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ECPS6001: Psychology Empirical Project
Research Proposal

Assessment Component 1: Research proposal (1,000 words) worth 10% of the overall module mark for the Psychology Empirical Project. The proposal form will be marked in line with the Level Six Grading Rubric. The boxes below will expand as you type.  
	Student Name and University ID number:
	Carly Evans (1301958)

	Proposed Supervisor’s name: 
	Only complete this if you have already been in contact with a potential supervisor who has agreed to supervise you in principle. 

Dr Ceri Phelps



Psychology Research Area (tick all that apply) 


	Social Psychology 

	Developmental Psychology 

	Biological Psychology 
	Forensic Psychology 

	Health Psychology√

	Individual Differences 

	Educational Psychology 
	Political Psychology 

	Cognitive Psychology 

	Clinical Psychology 
	Counselling Psychology 
	Occupational Psychology 

	Other:  indicate briefly (not included in word count)




Proposed Study Design (tick all that apply) 


	Quantitative 

	Experimental 
	Applied (with UWTSD students 

	Online Questionnaire Survey 

	Qualitative   √

	Quasi Experimental 


	Focus Groups
	Online  √


	Mixed Methods 

	Applied (with external organisation) 
	Interviews  √



	Lab-based study 

	If Applied, and involving an external organisation, please indicate your plans for gaining appropriate approvals from the organisation: (not included in the word count)

This study will work with the Huntington’s disease youth organisation and their ambassadors. Full approval has been granted in writing by Jenna Heilman who is the executive director.




	Other study design: indicate briefly (not included in word count)




	Suggested Research Title/Area: (between 10-15 words and must reflect the essence of your proposed research question, study design and study population and should be more specific than a broad topic area).

What does it mean to be a HDYO ambassador? A qualitative study exploring the effects on young people impacted by Huntington’s Disease.






	Background: 250 words 
Why is your study important? What theory and empirical research evidence supports your research question? (Please provide a rationale for your study including a brief review of relevant psychological literature and theory and a minimum of five references). 

Huntington’s Disease (HD) is a rare genetic disorder that causes progressive degeneration of nerve cells in the brain. As a result, this causes changes to one’s mind, memory and movements (HDA, 2021). HD is a genetic condition with each biological child being at 50% risk of inheriting the disease. Being impacted by HD is a daunting experience for everyone, this is primarily due to caregiver stress or decision-making dilemmas over predictive testing. However, the impact HD has on a young person is hugely significant. Witnessing the progression of the disease through a family member and the knowledge of their own risk can lead to a challenging childhood (Williams et al., 2013). Yet, this impact on young people is a topic that is rarely thought about and often overlooked (Ellison, 2017). According to Kjoelass et al. (2020) young people in HD families often deal with issues that exceedingly affect their lives such as: their genetic risk, young caring responsibilities, decisions whether to get tested themselves and the impact on relationships they have. Many young people impacted by HD feel that connecting with others within their community provides them with a support system to feel less alone (Nordstrom et al., 2018).

In May 2021 the Huntington’s disease youth organisation (HDYO) launched HDYO ambassadors, a group of young people across the world who aim to connect the HD community, share their experiences, and raise awareness (HDYO, 2021).  This project will connect with these ambassadors to gain valuable insight into the effects HD has had on them as a young person as well as the key motivations for becoming an ambassador.
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	Please state the main research question(s) or hypotheses(s): (100 words max)

Research Questions:

1. In what ways has becoming a HD advocate impacted/affected individuals’ lives?
2. In what ways do the HDYO ambassadors support the wider Huntington’s disease community?











Methodological Details (500 words) 

	Please summarise the key methodological approach: (you can include copies of proposed study materials as appendices if you wish). You must include details of the following:
· Participants: Who will your participants be, how will you access and recruit them, and how many are needed? 
· Design: Using appropriate terminology clearly define key elements of your design (IVs, DVs, Qual approach, expt. manipulations etc).  How do you plan to analyse your main data? 
· Materials: What are the main measures, scales, experimental tools or other materials required for your study? 
· Procedure: How will you carry out the study – define briefly what will happen to a participant in your study from the point of consent to the study debrief.


Participants:

It is anticipated that semi structured interviews will be conducted through a purposive sample of eight ambassadors from HDYO. These ambassadors are from families impacted by HD and have been open and honest about their personal stories prior to this study through social media and at HDYO’s congress. Participants will be from different countries across the world which will allow a global and insightful perception.
Design:

A qualitative study using IPA (Smith et al., 2018) will enable a deep and detailed analysis of the young ambassadors’ personal lived experiences. Focusing on the subjective personal meaning of their experience of being young HD ambassadors will allow the researcher to uncover and interpret these (Smith & Osborn, 2013). This will allow a personal perspective and exploration into the effects HD has had on them and how becoming an ambassador has empowered and supported them. Semi structured interviews will explore individuals’ key motivations in becoming an ambassador and what impact this role has had on their lives. Data will be analysed following the steps of IPA. 

Materials:

In advance of this study, following ethical approval a study advertisement through HDYO will be presented to all the ambassadors, which will outline information regarding an individual’s name, age, location and if they would like to participate in this study. This was employed to determine how many individuals wanted to participate and if there was a verifiable sample allowing a broad perspective. An information sheet will then be provided to the eight confirmed ambassadors detailing full information regarding the study ensuring they understand what will be expected of them. This will be followed by a consent form to obtain full consent before proceeding with the interviews. The interviews will take place online through the Microsoft teams’ platform and a full de brief form will be presented following completion. In addition to the study advert, information sheet and consent form, a semi-structured interview schedule will be developed. This will be based on what being a HDYO ambassador means to each participant, and will include the following key areas of questioning; Individual’s motivations in becoming an ambassador and the impact that this role has had on them as a young person.

Procedure:

Following full consent from participants, all interviews will be recorded through Microsoft teams. This platform allows us to be able to connect with all participants as the ambassadors are global. The interviews are expected to vary in length from 45 minutes to one hour. The same questions will be presented to everyone however, as they are semi-structured questions (Blanford, 2013) it will allow each participant to share their unique perspective into how HD has impacted them as a young person and some may share more than others. Due to the nature of these interviews being on a sensitive topic, full support will be provided and participants will be offered the opportunity to stop, pause or regroup at any time. Following each interview, the researcher will check in and full support will again be provided if they are experiencing any distress. A debrief form will be provided, ensuring each participant understands the full purpose of this study and if they do not feel comfortable, they can withdraw their information. 
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Design:

A qualitative study on the effects on young people impacted by Huntington’s disease is proposed and semi-structured interviews will be used as the primary research approach.





















Key Ethical considerations (150 words)


	In this section you are required to briefly outline any specific ethical considerations for your project.  All projects will be expected to adhere to the BPS code of human research ethics, and you will need to submit a full ethics form which will document your specific processes for informed consent, debriefing, and data protection.  Here you need to briefly note additional or specific key ethical considerations for your particular project e.g. potential for distress or discomfort, any deception, research with vulnerable populations or sensitive topic areas, and briefly outline how you expect to manage these risks within your project. 


The overarching objective of this project is to explore the effects on young people impacted by HD. Therefore, due to the nature of this study, many considerations need to be made to ensure the British Psychological Society’s code of human research ethics is adhered to (BPS, 2021). A purposive sample of participants will be used. These are HDYO ambassadors who already actively talk about their HD stories through social media platforms and have recently openly spoken about their story at HDYO’s congress. To ensure there is no harm to any participant, the questions will specifically relate to their role as an ambassador which will allow them the space to discuss as much or as little about their story as they wish. The researcher will also ensure the interview questions are semi-structured and indirect, so it allows participants the opportunity to answer it in the best way for them. Although these individuals are prevailing HD advocates, due to the nature of the study, full support will be provided by myself, my supervisor and Jenna; executive director at HDYO if any participant were to become upset because of any question. Due to my own personal connection with HD I myself will have a debrief with my supervisor following each interview to protect my own well-being. I am an active ambassador myself however, I understand this will impact myself too. Finally, although the ambassadors are aware of this, all details surrounding HDYO having access to this final report will be outlined in the consent and debrief forms to ensure participants acknowledge this and are able to withdraw at any time.
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