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I would like to invite you to take part in a research study. Before you decide I 
would like you to understand why the research is being done and what it 
would involve for you. This should take about a hour. Talk to others about the 
study if you wish. Please ask if there is anything that is not clear. 
 
Hereditary Angioedema (HAE) is a genetic disease in which women suffer 
more attacks than men and have more attacks than men. Research has been 
conducted into triggers and treatment but lacks in women’s experience of 
actually living with HAE. 
 
 
What is the purpose of the study? 
The purpose of this study is to investigate the living experience women have 
who live in HAE and gain an understanding of what those living with HAE 
experience and how this affects their lives. 
 
Why have I been invited? 
You have been invited to take part in the study as you have a diagnosis of 
HAE, you are over the age of 18 and you are a woman living with HAE. 
 
Do I have to take part? 
If you agree to take part, I will then ask you to sign a consent form. You are 
free to withdraw from the study at any time and can ask for your data to be 
destroyed up 2 weeks after sending me your account, without giving a reason.  
 
What will happen to me if I take part? 
You will be provided with a document to note down your experiences of living 
with HAE.  There are two sections to this study: the first part is an account of 
your experience how HAE and the second an experience of an attack. Any 
information you would like to disclose about your experience of HAE would be 
greatly appreciated. This written account should take approximately one hour 
to complete, however, you will be given two weeks to complete and return the 
account to the researcher. 
 
What are the potential disadvantages and risks of taking part in this 
study? 
There is a slight risk that by taking part within this study you may experience 
some upset when writing your personal account. If you become distressed 
during the course of the study please contact HAE UK  support@haeuk.org 
for further support. Also, if when writing the account you feel unable to 
continue taking part in the study, you are free to withdraw by contacting me at 
n3060059@live.tees.ac.uk and there will be no expectations for you to 
continue. 



 
What are the possible benefits of taking part? 
By taking part within the study you will help to provide a breath of knowledge 
about the reality of living with HAE and you could also help provide other 
women who suffer from HAE with what can be expected in certain episodes of 
their life. 
 
What if there is a problem? 
Any complaint about the way you have been dealt with during the study or any 
possible harm you might suffer will be addressed. If you have a concern about 
any aspect of this study, you should ask to speak to the Stephanie Kilinc who 
will do their best to answer your questions s.kilinc@tees.ac.uk 
 
Will my taking part in the study be kept confidential? 
Yes. I will follow ethical and legal practice and all information about you will be 
handled in confidence. All information which is collected about you during the 
course of the research will be kept strictly confidential, and any information 
about you will have your name and contact details removed so that you 
cannot be recognised. 
 
What will happen to the results of the research study? 
The results of the study will be wrote up into a report to report the findings of 
this study. 
 
Contact for Further Information 
You can contact me at n3060059@live.tees.ac.uk 
 
  
 
 

Thank you for reading this information sheet.  
 
 


