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Special Interest Group  
Global Knowledge Translation in Early Identification and Intervention in Autism  

Lost in Translation: Scientifically valid and contextually appropriate use of 
screening and diagnostic tools 

Summary Report of the 2013 Meeting, San Sebastian, Spain  

About the SIG  

The INSAR special interest group (SIG) “Global Knowledge Translation for Research on Early 
Identification and Intervention in Autism” was formed in 2012 to support mapping of community needs in 
efforts in early identification and intervention. The 2012 inaugural meeting featured global perspectives on 
community-based approaches in early identification and intervention, and gathered suggestions for 
overarching research priorities. The 2013 meeting focused on one of the emerging themes which is 
scientifically valid and contextually appropriate use of screening and diagnostic instruments.  

Participatory priority setting  

Prior to the 2013 meeting, we circulated a survey to all SIG members. Participants were invited to suggest 
three questions that they thought were highly relevant for the focus theme on screening and diagnostic 
instruments. We received responses from 48 members, representing 15 countries. In total, there were 64 
questions from all respondents. Based on the questions, we invited experts who are recognized leaders in 
the area of screening and diagnosis; some are the developers of the most widely used tools, while others 
have extensive experience in their cross-cultural translation and adaptation (see names below).   
 
We generated three cross-cutting themes that were used to structure and guide the discussion during the 
meeting. The themes were:  
 
(A) Research priorities and methods: What are the relevant research priorities and methods towards 

scientifically valid and contextually relevant early screening and diagnostic tools: translation, adaption, 
validation, and/or new development?  

(B) Context: What contextual factors need to be considered when selecting and using screening and 
diagnostic tools in diverse communities: setting, population characteristics, capacity/resources, and 
availability of evidence-based services? 

(C) Child- and family-centered practice: How does the use of screening and diagnostic tools fit within a 
tailored approach to each child and family, including developmental level, culture, language, and 
family/community capacity and resources? 

 
What did we learn?  

Approximately 130 international clinicians, researchers, and advocates attended the 2013 SIG meeting. 
The event began with a short overview of the SIG and the relevance of the 2013 focus theme on 
screening and diagnostic instruments. We then introduced members of the expert panel who were invited 
to respond to the questions posed by participants and to elaborate on the themes. The session was 
concluded by providing attendees with the opportunity to make comments. The key messages emerging 
from the discussion are described next. 

Origins and utility of “gold-standard” tools: A number of common screening and diagnostic tools for 
autism were originally developed for research purposes. In addition to the benefits of standardization, 
these tools were designed to obtain detailed information about the child through different lenses, by 
means of direct observation as well as input from the caregiver. When these tools were developed, the 
assumption was that in-depth case assessment would ensure comparability in participants' 
characteristics across different studies and reduce potential differences in clinical judgement for 
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ascertaining who has autism. Over time, such instruments became increasingly used for clinical purposes 
because they provide rich clinically-relevant information. The use of these tools in autism is also 
consistent with the widely recognized general principle that standardized assessment is beneficial in 
aiding clinical evaluation.  

Where they are available, there is a great deal of variability in how and why standardized tools are used 
within and across different research and clinical contexts. There is wide consensus among experts 
regarding the contextual sensitivity of tools for purpose of screening and/or diagnostic evaluation. For 
example, in epidemiological research, screening and diagnosis are focused on ascertaining “caseness”, 
i.e. who in the population being screened has autism. In contrast, different community and clinical 
contexts vastly modify selection and utility of various tools because such contexts shift the focus from 
characterization of participant groups toward identifying the individual needs of each person and/or 
family. Experts noted that despite these contextual differences, research has an important role to play in 
building capacity within various communities to improve their identification programs, through investments 
in infrastructure, training, and adaptation of contextually-sensitive tools. However, some commonly used 
research tools are associated with high financial, training, and time-related translation and/or adaptation 
costs. Such costs introduce serious barriers for global research progress and for generating local 
practice- and policy-relevant knowledge in many world communities.  

Screening and developmental surveillance: In some communities, routine screening is recommended to 
identify children who require further evaluation. Screening programs do not need to focus exclusively on 
autism, and available autism screening tools typically identify a wider range of developmental challenges. 
In other communities, especially those where specialized services for autism do not exist, autism 
screening is neither feasible nor preferred because it will not lead to subsequent care. Screening may 
also be problematic in young infants and children because there is much variability in the nature and 
timing of early manifestations. Experts raised a viable option to screening in younger age groups, which is 
routine developmental surveillance. Surveillance programs for early childhood already exist in many 
communities around the world. Therefore, embedding identification into existing programs can be done 
by increasing capacity of such programs to recognize early social and communication features of the 
autism, in addition to what is often done to monitor standard physical and developmental milestones.  

In general, there is wide consensus amongst experts that surveillance and screening efforts for autism 
need to go hand in hand with capacity building, to ensure that children who are identified can access 
adequate care and support. Whether the preferred option is screening or surveillance, experts also 
highlighted that the success of such programs will largely depend on the level of awareness and 
understanding of the characteristics of autism in the wider community (e.g., caregivers, community 
practitioners) rather than on the specific tool in use. Going forward, there is a need for more creative 
approaches in developing new surveillance and screening tools, which can reduce reliance on text-based 
questions or observations with unclear validity across diverse cultures and social contexts. Instead, future 
tool development needs to focus on improving capture of the underlying features of autism and how it 
diverges from typical development, possibly using visual or video materials.  

Diagnostic assessment: The diagnostic process relies on assessment and evaluation with the goal of 
arriving at the correct diagnosis, describing the profile of skills and needs in each child, and sharing this 
information with the family and others who are involved in the child’s care. Experts noted that unlike 
screening, a higher degree of knowledge and training is desirable for diagnosticians, and many 
communities restrict the pool of professionals who are able to diagnose autism. This approach is needed 
to ensure diagnostic accuracy so that appropriate care provisions result from diagnosis. At a minimum, 
diagnostic evaluation needs to incorporate a direct observation of the child, and a family history from the 
caregiver(s). As noted earlier, obtaining converging sources of information about the child was the initial 
motivation for developing standardized assessment tools in the first place. In many community settings, 
resource intensive tools such as the ADI-R and ADOS/ADOS-2 are rarely used. Experts agreed that the 
utility of such tools for primary care settings is limited, because the tools require time-intensive training and 
specific expertise to be used appropriately. Instead, such tools are often used in specialized care settings, 
and especially for complex cases.  

 
 



 

 3 

Overall, experts stressed two additional issues regardless of the specific tools are selected in a diagnostic 
setting. First, confirming diagnosis should not distract from prompt responses to concerns and a problem-
focused approach to address the wider range of individual needs well outside of the core diagnostic 
features, e.g., feeding, sleep, challenging behavior. Second, beyond the point of initial diagnosis, continual 
assessment and re-evaluation is critical, because skills and needs profiles are known to change across 
the person’s lifespan. 
 
Challenges and knowledge gaps: A clear challenge is that many commonly used tools have not yet been 
widely validated for use in diverse community settings, especially in low-income communities. While there 
are active attempts to improve the situation, experts advocated against a number of current practices 
leading to misuse of screening and diagnostic tools in diverse research and community settings. 
Specifically, experts cautioned that tools are corrupted once they become the gateway to publishing in 
mainstream journals (in research) or to access to services (in community settings). Misusing tools in this 
way leads to many undesirable consequences including hindered progress in global research, 
inappropriate use and incorrect administration of the instruments, denial of services to those who need 
them and unethical commercialization practices.  
 
Going forward, research needs to address major knowledge gaps around the cultural sensitivity of 
commonly used tools. On the one hand, autism is a biological condition known to affect people from 
diverse cultures. On the other hand, it is still possible that diagnostic features will manifest differently 
depending on the default social and communication norms of a given culture. Some experts shared their 
experience in large-scale research studies, such as those conducted in Korea, where the translation of 
gold standard tools was done without major cultural barriers. The success of this approach relied on active 
partnerships within the local communities, where research and capacity building efforts went hand in hand. 
Other experts noted, however, that translation of tools is not cost effective in any community where there 
is a great deal of diversity in languages and culture, limiting utility to specific subgroups. In addressing 
these knowledge gaps in future research, experts noted that translation in itself is inadequate for the goal 
of understanding the effect of socio-cultural and demographic factors on the tools themselves. Until there 
is substantial research progress in this area, skilled users of standardized tools noted that they flexibly 
tailor the administration of tools to the unique individual characteristics of each child and family. As noted 
earlier, it is much more important for users of these tools to understand the underlying constructs and 
features relevant to autism than to use the tools in a strict manner.   
 
Outcomes 

The SIG achieved great success in promoting dialogue and demystifying common misconceptions around 
scientifically valid and contextually appropriate use of screening and diagnostic tools. Anonymous 
feedback conducted by INSAR directly showed that the Global SIG had the largest attendance and 
received the highest ratings of all SIGs in 2013. The discussion also paved the way for the 2014 SIG 
session, which will focus on the utility of evidence-based intervention models in diverse community 
settings.  
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