasis is given to delivery of 
care by non-specialists, especially in areas where specialized services do not exist. In-depth 
understanding of how health, social and educational services are delivered in each community can help 
guide the best forms of delivery of early intervention for autism. Building on the strengths of existing 
service delivery systems helps to ensure feasibility and sustainability of efforts to develop or improve 
care for autism. Therefore, early intervention programs need to be integrated within existing systems of 
support and take into consideration the specific characteristics of children identified in each community.  
 
State of the science in early intervention: Against the background of variability in service delivery 
models, there is much interest and commitment to evidence-based practice in many communities. Over 
the last decade, a number of intervention packages that specifically target the core symptoms of autism 
by promoting social communication, engagement, and learning have been developed and some of 
them have been rigorously evaluated in research. In some countries, this body of evidence is reviewed 
and consolidated into practice guidelines that are either published by professional societies, such as the 
American Academy of Pediatrics, or alternatively by independent government bodies such as the UK 
National Institute for Health and Care Excellence (NICE). These practice guidelines consider not only 
available evidence, but also issues relevant for implementation, especially within publicly funded health 
and social care systems. As such, these practice guidelines are not universal and may have limited 
utility in diverse settings. 
 
Evidence-based practice: Current evidence-based intervention packages vary in their motivating 
principles. Some models have their roots in applied behavioral analysis but have been substantially 
informed by developmental principles and delivered in a more naturalistic fashion over time. Other 
models emerged from developmental and communication-focused approaches. The availability of many 
intervention packages in the market often conceals the extent to which these are evidence-based 
and/or fit with the characteristics, needs, and priorities of different communities. Despite their 
differences, there are many similarities in evidence-based intervention packages. Intervention is no 
longer viewed solely as an isolated therapist-delivered and time-constrained activity. Instead, 
intervention builds holistic strategies that can be used throughout the day, often involving caregivers, 
other family members and teachers. Intervention packages are not static, but continue to evolve over 
time to reflect available evidence. They directly involve and empower caregivers and other supportive 
members in the community, such as teachers. Intervention goals respond to needs identified by the 
family, and informed by the expertise of the person delivering the intervention and the particular 
disability. These goals also change over time in accordance with children’s developing skills and needs. 
 
Moreover, all evidence-based interventions encourage systematic observation and data collection, 
which allow tailoring of treatments according to the child’s needs. In sum, early intervention seeks to 
support children by modifying environments, in order to reduce challenging behavior and increase 
ability of the child to communicate and learn. Intervention is not a ‘one-off’ event but family support and 
a range of specific interventions can be delivered over the course of the child’s development. 
 
Cross-cultural and contextual influences: Despite very limited research directly testing effectiveness of 
interventions in different communities, there is general consensus that many elements viewed as the 
“effective ingredients” in intervention may not differ across cultures. Such ingredients include the shift 
towards naturalistic delivery, involvement of caregivers, and flexible tailoring according to individual 
family and child characteristics.  
 



 

 

More recent adaptations of evidence-based models have also begun to address the needs of 
communities facing disparities in access to care and those within low- and middle-income countries. 
Such approaches are often described as "community-partnered participatory approaches". In these 
models, developing new interventions or adapting existing ones involves extensive consultation and 
equitable collaboration with local stakeholders. Intervention delivery then takes different forms to 
respond to the variability in needs. For example, some packages have shifted delivery from specialists 
to community workers or teachers to address the shortage in availability of qualified therapists. Others 
are relying on remote delivery to allow families, who live in areas far from specialized services, to have 
access to expertise.  
 
Experts agreed that adaptions of existing evidence-based interventions seek to change the original 
models by using simpler language or pictorial support rather than relying on text representation of 
ideas. On the other hand, an adaptation does not try to dilute the original model. Fundamental 
principles in child development and the kinds of strategies that can promote these principles in autism 
remain largely similar across communities. Despite these advances, there are significant knowledge 
gaps pertaining to efficacy and sustainability of evidence-based models in diverse settings. 
 
Evidence-based models in translation: Despite progress in research, the implementation and 
sustainability of evidence-based models within community-based setting remains challenging in most 
communities. Families face significant delays and barriers in access to care including delayed 
diagnosis, challenges in navigating systems, and the lack of services and qualified professionals. In 
low- and middle-income settings, unmet needs are even greater. The way in which autism is identified 
in each community needs to guide adaptation of evidence-based intervention models. In many 
communities, interventions for autism need to focus on the population of children ascertained as having 
developmental challenges. In other communities, families can only have access to specialists for a very 
limited period of time, hence preventing long-term involvement of the therapist. 
 
In research, issues such as scalability, equity, multiculturalism and cost-effectiveness have only rarely 
been considered. Yet, there is an emerging literature demonstrating the need, feasibility and potential 
value of formal studies addressing translation and implementation of evidence-based early intervention. 
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