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Autism Research: Who represents what?

The Spectrum10k research on Autism, led by Prof. Simon Baron Cohen, has been
suspended.  The reason is  some feedback received  from some individuals  and
associations on the treatment of data in terms of privacy and on the objectives of
the research that will use such data. As ANGSA (Italian National Association of
Parents of Autistic Persons), we consider both the request for clarity regarding
data  processing,  and  research  ethics  legitimate  issues;  however,  we  do  not
consider  this  stop as good news;  there is  an urgent need to understand any
implications that may shed light on the many different outcomes that autism and
related comorbidity have in autistic people. These drawbacks often cause severe
developmental disturbances in childhood, and insurmountable lifelong obstacles
to achieving a good-quality life.

Genetic research is not the only possible one, however it is a key component in
understanding the enormous complexity of the biology of autism and in achieving
personalized treatments , as modern medicine is now performing. We think that
discussing and addressing the concerns of some Autistic Individuals could be
done in parallel, without stopping the research.

The concerns of some subjects, even if formally they belong to the majority of the
"Autistic Spectrum", now divided into 3 "Degrees" (as classified by the DSM-5,
hereinafter also called "autistic aggregate") should not stop the Research. The life
of  people  with  autism classified  in  Grades  2  and 3  of  the  DSM 5  is  greatly
reduced, compared to the population average, mainly due to the intake of anti-
psychotics, the inability to express pain, and poor lifestyles. We do not yet know
the data for the Grade 1 population, which should have a lifespan close to the
average.  The  two types  (Grade 1  vs  Grades  2  and 3)  included in  the  autism
spectrum already show a great difference here, which requires keeping separate
the two groups. 

We note that severe cases become a minority when diagnostic skills are refined,
as  it  happened  in  the  USA,  where  since  the  beginning  of  the  century  the
diagnoses now Grade 1 have greatly increased, reaching 70% of the total autism
spectrum. This does not mean that the majority of such a diverse set of people
can claim to represent the minority, because people with Grade 1 consider their
quality of life satisfactory enough that they do not want to change it, especially
with respect to autism core symptoms. It follows that they will have no interest in
seeking drugs or other interventions aimed at changing their situation. They will
ask society to accept them as they are, despite their differences, like those who
ask for new gender recognition.

Concerning those persons which asked to put in standby spectrum 10K: are they



truly representative of all people with autism? Was the standby made under  a
media pressure?

We  see  the  same concrete  risk  in  other  realities  as  well;  in  the  AIMS2-Trial
Research  Programme,  for  example,  the  spectrum  is  not  fully  and  fairly
represented.  There  is  an overwhelming majority  of  A-reps  (Representatives  for
Autism) in AIMS2-Trial who are Grade 1 autistic people. They are able to self-
represent  and they do;  as the A-reps  in the AIMS2-Trial  are now involved in
planning and designing with the researchers, we feel  that research needs and
priorities are seriously affected only by part of the autistic aggregate.

The same law violation was made by the Italian ISS (Higher Institute of Health,
https://www.iss.it/web/iss-en)  in the development  of  the  2021 Guidelines  for
Autism. The ISS technicians, by applying their illegal regulations (like in every
one of their guidelines), chose 4 people to represent the whole set of the autistic
aggregate.  Moreover,  they  required that  those  representatives  bring only  their
personal  experience  to  that  place,  without  representing  the  opinion  of  any
Association!

There  appears  to  be  misguided  governance  in  the  way  the  entire  autistic
aggregate  relates  to  the  scientific  community,  leading  to  research  delays  and
distorted judgments.

We remember that:

a)  First  of  all,  the  United  Nations  Convention  on  the  rights  of  people  with
disabilities  in  art.  4  paragraph  3  states: “In  the  development  and

implementation  of  legislation  and  policies  to  implement  the  present
Convention,  and  in  other  decision-making  processes  concerning  issues
relating to persons with disabilities, States Parties shall closely consult with
and  actively  involve  persons  with  disabilities,  including  children  with
disabilities, through their representative organizations.”

b) The Italian law for ratification and execution of the aforementioned convention
(n.  18  of  3.3.2009)  in  article  3  paragraph  3,   by  establishing  the  "National
Observatory on the Condition of Persons with Disabilities", asks for the presence
of “National Associations most representative of persons with disabilities”.

The  representation  of  people  with  illness  or  disability  must  be  entrusted  to
largely representative National Associations; as for an in-homogeneous aggregate,
like the Autistic Spectrum, it will be necessary to open up, in an equitable and
proportionate  way,  to  the  Associations  that  represent  groups  of  people  with
different instances; you must not rely upon some person bearing a disease or
disability, chosen by experts in white coats. If the experts were delegated to freely
choose  the  representatives,  they  could  select  those  who  appreciate  their
interventions,  to  always  obtain  the  maximum  consent.  Even  any  ineffective
intervention always causes a certain number of placebo effects, so slyly choosing
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the cases, any quackery can be credited. 

Let us consider the life quality of persons in the autism spectrum as Grade 1
(border line with respect to normality), and the quality of those who are at the
opposite extreme. There is a huge difference in life quality between those who
suffer maximum complexity of needs, who are unable to to express themselves, to
become autonomous in the skills of daily life, with respect to individuals in Grade
1, who can self-represent themselves.

Nowadays, no guideline for an appropriate and effective health intervention for
autism  is  available.  Hence  much  attention  must  be  paid  when  undertaking
scientific research. Grade 1 people do wish to change their quality of life in a
completely different way; they find the majority of Researches as insignificant and
useless  waste of  resources.  On the contrary,  people  of  Grades  2  and 3 need
careful research for the development of effective therapies.

Therefore  it  is  necessary  that  the  Research  Directors  call  only the  legal
representatives of the Patient Associations who are interested in promoting the
research itself. Those persons that do not want to promote some research have
the right  to refrain from contributing,  but not  the right  to block what others
promote.

A Research is invalidated if there is a deficient design at any level: we argue that
it  is  invalidated if  a panel  of  planners and designers who work alongside the
Researchers  is  not  made  up  of  legal  representatives  of  legally  recognized
Associations,  which are interested in the development of the Research for  the
benefit of those who require any treatment.
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