Staff Ethics Application Form


Anyone conducting research under the auspices of the Institute (staff, students or visitors) where the research involves human participants or the use of data collected from human participants, is required to gain ethical approval before starting.  This includes preliminary and pilot studies. Please answer all relevant questions in terms that can be understood by a lay person and note that your form may be returned if incomplete. 

The guidelines on the UCL Institute of Education Research Ethics webpage provide support and advice. If you require further guidance or require an alternative format of this form, please contact the IOE Research Ethics team at ioe.researchethics@ucl.ac.uk.

[image: ]Section 1 – Project Details

a. Project Title					Disclosure Dances in Doctoral Education
b. Principal Investigator (PI)			Dr Nicole Brown
c. Co-Investigators/Partners/Collaborators	N/A
d. Department					Culture, Communication and Media	
e. Date of intended first data collection		1st June 2020
f. End Date					31st August 2021
g. Funder						Internal funding scheme CDE
h. Funding confirmed?	                                        Yes ☒	No ☐
If yes, please could you provide your Worktribe ID:	N/A		
i. Expedited review requested?			Yes ☐	No ☒               
If yes, please give your reason for expedited review. Note: Expedited reviews are for exceptional circumstances only. Enter text

j. Specify which professional code of ethics will be adhered to for this research: 
British Educational Research Association (BERA)
k. Is this application a continuation of a research project that has already     received ethical approval?					Yes ☐	No ☒
If yes, provide details below (see guidelines) including the ethics reference number. Enter text

l. Country fieldwork will be conducted in United Kingdom
If research to be conducted abroad please ensure travel insurance is obtained through UCL. Details can be found on the UCL travel advice webpage


m. Has this project been considered by another (external) Research Ethics Committee? 
Yes ☐		External Committee Name: Enter text
		Date of Approval: Enter text 
No ☒     	continue to Section 2            
If yes: Submit a copy of the approval letter with this application. 
Proceed to Section 9 - Attachments


Section 2 – Research methods summary (tick all that apply)
											
☒ Interviews
☐ Focus groups
☐ Questionnaires 
☐ Action Research
☐ Observation
☐ Literature Review
☐ Controlled trial/other intervention study
☐ Use of personal records
☐ Systematic review - if only method used go to Section 5.
☐ Secondary data analysis - if only method used go to Section 6.
☐ Advisory/consultation/collaborative groups
☒ Other, give details:	Mapping and other forms of communication

Please provide an overview of the project, focusing on your methodology. This should include some or all of the following: purpose of the research, aims, main research questions, research design, participants, sampling, data collection (including justifications for methods chosen and description of topics/questions to be asked), reporting and dissemination. Please focus on your methodology; the theory, policy, or literary background of your work can be provided in an attached document (i.e. a full research proposal or case for support document). Minimum 150 words required.

Introduction and Background 
Discourses in higher education and the wider academic communities have identified a stark underrepresentation of individuals with chronic conditions, disabilities and/or neurodivergence (Brown and Leigh, 2018). Statistical reports (Institute for Employment Studies, 2019; HESA, 2017, 2020; The Royal Society, 2014) highlight that the rates of disclosure fall at particular transition points, such as from undergraduate to postgraduate, from doctoral to postdoctoral researchers and from junior to senior academics. In parts, these drops in disclosure rates can be explained through the fact that individuals with disabilities do not progress at the same rate as those without (Braddock and Bachelder, 1994; Wilkinson and Frieden, 2000; Roulstone and Williams, 2014). However, research also shows that disclosing chronic conditions, disabilities and/or neurodivergence is a significant personal and public statement and issue for the persons involved (Charmaz, 2010; Stanley et al., 2011). In an environment like academia that prides itself for its productivity and effectiveness (Taylor and Lahad, 2019) and that is largely linked to and associated with the male, rational, cerebral (Valian, 2005; Monroe et al., 2008), it is particularly difficult for individuals to admit to and disclose their perceived shortcomings.

If literature in relation to ableism and disabilities in academia is sparse (Brown, forthcoming; Brown and Leigh, forthcoming), publications relating to doctoral students are non-existent. Literature considers the doctoral journey as a rite of passage or initiation (Skakni, 2018; Kiley, 2009; Wisker et al, 2010) or in relation to identity formation (eg. Fotovatian and Miller, 2014; McAlpine et al., 2014; Bosanquet and Cahir, 2016), but the role of disabilities, chronic illnesses and/or neurodivergence play in navigating the doctoral journey are not mentioned, although the decision to disclose a condition is relevant for individuals’ emotional wellbeing and the subsequent managing of the conditions. Despite more awareness regarding disabilities and ableism in academia having developed recently, explorations of personal experiences relating to health, illness and disabilities in academia remain mostly anecdotal and are disseminated in public fora rather than academic publications (e.g. The Guardian, 8 December 2017; Deaville, 10 December 2012; Kelsky, 19 April 2013; Wood, 15 December 2013; Lock, 20 December 2013; Davis, 11 January 2014; Dunstan, 9 March 2014; Muller, 18 April 2014; Taylor-Jones, 5 June 2014; Pryal, 13 June 2014). Where disabled/chronically ill/neurodivergent students are discussed within the academic realm, such explorations relate to policy developments (e.g. Riddell et al., 2005) or pedagogical approaches to teaching (e.g. Konur, 2006) to support students or to highlight challenges to the widening participation initiatives (e.g. Fuller et al., 2004).

Research aim and question 
With this research project I aim to gain better understanding of the lived experiences of doctoral students regarding their navigation of the doctoral journey under the influence of disabilities/chronic illnesses and/or neurodivergence as well as to gain insights into performativity and the social life of disabled/chronically ill/neurodivergent doctoral students in contemporary HE contexts. It is my long-term aim to apply for grant funding to carry out a more systematic view of individuals' lived experiences with disabilities, chronic illness and/or neurodivergence in academia. However, significant groundwork is still needed for such an ambitious mixed-methods research, as currently we do still not know enough about the basic principles of disclosure at different stages in academia.

My previous research work has provided me with the insight that disclosure is a cost-benefit analysis between concerns of stigmatisation (Goffman, 1990/1963) and reasonable adjustments at a public level, but that at a private level, academics need to personally commit and admit to there being something "wrong" with them (Brown and Leigh, 2018). At this personal level, academics with chronic conditions or disabilities consciously apply particular strategies of information control (Goffman, 1990/1963) in order to uphold their public persona. If such disclosure dances (Oldfield et al., 2016) are common amongst established academics, then it stands to reason that doctoral students, too, need to navigate carefully their public and private selves, particularly so as they transition from postgraduate students to emerging academics. My overarching research question is therefore:
How do doctoral students with chronic illnesses, disabilities and/or neurodivergence navigate disclosure during their doctoral journey?

The sub-questions to answer the research question are:
How do doctoral students play out disclosure in different settings (e.g. amongst family and friends, in supervisory relationships, in training sessions, as part of conference attendances, as a researcher engaging with participants)
In the views of doctoral students, how do cultural and socio-economic upbringing, gender and race impact disclosure? 
How do disabled/chronically ill/neurodivergent doctoral students manage their various physical surroundings and working environments in order to accommodate their specific needs?

To answer these questions, I have developed a two-stage approach combining multimodal mapmaking with interviews.

Methodology and methods 
Within an interpretive qualitative research framework that seeks deep understanding of situated knowledge and contextualised particulars (Willis et al., 2007), I combine interviews as conceptualised as interactions between the researcher and the participants (Brinkmann and Kvale, 2015) with multimodal mapmaking (Powell, 2010; Gastaldo et al., 2018) in this Embodied Inquiry to account for the physical experiences of doctoral students with disabilities/chronic illnesses and/or neurodivergence.

Embodied Inquiry is based on the following three principles: 1) Human language is limited and limiting, especially when individuals try to explain and describe sensations, such as pain, or other embodied and bodily experiences (Scarry, 1985; Sontag, 2003; Eccleston, 2016). 2) Related to the limitation of language, human understanding and experiences are fundamentally embodied (Finlay, 2015). And 3) Because of the embodiedness of human understanding and the arbitrariness of language, humans turn to metaphorical expressions and forms of communication in order to compensate (Lakoff and Johnson, 2003).

Ideally, I would employ a form of diary method (Bartlett and Milligan, 2015). However, doctoral students are already under pressure to ensure good progress with their studies, to continue their researcher development trainings and most often to undertake some formal teaching placements, and for ethical reasons I cannot accept the commitment that diary methods would require. Map-making therefore seems a reasonable and feasible compromise that will still allow for the sensory, embodied dimensions in this research.

The processes of map-making will be used to explore different contexts of disclosure situations such as the work and university settings, the supervisory relationships, and connections with family. I will recruit a maximum of 25 participants to create maps of what disclosure feels like in those different settings allowing individuals to use their preferred forms of communication, such as drawings, collages, expressionist paintings, soundscapes, songs, videos, photographs and/or annotated writings. In a subsequent Skype interview of a maximum of 60 minutes we will then explore the map(s) in detail.
The key to this project is to engage participants not as research participants but as co-researchers, making sense of their experiences and controlling which aspects of their practice they want to share. The focus of this research is to gather case studies of ableism in academia. Through the research project using creative methods it is hoped to provide new means and ways of expressing the unexpressable. 
Data analysis will be undertaken in several stages. Following the double-hermeneutics of the researcher making sense of the participant making sense of the data (Smith et al., 2012), there will be an element of joint sense-making and analysis within and during the interviews between the researcher and the participant. Subsequently, I will analyse the data using NVivo (Saldaña, 2009; Bazeley, 2013; Bazeley and Jackson, 2014) and an iterative thematic inquiry process (Smith et al., 2012; Braun and Clarke, 2006, 2019). Following the principles of relational ethics (Austin, 2008) and the strengths of Indigenous research paradigms (Kara, 2018), participants will be considered as partners in this research who will have control over what they would like to communicate and share. 

Section 3 – Research Participants (tick all that apply)

Approximate maximum number of participants required: max 25
Approximate lower age limit: 18
Approximate upper age limit: 60
☐ Early years/ pre-school
☐ Ages 5-11
☐ Ages 12-16
☐ Young people aged 17-18
☒ Adults - please specify: Doctoral students
☐ Unknown – please specify
☐ No participants

Click or tap here to enter text. 

NB: Ensure that you check the guidelines carefully as research with some participants will require ethical approval from a different ethics committee such as the National Research Ethics Service (NRES) or Social Care Research Ethics Committee (SCREC).


Section 4 – Security-sensitive material

Security sensitive research includes: commissioned by the military; commissioned under an EU security call; involves the acquisition of security clearances; concerns terrorist or extreme groups.
												

a. 
b. Will your project consider or encounter security-sensitive material?			Yes* ☐ No ☒

c. Will you be visiting websites associated with extreme or terrorist organisations?	Yes* ☐ No ☒

d. Will you be storing or transmitting any materials that could be interpreted as promoting or endorsing terrorist acts?
Yes* ☐ No ☒

e. Will your research involve personal data involving criminal convictions and offences?
	Yes* ☐ No ☒

* Give further details in Section 8 Ethical Issues



Section 5 – Systematic reviews of research

a. 
b. Will you be collecting any new data from participants 
Yes* ☐ No ☐

c. Will you be analysing any secondary data

	Yes* ☐ No ☐

* Give further details in Section 8 Ethical Issues

If your methods do not involve engagement with participants (e.g. systematic review, literature review) and if you have answered No to both questions, please go to Section 8 Attachments.




Section 6 - Secondary data analysis (Complete for all secondary analysis)

a. Name of dataset/s		Enter text
b. Owner of dataset/s		Enter text

c. Are the data in the public domain?	
Yes ☐ No ☐
If no, do you have the owner’s permission/license?
Yes* ☐ No ☐

d. Are the data special category personal data (i.e. personal data revealing racial or ethnic origin, political opinions, religious or philosophical beliefs, or trade union membership, and the processing of genetic data, biometric data for the purpose of uniquely identifying a natural person, data concerning health or data concerning a natural person's sex life or sexual orientation)?
Yes* ☐ No ☐

e. Will you be conducting analysis within the remit it was originally collected for? 
Yes ☐ No* ☐

f.  If no to above, was consent gained from participants for subsequent/future analysis
Yes ☐ No* ☐

g. If no to above, was data collected prior to ethics approval process?
Yes ☐ No* ☐

* Give further details in Section 8 Ethical Issues
If secondary analysis is only method used and no answers with asterisks are ticked, go to Section 9 Attachments.


Section 7 – Data Storage and Security
Please ensure that you include all hard and electronic data when completing this section.

a. Data subjects - Who will the data be collected from?  The research participants will be doctoral students who self-identify as having a chronic illness, disability or neurodiversity and who voluntarily consent and opt into the research.    

b. What data will be collected? Please provide details of the type of personal data to be collected  No personal data will be collected intentionally. Any personal details collected will be information about disabilities/chronic illnesses/neurodiversity that the doctoral students provide voluntarily in the research.     

c. Is the data anonymised?				Yes ☐ No* ☒
Do you plan to anonymise the data?  		Yes* ☐ No ☒
Do you plan to use individual level data?	Yes* ☒ No ☐
Do you plan to pseudonymise the data?	Yes* ☒ No ☐

d. Disclosure - Who will the results of your project be disclosed to?  Interviews will need to be shared with transcribers for transcription purposes. Transcribers will be subjected to professional rules and regulations pertaining to anonymity and non-disclosure. Other than that raw data will not be shared. The raw data will be anonymised before dissemination. Where there are direct quotes to be used, I will contact participants to offer an opportunity to access their contributions to reiterate/clarify and potentially delete as required. 
Disclosure - Will personal data be disclosed as part of your project? No

e. Data storage – Please provide details on how and where the data will be stored i.e. UCL network, encrypted USB stick**, encrypted laptop** etc.
** Advanced Encryption Standard 256 bit encryption which has been made a security standard within the NHS
Fieldnotes, data and analysis will be encrypted using advanced encryption 256 bit encryption and be kept on the UCL personal N: drive. Data entered into NVivo will also be saved on the UCL personal N:  drive.

f. Data Safe Haven (Identifiable Data Handling Solution) – Will the personal identifiable data collected and processed as part of this research be stored in the UCL Data Safe Haven (mainly used by SLMS divisions, institutes and departments)? 
Yes ☐ No ☒

g. How long will the data and records be kept for and in what format? Encrypted docx will be kept for a minimum of 5 years and a maximum of 10 years for review purposes and in order to be the basis for future research by the same researcher. 

Will personal data be processed or be sent outside the European Economic Area? (If yes, please confirm that there are adequate levels of protections in compliance with GDPR and state what these arrangements are)
Yes ☐ No* ☒

Will data be archived for use by other researchers? (If yes, please provide details.) No

h. If personal data is used as part of your project, describe what measures you have in place to ensure that the data is only used for the research purpose e.g. pseudonymisation and short retention period of data’ All data will be pseudonymised and the original personal data relating to health conditions/disability disclosure will be permanently deleted at the end of the project in August 2021. Only the pseudonymised data will be retained. 

* Give further details in Section 8 Ethical Issues


Section 8 – Ethical issues 
Please state clearly the ethical issues and any risks which may arise in the course of this research and how will they be addressed.

All issues that may apply should be addressed. Some examples are given below, further information can be found in the guidelines. Minimum 150 words required.

· Methods
· Sampling
· Recruitment 
· Gatekeepers
· Informed consent
· Potentially vulnerable participants
· Safeguarding/child protection
· Sensitive topics 
· International research 
· Risks to participants and/or researchers
· Confidentiality/Anonymity
· Disclosures/limits to confidentiality
· Data storage and security both during and after the research (including transfer, sharing, encryption, protection)
· Reporting 
· Dissemination and use of findings

Risks to participants and/or researchers
There is no risk to the researcher. The risks to participants relate to potential emotional upset when they are dealing with the realities of their physical/social barriers to academic life due to their health condition/disabilities. As a researcher I, Nicole Brown, have undertaken professional training in CBT and counselling, so that I will be able to support participants in the moment. For the long-term, participants will be made aware of counselling and support services if there are any issues surfacing that participants may need to work through. 

Recruitment 
I, Nicole Brown, am a member of many different mailing lists in relation to disabilities, chronic illnesses and neurodiversity. I am also in a wide range of Equality, Diversity and Inclusion committees at departmental, faculty and institutional level, as well as at national level outside the institution. My recruitment strategy will be to use these networks to provide information and ask for interested parties to contact me. This is how I have always recruited participants to my studies, as it allows individuals to self-identify and opt in straight from the beginning. In this particular case, the inclusion criteria will be set as "you must be a doctoral student". This is also why the information form states " Through our joint networks we have discovered your eligibility and/or interest to take part…".

Informed consent
Once potential participants have contacted me, I will commence an initial conversation to explain the research purpose, aim, methods and ethical considerations as per this form and the information sheet. I do not expect participants to read through the information sheet on their own and without guidance from me. Equally, participants and I will have a detailed conversation regarding the consent form. Through these conversations I ensure that participants understand expectations, rights and responsibilities on the part of me as a researcher and them as participants before they sign the consent form. 

Potentially vulnerable participants, Sensitive topics, Confidentiality/Anonymity 
Every care will be taken to ensure confidentiality and anonymity of responses. All data will be pseudonymised from the point of transcribers having completed their transcriptions. I will not be able to fully anonymise data, as I will need some information to identify relationships and connections between the kinds of conditions participants experience and how these particular needs manifest themselves in their approaches to disclosure. 
Direct quotes from interviews will be pseudonymised to make individuals non-identifiable. Where data is submitted in a form where individuals may be recognisable, eg. on video footage or photographs (if chosen as a means of communication by the participants as part of the mapmaking exercise), the relevant sections will be edited so that faces are blurred and individuals will not be identifiable at the point of data analysis. In relation to dissemination, confidentiality will be guaranteed through fictionalisation or recreation of data in order to ensure identities are protected. Participants’ workplace or study locations will not be divulged.
The project relates to capturing the feelings, emotions and experiences that result from personal experiences in relation to disabilities and chronic illnesses. Participants may therefore find themselves reflecting on experiences and feelings that leave them vulnerable. Participants will be supported accordingly to avoid emotional harm, and they will be made aware of clear support networks that are available to them. Given the current discourses within academia, staff and students are equally vulnerable in the precarity of the academy. As a researcher I am duty-bound to protect staff and students equally in that they all may not want to publically declare their concerns/issues.
Participants will be informed about the scope of the research and subsequently they will be asked if they would like their data to be included in the research or not – the participation in the research will be fully voluntary, with participants being able to withdraw at any point without providing details. In this case, the participants will be able to decide on whether or not the data gathered up to this stage shall be included or excluded in the analysis, as far as can be determined through the process of pseudonymisation. This is because I know – from experience of working with and researching chronically ill academics – changes in health status or professional demands of research work often lead to individuals dropping out of this kind of research although they still want their stories told. 

Reporting and/or Dissemination and use of findings:
The findings of this research will be disseminated in a presentation as part of relevant conferences within Higher Education. The conference presentations and research findings will be written up for articles relating to conference proceedings and/or contributions to academic journals. Also, further research may be carried out in the future, to expand on the findings and respond to potential developments. All data will be disseminated using pseudonyms but also using fictionalised accounts and/or recreated photographs or maps in order to ensure that individuals cannot be identified.

Data storage and security both during and after the research
A significant ethical concern therefore is that I will use transcribers to transcribe interviews, as due to my own circumstances, I cannot transcribe interviews myself and require that support. I will counter this concern by only using professional transcribers who will be subjected to UCL's confidentiality regulations and a data processing agreement. As part of the process of engaging professional transcribers I will ensure in their contractual relationship with me that these confidentiality regulations are explicitly stated before entering the business relationship. 


Please confirm that the processing of the data is not likely to cause substantial damage or distress to an individual 	Yes ☒

Section 9 – Attachments 
Please attach the following items to this form, or explain if not attached
a. Information sheets, consent forms and other materials to be used to inform potential participants about the research (List attachments below)   Yes ☒ No ☐

Click or tap here to enter text.

If applicable/appropriate:
b. Approval letter from external Research Ethics Committee 		Yes ☐
c. The proposal (‘case for support’) for the project			Yes ☒
d. Full risk assessment							Yes ☐ 




Section 10 – Declaration
I confirm that to the best of my knowledge the information in this form is correct and that this is a full description of the ethical issues that may arise in the course of this project.
Name		 Nicole Brown 

Date	 	 27th May 2020


Please submit your completed ethics forms to the Research Ethics Officer via the Research Ethics Applications Page in Moodle.



Timescales 

For receiving the Committee’s decision following submission are as follows:
Standard – 25 working days
Expedited – 15 working days

Please note that the above are guidelines for response times which will vary depending on the quality of the application and the number of applications being processed. All applications are assessed prior to forwarding to the Research Ethics Committee and incomplete applications will be returned for further detail.


 Decisions

  Approved: The research is fully approved and can commence immediately. 

Provisionally approved: The application is incomplete and/or raises concerns so further information and/or changes need to be made and submitted before full approval can be granted.
Extensive revision required: The application raises considerable concerns and needs extensive revision before resubmission. 
	Data Protection Registration (Office use only)

	UCL Data Protection Registration Number
	 Date issued


Rejected: The application is considered to raise fundamental concerns that means it cannot be approved by the committee. 
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