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Participatory Action Research 
and Gaining Perspectives



Participatory Action Research

Engaging members of a community being 
studied in research projects  

People know their own communities best and 
may recognise particular needs that others may 
not  

‘Nothing About Us Without Us’ 



Participatory Action Research

HSRI and UMass Medical School 
teamed with ASAN to have self-
advocate representation  

Autistic adult worked on the team to 
work on community engagement, 
drafting questions, advisory board, 
administrative tasks, writing the 
report  

Participants in Citizen’s Jury project 
were included in the research through 
their suggestions/recommendations



Gaining Perspectives 

It’s important to find out how people who may 
be affected feel about your research project 

One way to gain perspective is to use 
‘deliberative methods’ 

Focussed discussion to consider multiple 
perspectives on a topic - more so than opinion 
polls and one-off focus groups 



Gaining Perspectives 

Helps people feel more engaged and interested 
in participating 

Allows people to learn more about an issue 

Changing policy through community 
participation 

What we did for the Citizen’s Jury 



Data Collection and the 
Citizen’s Jury Process



Why do data collection about 
autism anyway? 

How common is autism in a given area?  

What health disparities are people experiencing?  

What biological issues are connected with autism?  

Are services and supports working for people? 



Other Autism Databases

Autism registries in the 
following states - Arkansas, 
Minnesota, New Hampshire, 
New Jersey, North Carolina, 
North Dakota, Ohio, Utah, 
Virginia, West Virginia 

Canadian provinces  

Irish Autism and 
Neurodevelopmental Disorders 
Registry and Bio-Bank  



Situation in Massachusetts

Governor’s Special Commission Relative to 
Autism: instructed the Executive Office of Health 
and Human Services to ‘establish and manage an 
integrated data system among state agencies and 
stakeholders to track diagnosis, treatment, services 
and outcomes…in order to improve coordination of 
care and disseminate information’  

Pending legislation to create the database 

Needed input from people who would be 
affected ASAP - autistic people, parents and 
professionals 

S



Concerns and Values about 
Autism Registries

Privacy concerns 

Concerns about stigma 

Opt-in or opt-out?  

Incomplete data  

People may not have diagnoses 

ASAN’s position: opt-in registry, no inaccurate or offensive 
language, written and informed consent for inclusion in a 
database 



Citizen’s Jury Project

Used Participatory Action 
Research and Deliberative 
Methods principles  

Knowledge & Attitude Survey 
administered to autistic adults, 
parents and professionals - 
questions about the collection, use 
and sharing of info about autistic 
people by MA state agencies  

Survey used to recruit for the 
Citizen’s Jury meetings 

AUTISMINFO
MATTERS
Survey Results

INTRODUCTION

BY THE NUMBERS

Over 70% of the respondents were over the age of 35. 

266
RESPONSES

from people on the autism spectrum, 
family members, caregivers and
interested community members

were the largest group of respondents. 

Women made up the majority of respondents, 
especially among the family and caregiver group. 

GENDER
80% FEMALE
18% MALE
2% NON-BINARY

H
; C

c
2% 16-20
15% 21-35 
34% 36-50
41% 51-65
7% 66-80  
1% OVER 80 

AGE

DEMOGRAPHICS

* 3 respondents did not 
live in Massachusetts.

17 30
28

112

WESTERN 
MASSACHUSETTS

CENTRAL
MASSACHUSETTS

NORTHEASTERN
MASSACHUSETTS

GREATER 
BOSTON

SOUTHEASTERN
MASSACHUSETTS

RESPONSES BY REGION*

Most respondents were between the ages of 35 and 65. 

FAMILY &
CAREGIVERS
36 RESPONDENTS 
identified themselves as being on the 

autism spectrum. 

76

Reported rates of autism are on the rise 
nationally, but there is still limited infor-
mation about the population. In order to 
better understand the demographics, 
support needs, and the outcomes of 
supports, for people on the autism spec-
trum, there is a need for data. We distrib-
uted an online survey to a broad network 
in Massachusetts to learn about public 
attitudes and opinions about the collec-
tion and use of data describing people 
on the autism spectrum.

[CONTINUED]DATA COLLECTION
OPINIONS ON INFORMATION COLLECTED
ABOUT PEOPLE ON THE AUTISM SPECTRUM

80%
thought it was a good idea

10%
didn’t like the idea at all

10%
had no opinion about it

WHO SHOULD 
SEE THE DATA?

!

Many people wanted these groups to see the information... 

"

# 55% GOVERNMENT AGENCIES
... but comparatively fewer people (27%) wanted 
the police to see it. 

$ 56% PEOPLE PERSON ON 
THE SPECTRUM CHOOSES

60% FAMILY MEMBERS
73% PEOPLE ON THE SPECTRUM

S

TOP POTENTIAL CONCERNS
Misuse of information
Security
Ways the data can 
be used
Control of the data
Who can see the data

65%
62%
57%
55%
50%

TOP POTENTIAL BENEFITS
Changing needs over time

Better understanding 
of the population 
on the spectrum
Better understanding of 
the needs of adults 
on the spectrum

70%
62%
61%

HOW SHOULD THE DATA
BE USED?

Finding services and support
Identifying gaps in services 

Lobbying for more funding for services
Improved legislative policy on autism

More accurate picture of people’s needs
More accurate picture of people’s lives

CITIZEN’S JURY
PARTICIPATION

17 participants have decided to join us 
for the Citizen’s Jury - a hands-on,

deliberative approach to 
creating policy recommendations.

"

Autism Info Matters is a project of

Supported by National Institutes of Health AHRQ 1R21HS023577 



Citizen’s Jury Project

19 Citizen Jurors (autistic people, 
parents and professionals; about half of 
participants were autistic)  

7 Expert Witnesses 

Blended in-person and online 
experience  

Broad perspectives gained 

Intense debate 



Questions for the Jury

Guiding principles for a data system including information about 
autistic people receiving supports in MA?  

Should people be able to opt out, partially or completely?  

Should researchers have access to the information held by the 
state for analysis?  

What are acceptable reasons that data should be shared with 
researchers? 



Findings

Views about the creation of a 
database changed over the 
course of the project  

Opinions were more positive at 
the beginning and very end  

More supportive of researchers, 
autism non-profits and 
government agencies having the 
information than the police 



Findings

Participants established guiding principles 

Recognise gaps in available information 
about autistic people  

Information to develop and improve 
policy about autism  

Confidentiality is crucial - data security 
should be the same as other sensitive 
health information 

Autistic people should be part of 
continuing planning and administration of 
the database 



Participants’ Feedback 

‘You go to a place and learn about a topic 
and talk with lots of people about it - it is 
confusing at first but gets easier over time. 
It’s hard but also rewarding. Everyone’s 
voice heard.’  

‘Far more of a conceptual process than a 
focus group. Everyone's voice heard.’  

Valued bringing diverse opinions together 
(autistic people and parents), being 
listened to, questioning the experts, coming 
to consensus required training and time 



Conclusion

Inclusion and PAR principles made this project effective 
because the voices of autistic people were incorporated 
throughout 

Rich perspectives from people with lived experience and 
potential allies 

Can be applied to other topics 



Thank You!


