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PARTICIPANT INFORMATION SHEET 
 

 

The Experience of Families Receiving a Diagnosis of 22q11.2 Deletion Syndrome in Ireland 

You are being invited to take part in a research project.  Before you decide whether or not to 
take part, it is important for you to understand why the research is being undertaken and what 
it will involve.  Please take time to read the following information carefully and discuss it with 
others, if you wish.   
 
Thank you for reading this. 
 
1. What is the purpose of this research project? 
This project is being completed as part of a student M.Sc. Dissertation in Genetic and Genomic 
Counselling from Cardiff University. The research project aims to gain an insight into the 
experiences of families who receive a diagnosis of 22q11.2 deletion syndrome in Ireland. 
Currently in Ireland, families often have to wait over a year, sometimes over two years, to see 
Genetic Counsellors. By this time, parents have likely processed the diagnosis of 22q11 and 
become knowledgeable about 22q11 themselves. It is felt that genetic counselling support 
would be more beneficial for the parent(s) and family at or closer to the time of diagnosis.  
The aims of this project are; 

 To investigate parents’ experiences of receiving a diagnosis of 22q11DS for their child 
in Ireland 

 To investigate families’ experience of any encounters with genetics services and non-
genetics healthcare professionals 

 To investigate the needs of families receiving a 22q11DS diagnosis in Ireland 

 To develop possible recommendations for the need for genetic counselling in a 
specialised clinic for 22q11DS 

 
The project will involve taking part in an interview with the researcher which will be held over 
telephone call or ‘Zoom’ or ‘Skype’-type programmes. 
 
 
2. Why have I been invited to take part? 
You have been invited to take part because you have a child or family member who has 
received a confirmed diagnosis of 22q11.2 deletion syndrome in Ireland, and you are a member 
of the 22q Ireland support group. 
 

3. Do I have to take part? 
No, your participation in this research project is entirely voluntary and it is up to you to decide 
whether or not to take part. If you decide to take part, you can discuss the project with us and 
we will ask you to sign a consent form. If you decide not to take part, you do not have to explain 
your reasons and it will not affect your legal rights or any care that you receive. 
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You are free to withdraw your consent to participate in the research project at any time, 
without giving a reason, even after signing the consent form.  
 
4. What will taking part involve? 
The study will involve taking part in an interview with the researcher over ‘Zoom’ or ‘Skype’-
type online software, or by telephone call. This will be a once-off interview that will last 
between 40-60 minutes. The interviews will happen between September-December 2020 at a 
date and time that is convenient to you. There will be some questions broadly about your 
experiences of how you received a diagnosis of 22q11 in your family and what needs you and 
your family have, and how this experience could have been better. 
The interview will be audio-recorded, meaning that the voices from the interview will be 
recorded. These recordings will be transcribed and anonymised by the researcher. The 
transcribed interview data will be analysed to see what themes come up in the interviews and 
what issues and experiences families with 22q11 are currently having in Ireland. The findings 
from the interviews and analysis will be written up into an MSc Dissertation. Findings will be 
shared with the participants and 22q Ireland.  
 
5. Will I be paid for taking part? 
No. You should understand that your participation is a gift and you will not benefit financially 
now or in the future. 

 
6. What are the possible benefits of taking part? 
There will be no direct advantages or benefits to you from taking part, but your contribution 
will help us understand more about the experience of families receiving a diagnosis of 22q11.2 
deletion syndrome in Ireland and what are the needs of these families. 
 
 
7. What are the possible risks of taking part? 
It is possible that there is a risk of feeling upset or distressed by the interviews topics or by any 
memories brought up about receiving the diagnosis of 22q11.2 deletion syndrome. If this 
happen, we can pause or stop the interview. We can reschedule the interview at another time, 
or you can stop taking part in the project altogether. This will be completely your choice and 
in your best interests and wishes. 

 
8. Will my taking part in this research project be kept confidential? 
All information collected from you during the research project will be kept confidential and any 
personal information you provide will be managed in accordance with data protection 
legislation. Please see ‘What will happen to my Personal Data?’ (below) for further information.   
In exceptional cases, the research team may be legally and/or professionally required to over-
ride confidentiality and to disclose information obtained from (or about) you to statutory 
bodies or relevant agencies. For example, this might arise where the research team has reason 
to believe that there is a risk to your safety, or the safety of others.  Where appropriate, the 
research team will aim to notify you of the need to break confidentiality (but this may not be 
appropriate in all cases). 
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9. What will happen to my Personal Data?  
Your personal data collected will be your name, contact details, and how you/your family 
received a diagnosis of 22q11. Your name and contact details may be collected on the consent 
form in order to organise the interview. In the interview, I will ask how you received your 
diagnosis and who communicated it to you. You do not have to answer any questions that you 
do not wish to. These details will not be transcribed from the interview audio files. When 
transcribing the interview data, the researcher will anonymise identifiable information by 
omitting the information and replacing with an ‘x’ or ‘____’.  A ‘key’ of personal 
data/participants will be kept by the supervising researcher. This data will be retained in 
accordance with the Cardiff University policy and retention schedules (2019), which currently 
is no less than end of project + 5 years or at least 2 years post publication.  
 
Cardiff University is the Data Controller and is committed to respecting and protecting your 
personal data in accordance with your expectations and Data Protection legislation. Further 
information about Data Protection, including:  
 

- your rights 
- the legal basis under which Cardiff University processes your personal data for research 
- Cardiff University’s Data Protection Policy  
- how to contact the Cardiff University Data Protection Officer 
- how to contact the Information Commissioner’s Office 

 
may be found at https://www.cardiff.ac.uk/public-information/policies-and-procedures/data-
protection 
 
After the transcription of the interview audio recordings, the research team will anonymise all 
the personal data it has collected from, or about, you in connection with this research project, 
with the exception of your consent form (name and contact details).   Your consent form will 
be retained for no less than end of project + 5 years or at least 2 years post publication and 
may be accessed by members of the research team and, where necessary, by members of the 
University’s governance and audit teams or by regulatory authorities.   Anonymised 
information will be kept for a minimum of no less than end of project + 5 years or at least 2 
years post publication, but may be published in support of the research project and/or retained 
indefinitely, where it is likely to have continuing value for research purposes. 
 
If you decide to withdraw from the study, your data will be deleted. Note that it will not be 
possible to withdraw any anonymised data that has already been published or in some cases, 
where identifiers are irreversibly removed during the course of a research project, from the 
point at which it has been anonymised. 
 
10. What happens to the data at the end of the research project? 
At the end of the research project, the data will be used anonymously in the MSc Dissertation 
and in any publications after receipt of MSc.   
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11. What will happen to the results of the research project? 
The findings from the interviews and analysis will be written up into an MSc Dissertation. 
Findings will be shared with the participants and the 22q Ireland support group. The MSc 
Dissertation is likely to be completed by September 2021, when the MSc course will cease/be 
completed. It is our intention to publish the results of this research project in academic journals 
and present the findings at conferences.  Participants will not be identified in any report, 
publication or presentation. Verbatim quotes may be used anonymously within the text of the 
dissertation.  
 
12. What if there is a problem? 
If you wish to complain, or have grounds for concerns about any aspect of the manner in which 
you have been approached or treated during the course of this research, please contact Emma 
O’Donoghue or Roberta Rizzo. If your complaint is not managed to your satisfaction, please 
contact Dr. Marion McAllister, Programme Lead, MSc Genetic and Genomic Counselling, 
School of Medicine, Cardiff University at Centre for Medical Education, School of Medicine, 
Cardiff University, University Hospital of Wales, Heath Park, Cardiff, CF14 4XN, or by email:  
mcallistermf@cardiff.ac.uk.  
 
If you are harmed by taking part in this research project, there are no special compensation 
arrangements.  If you are harmed due to someone's negligence, you may have grounds for 
legal action, but you may have to pay for it.   
 
13. Who is organising and funding this research project? 
The research is organised by Emma O’Donoghue, MSc student researcher, and Roberta Rizzo, 

Registered Principal Genetic Counsellor. The research is not funded. 

 
14. Who has reviewed this research project? 
This research project has been reviewed and given a favourable opinion by the Cardiff 
University School of Medicine Research Ethics Committee. 
 
15. Further information and contact details  
Should you have any questions relating to this research project, you may contact us during 
normal working hours:  
 
  MSc Student: Emma O’Donoghue 
  Phone number: +353862100811 
  Contact email: odonoghuee@cardiff.ac.uk 
 
  Supervisor: Roberta Rizzo 
  Contact email: rizzor1@cardiff.ac.uk 
 
 
Thank you for considering this research project. If you decide to participate, you will be given a 
copy of the Participant Information Sheet and a signed consent form to keep for your records. 
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