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COMMENTARY
Autism Screening and Diagnosis in Low Resource Settings:
Challenges and Opportunities to Enhance Research and Services
Worldwide
Maureen S. Durkin, Mayada Elsabbagh, Josephine Barbaro, Melissa Gladstone, Francesca Happe,
Rosa A. Hoekstra, Li-Ching Lee, Alexia Rattazzi, Jennifer Stapel-Wax, Wendy L. Stone,
Helen Tager-Flusberg, Audrey Thurm, Mark Tomlinson, and Andy Shih
Most research into the epidemiology, etiology, clinical manifestations, diagnosis and treatment of autism is based on
studies in high income countries. Moreover, within high income countries, individuals of high socioeconomic status
are disproportionately represented among participants in autism research. Corresponding disparities in access to
autism screening, diagnosis, and treatment exist globally. One of the barriers perpetuating this imbalance is the high
cost of proprietary tools for diagnosing autism and for delivering evidence-based therapies. Another barrier is the
high cost of training of professionals and para-professionals to use the tools. Open-source and open access models
provide a way to facilitate global collaboration and training. Using these models and technologies, the autism scientific community and clinicians worldwide should be able to work more effectively and efficiently than they have to
date to address the global imbalance in autism knowledge and at the same time advance our understanding of autism
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and our ability to deliver cost-effective services to everyone in need. Autism Res 2015, 8: 473–476. V
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The autism research and clinical communities today face
a global imbalance in our knowledge of autism and in
the delivery of services for individuals with autism. Most
research into the epidemiology, etiology, clinical manifestations, diagnosis and treatment of autism is based on
research in high income countries, even though less
than 20% of the world’s current population live and
fewer than 10% of all births occur in these countries

[World Bank, 2015; Population Reference Bureau, 2015].
A recent review of the global prevalence of autism
showed that 86.5% of cases identified in epidemiologic
studies were from North America, Europe and Japan,
though only 10% of the world’s children live in these
areas [Elsabbagh et al., 2012; Population Reference
Bureau, 2015]. Similar imbalances are evident in the
global literature on the genetic bases of autism, the
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contribution of environmental risk factors, the clinical
course of autism spectrum disorder, the development
and validation of tools for screening and diagnosis, and
the design and evaluation of therapies. Thus, even
though the vast majority of individuals with autism in
the world today live in low and middle income countries, these countries have been largely unrepresented in
autism research. The imbalance in knowledge and services also plays out within some countries in the form of
socioeconomic disparities. As early as 1980, Lorna Wing
pointed out that autism is likely to occur with equal frequency among children of different social classes, but
that access to an autism diagnosis was preferentially
available to children of highly educated parents [Wing,
1980]. This inequity, combined with the voluntary, convenience sampling approaches used for most research
projects, including those focused on developing diagnostic tools, has led to the current situation where most
autism research and the tools developed for autism
assessment and diagnosis are based on studies of highly
educated, predominantly white, English speaking populations [Henrich, Heine, & Norenzayan, 2010].
Geographic and socioeconomic disparities in autism
research are problematic for two reasons. One is that our
knowledge of autism is incomplete and may be biased:
because of the concentration of research in high income
settings and among white participants, we might miss
important cultural, social and biological variability,
including variability in the genetic etiology and natural
history of autism as well as the potential contribution of
environmental exposures that vary globally [Hilton et al.,
2010]. The second reason is that research is often linked
to capacity-building through the training of professionals
and mid-level providers and the development of appropriate diagnostic tools and evidence-based therapies [Collins et al., 2011]. The applicability of existing tools and
therapies across cultures and social classes is largely
untested and unknown. The paucity of autism research
in low resource settings therefore likely contributes to
inequities across the world in the ability of individuals
with autism and their families to obtain timely access to
necessary services and supports. Thus, while the global
inequity in autism research and knowledge is a concern
in itself, an even greater concern is the likelihood that
undeveloped research capacity in low and middle income
countries is preventing most of the world’s population
from benefiting from autism research.
Among the factors perpetuating the imbalance in
knowledge and inequity in services is the fact that existing “gold standard” diagnostic tools are extremely difficult for researchers and professionals in low resources
countries to access. For example, the most widely used
tools, the Autism Diagnostic Interview-Revised (ADI-R)
and Autism Diagnostic Observation Scale (ADOS), second edition [Lord et al., 2012; Rutter et al., 2003] are
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costly, require extensive training, and are lengthy to
administer. Such tools were developed to fill the need
for valid and reliable diagnostic measures to advance
research and appropriately directed services. However,
the fulfillment of these purposes of autism diagnostic
instruments has been thwarted in low resource countries
due to barriers related to cost and feasibility. At the
same time, because of the extensive available evidence
of their validity and reliability, the use of these tools is
often required by research funding agencies and peerreviewed journals. Autism diagnostic tools are also
increasingly used in community based service delivery as
a component of diagnostic assessment. “Per use fees”
and the inability of users to adapt or translate these tools
for use in non-English speaking settings without paying
additional fees, make them inaccessible to most of the
world’s population. This is true not only for low and
middle income countries, but also for low income communities in the United States. This has created an unsustainable situation globally, as the cost of using these
tools exceeds per capita annual healthcare expenditures
for most of the world’s children by more than four-fold
[World Health Organization, 2014]. In addition, for clinicians working in diverse cultural and linguistic environments, it is essential to be able to freely adapt, translate
and validate diagnostic tools as needed for use in different settings; however, this practice is prohibited by the
licensing restrictions on the most widely used tools.
The development of “gold standards” for autism
assessment was initially intended to provide comparability across research samples and to support evidencebased practice. Indeed, it was in part the availability of
the ADI-R and ADOS as diagnostic instruments that
influenced funding agencies to significantly increase
their investment in autism research. Over time, the current situation of inequity evolved as a result of several
factors. First, at the time these tools were developed in
the last century, autism prevalence was thought to be
much lower than it is today. With increasing awareness
of the condition and recognition of the global impact
of the condition, issues of equity and scalability in
autism identification have increasingly come to the
forefront. Second, advances in research have underscored the heterogeneity of the condition, giving rise to
the challenge of developing tools with appropriate sensitivity and specificity to capture the full spectrum.
Finally, efforts to improve the situation have been hampered by the use of copyright procedures that were
standard practice and perhaps the only available option
during most of the 20th Century. Fortunately, the 21st
Century has brought new ways of operating with the
open source [The Open Source Initiative, 2015] and
open access [Suber, 2012] movements, along with
advances in internet-based communication capabilities
and models for making essential therapies accessible to
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patients in low resource settings [Richardson, Grant, &
Zolopa, 2014].
What is the way forward? Within the field of software
development, “open source” refers to the licensing of
intellectual property in a manner that makes products
available without cost for anyone to use, modify and
share with others. Examples of popular open source or
free software and other products include the Linux operating system, the Mozilla Firefox browser, the usergenerated online encyclopedia Wikipedia and the statistical software known as R or The R Project for Statistical
Computing. R, for example, is free software made available under a GNU General Public License, which allows
the free use, copying, modification and distribution of
the software, and also encourages users to work cooperatively to make improvements, develop new programs
or modules, and make their products available to the
user community [Torsten & Everitt, 2014]. Hallmarks of
the open source movement are its reliance on the cooperation and collaboration of many different people
around the globe to write and edit code or other materials, and its mission to create high quality products
that are more flexible, trusted and/or accessible than
proprietary alternatives. Another initiative that shares
these characteristics is the highly respected Cochrane
syntheses of evidence for health and healthcare
decision-making. These initiatives have all required
funding and other forms of support for their development and maintenance, but still have as a central principle free access to the resulting information and tools.
Although the tasks involved in developing tools for
autism diagnosis may seem to have little in common
with software development, the success of the open
source movement and its emphasis on global cooperation, high quality, and the freedom to use, adapt and
share intellectual property, make it a useful and compelling model for the future development of globally accessible and applicable autism diagnostic tools. Knowledge
about autism, like software, can be seen as a “global public good” [Barrett, 2007]. The fact that someone makes
use of this knowledge does not prevent others from
using it. As with other global public goods, such as the
eradication of smallpox and the development vaccines
to prevent polio [Barrett, 2007], autism knowledge
should benefit all citizens of the world. The adoption of
open source principles could potentially allow everyone
to access, use and share autism research and tools. At
the same time, it should be noted that open source principles do not preclude commercial use or the ability of
individuals to earn income from their expertise in the
development and use of products based on open source
code. For example, the General Public License allows
developers and users of a product to profit from distributing it or providing training in its use, but at the same

INSAR

time protects the freedom of others to use, distribute
and modify the product as they wish [Gay, 2002].
Models that are related to the open source approach
and likely to be just as useful to the autism research
community include open access publishing [Suber,
2012] and massive open online courses or MOOCs.
Open access copyrights allow publications to be freely
accessible, reproducible and distributed while at the
same time allowing authors control over the integrity
of their work and the right to be properly acknowledged and cited. Information on existing disability
screening and assessment tools that are free and openly
accessible can be found on the DisabilityMeasures website [Maenner, 2015]. The adoption of an open access
approach to publishing high quality tools for autism
assessment would go a long way toward extending
autism research and therapies globally, and addressing
the gaps in knowledge and inequities that exist today.
We are, therefore, calling on the autism research community to draw on lessons from the open source movement and to begin to work together to develop, publish
and support the use of open access tools for autism
assessment, diagnosis, therapy, and research. We see this
as the beginning of a broader effort that would not stop
at the development of culturally appropriate, reliable
and valid tools to document impairments necessary to
make a diagnosis. Just as important as having such tools,
and perhaps more challenging, is training of professionals and para-professionals in the diagnosis and treatment of autism and other developmental disabilities, so
they can select and make use of a range of culturally
appropriate and accessible tools. The diagnosis of autism
and other developmental disorders requires clinicians to
go beyond assessment of symptoms and to consider
daily living tasks and community participation across
the lifespan [Baumgartner & Susser, 2012; World Health
Organization, 2001]. This will, of course, require continued efforts on the part of autism researchers to establish
and maintain high quality in training and use of diagnostic tools, while at the same time addressing the challenges of cross-cultural comparability and limited
resources. Excellent models of open, accessible and high
quality materials for training include the International
Association for Child and Adolescent Psychiatry and
Allied Professionals’ online Textbook of Child and Adolescent Mental Health and accompanying presentations published under the Creative Commons Attribution Noncommercial License [Rey, 2015], and The Open University’s Non-Communicable Diseases, Emergency Care and
Mental Health Module [The Open University, 2015].
Access to these resources requires access to high-speed
internet services, which is still limited for populations in
many low income countries. Fortunately, internet access
is becoming increasingly available worldwide through
mobile technologies. According to a recent report of the
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London-based organization GSMA, “By 2020, there will
be 6 billion smartphone users worldwide, 80% of whom
will be from the developing world” [GSMA, 2015].
In summary, by adopting principles and strategies of
open source collaboration, open access publishing, open
online learning and related approaches, the autism scientific community should be able to work more effectively than it has to date to address its global imbalance
and at the same time advance our understanding of
autism across cultures and our ability to deliver costeffective services wherever they are needed.
Acknowledgements
The commentary was developed as a result of a meeting
convened by Autism Speaks and the International Society
for Autism Research, 15–16 October 2014. The themes
discussed in it were also raised in the World Health Organization Consultation on Autism Spectrum Disorders and
Other Developmental Disorders: From Awareness Raising to
Capacity Building, sponsored by Autism Speaks, 16–18
September 2013 (https://www.autismspeaks.org/science/
science-news/autism-speaks-sponsors-world-health-organization-conference-asd). The authors would also like to
acknowledge helpful input to this commentary provided
by Dr. Geraldine Dawson and an anonymous reviewer.

References
Barrett, S. (2007). Why Cooperate?: The Incentive to Supply
Global Public Goods. Oxford, GBR: Oxford University Press.
ProQuest ebrary. Web. 13 September 2015.
Baumgartner, J.N., & Susser, E. (2012). Social integration in
global mental health: What is it and how can it be measured? Epidemiology and Psychiatric Sciences, 22(1):1–9.
Collins, P.Y., Patel, V., Joestl, S.S., March, D., Insel, T.R., Daar,
A.S., . . . Stein, D.J. (2011). Grand challenges in global mental health. Nature. 475(7354):27–30.
Elsabbagh, M., Gauri, D., Koh, Y.J., Young, S.K., Kauchali, S.,
Marcin, C., . . . Fombonne, E. (2012). Global prevalence of
autism and other pervasive developmental disorders, Autism
Research, 5:160–79.
Gay, J. (Ed.) (2002). Free Software, Free Society: Selected Essays
of Richard M. Stallman: Boston, MA: GNU Press, The Free
Software Foundation, Retrieved from https://www.gnu.org/
philosophy/fsfs/rms-essays.pdf (accessed 15 September
2015).
GSMA. (2015). The Mobile Economy. http://www.gsmamobileeconomy.com/GSMA_Global_Mobile_Economy_Report_2015.
pdf (accessed 15 September 2015).
Henrich, J., Heine, S.J., & Norenzayan, A. (2010). Most people
are not WEIRD. Nature, 466, 29.
Hilton, C.L., Fitzgerald, R.T., Jackson, K.M., Maxim, R.A.,
Bosworth, C.C., Shattuck, P.T., . . . Constantino, J.N. (2010).

476

Brief Report: Under-representation of African Americans in
autism genetic research: A rationale for inclusion of subjects
representing diverse family structures. Journal of Autism and
Developmental Disorders, 40(5), 633–639.
Lord, C., Rutter, M., DiLavore, P.C., Risi, S., Gotham, K., &
Bishop, S.L. (2012). Autism Diagnostic Observation Schedule, Second Edition (ADOS-2), Torrance, California: Western
Psychological Services. Retrieved from http://wpspublish.
com/store/p/2648/autism-diagnostic-observation-schedulesecond-edition-ados-2#purchase-product, (accessed on 15
September 2015).
Maenner, M.J. (2015). DisabilityMeasures. Retrieved from http://
www.disabilitymeasures.org (accessed on 17 September 2015).
Population Reference Bureau (2015), World Population Data
Sheet 2015. Washington, DC: Population Reference Bureau.
Retrieved from http://www.prb.org/Publications/Datasheets/
2015/2015-world-population-data-sheet.aspx (accessed on
17 September 2015).
Rey, J.M. (2015). Textbook of Child and Adolescent Mental Health.
Child and Adolescent Psychiatry and Allied Professionals.
Retrieved
from
http://iacapap.org/iacapap-textbook-ofchild-and-adolescent-mental-health (accessed on 17 September 2015).
Richardson, E.T., Grant, P.M., & Zolopa, A.R. (2014). Evolution
of HIV treatment guidelines. Antiviral Research, 103, 88–93.
Rutter, M., Bailey, A., & Lord, C. (2003). Autism Diagnostic
Interview, Revised (ADI-R). Torrance, California: Western
Psychological Services. Retrieved from http://wpspublish.
com/store/p/2645/autism-diagnostic-interview-revised-adi-r.
accessed on 17 September 2015).
Suber, P. (2012) Open Access, Cambridge, Massachusetts: MIT Press.
Retrieved from http://cyber.law.harvard.edu/hoap/Open_
Access_%28the_book%29 (accessed on 17 September 2015).
The Open Source Initiative. (2015). 2014 Annual Report, Open
Source Initiative, Palo Alto, California. Retrieved from http://
opensource.org/files/2014AnnualReport_0.pdf, accessed on
17 September 2015.
The Open University (2015), Non-Communicable Diseases, Emergency Care and Mental Health Module, Health Education and
Training (HEAT) programme. Retrieved from http://www.
open.edu/openlearnworks/course/view.php?id519 (accessed
on 17 September 2015).
Torsten, H. & Brian S.E. (2014). A Handbook of Statistical Analyses Using R (3rd ed.). Boca Raton, Florida, USA: Chapman
& Hall/CRC Press.
Wing, L. (1980). Childhood autism and social class. The British
Journal of Psychiatry, 137, 410–417.
World Bank (2015). World Development Indicators, 2015. Washington, DC: The World Bank. Retrieved from http://wdi.
worldbank.org/table/2.1, accessed on 17 September 2015.
World Health Organization (2001). International classification
of functioning, disability and health. Geneva: World Health
Organization.
World Health Organization (2014). World health statistics,
Geneva: World Health Organization.

Durkin et al./Enhancing autism research and services worldwide

INSAR

