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• Ran the Autistic Self Advocacy Network from 2006 
to 2016;

• Served for five years as one of President Obama’s 
appointees to the National Council on Disability;

• Autistic;

• Actively involved in both the disability rights and the 
neurodiversity movements

• Currently runs MySupport.com and is completing a 
book on the history of the American disability 
experience from the Civil War to the present day.

My Background



1. What is the History of Autism?

2. How should we think about autism?

3. Who gets to decide what matters in autism 
research and services?

4. The path forward: including autistic adults in 
research and service-provision

5. Forming genuine partnerships

6. Including self-advocates with CARES programs

Today’s webinar



“Autism isn't something a person has, or a "shell" that a person is 
trapped inside. There's no normal child hidden behind the autism. 
Autism is a way of being. It is pervasive; it colors every 
experience, every sensation, perception, thought, emotion, and 
encounter, every aspect of existence. It is not possible to 
separate the autism from the person--and if it were possible, the 
person you'd have left would not be the same person you started 
with” (Sinclair, 1999)

→ We use identity-first language (i.e., ’autistic person’) to reflect 
this perspective (see Gernsbacher, 2017, Kenny et al., 2016). 

A Note on Language



Ableism is discrimination against, prejudice against or disregard for the 
needs of people with disabilities. 

It can be:

• About attitudes;

• About structures or systems;

• Expressed implicitly or explicitly;

• Intentional or accidental;

• Something that impacts different kinds of disabled people differently

What is ableism?



History Shapes The 
Current Day



Institutional Census, 1880-
2008





Where were Autistic 
adults in prior 
generations? 

Often in institutions 
or under other 

diagnoses



Bruno Bettelheim and 
“Refrigerator Mother” Theory



Bernie Rimland

• Founder of Autism Research Institute and helped 
to found Autism Society

• Helped to de-bunk “refrigerator mother” theory

• Popularized “vaccines cause autism” idea and 
many pseudo-scientific treatments

• Opposed de-institutionalization & supported 
aversive interventions



Rimland on De-Institutionalization

“Community living—with no other options—is an ideology 
pushed with religious fervor by the sanctimonious but 
misguided Association for Persons with Severe Handicaps 
(TASH). I read with grim amusement the complaint in their 
most recent newsletter: "Although persons with severe 
disabilities have been living in the community physically for 
some time, they have not generally been participating in the 
shared life of those communities." What shared life? 
Community, my foot!”

-“Community, My Foot!” Bernie Rimland, Autism Research 
Review International, 1991, Vol. 5, No. 3



• BEWARE THE ADVOZEALOTS: Mindless Good 
Intentions Injure the Handicapped
• Autism Research Review International, 1993, Vol. 7, No. 4, 

page 3

• Reopen the Institutions? Advocates Reverse Stand as 
"Community" Tragedy Unfolds
• Autism Research Review International, 1997, Vol. 11, No. 1, 

page 3

Rimland on De-
Institutionalization



O. Ivar Lovaas

• Developed Applied Behavioral Analysis as an autism treatment;

• Title of 1965 Life Magazine profile: "Screams, Slaps & Love: A 
surprising, shocking treatment helps far-gone mental cripples“

• Sought to make autistic children “indistinguishable from peers”, 
pioneered the idea of “recovery” from autism as the goal of 
autism intervention, utilized aversives in experiments

• ABA has evolved – but the emphasis on “indistinguishability” 
remains. Autistic people have severe concerns to this day.



Jim Sinclair – “Don’t Mourn For Us” 
(1993)
“Autism isn't something a person has, or a "shell" that a person is trapped inside. 
There's no normal child hidden behind the autism. Autism is a way of being. It 
is pervasive; it colors every experience, every sensation, perception, thought, 
emotion, and encounter, every aspect of existence. It is not possible to separate 
the autism from the person--and if it were possible, the person you'd have left 
would not be the same person you started with.

This is important, so take a moment to consider it: Autism is a way of 
being. It is not possible to separate the person from the autism.

Therefore, when parents say,

I wish my child did not have autism,

what they're really saying is,

I wish the autistic child I have did not exist, and I had a different (non-
autistic) child instead.”



How did parents and 
professionals talk 

about autism? 



“Autism is worse than 
cancer in many ways, 
because the person 
with autism has a 
normal lifespan.” 

-David Vardy of the Autism Society of Canada, in testimony to the Canadian 
Parliament’s Standing Senate Committee on Social Affairs, Science and Technology









Autistic Self-Advocacy Organizations





What’s Happening 
Now?



An Explosion in Autism Research

but where does the money actually go?
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What assumptions 
are reflected within 

this research 
agenda?



▪ Autism as a recent phenomena or ‘epidemic’

▪ Goal of autism intervention/treatment a return to 

‘normalcy’

▪ Biomedical interventions most effective means of 

improving quality of life (as opposed to services)

▪ Comparatively limited opportunities for quality of 

life improvements in adults as compared to 

children

Frequent assumptions in autism research 

and services



Autistic Traits Challenge

▪ The medical model presumes that autistic traits 

are themselves the inevitable source of 

challenges faced by autistic people.

▪ As a result, that which is identified for diagnostic 

purposes also serves as the focus of ‘treatment’ –

and as a measure of treatment effectiveness

▪ Focus of intervention effectiveness is on removal 

of autistic traits, ’indistinguishability from peers’

Medical Model of Autism



Autistic 
Traits

•Lack of eye contact

•Focused interests

•Repetitive behaviors

•Sensory sensitivity

Context

•Social norms in local culture or subculture

•Availability of supports, services and accommodations

Outcomes

•Differences in social communication, cognitive processing and sensory sensitivity, w 
impact varying across contexts

•Challenges in employment, independent living, relationships, etc.

•Strengths in focused interests, dependent on surrounding culture, employer, etc.

Social Model of Autism



▪ Associated with the “neurodiversity” movement

▪ The social model says that outcomes, including 

challenges, from autistic traits are mediated by 

social and policy contexts.

▪ As a result, that which is identified for diagnostic 

purposes may not serve as an appropriate goal 

for intervention.

▪ Focus of intervention effectiveness is on improving 

quality of life, skills, goals as defined by individual 

& community preferences and larger cultural 

context.

▪ Where should common co-occurring conditions 

(i.e., ID, SIB, epilepsy) fit in this model?

Social Model of Autism



▪ Political divides exist between research and self-

advocate groups on the direction of autism 

research funds and goal of autism service-provision

▪ Early research suggests that autistic identity & 

awareness of neurodiversity increase likelihood of:

▪ Positive identity around autism

▪ Opposition to search for “cure”

▪ Preference for identity-first language (Kapp, 2012)

▪ Crucially, these do not reduce support for efforts to 

teach adaptive skills, suggesting nuanced 

distinctions not always acknowledged by 

researchers (Kapp et al., 2012).

Implications of models



▪ Shift in the goal of service-provision and intervention 

– from encouraging “indistinguishability” to 

promoting person-centered goals

▪ i.e: eye contact, reduction of stimming are 

indistinguishability-oriented;

▪ i.e: communication skills, independent living are 

person-centered goals

▪ Goal is a healthy and happy autistic adult, not a 

non-autistic person.

▪ Need to adjust to viewing autism through a diversity 

lens and as a backdrop for co-occurring MH issues 

that autistic people may actively want treatment for 

(i.e: anxiety, depression, etc.)

Service Implications of models



What kinds of policy 
implications emerge 
from these models?



▪ How do we design a behavioral health benefit?

▪ Need for options other than just Applied 

Behavioral Analysis;

▪ Reinforced in CMS and ED guidances;

▪ Need for statutory requirements for Autistic 

participation in task forces, councils & committees;

▪ Policy must emphasize both direct service needs 

and addressing attitudinal and social barriers 

through investing in services that support natural 

relationships and independence;

▪ If autism is not new, the DD Act framework is still our 

best path forward.

Policy Implications of models



“While much of the current national discussion 
focuses on one particular treatment modality 
called Applied Behavioral Analysis (ABA), there 
are other recognized and emerging treatment 
modalities for children with ASD….”

July 7, 2014 CMS Guidance on Medicaid 

EPSDT



• “OSEP has received reports that a growing number of children with ASD 
may not be receiving needed speech and language services, and that 
speech-language pathologists and other appropriate professionals may 
not be included in evaluation and eligibility determinations.”

• “Some IDEA programs may be including applied behavior analysis (ABA) 
therapists exclusively without including, or considering input from, 
speech language pathologists and other professionals.”

• “We recognize that ABA therapy is just one methodology used to 
address the needs of children with ASD and remind States and local 
programs to ensure that decisions regarding services are made based on 
the unique needs of each individual child.”

July 6, 2015 ED Guidance



Autism Isn’t THAT 
Special! 

Use the Values of the 
DD Act and the ADA



Are we REALLY 
talking about 

different 
populations here?



▪ Parents are pushed to prioritize “indistinguishability 

from peers”, “cure/recovery” over other, more 

person-centered goals;

▪ Parental priorities heavily influenced by their 

interactions with clinicians, researchers;

▪ We need researchers, providers, parents to be 

exposed to Autistic voices early and often –

introduced to neurodiversity, social model of autism, 

etc.;

▪ Need more acknowledgment that Autistic people 

can ALSO be researchers, providers and parents.

▪ Parents and Autistic people NOT the same 

constituency, have to be approached differently.

Addressing the Roots of Autism Communal 

Divisions



What are community 
priorities for autism 

research?



▪ >1,600 people 

responded to an 

online survey 

▪ They rated the 

relative 

importance of 13 

research questions 

on a 5-point scale

▪ From: Pellicano, 

Dinsmore, 

Charman, 2014

Identifying people’s priorities (UK)





→ huge mismatch between what is 

researched and what people want 

to be researched



Addressing the mismatch

▪ Need for comparable research on autistic and 

family priorities in autism research in the US;

▪ Need a better mechanism for considering 

stakeholder input in the research funding agenda;

▪ Some progress on this in publicly funded research –

relatively little in privately funded research;

▪ What are the moral and ethical obligations of 

research funders?



social and ethical concernsthe path forward: 

participatory autism research



Community Participation in Autism 

Research

▪ in other health-related fields of research, such gaps 

have been narrowed by involving community 

members in the research process, beyond passive 

participants

▪ if we get people involved, we should get research 

that is:

▪ more thoroughly relevant to people with 

disabilities and communities, 

▪ sufficiently tailored to the realities of their 

everyday lives, and 

▪ consistent with their values



Forming Genuine Partnerships

▪ Community Based Participatory Research (CBPR)

▪ Collaborative research in which members of a 

community are asked to be – and treated as – co-

researchers throughout the entire research process 

▪ CBPR goal: to create (shared) knowledge … AND to use 

that knowledge for action/social change within that 

community

▪ Developing meaningful partnerships in training the next 

generation of providers by including Autistic people as 

LEND trainees and faculty & in other CARES programs



▪ Prioritized within the NIH National Institute on Minority 

Health and Health Disparities

▪ CBPR has a strong track record in work to reduce 

health disparities among racial and ethnic minority 

groups

▪ Participatory Action Research, a different partnership 

model from CBPR, has been prioritized by the ACA’s 

Patient Centered Outcome Research Institute, 

including for the disability community

▪ Who counts as “the community”? Parents and self-

advocates aren’t the same.

Forming Genuine Partnerships



Participation Can Take Many Forms

COMMUNITY-CONTROLLED

CO-PRODUCING

CO-DESIGNING

ENGAGING

CONSULTING 

INFORMING

EDUCATING

ASSESSING

COERCING

doing 

WITH/BY

doing 

FOR

doing 

TO



Case Study: AASPIRE

▪ Academic Autistic Spectrum Partnership in Research 

and Education (AASPIRE)

▪ Involves traditional researchers partnering with 

Autistic community-based organizations.

▪ Has both an Autistic and NT Co-Director (Dora 

Raymaker and Christina Nicolaidis)

▪ Includes Steering Committee, Community Council 

and Academic Council for shared governance.

▪ https://aaspire.org/

https://aaspire.org/


Image Source: (Nicolaidis, 
Raymaker, et al., 2011)



AASPIRE Healthcare Toolkit

▪ Funded by NIH to develop a toolkit of primary care 

resources for Autistic adults and primary care 

providers

▪ Available at autismandhealth.org

▪ Includes both resources and a Personalized 

Accommodation Report tool to assist in 

communications w physicians

▪ Recently funded by NIH to integrate into three 

healthcare systems



Personalized Accommodations 

Report



Lessons Learned

▪ Collaboration must include all stages of the research 

process, from topic selection to data collection & 

analysis to conclusions and publication;

▪ Power imbalances exist between researcher and 

self-advocate partners that must be addressed to 

allow for equality;

▪ Important to accommodate different 

communication needs, even if it increases time 

necessary to implement research.



Image Source: (Nicolaidis, Raymaker, et al., 2011)



Including Autistic People as Full Partners

▪ Consider ways to equalize the power dynamic 

between researcher/clinician perspectives and non-

researcher/clinician Autistic perspectives;

▪ Recognize that Autistic people may also be 

researchers/clinicians and seek to recruit us to “both 

sides of the table”

▪ Don’t make anyone the “token” Autistic – invite and 

include many Autistic voices from diverse 

backgrounds and experiences.



Image Source: (Nicolaidis, Raymaker, et al., 2011)



Key Takeaways re: Including Self-Advocates as 

Trainees and Faculty in LEND & other CARES 

Programs
▪ Adds value for both disabled and non-disabled 

participants

▪ Avoid tokenism – trainees come to learn, not just to 

“educate peers”

▪ Provide a meaningful career pathway

▪ Don’t fall prey to “very special” thinking



Key Takeaways from this Webinar

▪ Neurodiversity and the social model of autism offer 

professionals a chance to treat Autistic people as 

real partners;

▪ Autism research and services rests on assumptions 

we need to challenge and change;

▪ The key to change is involving Autistic people as real 

partners in research, service-provision, education 

and training.



Questions?


