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My purpose in this talk

Autoethnographic approach; my personal experiences as a
service user researcher in English Universities; unremitting
identity struggles; interrelated ethical, political and
methodological struggles; ways forward

Crucial concerns in conversations with other user/survivor
researchers over last 12 years; some hard questions

My research story and my autobiographical story —
intertwined

Difficult/distressing experiences throughout the talk



User-led; User-controlled; Survivor Research
iIn mental health

* ‘[Survivor research] is committed to challenging the
disempowerment of mental health service users/survivors
and supporting them to have a greater say in their lives and
influence in the world in which they live’ (Beresford and
Rose, 2009, p.18)

* Survivor research — experiential knowledge takes a central
role throughout the research process (Russo, 2012)

 Experiential knowledge — coming from experiences of
mental distress and mental health service use



My understanding of Autoethnography

Autoethnography as a research approach/a form of inquiry that seeks to ‘connect
the personal/the self to the cultural/culture’ (Ellis and Bochner,
2000)

Autoethnography as ‘sociological introspection’ (Ellis, 1991) - Autoethnography
seeks to explore what Wright Mills (1959) described as ‘the intricate relations
between personal troubles and public issues’, ‘between biography and history and
the social structures in which biography and history intersect

Autoethnography as a form of research writing — personal, intimate, embodied,
emotionally and intellectually evocative writing, featuring first person
accounts/narratives

My desire to do research and scholarship where ‘the heart is
included’ (Ellis, 1999) and ‘the blood is left in’ (Moriarty, 2013)

Scholarship ‘that doesn’t break your heart just isn’t worth doing’
(Behar, 1996)



Identity struggles (l)

* How to manage the unremitting identity struggles implicated
in the task of constructing and negotiating our double/liminal
identities as academic researchers and mental health
service users?

* Atask involving messiness, immense complexities,
challenges, paradoxes, ‘lived contradictions’, ambiguity and
ambivalence...

* How to ‘negotiate the swamp’? A liminal professional identity
space

‘Negotiating the swamp: the opportunity and challenge of reflexivity in research
practice’, Linda Finlay, Qualitative Research, 2002, 2, 209-229



A service user researcher- A liminal professional
identity space
A liminal space in - between academic research and psychiatric

survivor movement/activism

Living in the borderlands; writing in the margins’ (Short, Grant & Clarke
2007)

Learning To Walk Between Worlds (Church, 2001)

A double identity of an academic researcher and mental health service
user; ‘Breaking the rules of Academia’ — Transgressive identity

‘You can be a MH survivor. You can be a MH professional/academic.
But being a hybrid of the 2 is cultural rule — breaking...’ (Alec Grant
@DrAlecGrant)

Being able to theorise one’s own lived experience...

‘The lack of clear boundaries involves transgression and threat’
(Jones, 2012)



Liminality and vulnerability

* ‘I'am here because | am a woman of the border: between places, between
identities, between languages, between cultures, between longings and
illusions, one foot in the academy and one foot out’ (Behar, 1996, p. 162;
Jewish Cuban-American writer)

« ‘An anxious, abstract space...a non space’ (Nayak, 2014)

* ‘Unsettling relations’ between traditional (non service user) University
researchers [and clinicians] and mental health service user researchers
(Banneriji et al., 1991; Church, 1995)

A liminal professional identity space- a difficult, unsettled and unsettling,
troubled and troubling, paradoxical, ambivalent, contested, vulnerable
space — a space full of contradictions that, as service user researchers, we
embody (Barker and Cox, 2002; Cresswell and Spandler, 2012); it can also
open up creative and subversive possibilities



Identity struggles (ll)

 The mad enough and normal enough paradox (Voronka,
2019) - links to authenticity/'authentic’ survivor researchers
in academia

 Epistemic injustice/oppression (Jones, 2022)- others
focussing on our ‘lived experience’ whilst disregarding our
academic expertise; our credibility as trained researchers
being devalued

‘You are very brave to disclose your mental health history’; ‘We feel for you - it
must be very difficult for you doing this kind of research whilst being a patient, or
an ex-patient- for example, observing ward rounds’; ‘You are seeing things from the
other side [i.e. the patients’ side, not the nurses’ side]' (Ward staff)



Methodological struggles

 ‘Experiential knowledge not scientific and robust
enough’; ‘Survivor researchers too emotionally involved
with the issues they are researching’; ‘Survivor

researchers are particularly guilty of confirmation bias’;

Confirmation bias is the tendency to search for, interpret, favor, and recall information
in a way that confirms or supports one's prior beliefs or values
https://en.wikipedia.org/wiki/Confirmation_bias

* The competence and robustness of survivor
researchers being questioned

‘How can Dina possibly understand what we (staff) are doing on the ward? She is an ex-
patient!’ (Ward staff)

‘Dina showed a lot of emotion...Is she robust?’(Clinical lead)


https://en.wikipedia.org/wiki/Belief
https://en.wikipedia.org/wiki/Confirmation_bias

Emotional labour

« How to manage the significant emotional labour (Hochschild,
1983) involved in using our lived experience of distress and mental
health service use as ‘an instrument of knowing’ and understanding in
mental health research?

« How to care for ourselves and our mental health in the process of
carrying out research work that necessitates maintaining continuous
contact with experiences of madness and with the discomfort and
terror they can generate?

« Continuous exposure to other service users’ acute distress (Vicarious
trauma; Newell and MacNeil, 2010)



Ethnography (2015-2018)

« An ethnographic process evaluation of a Quality Improvement
(Ql) violence reduction programme on inpatient mental health
wards

* The QI programme sought to implement across all inpatient units in
two different NHS Mental Health Trusts in England a clinical toolkit in
order to reduce the frequency of violent incidents occurring in these
units by ‘at least 50% in two years’

> Reduce violence and aggression, improve safety, as well as
introduce changes in professional practice and wider ward culture on
inpatient wards



A definition of ethnography

* ‘In its most characteristic form...[ethnography] involves the
ethnographer participating...in people’s daily lives for an
extended period of time, watching what happens, listening
to what is said, asking questions- in fact, collecting
whatever data are available to throw light on the issues
that are the focus of the research’

(Hammersley and Atkinson, 1995:1)

« Ethnography = the study of peoples, cultures, groups



Aims & Design of the Ethnography

 Main aims of the evaluation:

¢ describe and analyse critically how the Quality Improvement programme was
implemented, and whether it was implemented as planned or with what adaptations

0O identify the factors interacting and influencing the implementation and adoption of the
programme- likely to contribute to or hinder programme success

O explore and understand the diverse and complex environments (contexts) within which
the programme was implemented

« An ethnographic research design (March 2016 - July 2017)

« Multiple methods of data collection

¢ Ethnographic observations in a number of inpatient wards (a total of 4; 2 in each Trust) -
Acute female only ward; Medium Secure Unit (forensic ward) with male offenders with a
Personality Disorder Diagnosis; Acute mixed older adults ward; Acute mixed ward with
adults of working age

O Interviews and informal conversations with staff and service users in these wards
¢ Examination of documents



‘Returning’ to Park House

* Whilst doing the ethnography, | was inevitably revisiting again and again
acutely traumatic memories and experiences and the emotions associated with
this trauma- | was ‘returning’ (narratively and symbolically) to Park House (the
psychiatric facility where | was detained in 2009) again and again...

« Aplace where | was treated as somebody with diminished capacity and insight

* Me - As portrayed in my Care Records (January 2009 -April 2009):

“.dishevelled, retarded, highly agitated and characterised by suicidal ideation,
lethargic and far from mentally alert, incontinent and odorous, occasionally

subjected to physical restraint...“Possibly needing ECT treatment due to
treatment-resistant severe psychotic depression”

*  Ahuge blow to my confidence and a source of profound feelings of terror,
humiliation and shame, as well as a source of a deep sense of failure,
unfairnessl/injustice and stigmatisation- all acutely disempowering emotions



Where | was ‘returning’ to...
Park House, North Manchester General Hospital

The culmination of my mental health crisis (July 2008-June 2010)
Detained under MHA (January — April 2009)



Feeling
terrified
on
Willow
Ward

Alfred Kubin

Terror,
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Oppression,
Alfred
Kubin

Having my
confidence
crushed on
Willow ward
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Melancoly

Albert Gyogy

Revisiting
this...




Ethics and politics- Some hard questions...

How to practise ‘an ethics of care’ (Parton, 2003) and compassion with male service
users (on a forensic ward) who have committed horrific sexual offences against
women and children?

Can | be an ally to fellow service users who have committed horrific sexual offences
against women and children?

‘I said to Martin that my visit that day was my last visit to the ward as |
had finished my research on the ward; Martin who was sitting on a sofa
next to me patted my back gently and said ‘| will miss you!’; | caught
myself saying ‘I will miss...our chats!’; | was very well aware that |
hesitated there for a moment.. perhaps what | really wanted to say was
T will miss you too!’...perhaps I felt | had to censor myself in relation to
what | could bring myself to say to Martin, ‘the beast, the schizophrenic
psychopath, the serial rapist’ (as he had been described in one of the
tabloid newspapers)...How on earth could | say to ‘a beast’ that | will
miss them? Feeling quilty about what | (perhaps) really wanted to say to
Martin; How can | practice ‘an ethics of care’ and compassion towards
Martin? How can | be (dare say) an ally to him as a fellow service user?”
(Entry from fieldnotes, 25 May 2017)



Balancing conflicting ethical concerns (Molyneux, 2016)

‘How to deal with disclosures and statements offered to me by service users in acute distress
when such disclosures and statements, if explored, could afford important insights into the service
users’ mental state? What do | do with such disclosures and statements - pragmatically,
ethically (ethics of care) and emotionally? Service users offer me these for a reason; for
example, one female patient on the first ward | observed kept telling me ‘I am Jewish, | am
Levite, and | could kill someone any time..."’ Another female patient on the same ward told me
‘Last night | was shot...you were shot too...” What do | do with statements like these? Do | talk
to staff about them? Staff on the ward in question were most likely to dismiss such accounts as
psychotic talk’, ‘meaningless delusional thoughts’; one staff member actually emphasised to me
on a couple of occasions that staff on his ward do no encourage engagement with patients’
‘delusions’ as the latter may worsen if the patients are encouraged to talk about them...Ethically
and politically -I struggle with what | perceive as the dominance of the biomedical model of
‘mental illness’ and the diagnostically driven language on inpatient wards according to which
service users’ distressed talk is dismissed as ‘meaningless delusional thoughts’ rather than
something to derive meaning from in the context of people’s lives’ (Entry from field notes -17 April
2017; 10 July 2017)

Concerned and struggling (ethically/politically) with ward staff’s uncritical and unreflective
endorsement of the diagnostic/biomedical model but at the same time needing to avoid
open confrontation with ward staff as open criticism and confrontation would have risked
undermining a respectful relationship with staff and most probably jeopardising access to
the ward for me



Epistemic exploitation (Berestain, 2016)

« How to negotiate the demand to incessantly disclose details of our
histories of mental ill health in order to be deemed ‘authentic’ survivor
researchers in academia, when such disclosures are irreversible and
carry significant emotional and professional costs?



The Neoliberal University (l)

How to survive as service user/survivor researchers in the neoliberal
University, when faced with unsettling relations with non service user
researchers/academics, a ruthlessly competitive labour market,
financial and psychological precarity and casualisation, lack of clear
career pathways and obstacles to career progression even for the
most qualified and experienced survivor researchers?



The Neoliberal University (ll)

 How to survive as service user/survivor researchers in academia
when we are acutely aware that our ‘valuable lived experience of
mental distress and service use’ aside, we are actually a liability
when our academic worth is measured on the basis of productivity
and publications in high impact factor journals?



More Political Struggles...

How to reconcile ‘the essentially partisan and political nature of user controlled
research, committed to improving people’s lives...” (Beresford, 2005, p.6) with the
need to achieve the detachment and critical interpretive distance that mental health
research requires?

How to reconcile the links of service user-led/survivor research with activism (‘the
researcher as activist'? Fuller, 1999) on the one hand, with the need to be
dispassionate, detached and critically distant in mental health research work on the
other?

How to reconcile the political and ethical standpoint of being an ‘engaged’
(Cresswell and Spandler, 2012) researcher and a patient/service user ally with the
impartiality, detachment, and value-fee intellectual interests expected of
researchers?



Allies

 True Allies or Paying lip service? Rhetoric and reality in service user
involvement in mental health research

 Abuse of power within survivor research circles; institutional and
interpersonal failures



Ways forward?

« Allies among tenured academics are crucial but not sufficient

 Wider meaningful institutional support within academia is needed
(Heney and Poleykett, 2021)- for example, substantive posts for
survivor researchers in Universities; Meaningful support when
service user researchers return to work following absence due to
mental health or physical health crises

 Networks and collaborations outside academia (SRN CIC)
https://survivorresearcher.net/
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