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Some Ground Rules
Confidentiality

Respectful listening to each other
Ownership of comments

Ok to challenge each other
Ok to ask questions

Ok to interrupt and offer comments
Sharing personal experiences/information –

Confidentiality
Mobile phones off

Anything else?



Introductions

• Dina and Laura – 3 things about ourselves

• Rest of the group – 3 things about yourself



Expectations/Hopes

• What do you hope to get out of the workshop?
What are your expectations from the
workshop?

• Why did you chose this particular workshop?



Aims of workshop
• Reflect critically on the challenges and opportunities for mental

health service users/survivors actively involved/employed in
mental health research as ‘service user researchers’ ; particularly
in University- based mental health research; socio-political and
economic, institutional, relational, and emotional challenges

• Look at strategies to manage/respond creatively to these
challenges

• Interrogate and problematise the reality of mental health
service user involvement in University-based research as more
complex, messy, troubled and full of contradictions, compared to
the respective Patient and Public Involvement in research
rhetoric currently prevailing in the UK

• Reflect on changes that need to be created in Higher Education
contexts in order to begin to address the barriers to meaningful
mental health service user involvement in research in these
contexts



A note on Language/Terminology/Identity
politics

• Language/terminology in the area of Patient and
Public Involvement in health/mental health research:
contested

• Patient and Public Involvement in health/mental
health research: a contested concept; poorly
conceptualised (Rose, 2013)

• Mental health in particular: Self-identification
issues/Identity politics among users/ex-users of
mental health services – very complex and contested

• Patient; Client; Service User; Ex-Service User; Mental
Health System Survivor; Consumer; Peer; Person with
Lived Experience; Expert by Experience; Mad-
identified…



Dina’s story: Challenges/Struggles,
Opportunities & Creative responses in the

journey from Willow Ward back to Academia

• Experience of having worked as a Service User
Researcher in 2 English Universities

• My focus here  Unremitting identity struggles in
constructing and negotiating my double identity – an
academic researcher and mental health service user

• My double identity = A liminal identity space…

• A liminal space in - between academic research and
psychiatric survivor movement



LIMINAL

(http://mewithmyheadintheclouds.
blogspot.co.uk)

8



A liminal identity space…
• ‘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 (Grant)

• Being able to theorise one’s own lived experience…
• Being able to blend first person experiential accounts where ‘the

blood has been left in’ (Moriarty, 2013) with ‘properly academic’
(i.e. critically detached , ‘objective’ and rigorous) commentaries…

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

• ‘Unsettling relations’ between traditional (non service user)
University researchers and mental health service user researchers
(Bannerji et al., 1992; Church, 1995)

• Mad/survivor/service user knowledge as ‘difficult and troublesome
knowledge’(LeFrancois, Menzies and Reaume, 2013; Pitt and
Britzman, 2003) and as ‘dangerous knowledge’(Cooper and
Lousada, 2005)



Being an academic researcher and
a mental health service user:
Having access to two ways of
knowing, i.e. Experiential and
Formal/Analytical Knowledge

“Combining the analytical
and experiential is a richer
way of knowing” (bell hooks,
1994)



What do others see?

• My double identity not always recognised…

• At times viewed only as a service
user/somebody with a broken mind…

• At other times viewed only as an academic
researcher who is able to deliver 100%...

• Because of my academic research background,
not a bona fide service user…



Liminality and trouble…
‘I am here because I 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)

‘Troubled subject positions’ (Wetherell, 1998)
‘An anxious, abstract space…a non space’ (Nayak, 2014)

‘The in -between space gets us unstuck…by not falling into
certain categories’ (Nayak, 2014)

A liminal identity space- a difficult, unsettled and
unsettling, troubled and troubling, ambivalent, contested
space; it can also open up creative and subversive
possibilities…
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BORLDERLANDS

(http://futuroenusa.com/borderland
-expone-el-drama-del-inmigrante)
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To Live in the Borderlands Means You…

are neither hispana india negra espanola

neither a white woman,

you are mixed-race, mulata, half-breed

caught in the crossfire between camps

while carrying all five races on your back

not knowing which side to turn to,

run from…

When you live on the border

people walk through you,

the wind steals your voice,

you're an ass, ox, scapegoat,

forerunner of a new race,

half and half-both woman and man –
neither - a new gender….

In the Borderlands

you are the battleground

where enemies are kin to each other;

you are at home, a stranger,

the border disputes have been settled

the volley of shots have shattered the truce

you are wounded, lost in action

dead, fighting back…

To survive the Borderlands

you must live without borders,

be a crossroads.

Gloria Anzaldua, 1999, Borderlands – La
Frontera, 2nd edition, San Francisco, Aunt
Lute Books
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Struggling with Ambivalence…
• Ambivalence - a core and often unsettling emotional experience for me in the

liminal identity space I inhabited/inhabit as a mental health service user researcher

• Profound ambivalence towards my mental health crises, my mental health service
user identity and my mental health service user researcher subjectivity/role itself
(huge losses and traumas/biographical disruption/bitterness and grief; opportunities
for personal growth and transformation)

• Wishing to disown and at the same time to hold on to my mental health service user
identity…

• The ‘Madness and mad knowledge as a dangerous gift’ (The Icarus Project, USA)
paradox - the knowledge stemming from my lived experience of mental distress may
be an asset, potentially positive and valuable for mental health research BUT at the
same time it is something excruciatingly painful that I often wish I did not have!

“I don’t know, I’m not sure about it …whether having had mental health problems has
offered me opportunities for change and growth…I have had 20 years of
psychotherapy which definitely enabled a great deal of personal development and
transformation for me but I often wonder about the huge cost of my 'post-traumatic
growth’…”
Reflexive notes from therapy session (June 2011)
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Madness as blessing?

Spike Milligan (1918 - 2002) - an
Irishman; described on his
gravestone as 'Writer, Artist,
Musician, Humanitarian,
Comedian‘; a life-long sufferer
from depression; his epitaph
reads ‘I told you I was
ill’ (http://www.winwisdom.com/
quotes/author/spike-
milligan.aspx)
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Paradoxical space
(http://daltarak.blogspot.co.uk)

Mental health service user
involvement in academic
research as ‘a paradoxical
space’ (Rose, 1993; Spandler,

2009)

Potential simultaneously
for both emancipation
and appropriation/co-
optation/assimilation
(Beresford, 2002)
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Recovering Our Stories: A Small Act of Resistance

‘We all have stories. Many of our stories are deeply personal.
Some of our stories are painful, traumatic, hilarious, heroic, bold,
banal. Our stories connect us—they reflect who we are and how
we relate to one another. Stories are extremely powerful and
have the potential to bring us together, to shed light on the
injustice committed against us and they lead us to understand
that not one of us is alone in this world. But our stories are also
a commodity—they help others sell their products, their
programs, their services—and sometimes they mine our stories
for the details that serve their interests best—and in doing so
present us as less than whole. - Becky McFarlane, Recovering
Our Stories event, June 2011’

(Costa et al., 2012, p. 86)
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The paradoxes of mental health service user
involvement in academic research as lived

contradictions
• The structural paradoxes of mental health service user

involvement in academic research as ‘lived contradictions’
(Cresswell and Spandler, 2013; Hamilton, 2001)

• A past diagnosis of ‘psychotic depression’, detention under a
section, and use of secondary mental health services got me a
job on the IMHA project– The ‘mental illness as an advantage’
paradox; ‘For some academic researchers, mental illness can
be an advantage’ (Tickle, 2009,The Guardian)

• Being a mental health service user in academic research –
privileged/celebrated as having ‘unique insights’, ‘valuable
service user knowledge’, ‘expertise by experience’; BUT the
mental health service user identity is a stigmatising , devalued,
‘spoiled’ (Goffman, 2009) social identity I have often wished
to disown
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The Service User Researcher role: opportunities
• Re-entering Academia as a Service User Researcher, returning to work:

critical in my journey of healing (‘recovery’)

• This journey opened up opportunities for personal growth and
transformation for me, affording me hope and new insights into the
human condition

‘Suddenly, when I re-entered academia in the summer of 2010, I was employable
again having been unemployed for 2 years. I was once again able to operate in an
academic and research environment and benefit from the available opportunities
for intellectual stimulation. In my Service User Research Fellow post in the IMHA
project, I was able to feel worthy and value myself again, I saw my confidence in my
academic abilities slowly develop in spite of my battles with low self-esteem,
performance anxiety and self-doubt; and these experiences were really affirming,
validating and empowering. I felt able to put a particularly traumatic experience
(my sectioning in 2009) into some positive use, hoping to make a difference in the
lives of those who experience compulsion within mental health services. I went
from being treated as somebody with diminished capacity and insight (whilst in
hospital) to being recognised as somebody who has acquired unique insights and
valuable service user/survivor knowledge (experiential, embodied, tacit knowledge
stemming from the direct, subjective, lived experience of mental distress)’ (INVOLVE
conference contribution, 2012)
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Responding creatively to the
‘unsettlement’

• Attempts to negotiate/respond creatively to the
‘unsettlement’ that I experience as deriving from my
troubled and troubling mental health service user
researcher identity, without being paralysed by the
often overwhelming challenges the identity in question
presents me with

• Story-telling and theorising of my experience in various
contexts and fora – in research and teaching

• Maintaining a Mental Health Blog
Dina's Blog on Asylum, the Magazine for Democratic Psychiatry

http://www.asylumonline.net/dinas-blog/



Involvement with
collective action in mental
health politics

Member of the Asylum
Magazine Editorial Collective

http://www.asylumonline.net



Group Discussion (I)

• Reactions to Dina’s story? Thoughts?
Comments?

• Sharing of experiences of being actively
involved/employed in University-based mental
health research or in mental health research
in the NHS or the voluntary sector…as service
user researchers or non service user
researchers…



Group Discussion (II)
• To what extent is Academia genuinely interested in mental

health service user/survivor knowledge(s) and mental health
service user/survivor involvement in research?

• How far can the emancipatory and democratic ideals, and the
ethical claims to equality, diversity, and inclusion that underpin
the discourse of mental health service user involvement in
research, be reconciled with the markedly hierarchical,
exclusionary and largely non-democratic infrastructures,
cultures and relations that characterise Academia?

• How to do collaborative, relational, participatory and ‘co-
productive’ research work when individual success, ruthless
competition and powerful audit/performance orientated
cultures dominate in Academia?

• What are the kinds of changes that need to be created in
Higher Education contexts in order to begin to address the
multi-faceted barriers to meaningful mental health service user
involvement in research in these contexts?

Any other questions?
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Contact Us!

Dr Konstantina (Dina) Poursanidou

KIS Research Fellow
Service User Research Enterprise

Health Service and Population Research
Department

Room H2.03, PO 34, David Goldberg
Centre

Institute of Psychiatry, Psychology and
Neuroscience

King's College London

De Crespigny Park, Denmark Hill

London SE5 8AF

Email:
konstantina.poursanidou@kcl.ac.uk

Mobile: 07792358092

Laura Able

IMHA Implementation Project &

Healthy Minds

Email: hartshill60@gmail.com
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