Research study into living with Neurofibromatosis 1 (NF1) or Ectodermal Dysplasia (ED)
Are you an adult living in the UK with neurofibromatosis 1 (NF1) or ectodermal dysplasia (ED)? I am a PhD student, from the University of Bristol, conducting research into the experience of living with NF1 or ED, in particular, how people with NF1 or ED feel about their appearance and whether their experiences and feelings are affected by the knowledge that this is an inherited condition.  
Appearance is a concern to almost everyone in today’s society due to the current emphasis on “the body beautiful”.  However, little is known about what it is like living with an inherited condition that may affect appearance. The aim of my research is to explore this issue in detail, by talking to people who have firsthand experience of living with an inherited condition that may affect appearance and who are able to discuss the ways in which it has affected their life.  This is an area that has been overlooked by researchers in the past, so I will be conducting a detailed series of studies in this area. Once I have completed this first study I intend to conduct another study in the near future to explore some of the issues that arise further. 
I have a background in both nursing and psychology, and I have been working in the health service and research work for many years before commencing this PhD.   I very much appreciate the help and support of everyone who takes part in my research, since they are the experts in this area. I would be interested in hearing from anyone who would be interested in taking part  either by agreeing to be interviewed as part of this first study or who may wish to be considered for one of the later studies in my PhD.   My research is being supervised by staff from the Centre for Ethics in Medicine at Bristol University and the Centre for Appearance Research at the University of the West of England, Bristol.
So, if you are over 18, live in the UK and would be interested in  sharing your experiences with me and being part of this new research, then please contact me either by email on; heather.brant@bristol.ac.uk or by telephone on; 0117 3310723 and I will be very pleased to give you more details about what taking part would involve.
Thank you.
Heather Brant.  
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