
 
 

Participant Information Sheet & Consent Form 
 

Study Title: “How much does the Internalised Presentation Autism Checklist reflect the experiences 
of autistic women and girls, and how could it be improved?” 

 

Below you can read information about this study – please read it carefully before starting the 
questionnaire. You will find all the information you need including why the study is being done, who 
is doing it and all about how we maintain your privacy. 

 

What is this study about? 
 

My name is Cathy Wassell and I am the CEO of Autistic Girls Network charity and studying for a 
Masters degree in Autism (Children’s) at the University of Birmingham. This study looks at a small 
part of the white paper I co-wrote and published for Autistic Girls Network in April 2022. It is called 
‘Autism, Girls and Keeping it All Inside’ and is available to read here: 
https://autisticgirlsnetwork.org/keeping-it-all-inside.pdf 

In this paper there is a checklist included which I now call the Internalised Presentation Autism 
Checklist (IPAC). The checklist looks at different areas of need to see possible ways someone with an 
internalised presentation of autism might behave. When I use the term internalised presentation I 
am referring to a presentation common to (but not confined to) autistic girls and women which 
tends to have less external behaviours and is often missed/undiagnosed. I am conducting a research 
project to find out if the IPAC resonates with autistic girls and women, and how it can be improved.I 
am looking for participants to take part in a quick online questionnaire to give their opinions. You 
will need to have looked at the IPAC before taking part. The IPAC is available on pages 10-13 here: 
https://autisticgirlsnetwork.org/keeping-it-all-inside.pdf 

 

Why is it important? 
 

Girls are diagnosed as autistic up to 6 years later than boys according to research in Wales, and at 
Autistic Girls Network we get anecdotal evidence regularly which shows this delay is damaging to 
mental health. We would like to support earlier recognition so that support can be put in place 
before transition to secondary school. In order for this to happen, professionals in the field need to 
be more aware of how autism tends to present in girls, and we created the IPAC to assist with this. 



 
 
We would now welcome your help to pilot a short evaluation of the IPAC to make sure that what it 
contains resonates with autistic women and girls. 

 

To take part you must: 
 

• Be over 13 years old 
• Identify as female 
• Be diagnosed autistic or on the pathway to assessment (self-diagnosis is valid) 
• Have access to a phone/tablet/laptop and wifi 
• Be proficient in English as this is the language used for the questionnaire 

 

What do these different terms mean? 
 

‘Diagnosed autistic’ refers to someone having had a formal diagnosis after a neurodevelopmental 
assessment. The diagnosis may have been Autism Spectrum Disorder (ASD), Autism Spectrum 
Condition (ASC), Autism Level 1,2 or 3, Pervasive Developmental Disorder (PDD) or even Aspergers 
Syndrome, although the latter has not been a part of the official diagnostic guide, the DSM-5, since 
2013. 

‘Self-diagnosed’ refers to someone who has researched and come to the conclusion that they are 
autistic. They may be waiting for a formal assessment or such an assessment may be inaccessible to 
them. In some areas of the world having an adult autism assessment may be either impossible or 
prohibitively expensive. 

The term ‘neurodivergent’ refers to someone who is of atypical neurotype and is either autistic or 
has one of the other conditions termed neurodivergent such as ADHD, dyslexia, dyspraxia etc. 

The term ‘neurotypical’ refers to someone who is not autistic or neurodivergent but part of the 
‘typical’ majority neurotype. 

 

What do you need to do? 
 

If you would like to take part in this study, you will need to complete the online questionnaire. It will 
ask your opinions on aspects of the IPAC and whether they are relevant to you. There are no right or 
wrong answers and all contributions are useful. All data collected will remain strictly confidential and 



 
 
will be completely anonymised in the study paper. The questionnaire should take less than 20 
minutes to complete. 

In addition, Cathy would like to interview 8-10 autistic women and girls to get a more in-depth 
insight into their opinions of the IPAC. For this, there would be an online interview via Zoom for up 
to an hour which will be conducted in a way which is as accessible as possible for the interviewee, at 
a mutually convenient time. The interview will involve questions about the IPAC (available 
beforehand so there are no surprises) and how much you feel it captures your presentation. There 
are no right or wrong answers and it is more important to make it better than to prove it is perfect 
already. 

The interviews will be recorded and transcribed via Zoom and Otter, and once transcribed the 
recordings will be deleted. You will be asked to choose (or given if you wish) a pseudonym so that 
anonymity can be preserved. The interview transcriptions will be kept in confidentiality and only the 
pseudonym will be referred to in the dissertation. All data will be stored in password protected 
format and will be destroyed once the research is complete. 

 

Are there any benefits in taking part? 
 

If you take part you will be helping us to improve the IPAC so that it can be used to help more 
autistic people who present in an internal way to be recognised. As you’re probably very aware, the 
earlier our autistic identity can be recognised, the better. 

 

Are there any risks in taking part? 
 

There are no physical risks to taking part. It is possible there may be an emotional risk if something 
you read in the IPAC triggers an unpleasant or painful memory for you. 

 

Can consent be withdrawn? 
 

Taking part in this research study is completely voluntary and consent can be withdrawn at any time 
without needing to give any reason. 

 

My Contact Details 
 



 
 
Should you have any questions, please contact me, Cathy Wassell at cxw056@student.bham.ac.uk 

 

 

 

Data Protection Privacy Notice: The data controller for this project will be University of Birmingham. The University of 
Birmingham Data Protection Office provides oversight of activities involving the processing of personal data, and University 
of Birmingham’s Data Protection Officer can be contacted at dataprotection@contacts.bham.ac.uk. Further information on 
how University of Birmingham uses participant information can be found here: 

https://www.birmingham.ac.uk/documents/university/legal/data-prot-policy.pdf 

 

 


