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Appendix E: Focus group and individual interview 

guides 
Choice and control of living - focus group/individual interviews 

Introduction 

Thank you for your willingness to participate in our upcoming “Independent living” Focus Group. 
Below you will find a list of questions which are topics we will be discussing during the session. 
These topics are specific to family and caregiver support. They were taken from the results of a 
survey that was recently done with the autism community about what they think should be a priority 
for researchers.   

For each topic we will ask two main questions: 

1. What are the issues or difficulties facing the autistic and/or autism communities in the topic 

area?   

2. What are the research priorities for this area?  

  

Topics 

A. What are the housing and living needs and preferences of Autistic individuals?  (including 
preference for independence/social living, house/apartment/garden, urban/rural etc)  

  
B. What supports are available and can effectively help Autistic people make choices and live 

in the way that they prefer?  (including legal clarity, processes/paths, support workers, staff 
training)  

  
C. What factors impact Autistic peoples' choices and control in housing and living? (including 

finance, transport options, location)  
  

D. How can individual needs be considered in providing living options for Autistic people?  
(including communication options, ensuring Autistic peoples' autonomy and rights are 
appropriately met, location, proximity to facilities)  

  
E. What barriers prevent Autistic people from having their ideal housing and living situation?  

(including living independently, maintenance and repair work)  
  

F. What do accessible living options look like across the diverse range of Autistic individuals?  
(including current housing and living conditions)  

  
G. How and where can autistic people access suitable housing/living arrangements?  

  
H. What is the link between housing and living environments and the mental health of Autistic 

people?  
  

I. What is the impact on Autistic individuals and their families in having choice and control 
over their housing and living?  

  
J. How will the safe and effective level of choice and control of housing and living options for 

autistic individuals be governed? 
  



 

 

24 
2023 Research Priority Update: Focus on five research priority areas 
Appendices 

Gender, diversity, and inclusion - focus group/individual interviews 

Introduction 

Thank you for your willingness to participate in our upcoming “Gender, diversity, inclusion” Focus 
Group. Below you will find a list of questions which are topics we will be discussing during the 
session. These topics are specific to family and caregiver support. They were taken from the 
results of a survey that was recently done with the autism community about what they think should 
be a priority for researchers.   

For each topic we will ask two main questions: 

1. What are the issues or difficulties facing the autistic and/or autism communities in the topic 

area?   

2. What are the research priorities for this area?  

  
Topics 

A. How can we remove barriers faced by Autistic people who identify as gender diverse, 
culturally diverse and/or as otherwise intersectional?  
E.g., barriers to accessing community environments and workplaces; barriers to reaching 
goals.  
  
Related follow up questions 

 Which intersectional identities are barriers to education, employment, and social inclusion 
for Autistic people?  

 How do these barriers play out in the lives of Autistic people?  
  

B. What are the experiences of Autistic people who identify as gender diverse, culturally 
diverse, and/or as otherwise intersectional, in different contexts?   

  
Related follow up questions 

 What is the impact of these experiences?  
 How can these experiences be better represented?  
 What are the experiences of Autistic people from CALD communities specifically?  

  
C. What do Autistic people who identify as gender diverse, culturally diverse and/or as 

otherwise intersectional, need to feel included?  E.g., in workplaces?  
  
  Related follow up question 
 How can Autistic people be supported to use their intersectional experiences to promote 

inclusivity?  
  

D. How can we train clinicians to better care for and understand Autistic people who identify as 
gender diverse, culturally diverse and/or as otherwise intersectional?  

  
Related follow up question 

 How can we teach others about intersectional Autistic presentations to prevent 
stereotyping?  
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E. How can Autistic people who identify as gender diverse, culturally diverse and/or otherwise 
intersectional, be better represented?  E.g., in research and in clinical training?  

Related follow up question 
 How can we ensure that Autistic representatives have voice in various contexts, to improve 

the likelihood that other Autistic people are included (no matter the diversity of their 
presentation)?  

  
F. Are Autistic people who identify as gender diverse, culturally diverse and/or as otherwise 

intersectional, believed and heard?  E.g., by health professionals?  
  

Related follow up questions 
 What factors lead to Autistic people with intersectional identities not being believed and 

what can be done about these factors?  
 Are Autistic people believed when they share their intersectional LGBTQIA+ identities 

specifically?  
  

G. What are the support needs of Autistic people who identify as gender diverse, culturally 
diverse and/or as otherwise intersectional?   

  
Related follow up questions 

 Have Autistic people's intersectional identities impacted them in any way when trying to 
access support?  

 How much money do Autistic people with intersectional identities spend on needed 
supports?  

 Are support services for Autistic people with intersectional experiences culturally 
appropriate?  

  
H. Are Autistic people who identify as gender diverse, culturally diverse and/or as otherwise 

intersectional, able to access the accommodations they seek and/or need?  
  

Related follow up questions 
 What aspects of our communities are inaccessible to Autistic people on account of their 

intersectional identities?  
  

I. How can we make resources and information relevant to Autistic people who identify as 
gender diverse, culturally diverse, and/or as otherwise intersectional?  

  
J. How can we educate others about Autistic people who identify as gender diverse, culturally 

diverse, and/or as otherwise intersectional?  
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Health, disability & education - focus group/individual interviews 

Introduction 

Thank you for your willingness to participate in our upcoming “Health, Disability and Education” 
Focus Group. Below you will find a list of questions which are topics we will be discussing during 
the session. These topics are specific to family and caregiver support. They were taken from the 
results of a survey that was recently done with the autism community about what they think should 
be a priority for researchers.   

For each topic we will ask two main questions: 

3. What are the issues or difficulties facing the autistic and/or autism communities in the topic 
area?   

4. What are the research priorities for this area?  
  

Topics 

A. What helps Autistic people accessing health, disability and education services and having 
positive experiences in these settings?  (including at hospital, the dentist, the classroom 
etc, making appointments, supporting transitions between services, workplace 
accommodations)  

  
B. What are the experiences of Autistic people and their families using health, disability and 

education services?  (including satisfaction, wellbeing, progress)  
  

C. What challenges and/or barriers do Autistic people experience in health, disability and 
education service settings?  (including any unmet needs, accessing the services, traumatic 
experiences)  

  
D. What health, disability and education services are most used/ needed by Autistic people?  

(including services for co-occurring conditions)  
  

E. Do current health, disability, and education services support the individual needs and 
wellbeing of Autistic people?  (including receiving the appropriate medical care and 
education, were needs met?, are individual specific accommodations made?)  

  
F. How does health, disability and education service availability and accessibility, processes 

and procedures, and current systems impact the health and wellbeing of Autistic people?  
  

G. How can funding be improved to support Autistic people accessing health, disability and 
education services?  (including NDIS, processes, free access to services)   

  
H. What strategies will support a more collaborative approach with Autistic people to care and 

decision-making in health, disability and education services?  (including increasing the 
Autistic workforce, supporting communication preferences, creating safe environments, 
exploring and refining approaches with Autistic patients)  

  
I. Would quality delivery of autism support lead to better mental health of Autistic people?  

(including autistic culture-responsive services, identified links)  
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Making built environment - focus group/individual interviews 

Introduction 

Thank you for your willingness to participate in our upcoming “Built Environment” Focus Group. 
Below you will find a list of questions which are topics we will be discussing during the session. 
These topics are specific to family and caregiver support. They were taken from the results of a 
survey that was recently done with the autism community about what they think should be a priority 
for researchers.   

For each topic we will ask two main questions: 

1. What are the issues or difficulties facing the autistic and/or autism communities in the topic 

area?   

2. What are the research priorities for this area?  

  
Topics 

A. How can we make built environments sensory friendly for Autistic people?  
  
  Related follow up question  
 How can Autistic people avoid overwhelm in sensory environments?  E.g., do Autistic 

people benefit from quiet rooms, quiet hour at the supermarket, and sensory rooms?  
  

B. What does an ideal, or easily accessible, built environment look like for Autistic people?   
  
  Related follow up questions  
 What makes this environment ideal for, or easily accessible to, Autistic people?  
 Do the built environments Autistic people experience as accessible change across the 

lifespan?  
  

C. What are the best ways to reduce barriers in built environments, to make them more 
equitable and inclusive for Autistic people?  E.g., One way to make built environments more 
inclusive might be to provide disability help desks.  

  
Related follow up question 

 What are societal attitudes to making built environments more inclusive and equitable for 
Autistic people?  

  
D. How can we make built environments, including homes, more calming and comfortable for 

Autistic people, such that their dysregulation and distress is reduced?   
  
  Related follow up questions 
 Why would the proposed ideas make Autistic people feel calmer and more comfortable, 

and reduce dysregulation and distress?  
 Are there any specific features of built environments that contribute to Autistic people 

experiencing distress and dysregulation?  
  

E. How can navigation signage and transport better meet the needs of Autistic people?  
  

Related follow up question 
 How could transport hubs be more sensory friendly for Autistic people?  
 Do Autistic people need more infographics in built environments?  
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F. How can built environments meet autistic peoples' needs?  
  

 Related follow up question 
 Do built environments that meet the needs of Autistic people impact upon engagement 

with, or enjoyment of, activities within those environments?  
  

G. How can Autistic people be included in designing built environments?  
  

Related follow up question 
 How can we help non-Autistic people, including non-Autistic children, understand what 

Autistic people need in built environments?  E.g., how can we help non-Autistic employers 
consider the needs of Autistic employees in workplace environments?  

  
H. What are some ways to reduce crowding, and increase private spaces, in built 

environments?   
  

 Related follow up question 
 How would this impact Autistic people?   
 When in crowded environments, how can Autistic people, of all communication styles and 

needs, communicate their needs to others?  
  

I. What might make built environments safer for Autistic people?  
  

J. How are Autistic people impacted by the retention of natural environments and by living 
surrounded by nature and green spaces?     
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Family & carer support - focus group/individual interviews 

Introduction 

Thank you for your willingness to participate in our upcoming “Family and Caregiver Support” 
Focus Group. Below you will find a list of questions which are topics we will be discussing during 
the session. These topics are specific to family and caregiver support. They were taken from the 
results of a survey that was recently done with the autism community about what they think should 
be a priority for researchers.   

For each topic we will ask two main questions: 

1. What are the issues or difficulties facing the autistic and/or autism communities in the topic
area?

2. What are the research priorities for this area?

Topics 

A. How can families and carers of Autistic people be supported across their lifetimes?
(including feeling valued, what would make life easier, stress reduction)

B. What are the needs of families and carers of Autistic people?  (including complexities of a
support role, special considerations, respite, what is involved)

C. How can Autistic individuals and their families be better supported by their wider
communities across their lifetimes?  (including how can care be shared in a community?
support and social group opportunities? how can stigma isolation be reduced?)

D. How can siblings of Autistic people be supported?  (including sibling support groups and
connections)

E. How can families and carers of Autistic people be financially supported?  (including
addressing systematic gaps in financial support, different funding models to support
medical costs)

F. What is currently not working for families and carers of Autistic people?  (including direct
and indirect challenges)

G. What do families and carers of Autistic people know about autism and how can they be
supported to access information, including available support services?

H. What workplace education is occurring to support families and carers of autistic people?
(including training allied health and health professionals)

I. What might lead to greater visibility and societal valuing of families and carers of Autistic
people?
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