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Parent/Carer Information Sheet 

Title: Designing ‘My A-Team Pack’ for children and young people with Ataxia Telangiectasia  

 

PhD student name: Munira Khan  

 

Supervisors’ names: Dr Lisa Bunn, Dr Tracey Parkin, Dr Elizabeth Cassidy and Dr Amanda Wallace, part of 

the A-Team collaborative  

What is the purpose of this study? 

This study aims to undertake coproduction of an A-T specific patient-held record we are initially calling ‘My 

A-Team Pack’ for children and young people with A-T. By coproduction we mean that all participants will 

work together to produce the design of the pack. This study is part of a wider project which ultimately aims 

to improve the care and management of children and young people with A-T using the best available 

evidence. 

This project has been funded by the charity ‘Action for A-T’ and is supported by ‘The A-T Society’. At the 

start of this project, parents with children with A-T told us that healthcare professionals and school 

teachers are often uncertain about what A-T is and how it affects the life of the child and the wider family. 

Parents also told us that is was difficult to keep track of information and often found themselves repeating 

information about A-T to several different professional groups. 

We think that a person-focussed pack, which could resemble a child’s health care records, could offer 

some help in managing A-T. We are proposing to engage families affected by A-T in coproducing ‘My A-

Team Pack’. We hope that this pack would go beyond simple medical record keeping of the diagnosis, 

medication and appointments. We envisage the pack being owned by children and their parents. It would 

potentially have the capacity to track symptoms, record activities related to therapy interventions and help 

with information sharing with health professionals and other professional groups.  

Unlike the other versions of patient-held records which are owned by health organisations or healthcare 

professionals and held by the patients, this pack will both be owned and held by children and young people 

with A-T and their families, and only shared with health professionals if and when they would want to.  

Why have I been approached to participate? 

You have been approached because you are a parent or carer of a child or young person with A-T aged 5-

16 years. To participate in this study we are looking for parents and carers who can communicate in English 

and are able to given consent. If needed, parents and carers may also consent for their child's participation 

in this study. 

Please note that parents/carers of children aged 5-7 years are welcome to participate but we are unable to 

involve children aged 5-7 years directly in the group discussions. 

Separate information packs are available (and attached to the email) for children aged 8-10 years and 11-

16 years. Children and young people who participate in this study must be diagnosed with A-T, aged 
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between 8-16 years, able to communicate in English in a group format independently or with support from 

parents/carers, and able to give consent or assent (expression of approval) to participate. 

Do I have to participate?  

Participation in this research is voluntary. You are under no obligation to participate in this study. Your 

relationship with the organisation(s) that may have informed you about this study will remain unaffected 

whether you decide to participate or not.   

Can I withdraw from this study if I decide to at a later stage? 

You may withdraw your involvement with the study at any time but once you have participated in the 

focus group activity, the information (data) you share forms an essential part of the group discussion and 

as such will not be able to be extracted or withdrawn. You will not be required to give any reason for 

withdrawing from the study. If you wish to withdraw between expressing interest in the study and the 

date/time of the focus group activity, please let the researcher know (contact details given below), and all 

your data will then be securely destroyed from study records.  

What will be expected of me as a participant? 

If you consent to participate, you will be asked to attend an online focus group session. 

Children and young people with A-T will be offered the option to join a group of other children and young 

people or a mixed group of children and their parents (or carers). Children and young people can bring 

along a parent or carer to a group, and would join the mixed group together. Children and young people 

only groups may have parents (or carers) in the background but the conversation would focus on children 

and young people. 

Parents or carers of a child (or children) with A-T, would by default be allocated to a parent/carer only 

group. However, should your child wish you to join them in a mixed group, this will be arranged. 

Children and young people participating in the study will be grouped together based on their age and any 

other preferences or needs they might have. For example, a girl wanting to attend the session with girls 

only, or a child feeling more comfortable attending the session with their parent/carer. If a child or young 

person needs help with communication then their parents/carers would be welcome to attend the session 

with them to support their communication needs. 

The session will broadly cover questions on the purpose, name, content and design of the pack and it will 

be convened using Zoom video call. The length of the focus group will be no longer than 30 minutes. 

Parents, children and young people can attend for as long as they wish and if they get tired, they can have 

a break or leave early if they need to. While scheduling sessions, a few different time and date options will 

be offered and it will be made sure that the best time of day for children will be picked. Each focus group 

will be recorded using Zoom’s record option. An illustrator will also attend the session in order to provide a 

visual record of what is being discussed. The illustrator could play a key role in the future pack design. You 

will also be invited to join an online platform that will be used to communicate and share files with other 

research participants and the research team. 

What are the risks of participating in the study? 

There are no physical risks associated with participation in this study. The focus group session will be audio 

and video recorded which may raise some confidentiality related concerns for you. Please be assured that 

the recording will be stored and managed securely on University of Plymouth’s server. The researcher will 
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convert the discussion into written accounts (this is called transcription) and once this task is complete the 

video and audio recordings will be securely destroyed. In the written version of the discussion, any names 

or details about people that could identify them will be either deleted or changed.  

The questions that will be asked in the session will broadly be about the purpose, name, content and 

design of the pack and should not be upsetting or distressing. However, we appreciate that the topic of 

discussion is A-T and that some sensitive information may be shared by you or any other participant in the 

group. Everyone will be asked to agree not to share information about each other outside of this session. 

At the start of the session the researcher will remind everyone that they don’t have to answer all (or any) 

of the questions but that everyone should feel encouraged and comfortable to do so. Should this raise any 

concerns for you, you will have the contact details of the researcher (given below) and an impartial 

alternative contact outside of the study team (given below) to discuss this with.  

What are the benefits of participating in the study? 

In this study, we are proposing to coproduce a pack that will be owned by children and young people with 

A-T and their families acting as a record of their A-T. There is no direct benefit to you from taking part in 

this study, however, this study aims to help families optimally manage A-T. It will be interesting to find out 

how you think this pack could help you but we think it is possible that a pack could help by: 

 Recording any activities related to therapy interventions 

 Monitoring intervention effects 

 Tracking A-T related symptoms  

 Sharing relevant information in the pack with the health professionals or teachers at school if 

needed (e.g., an exercise plan with a Physical Exercise teacher).  

With your participation in this study, you will help us in coproducing the contents and design of this pack 

which would potentially be used by other families affected by A-T in managing this condition.  

How will my data be stored and handled? 

All your data will be held in accordance with the University of Plymouth’s ‘Research Participant Privacy 

Notice’ and ‘Data Protection Policy’ and GDPR (2018). Data is a term referring to the information that we 

collect about you (such as your name and telephone number) and your contributions to the discussion 

group and online platform. We will store all your data in a password protected folder on the University of 

Plymouth’s OneDrive Account. The audio and video recordings of the focus groups will be stored directly 

on OneDrive as soon as they have been recorded. We will write-up (transcribe) the recordings as soon as 

possible after which the recordings will be safely destroyed. Anything in the focus group conversation 

which could identify you or other people and anything of a sensitive nature will be removed from the 

write-up (transcription). The removal of personally identifying details in this way is referred to as 

anonymization. All data that we obtain from you will be securely destroyed after 10 years of secure storage 

at the University of Plymouth in accordance with the ‘Data Retention and Erasure Policy’.  

What will happen to the results of this study? 

The results of this study will be used to produce a paper version of ‘My A-Team Pack’ which will be shared 

with children with A-T and their families. The results of this study will be used in Munira Khan’s PhD thesis 

and may also be published externally in presentations, magazines, journal articles, websites or social media 

for wider dissemination.  

Which organisation is supporting this study? 
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This study is funded by the Action for A-T, supported by the A-T Society and is part of a PhD study at the 

University of Plymouth. This study has been approved by the Faculty Research Ethics & Integrity 

Committee at the University of Plymouth.  

Who can I contact if I have any further questions or queries ahead of providing consent to participate? 

Please feel free to contact the lead researcher, Munira Khan using the following contact details: 

Email: Munira.khan@plymouth.ac.uk 

Who can I contact if I have a complaint or concern about the way the study is conducted? 

If you are dissatisfied with the way this study is conducted, please contact the lead researcher, Munira 

Khan (contact details given above). If you feel the problem has not been resolved, please contact the 

project supervisor, Dr Lisa Bunn (email: lisa.bunn@plymouth.ac.uk). Or if you would like to speak with an 

alternative impartial contact outside of the study team, please contact Mr Mo Bottomley at 

FoHEthics@plymouth.ac.uk 

If you would like to participate in the study, please let the lead researcher know by emailing at 

Munira.khan@plymouth.ac.uk. 
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