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	Student name:  Carly Evans
	

	Proposed Title:   Genetically informed, Psychologically Ignored?  An interpretative phenomenological analysis of the lived experience of life after genetic testing for HD.


	

	What is the purpose of your proposed project and how may it inform counselling practice? (please list the main aims and objectives)

1. To understand the lived experiences and therapeutic needs of individuals following genetic counselling and genetic testing for HD in the UK

2. To identify how the counselling profession can best support individuals following genetic counselling and genetic testing for HD.
	

	Background literature Please briefly outline why you feel this research is necessary, what theoretical framework is being used and what literature has informed this proposal. 

Key points for lit review
Intro: what is HD, psychological impact, need for therapeutic support – what is currently offered by genetic counselling…

Rationale: what specific research already exists re: HD particularly around genetic testing… how much has been done already around the follow-up AFTER testing….  You want to make the case that e.g., no one has explicitly explored this, or what has been done is outdated and doesn’t reflect modern practice, or something to demonstrate why your bit of research is needed now… what is the missing gap?

What is counselling:  spend some time critically discussing the extent to which genetic counselling does, does not, or could reflect the core principles of humanistic counselling…

How important is specialist individual therapeutic support? Does evidence suggest this is critical or can the same level of support be achieved e.g. through support organisations, peer groups etc.

How specialist/specific does good therapeutic support need to be?  Are person-centred qualities more important than genetic knowledge or vice versa?

This is a brief background below however, this will be changed and into more depth during the main literature review.

Huntington’s Disease (HD) is a rare incurable neurodegenerative genetic disorder that causes the gradual breakdown of nerve cells within the brain. Consequently, it leads to significant functional decline where there are changes to one’s mind, memory, and movements (Paulson, 2011). Given the genetic complexion of HD, symptoms arise within a family. it is inherited in an autosomal dominant pattern which means each biological child is at 50% risk of inheriting the disease (Rivera-Navarro et al., 2015). Being at risk for HD is said to have profound psychological effects on an individual. As such, some individuals who are aged 18 and above can take a predictive genetic test to determine if they have inherited the incurable disease (Cooper et al., 2024). 

	

	Proposed methodology: Please briefly describe your intended study design (type of design and what you are planning to do with/to your participants) including who you expect your participants to be and how you propose to recruit them

A qualitative research methodology approach has been carefully selected for this study, using Interpretative Phenomenological Analysis (IPA) (Smith & Shinebourne, 2012).  IPA will allow insight into the lived experiences of the participants and therapeutic needs of individuals following genetic counselling and genetic testing for HD in the UK. IPA will allow the space for participants to share their stories for a deep and detailed analysis. The participants for the study will be five ambassadors for the Huntington’s’ Disease Association a UK charity. These individuals have openly been advocates for HD, sharing their stories at events and are wanting to discuss their experience of genetic testing and any follow up psychological support they may or may not have had. The researcher is aware of their own positionality in conducting this research and the need to bracket their own personal lived experiences to avoid researcher biases. 

Semi-Structured interviews will be conducted to provide the exploration of participants experience of genetic testing for HD and the need for therapeutic follow up support. And the data will be analysed using the steps of IPA.

	

	
Main Ethical considerations: Please briefly outline the main ethical considerations of your proposed research and how you think you will take this into account in the design and conduct of your study.

Main ethical concerns would include potential for participant and researcher distress, as the topic of Huntington’s Disease is sensitive so can be emotionally triggering for participants. However, they are active advocates for the HDA and already actively talk about their HD stories through social media platforms and have recently openly spoken about their story at conferences. The researcher will carefully consider the sensitivity of the topic when considering the research questions to be asked.

The participants may worry about their interviews being recorded for transcription. Therefore, pseudonyms will be used as well as informing the participants about where the data is going to be stored.
	

	Please provide a proposed timetable/Gantt Chart for your study (this can be on an additional sheet/appendix)
	

	Please provide five key references to support your proposal  (additional references can be supplied as an appendix)

Cooper, H. and Simpson, J. and Dale, F. and Eccles, F. J. R. (2024), ‘Maintaining psychological well-being when living at risk for Huntington’s Disease; an Interpretive Phenomenological Analysis’ Journal of Genetic Counselling. vol. 34 no. 2. Doi:10,1002/jgc4.1965

Evers-Kiebooms G. and Decruyemaere, M. (1998), ‘Predictive testing for Huntington’s’ Disease: A challenge for persons at risk and for professionals’ Patient Education and Counselling. vol. 35 no. 1. pp. 15-26. Doi:10.1016/s0738-3991(98)00086-x
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