SUPPLEMENTAL MATERIAL FOR: AUTISM IN MOTHERS: PARENTS’ & PROFESSIONALS’ VIEWS

Interview questions to explore the experience of motherhood with autistic mothers. 

What is your preferred name for me to use during this interview? 
Over the past 5 years or so, researchers and clinicians who work with people with autism have been becoming more knowledgeable about autism in women and girls, and how autism presents differently in females compared to men. We are interested in exploring the experience of being a woman with autism, and, with being a mother with autism. I’d like to ask you some questions today about your experience. It will probably take around an hour – is that okay with you? How are you today and are you okay to continue with this interview? Is there anything you would like to me know before we start this interview? 
Before we start, I want to make sure that if anything we discuss today turns out to be upsetting for you, that we have identified some support for you. Hopefully it will not, but just in case, it’s good to have a plan set out. Have you got somebody at home to speak to in case you are upset? I’ve sent you through some helpline phone numbers in case you need them. If I’m ever really worried that a participant is very upset and unable to seek help themselves, I have a duty of care towards them so would contact their GP to let them know. Is that all okay with you?  
Questions about family 
1 Can you please tell me about how many children you have and how old they are? 
2 Do you have any children who are diagnosed with autism? Or whom you suspect may have autism? 
3 Do you live with a partner? 
Questions about their diagnosis and the influence on parenting 
4 When were you diagnosed with ASD? Did you have children already, or was it before you became a mother? 
5 Which autistic characteristics do you identify with most strongly (e.g., sensory sensitivity, social differences, repetitive behaviour, restricted interests?)
6 Do you feel your autistic characteristics affected the early stages of motherhood? (e.g., the decision to get pregnant, your experience of pregnancy). If so, how? 
7 Do you feel your autism influences your parenting style? If so, how?
8 Do you feel your autism influences your interaction with your child/children? 
9 Do you feel that there is anything about having autism that makes being a parent more challenging? If so, what?
10 Do you feel that there are things about having autism that makes being a parent easier? If so, what?
11 Have you found different ages of your children easier or more difficult to deal with? (e.g., new-born, infancy, toddlers, pre-schoolers, school-age, teenage). 
12 What are your main coping mechanisms for managing any stress that comes from being a parent?
13 Do you feel that you have had sufficient levels of support for yourself as a parent? Do you feel that your family has had sufficient levels of support? If not, what kind of support have you needed? 
14 What is your experience of dealing with professionals as a parent (e.g., schoolteachers, GPs, health visitors)? Have you had positive experiences? Have you had any negative experience? 
If they have a child with autism:
15 You mentioned that you have a child/ren with autism. Has having autism yourself influenced what it’s like to parent (name of child)? If so, how? 
16 What are the positive aspects of both you and your child/ren having autism? 
17 Are there any negative aspects of both you and your child/ren having autism?
Questions about research
18 Research on autism in women has been developing in the past few years. In your opinion, what sorts of questions should researchers be investigating? What kinds of understanding is needed about being a parent with autism? What kinds of supports might be needed? 
















Questions for Professional Survey 
Answer the questions below thinking about your current knowledge and awareness of autism. 
Part 1
1. What is your job role?
	



2. What kind of service or setting do you work in? [Please do not name the service directly]
· A primary or secondary school
· A University
· A local authority
· A general health service, such as a hospital or GP setting 
· A mental health service 
· Other: 
	



3. How often do you meet with parents in the course of your work?
· Every day
· At least once per week
· Less than once a week
· Less than monthly 
· Never
4. What are your main reasons for meeting with parents?
5. How often do you meet with adults or children with autism in the course of your work?
· Every day
· At least once per week
· Less than once a week
· Less than monthly 
· Never
6. Have you received any training on working with adults with autism?
· Yes
· No
· Unsure
7. Please give details of the training you received:
8. How helpful did you find this training?
9. Would you be willing to undertake further training in autism?
10. Do you have experience of autism in your personal life?
· Yes, I am autistic
· Yes, one or more of my family members is autistic
· Yes, I know people with autism or with autistic children
· No personal experience
· Prefer not to say
· Other: 
11. How often do you meet with people who you suspect may be autistic, but who do not disclose this information?
· Every day
· At least once per week
· Less than once per week
· Less than monthly
· Never
· Don’t know
12. Do you ask whether people you work with are autistic?
· Often
· Sometimes
· Never 
13. Would you feel comfortable to ask a woman if they were autistic?
· Yes
· No
If not, what are your reasons? _______________________
Part 2 – Knowledge of Autism 
14. What do you think is the main cause of autism?
· Genetic vulnerability with some environmental influence 
· Poor parenting
· Toxins in the environment 
· Other: 
15. Fill in the blank: Boys are ____ likely to be diagnosed as autistic than girls?
· Less
· Twice as likely
· Four times more likely
16. A child failing to respond to their name when called can be an early sign of autism
· True 
· False 
· Unsure
17. Individuals with autism are intellectually impaired or not as intelligent as people without autism.
· True 
· False 
· Unsure
18. A lack of eye contact is necessary for a person to receive a diagnosis of autism
· True 
· False 
19. Research has shown that the measles, mumps, rubella (MMR) vaccine is not a direct cause of autism.
· True 
· False 
· Unsure
20. Autism is caused by a lack of bonding between mother and child.
· True 
· False 
· Unsure
21. Autism cannot be diagnosed in adulthood.
· True 
· False 
· Unsure
22. Younger siblings of children with autism have a higher probability of being diagnosed with autism.
· True 
· False 
· Unsure
23. Most people with autism also have intellectual disabilities.
1. True
2. False 
3. Unsure
24. People with autism feel no empathy or affection.
· True
·  False
· Unsure
25. People with autism can be interested in social interaction.
4. True
5. False 
6. Unsure
26. People with autism can show unusual reactions to certain smells and sounds and can find some sensory experiences overwhelming.
7. True
8. False 
9. Unsure
27. Most children with autism eventually outgrow the condition. 
10. True
11. False 
12. Unsure
28. Conventional and independent living is not possible for people with autism.
13. True
14. False 
15. Unsure
29. Individuals with autism tend to understand information more clearly when presented in a visual format.
16. True
17. False 
18. Unsure
30. Individuals with autism can find it difficult to know what is expected of them in social situations. 
· True
· False
· Unsure
31. Individuals with autism can find verbal information difficult to process.
· True
· False
· Unsure
32. When autistic individuals are overwhelmed, they may 'shut down' and be unable to communicate or respond with other people.
· True
· False
· Unsure
33. Autistic women are more likely than neurotypical women to experience mental health difficulties.
· True
· False
· Unsure
34. Approximately how many adult women in the UK have autism?
· 1 in 151
· 1 in 63
· 1 in 49
35. There is a ‘female autism phenotype’- in other words autistic females have characteristics which do not fit with the profile usually associated with males. 
· True
· False 
· Unsure
36. Autism assessment tools are usually based on male characteristics, leading to under-diagnosis in females.
· True 
· False 
· Unsure
37. Women and girls are better at masking or camouflaging their difficulties, by learning how to ‘act normal’. 
· True
· False 
· Unsure
38. Young autistic girls exhibit less repetitive and restricted behaviour, such as collecting or lining up toys, than boys do.
· True 
· False 
· Unsure
39. Sometimes females with autism can be misdiagnosed with alternative mental health conditions such as depression, borderline personality disorder, and bipolar disorder. 
· True
· False 
· Unsure
40. Autistic mothers describe having strengths in understanding their autistic children's point of view.
· True
· False
· Unsure
41. Autistic mothers can find it challenging to communicate verbally with professions about their children.
· True
· False
· Unsure
42. Knowing the content and expectations of a consultation in advance can enhance an autistic mothers’ ability to engage with a professional.
· True
· False
· Unsure
Attitude Questions
43. Being capable parents is not possible for people with autism.
· True
· False
· Unsure
44. Would you have concerns about a person’s ability to parent a child if they were autistic?
· Yes
· No
· Maybe
· Unsure
45. Which of the following statements do you agree with most strongly?
· All children of autistic parents will need to be under social care services.
· Many children of autistic mothers will need to be under social care services.
· Autistic mothers may at times need additional support in raising their children.
· Autistic mothers are just as capable of raising healthy, happy children as parents without autism.
Part 3: Open-ended Questions
46. Can you tell us about your experience of working with autistic parents, if you have any?
47. Can you tell us about any successes or positive experience you have had with working with autistic parents?
48. Can you tell us about any challenges you have had with working with autistic parents?
49. If relevant, can you tell us about any ways you have modified your usual approach, or adjusted your practice, to accommodate the needs of autistic parents?
Part 4: Self-Efficacy Scale 
Please scores each statement below on a scale of 1-10 where 1 (‘not at all confident’) and 10 (‘extremely confident’).
Recognising the signs and symptoms of autism in girls 
Recognising the signs and symptoms of autism in women
Recognising the signs and symptoms of autism in women with good language and no apparent intellectual difficulties
Recognising additional mental health conditions in my clients / students / patients with autism 
Managing the care of adults with autism
Assessing the strengths and weaknesses of adults with autism 
Communicating with women about a suspected diagnosis of autism in themselves 
Knowing to whom to refer people I suspect of having autism
Knowing the relevant care pathways/services for people on the autism spectrum
Knowing which community resources in my area are available for people with autism 
Identifying stress in people with autism
