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remercie de m’avoir introduit a la pédopsychiatrie.

A I'équipe de la Clinique des Addictions du Centre Hospitalier de Jury :
je vous remercie pour 14 mois de travail productif autour des problématiques
intéressantes.

Au Docteur Olivier POUCLET : je suis extrémement reconnaissant de
ce que tu m’as apporté au plan professionnel et a mon développement
personnelle. Aller au-dela des symptdmes et se questionner sur la nature et la
condition humaine, cela a été un plaisir agréable. Je vais penser a toi en

ecoutant Hildegard von Bingen.
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Au Docteur Etienne HIEGEL, au Docteur Baptiste BLANC, et au
Docteur Carole GIRARD : je vous remercie tous pour deux semestres tres
agréables.

A Madame Eliane DEGRELLE : je te remercie de I'attention que tu m’as
accordé et japprécie beaucoup ton aide a plusieurs reprises. Sans toi, je

roulerais peut-étre encore avec ma trottinette.

Au Docteur Christophe SCHMITT : je vous remercie de votre aide a

faire passer le message aux membres de TUNAFAM. Sans vous, j'aurais eu

du mal a réaliser et a présenter ce travail.

A ma famille

Maman, papa, l'amour que vous portez a mon égard m’est

incompréhensible. Comment est-il possible d’aimer quelqu’'un autant ? Vous

incarnez le sacrifice du parent pour son enfant et je ne pourrai jamais vous

remercier de maniére suffisante de cela...

Jenny, ma petite sceur, seulement a ton égard puis-je comprendre ce

que ressentent nos parents pour nous. Tu es tres importante pour moi.

A mes ami(e)s

Vous savez qui vous étes et ce que vous faites pour moi.
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Je dédie cette thése a tous les parents, les freres et les sceurs, a tous les
membres de famille de nos malades qui souffrent autant. Je ferai tout ce que
Je peux pour aider vos proches malades et vous aider vous. Votre courage est

remarquable.
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For those seeking the truth

Ki av TTTwyIkn TV Bpelg, n 18dkn dev o€ yéAaok.
‘ETO1 00QOG TTOU £YIVEG, PUE TOON TTEIPQ,

non 8a 1o KataAaBeg ol IBAKES TI onuaivouv

And though you should find her wanting, Ithaca
will not surprise you; for you will arrive

wise and experienced, having long since perceived

the unapparent sense in Ithacas.

C. P. Cavafy, The Poems, 1897-1933
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SERMENT

«Au moment d'étre admis a exercer la médecine, je promets et je jure d'étre
fidéle aux lois de I'nonneur et de la probité. Mon premier souci sera de rétablir,
de préserver ou de promouvoir la santé dans tous ses éléments, physiques et
mentaux, individuels et sociaux. Je respecterai toutes les personnes, leur
autonomie et leur volonté, sans aucune discrimination selon leur état ou leurs
convictions. J’interviendrai pour les protéger si elles sont affaiblies,
vulnérables ou menacées dans leur intégrité ou leur dignité. Méme sous la
contrainte, je ne ferai pas usage de mes connaissances contre les lois de
I'humanité. J'informerai les patients des décisions envisagées, de leurs raisons
et de leurs conséquences. Je ne tromperai jamais leur confiance et
n'exploiterai pas le pouvoir hérité des circonstances pour forcer les
consciences. Je donnerai mes soins a l'indigent et a quiconque me les
demandera. Je ne me laisserai pas influencer par la soif du gain ou la

recherche de la gloire.

Admis dans l'intimité des personnes, je tairai les secrets qui me sont confiés.
Recu a l'intérieur des maisons, je respecterai les secrets des foyers et ma
conduite ne servira pas a corrompre les meeurs. Je ferai tout pour soulager les
souffrances. Je ne prolongerai pas abusivement les agonies. Je ne

provoquerai jamais la mort délibérément.

Je préserverai l'indépendance nécessaire a I'accomplissement de ma mission.

Je n'entreprendrai rien qui dépasse mes compétences. Je les entretiendrai et
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les perfectionnerai pour assurer au mieux les services qui me seront

demandés.

J'apporterai mon aide a mes confréres ainsi qu'a leurs familles dans I'adversité.

Que les hommes et mes confréeres m'accordent leur estime si je suis fidéle a

mes promesses ; que je sois déshonoreé et méprisé si j'y manque ».
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La schizophrénie est une maladie chronique qui se caractérise par des
déficits cognitifs, sensoriels, affectifs et des troubles du comportement. Elle
est la 8™ cause de handicape dans le monde (Rdssler, 2005). Cependant,

cela ne sont pas seulement les malades qui souffrent de cette maladie.

Les changements effectués dans le domaine de la santé mentale a partir de
la 2° Guerre Mondiale, ont changés les rapports entre les malades mentaux
et leurs familles (Goldman, 1982). A partir de 1955 le taux des malades
mentaux qui résident dans les hépitaux a beaucoup diminué, alors que les
taux d’admission aux et de sortie des hépitaux ont augmenté, la durée
d’hospitalisation a diminué a seulement quelques semaines ou quelques mois
(ibid). Cela a introduit une nouvelle problématique de nature de santé

publique et mentale ; 'impacte de la maladie mentale sur la famille.

Sainsbury et al. (1962) ont trouvé que cet impacte sur la famille, nommé en
anglais family burden, pouvait disparaitre ou étre diminué par une
réhospitalisation ou par l'intervention des professionnels de santé mentale en
forme de visites a domicile. Kreisman et al. (1974) étaient les premiers a
identifier que le family burden était un phénomeéne particulierement complexe,
comprenant le comportement agressif ou embarrassant des malades, le
sentiment de culpabilité de la part des parents, les difficultés financiéres, la
grande responsabilité des parents a guider leur enfant malade, 'impacte de la
maladie sur la vie de couple des parents et, enfin, la stigmatisation sociale en

lien avec la maladie mentale.
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Notre étude explore ce dernier aspect de I'impact de la schizophrénie sur les
membres de familles des malades schizophrénes. Avant de présenter les
résultats de notre étude, dans une premiére partie nous décrirons les
différentes nuances de stigmatisation rencontrées en santé mentale et nous
allons montrer 'importance de conduire notre étude. La seconde partie de ce
travail s’appuiera sur notre étude, qui est une recherche qualitative explorant
les expériences de stigmatisation de la part des membres de famille des
malades schizophrénes. L’étude explore ces expériences dans le contexte du
systéme de santé mentale, c’est-a-dire dans l'interaction entre les membres
de famille des malades schizophrénes et les professionnels de santé mentale
(psychiatres, psychologues, infirmiers et infirmiéres, secrétaires). Enfin, dans
une derniere partie, les résultats de cette étude seront discutés et mis en
perspective dans l'objectif d’améliorer les expériences des membres de
familles des malades schizophrénes dans le contexte de leur interaction avec

les professionnels de santé mentale.
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Contexte de I’étude
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I. La définition du concept de la stigmatisation

Parlant de la stigmatisation, il est indispensable de parler des travaux et des
définitions de Erwin Goffman. Goffman a défini la stigmatisation comme « la
situation de lindividu que quelque chose disqualifie et empéche d’étre
pleinement accepté par la société » (Goffman, 1975 cité dans Vienne, 2004).
Goffman conceptualise donc la stigmatisation comme un processus social
relationnel qui se trouve au carrefour des trois types d’identités, aussi définies
par Goffman : lidentité sociale, l'identité personnelle et lidentité pour soi
(Vienne, 2004). L’identité sociale, c’est-a-dire la maniére dont on croit étre vu
par les autres, est bouleversée par un élément de l'identité personnelle, c’est-
a-dire ce qui est visible de nous. Cela a des conséquences néfastes pour

I'identité pour soi, c’est-a-dire ce que I'on ressent de ce que I'on est.

Il. Pourquoi est la stigmatisation un probléme ?

La stigmatisation a des impacts néfastes au niveau de la santé publique : elle
contribue a I'exacerbation du niveau de stress, a détériorer la santé, a
maintenir les différences du statut socioéconomique et donc les troubles de
santé associés avec cela, a retarder la prise en charge médicale et méme a

arréter le traitement médical (B.G. Link et al., 2006).
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lll. La stigmatisation dans le domaine de la santé

Dans le domaine de la santé, depuis les recherches fondamentales de
Goffman sur la stigmatisation, ce concept a été utilisé par de nombreux
chercheurs afin de démontrer son impact sur la vie des individus stigmatisés.
La stigmatisation ne connait pas de limites et elle peut étre retrouvée dans
plusieurs disciplines médicales. Des chercheurs en ont retrouvé concernant
I'incontinence urinaire (Sheldon et al., 1994) le cancer (Fife et al., 2000), ainsi

gu’enfin dans la maladie mentale (Corrigan et al., 1999).

IV. La stigmatisation et les malades

Le concept de la santé mentale a historiquement été associé avec d’autres
termes, qui montrent le caractere négatif qui lui est attribué. L'utilisation de
ces termes, comme le terme « fou », rend difficile la vie des gens qui souffrent
déja de leurs troubles. De plus, l'utilisation de ses termes est associée avec
une peur dans la société quant aux malades mentaux. Dans les années
cinquante, Cumming et al. (1957) ont étudié les attitudes des habitants d’un
vilage au Canada quant a la maladie mentale. Les résultats ont été utilisés
pour créer un programme d’éducation des maladies mentales, mais le
programme a été regu avec autant d’hostilité par les habitants que les
chercheurs ont du larréter. Nunnally (1961) a trouvé que la population
générale associe les malades mentaux a la saleté, la stupidité et le manque

de respect.
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L’effet de la stigmatisation sur les malades mentaux est néfaste. Les malades
mentaux ne consultent souvent pas les services de santé mentale de peur
d’étre étiquetés (Hayward et al., 1997). Certains malades mentaux craignent
gu’un diagnostic psychiatrique les exposera a l'ignorance, la stigmatisation et
I'attitude injuste de la population générale (Scambler, 1984). Il est intéressant
de noter que des études qui demandent l'avis des participants sur des
vignettes abstraites de « malades mentaux » montrent des attitudes négatives
de maniére plus fréquente que des études qui exposent des éléments plus
spécifiques et personnels des malades mentaux (Roman et al., 1981). Les
individus qui souffrent d'une maladie mentale, vus de maniére globale et non
pas seulement sous I'aspect de leur maladie mentale, sont donc apergus plus
positivement. Alors que théoriquement, il serait logique de supposer que les
malades mentaux se qualifieraient eux-méme également de maniére négative,

ils semblent pouvoir éviter leur propre étiquetage (Quadagno et al., 1975).

Selon des données plus récentes, dans la population générale existe le
concept du « fou » et celui du « malade mental ». Le « fou » ne s’adapterait
pas a la sociéte, il aurait sa propre loi a lui, il serait irréel, imprévisible et
capable de tout (Roelandt et al.,, 2010). Le « malade mental » serait aussi
percu comme un étre différent, ce qui serait tout de méme a cause d’une
maladie qui nécessiterait d'un traitement médical. Cependant, des
représentations de violence et de dangerosité sont aussi associées a I'image

du « malade mental » (idem).
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La stigmatisation, qui est un véritable phénomeéne social, a un impact sur la
vie des malades mentaux. Link et al (1989) ont montré que la stigmatisation
des malades mentaux diminue leur propre estime de soi, leurs interactions
sociales et elle a comme résultat 'adoption, de leur part, de mécanismes

d’adaptation pathologiques.

V. La stigmatisation et la famille des malades

La famille est souvent mise a I'écart dans la pris en charge psychiatrique.
Cependant elle a une importance indéniable dans la vie quotidienne des
malades mentaux, ainsi que dans leur prise en charge psychiatrique. Les
membres de famille des malades mentaux prennent un réle important dans la
vie de leurs proches, ce qui rend nécessaire I'organisation des soins en santé

mentale en incluant la famille.

La stigmatisation de la famille diminue I'importance du réle qu’elle assume. La
stigmatisation des membres de la famille, du a leur association au malade
mental, a été appelée « courtesy stigma » (en anglais) par Goffmann (Larson
et al., 2008). On distingue la stigmatisation publique et la stigmatisation de soi
propre. Celle-ci comprend les attitudes et les croyances de la population
générale envers les familles, alors que celle-la comprend les sentiments et les

croyances de stigmatisation qu’ont les familles d’elles-mémes.
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Globalement la stigmatisation de la famille comprend des stéréotypes liés aux
sentiments de la honte et de la contamination, ainsi que des attitudes des
membres de la société traitant les membres de famille comme incompétents
(Larson et al., 2008). La honte est ressentie par les membres de famille, car
dans la population générale il existe souvent la notion que la famille, et plus
souvent les parents, sont la cause de la maladie mentale de leur proche. Ce
sentiment de honte peut avoir comme résultat I'évitement de l'activité sociale
de la part des membres de famille. La contamination décrit le sentiment
gu’ont parfois les membres de famille d’étre « contaminés » par leur proche

malade du fait de leur association.

Alors que la stigmatisation publique et la stigmatisation de soi propre sont
deux facettes de la stigmatisation de la famille qui ont bien été étudiées, nous
ne disposons que de peu de données sur la stigmatisation en milieu
psychiatrique. Il est connu tout de méme que méme les professionnels de
santé mentale peuvent manifester des attitudes et des croyances de
stigmatisation contre les membres de famille des malades mentaux (Park et

al., 2014).
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VI. Comment contribuent les professionnels de santé

mentale a la stigmatisation ?

Le sentiment d’étre stigmatisé est vécu par les malades et leurs familles non
seulement dans le contexte des interactions sociales, mais aussi dans les
interactions avec les professionnels de santé mentale. Environ un quart des
expériences de stigmatisation rapportés par les malades et leurs familles sont
rapportés en effet dans les contextes d’interactions entre eux et les
professionnels de santé mentale (Schulze, 2007). Les attitudes des
professionnels de santé mentale sont devenus un domaine de recherche
depuis les années 90. La grande majorité des études jusque la, explorait les
attitudes de la société envers les malades mentaux, ayant comme but de
comprendre les croyances publiques quant a limplémentation des soins

psychiatriques dans la communauté (Rossler et al., 1995).

a. Professionnels de santé mentale et malades

D’un cété, les personnes souffrant d’'une maladie mentale relatent qu’il n’y a
gu’un traitement psychiatrique standardisé et non-pas individualisé et qu’un
diagnostic psychiatrique est associé a un pronostic négatif, ce qui conduirait a
une réduction de la personne malade a ses déficits psychiatriques (Schulze,
2007). Les malades relatent qu’ils ne regoivent pas d’informations suffisantes
sur leur maladie, les traitements et les possibilités de réhabilitation. De

maniére intéressante, les effets secondaires des médicaments sont pergus
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comme des facteurs de stigmatisation di au fait qu’ils sont visibles et
empéchent donc les contacts sociaux avec autrui (Pinfold et al., 2005). Les
personnes souffrant d’'une maladie mentale pergoivent le besoin de considérer
la réhabilitation et la prévention beaucoup plus que la diminution des
symptoémes aigus et dans ce processus inclure les malades et leurs familles

(Schulze, 2007).

Lauber et al. (2004) ont montré que les professionnels de santé mentale
semblent attribuer des stéréotypes négatifs aux malades mentaux, comme la
dangerosité, la responsabilité que les malades porteraient pour leur maladie,
et leur imprévisibilité. Magliano et al. (2004) ont montré que 66% des
professionnels de santé mentale en Italie pensent que les hdépitaux
psychiatriques ressemblent plus aux prisons qu’aux hépitaux généraux. Ces
stéréotypes négatifs conduisent a des « comportements de distance sociale »

(Schulze, 2007).

Les comportements de distance sociale se manifestent dans plusieurs
croyances et attitudes des professionnels de santé mentale. D’'un cété, Ugok
et al. (2004) ont montré que la moitié des psychiatres ne souhaiteraient pas
aller a la maison d’un malade mental et ils se sentiraient mal a l'aise dans les
occasions de rencontre avec les malades mentaux dans les contextes
sociaux. D’un autre cbté, Lauber et al. (2004) ont montré que les psychiatres
pensent que la présence d’un établissement de soins psychiatriques diminue

la valeur des maisons de la région en question.
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b. Professionnels de santé mentale et familles

Contrairement au nombre important d’études qui existent sur les attitudes des
professionnels de santé mentale envers les malades mentaux, il n'y a que
peu d’études explorant ces attitudes envers les familles de nos malades.
Cependant, nous allons exposer de maniére synthétique le résultat de notre

recherche bibliographique.

Il 'y aurait deux grands domaines de stigmatisation des membres de famille
des malades schizophrénes dans les occasions de rencontre avec les
professionnels de santé mentale. Premiérement, l'interaction interpersonnelle
et deuxiemement la discrimination structurelle dans le systéme de santé

mentale.

La stigmatisation dans le premier domaine se manifesterait par I'exclusion
des membres de famille, par les attitudes négatives des professionnels de
santé mentale et par leurs questionnements. Selon Angermeyer et al. (2003)
I'exclusion se manifeste par le fait que les professionnels de santé mentale ne
s’intéresseraient pas aux besoins des familles et a leurs connaissances et
ressources, ils utiliseraient du jargon meédical et ils ne partageraient que peu
d’information avec eux. Selon les mémes auteurs, les attitudes négatives des
professionnels de santé mentale envers les familles se caractériseraient par
I'arrogance et l'intolérance, ce qui créerait des sentiments de culpabilité et de
non-compréhension chez les membres de famille. Enfin, Kapur et al. (2014)
ont montré que les questionnements des professionnels de santé mentale sur

la biographie familiale et les expériences d’enfance des malades
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schizophrénes étaient vécus comme une expérience de stigmatisation par les

familles.

La stigmatisation dans le deuxiéme domaine se manifesterait par les
structures sociales, la |égislation et les décisions politiques. Selon
Angermeyer et al. (2003) les familles percevraient le systeme de santé
mentale en étant tres compliqué, ce qui créerait une barriére entre eux et les
professionnels de santé mentale et donc un sentiment de solitude. Selon
Boden et al. (2016) les familles pergoivent le secret médical comme un outil
de discrimination et d’exclusion de la part des professionnels de santé
mentale. Enfin, les familles se sentent non-reconnues par le systéeme Iégal et

de santé mentale (Veltman et al., 2002).

Nous avons identifié le manque d’information et de nuances sur notre sujet.

Nous avons donc jugé intéressant de conduire notre recherche qualitative,

afin d’explorer un domaine de recherche peu connu.
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Nous présentons sous forme d’article I'étude, qui est une exploration
qualitative des expériences de stigmatisation du point de vue des membres de
famille des malades schizophrénes, aux moments d’interaction avec les

professionnels de santé mentale.

Cet article a été soumis le 8 janvier 2018 au comité de lecture du journal

« Social Science and Medicine ».
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Introduction

Schizophrenia is the eighth leading cause of Disability-Adjusted Life Years
worldwide (Rdssler, 2005). However, individuals with schizophrenia (IWS) are
not the only ones to bear the burden. The movement of deinstitutionalization
shifted the focus of care of IWS from institutions to family members (FM)
(Thompson et al.,, 1982). FM suffer from the psychological and economic
impact of schizophrenia, and the associated stigma (Awad et al., 2008). Such
stigma has been called stigma by association (SBA), courtesy stigma (Pryor
et al., 2012), or family stigma (Hanzawa et al., 2009). The current study uses
the term SBA to denote the process of stigmatization of FM of IWS by virtue

of their association with them (Phelan et al., 1998).

While numerous studies have been conducted to explore stigmatization
among people with mental illness, few have explored stigmatization among
their FM (McCann et al., 2011). However, SBA has gained recognition as an
important mental health issue (Phelan, Bromet, and Link, 1998). Wyke (2015,
p. 5) identifies SBA as one of the six “research priorities for policy action in
mental health and wellbeing research”, and highlights the importance to
“study how carers and FM of people with mental health problems might
perceive and experience stigma by association” (ibid). Evidence on SBA is
invaluable, so as to reduce stigma, partly ease the burden of schizophrenia
and improve patients’ and families’ well-being (Awad and Voruganti, 2008).

Specifically, SBA has been identified to occur in interpersonal communication
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with mental health professionals (MHP) (Angermeyer, Schulze, and Dietrich,

2003).

The current study aimed to explore FM’s experiences of SBA during
interpersonal communication with MHPs, in order to gain rich descriptions of
such experiences, and provide evidence to improve their experiences with
mental health services. It is relevant to public health because of its
contribution to anti-stigma campaigns in mental health systems, and its
contribution to reduce barriers of access to mental health care and the family
burden of care. It recapitulates social and public health research on SBA
among FM of IWS, it adds to the existing literature by identifying additional
ways of experiencing SBA, and it provides a coherent and unifying account of

SBA by combining results from the literature review and the current study.

Literature Review

A literature review has been conducted with the aim of identifying gaps in the

literature concerning SBA among FM of IWS in occasions of contact with

MHPs.

The University of Liverpool’s search machine “DISCOVER” was used from 12

January 2017 to 26 January 2017 to search the literature using the following

algorithm:

Tl stigma™* OR SU stigma* OR AB stigma*
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AND

Tl (schizo* OR psychotic OR psychosis OR hallucinat* OR delusion™)
OR SU (schizo* OR psychotic OR psychosis OR hallucinat* OR
delusion™) OR AB (schizo* OR psychotic OR psychosis OR hallucinat*
OR delusion™)

AND

Tl (famil* OR relative OR spouse OR "next of kin" OR wive OR
husband OR son OR daughter OR carer OR caregiver) OR SU (famil*
OR relative OR spouse OR "next of kin" OR wive OR husband OR son
OR daughter OR carer OR caregiver) OR AB (famil* OR relative OR
spouse OR "next of kin" OR wife OR husband OR son OR daughter

OR carer OR caregiver))

1.180 articles were retrieved from this search (excluding duplicates) and their
tittes and abstracts were scanned during 14 days. Articles would be included
only if they clearly researched FM experiences of SBA in the context of
interaction with MHP. Of the 1.180 articles only 71 were downloaded for a full
article scan. Articles were excluded either because they did not discuss FM’s
experiences or they did not focus on the context of interaction with MHP or
they discussed stigma in the context of other mental health conditions. From
those 71 articles only 6 were deemed to be pertinent to the research question
because the rest would either research FM burden of schizophrenia through a
quantitative study design or not research FM experiences in the context of

interaction with MHPs. All 6 articles were checked against the Critical
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Appraisal Skills Programme (CASP) Checklist for qualitative research (CASP,

2013) and they were all considered to fulfil most of the standards.

The literature review identifies two domains of SBA, namely interpersonal

interaction with MHP and structural discrimination.

Interpersonal interaction with MHP
In this domain, three main themes emerge, namely, the disregard of FM,

MHP’s stigmatizing attitudes, and MHP’s stigmatizing inquiries.

Disregard of FM

Angermeyer et al. (2003) qualitative study demonstrates that MHP lack
interest in FM as people, their worries and fears. This manifests itself through
the deprivation of their lay competence, an inadequate flow of information,
and the use of technical language. This leads to feelings of rejection and
exclusion, as well as the impression of bothering MHP. Boden et al. (2016)
qualitative research adds to this body of data showing FM'’s impression of not
being in control given the lack of information about the disease and MHP’s
lack of support. FM feel that MHP let them down because they are
disregarded and under-valued. “Exclusionary practices”, such as lack of
information and of explanations are the basis of such impressions.
Interestingly, Veltman et al. (2002) qualitative study demonstrates that
healthcare professionals behave differently in somatic wards, where they

support FM to adapt to the patient’s iliness. Mizuno (2013) showed that FM
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wish to receive information and psychiatrists to be clear and unambiguous

about the disease.

MHP attitudes

Angermeyer, Schulze, and Dietrich (2003) identify MHP’s stigmatizing attitude,
such as arrogant behaviour and intolerance. Ostman et al. (2002) quantitative
study found that the majority of FM felt inferior during their interactions with
MHP. Veltman et al. (2002) show that FM felt that this created
misunderstandings and demonstrated a lack of appreciation towards FM.
Kapur et al. (2014) qualitative study indicates that FM wish for non-judgmental

service provision, and that FM feel closer to MHP who are empathetic.

MHP’s enquiries
FM felt that MHP’s inquiry of causes within the family biography and childhood

experiences was a stigmatizing experience (Kapur et al., 2014).

Structural discrimination within the mental health system
In this domain, Angermeyer, Schulze, and Dietrich (2003) identify stigma on

three levels, namely social structures, legal regulations, and political decisions.

Social structures

Mental health services are judged to be overly complex, confusing, and of
poor quality resulting in families perceiving barriers and a feeling of loneliness
(Angermeyer, Schulze, and Dietrich, 2003). Kapur et al. (2014) show that

mental health services are perceived to be ineffective, inconsistent,
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inaccessible, and incapable of listening to FM. FM perceived themselves as
being a “waste of time” for professionals when their needs did not seem

urgent (ibid.)

Legal regulations

FM perceive legal regulations, like medical secrecy, to be discriminatory
(Angermeyer, Schulze, and Dietrich, 2003; Boden et al., 2016). Veltman et al.
(2002) show that FM feel that legal regulations only considered patients,

although FM were the ones to continuously battle with the healthcare system.

Political decisions

Political decisions concerning the financial and bureaucratic burden of care
were also experienced as stigmatizing (Angermeyer, Schulze, and Dietrich,
2003). FM feel that their efforts are not recognized by the state (Veltman et al.,

2002).

Filling the literature gap

The above literature review demonstrates that evidence on FM’s SBA
experiences of interaction with MHP is scarce. The few qualitative studies
have focused on FM’s experiences of SBA in the society, but not within the
mental health system, and their level of satisfaction with MHP without a focus
on SBA. While Angermeyer, Schulz, and Dietrich (2003) inform their research
by SBA relevant theory, all other studies have taken an atheoretical approach.
FM’s negative experiences with MHP and services are thus not identified as

experiences of SBA. Such negative experiences are depicted as distinct

42



occasions of experiences of dissatisfaction, and hence miss to capture their
overarching and binding theme, namely SBA. SBA in the context of interaction
with MHP is a poorly operationalized term leading to difficulties in conducting
studies. There is a need to operationalize SBA more specifically. The current
study aimed at filling two gaps by focusing on the specific context of FM
experiences in occasions of interaction with MHP, and by incorporating

relevant SBA theory throughout the research process.

Theoretical Framework: Theory of stigma

The current study is informed by existing social theory of stigma. B. G. Link et
al. (2001) define stigma in terms of five dimensions, namely labelling,
negative stereotyping, separation, status loss, and discrimination. Green et al.
(2005) explain that labelling consists in the recognition of a different trait and
in the application of social salience to that trait. Stereotyping is the attribution
of negative stereotypes to these socially important traits. Separation emerges
when people with the different trait feel the demarcation of a difference
between “them” and “us”. Status loss and discrimination are understood to be
the deprivation of one’s ability to participate in the social and economic life of
their community. Stigma in these five dimensions emerges in the context of
power differentials (Lucas et al., 2012). The five-dimensional stigma model
has been tested quantitatively (Bresnahan et al., 2011). In addition, Mukolo et
al. (2010) identify three dimensions of stigma, namely negative stereotypes,
devaluation and discrimination. Ambiguity around these terms exists, however,
and renders their use for the purposes of stigma research difficult. Moreover,

such dimensions have been defined in the context of people with physical and
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mental disabilities, but not for families. Despite these difficulties, the current

study makes use of them.

Methods

Research question: What are the experiences of FM of IWS during

occasions of interaction with MHP in Lorraine, France?

Aim: To explore the experiences of FM of IWS during occasions of interaction
with MHP, in order to gain rich descriptions of potential experiences of SBA
and provide evidence to ameliorate FM’'s experiences with mental health

services.

Objectives:

1. To conduct a literature review on stigma theory

2. To create an interview guide based on the literature review

3. To conduct 11 in-depth interviews and analyse the data by completing a
thematic analysis

4.To inform the local, national and international mental health community

about the research results

Epistemological approach: The current study was informed by the
interpretivist epistemology. According to interpretivism the object of inquiry is
not an external, objective truth, but multiple realities that are created in the

mind of each individual and that are equally valid (Ponterotto, 2005). The
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researcher is an important element of the construction of meaning through
their interaction with participants. Due to this co-construction process, deep
reflection about a priori assumptions and any contextual feature is
rudimentary. The current study did not aim to provide a quantitative account of
the problem of SBA among FM of IWS and its design is thus suitable (Nam,
1998). It rather aimed to provide a context-rich account of SBA experiences
regardless of their frequency of appearance, in order to describe the

phenomenon (Mason, 2002).

Study design: The current study uses a qualitative study design because it
allows for the exploration of subjective experiences, understandings and
beliefs (Pope et al., 1995), it accommodates consideration of the researcher
positionality and its influence on the data co-construction process, and it
provides context-rich information for the description of experiences (Mason,

2002).

Setting: The study was carried out in Lorraine, France (Figure 1). Lorraine is
the only French region to share borders with three other countries, namely
Germany, Luxembourg, and Belgium. The national family organization for
people with mental illness is called UNAFAM (Union Nationale de Famille et
Amis de Personne Malade et/ou Handicapées Psychique). Participants came
mostly from Metz and surrounding villages, but two participants came from
Nancy and Thionville. Interviews took place at the investigator’s office at the
hospital, at the office of UNAFAM or at a café, as agreed upon with

participants.

45



Belgium ©France.com
Luxembourg % worldatlas
Germany
oVerdun * Thionville
FMetz  Forbach | )
Sarreguemines
Bar-le-Duc ,:m—n% Moselle
Meuse «Nancy Sarrebourg
Meurthe-Et._-Lumeville
Mosella
ab %  SeDis
Lorraine /" wy d
Vosges
Z
Figure 1: Map of Lorraine, France (Source:

http://www.worldatlas.com/webimage/countrys/europe/frenchregions/frlorraine

.htm)

Sampling approach: Purposive sampling was used, which enables the
selection of participants who can provide context-rich descriptions of their
experiences (Patton, 1990). A letter was addressed to volunteers of UNAFAM,
and a poster and flyer were created and distributed within the major
psychiatric hospital of Metz. It was estimated that after 11 participants,
theoretical saturation was reached because no new codes would emerge
during the data analysis process. This number has been shown to be

sufficient for homogenous populations (Boddy, 2016).

Inclusion/Exclusion criteria: Participants had to (i) be adults, and (ii) have a
close relationship to the IWS. Participants with (i) intellectual disability or (ii)

mental illness that impaired their consent-giving capacity were excluded.
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Participants (iii) with conflicting relationships with their ill relatives would also

be excluded.

Recruitment: Participants entered the study following two possible pathways.
Participants were informed of the possibility to participate in the study by
posters and flyers within the Psychiatric Hospital of Jury, Metz. Additionally,
the researcher contacted UNAFAM to inform its members about the study.
The researcher shared his contact details for interested participants to contact
him. A first meeting was organized with potential participants at the
Psychiatric Hospital of Jury or at a café to explain the research purpose and
to provide a Participant Information Sheet. Participants were asked to contact
the researcher by phone call or text message within a week after the meeting
to ask questions and to inform him about their decision. 14 potential
participants contacted the researcher, but two were ineligible because one
lived in lle-de-France and the other had experience within the U.K. NHS. All of
the 12 remaining participants agreed to participate in the research. Two of

them were members of the same family, and were interviewed together.

Number of participants 12
Sex 1 male
11 female
Marital status 1 single
8 married
2 divorced
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1 widow

Relationship to ill relative 9 mothers
1 father
2 sisters
Age max: 73 years old

min: 34 years old

mean: 56,25 years old

Ethnicity 7 French
1 mixed French and Spanish
1 mixed French and Polish
1 mixed French and German

1 Algerian

Level of education 2 post-graduate degree level
2 graduate degree level
3 undergraduate degree level
3 High School degree level

2 Junior High School degree level

Work status 3 Retired
6 Employed
2 Unfitness to work

1 Unemployed

Data collection methods: 11 semi-structured in-depth interviews were
conducted leading to over 12 hours of interview material. The interview guide

included one introductory question about FM overall experience with MHP
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serving as an icebreaker and introducing the next questions, covering FM
expectations of MHP attitude towards them before meeting them, FM first
experience of the encounter with their ill relative’s MHP, potential changes in
their relationship with them, positive experiences and negative experiences
with them, FM experiences with the mental health system, reactions in case of
negative experiences, and a direct question about experiences of
discrimination. The researcher deliberately did not ask direct questions about
the dimensions of stigma identified in the literature review, so as not to lead
participants into pre-defined answers. However, the identified dimensions of
stigma served as the red line during the in-depth interviews and orientated the
researcher’s probing questions. Two pilot interviews were conducted with
participants, but no difficulties were identified. Therefore, the pilot interviews

were included in the data analysis.

Data analysis: Interviews were conducted in French, lasting from 60 to 90
minutes, and they were tape-recorded and transcribed verbatim. The
researcher provided translations in English, which underwent thematic
analysis (Braun et al., 2006). The researcher read all transcripts several times
and deductively applied codes based on the theoretical framework of stigma
theory presented above. The pieces of text that were not eligible for such
codes were coded using an inductive approach. Relevant codes were
thoroughly examined and associated with each other to create abstract and
descriptive categories. These categories were assembled into themes that
were checked against each interview transcript. The themes were changed

several times, so as to represent all data. Two transcripts were coded after
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the analysis, so as to check whether new codes would emerge or whether the

themes covered all data. No new codes emerged during this process.

Ethics: Ethical approval was sought from the University of Lorraine and the
University of Liverpool. Participants were given the written consent form after
being thoroughly informed about the research aim and procedure using the
Participant Information Sheet. After all questions had been answered, they
returned it signed when they met the researcher for the in-depth interview.
Confidentiality and anonymity of participants were respected through the use
of pseudonyms chosen by participants. Interview recordings, and participants’
contact details were securely stored on the researcher’s personal computer,
and protected by password. Participants were advised that they could
withdraw at any time. The researcher conducted a short debriefing session
with each participant after the in-depth interview. UNAFAM, as a gatekeeper,
was asked to reassure its members that their participation in the study would
be confidential. UNAFAM was not informed about the identity of those who
participated in the research. Additionally, the importance of inclusiveness was
explained to UNAFAM, so that members of diverse backgrounds could
participate (Sixsmith et al., 2003). All documentation pertaining to the study is
kept securely in a locked cupboard and electronically encrypted, and will be

destroyed in 2022.
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Figure 2 — Thematic Tree

Six themes emerged during the thematic analysis, namely “The good MHP”,
“The bad MHP”, “Overt Stigma”, “Covert Stigma”, “Parents’ reactions and
coping mechanisms”, and “Schizophrenia concerns the whole family”. Due to
word restrictions, only two themes will be presented, namely “Overt Stigma”

and “Covert Stigma”, because of their direct pertinence to the research

question. The remaining results will be submitted for publication.

Theme 3: Overt stigma

This theme depicts direct ways in which FM perceived to be devaluated,

discriminated, and victims of negative stereotypes.
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Devaluation

Aggressiveness

FM perceived aggressiveness as MHP’s grudges against them, MHP being
harsh on them, creating conflictive relationships with them, and using violent
words against them. Aggressiveness was expressed by MHP’s impatience,
them being cold and distant, speaking in a dry way, lacking appeasing words

and gestures, being categorical, intimidating and judgemental.

Lack of empathy
FM felt devaluated in their role as parents because MHP would not try to
understand their difficult situation and they would judge them as being difficult

to manage.

Minimization and exaggeration

Parents felt that MHP dismissed early signs of psychosis that they recognized.
MHP would state that symptoms are due to adolescence; parents’
observations would be minimized, without their worry being taken into
consideration. MHP would state that parents exaggerate because of overly
due worry. As a result, parents felt that they imagine things, and that they

were not taken seriously.

Noélle: You should know that my sister is bipolar and a cousin is
schizophrenic, so | am sensitive to these things. | detected early certain
problems in my son’s behaviour. | took him to child psychiatrists and

they would tell me that everything is fine, that it’'s adolescence.
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Discrimination

Pushing away

FM described an array of practices that made them feel pushed away by MHP
despite their desire to be present. Mothers felt to be pushed away, and
siblings felt less included than their parents. FM felt excluded during their ill
relative’s hospitalization because they felt limited in their right to communicate
with their relative. In cases of isolation, visits and calls were completely
forbidden, resulting in FM’s worry about their relative’s state. Some FM
wondered about the necessity of visit restrictions, while one FM stated that in
somatic wards visits are less restricted. Some FM felt that MHP wanted to get
rid of them. As a result of this discriminatory practice, FM felt disappointed for
not being present, they did not dare to ask for support, and they felt that they

bothered MHP when asking questions.

Marie: They aren’t very explicit. They don’t say a lot of things. They
don’t inform us about a lot of things. Especially me, being the sister;
they mostly talk to my parents. Even if | forced them a bit, it didn’t work

out.

Irena: This worries me. Or it's in the private sector... Some
psychiatrists are so full that they don't take any more patients. Others, |
am afraid that they believe in psychoanalysis and that they put me

aside.
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Refusing to see FM

FM identified a particular form of discrimination, namely MHP’s refusal to see
them either in the ill relative’s absence or at all. FM mentioned that they found
it difficult to express themselves and the difficulties they encounter with their ill
relative in their presence. However, MHP would not hesitate to summon FM
when they needed them, like in case of involuntary hospitalizations or expert

assessments.

Marie-Hellene: There was an episode with a psychiatrist, whom | didn’t
meet directly, but my sister did. Back then we would live in the same
village, my parents and I, and she lived in Besangon, where my parents
had previously lived. The psychiatrist was in Besangon. My mother
wasn’t well at all, it made life impossible, so we thought that we must
tell the psychiatrist. She contacted him, but he told her that our mother
was the patient, so... My sister was 30 years old. He didn’t want to
listen to a relative’s opinion, not at all. Since things weren’t going well
and she wanted some help, she told him that she wanted an
appointment for herself. He was shocked but he didn’t dare to say no.
When she went there, she told her that she would talk to him about our

mother. It’s terrible to have to do that.
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Negative stereotypes

Criticism

FM felt that MHP’s reproaches were hurtful and tough. They would consist in
psychiatrists telling parents that they are not helpful and in writing judgements

about parents in patients’ files.

Lucy: Some time afterwards, my son had asked for his patient files. He
wasn’t well, he didn’t want this anymore, he asked for them when he
was angry. During one of our house moves | found them. | ought to not
see them, this was none of my business, but... | read a bit. It was
written, “the mother has almost no affect for her son”. | found this once

again unjust.

Parents don’t love their children

Parents felt that MHP think that they do not love their children. They felt that
their sadness and difficulty to live through the situation was perceived to be a
lack of appropriate care for the ill child. Contrary to how parents perceived
MHP’s understanding of their attitude towards their children, they stated that
they wanted their children to be active and out of the hospital as much as

possible.

Parents are incompetent
Parents stated that MHP thought of them as incompetent, accusing mothers
not to know how to bring up their child, and hence designating symptoms to a

bad upbringing and a lack of education.
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Margot: One nurse told me... “well, your son is unmanageable, put him
in the street and he will see what life is about”. | said, “no, it’'s not
possible that people working at the hospital tell me to put my son in the

street”.

Parents and mothers cause mental diseases

Most parents, especially mothers, perceived MHP to be judgemental of them.
They felt judged as being the cause of their child’s disease, and the culprit
either because of their castrating behaviour or their fragile state. Professionals’
silence was also perceived to be guilt-invoking and interpreted as indicative
either of their participation in the causation of schizophrenia or of their

incapacity to understand. Moreover, some pieces of information on the World

Wide Web were depicting families as pathogenic.

Margot: | felt that, when | asked to see the professionals, | was the
castrator mother. You know, the kind of mother who creates a bit a

schizophrenic child. That was the theory 20 years ago.

Irena: Because, actually... | have spent a lot of time online. You can
find old classes for nurses from the 1980’s, where the family is still

pathogenic. So, I can tell you that when you read that, you are not well.

Mothers are too present
Mothers were often accused of being too present, overprotective, invasive,

and overall too maternal. Additionally, mothers said that MHP thought of them
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as being incapable of putting barriers in the relationship with their ill child. As
a result, several mothers claimed to have chosen to retreat out of fear of

being judged.

Investigator: What do you think that doctors thought about you during
the first phase of your son’s disease?

Margot: Well, that | am an invading mother, | was too present, that they
didn’t have time to take care of me. They take care of the patient, not of

the mother. But the mother is also ill

Parents are guilty

A range of practices was considered by parents to be guilt-invoking, like the
history of illness and questions about the pregnancy. Parents felt during such
interviews that they had done something wrong or that they did not do

something right.

Theme 4: Covert stigma

Covert stigma describes ways in which FM felt stigmatized in indirect ways.

Structural discrimination

Psychiatry and the outer world

Barriers

FM described the feeling of psychiatry being a world apart the word in which
they lived. As a different kind of world, psychiatry presents to FM hitherto

unknown barriers and rules that they need to learn in order to navigate it.
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Barriers were identified which indirectly pushed FM away, such as physical
barriers, the difficulty to find the right ward, the need to ring a bell and wait so
as to enter the ward, and the locking up of wards; access barriers, concerning
the difficulty to access the mental health system through general practitioners
or the A&E and the resulting necessity to use a “deus ex machina” to access it,
and the difficulty to make an appointment with the ill relative’s psychiatrist. FM
described the mental health system as a world with its own rules and rituals,
hard for them to understand, rendering them indirectly rendered incapable of

navigating it.

Use of medical jargon

Another example of indirect discrimination in mental healthcare is the use of
medical jargon. FM were adept at identifying keywords that would grant them
access to healthcare and information they would otherwise not obtain.
Everyday words were deemed insufficient and the need to know technical

terms in order to be listened to was stressed out.

Marie-Hellene: They would minimize things. | had the reflex to think
about the medical term that | learned at the psycho-education

programme, so | said it with these words and they listened to me.

Dominant psychiatry
Mental health services were often compared to prisons. FM felt devaluated
and the trial-like procedures at the hospital made them feel like culprits. FM

felt that the mental healthcare system was non-apologetic because MHP were
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not obliged to take responsibility for their hostile behaviour, they did not
recognize their mistakes, and they did not wish to resolve issues with FM.
MHPs were esteemed to exert a controlling behaviour over FM in terms of
visiting hours and regulations, calling restrictions, and control of potential
goods FM brought to the hospital. Moreover, MHPs were deemed to be
inflexible without allowing for the accommodation of cultural particularities or

FM’s suggestions.

Angeles: Physically | was knocked down after this interview. It’s bizarre.
My son and | made the comparison between the psychiatric world and
the prison. There is someone who is asking questions, they try to
understand, there is an inquiry. It's very bizarre. You always feel
suspicious, my son also felt that. He felt that | handed him over to a

prison.

Knowledge discrimination

Knowledge imbalance

FM perceived there to be a knowledge imbalance between them and MHPs.
FM found it difficult to access knowledge. A mother managed to access
knowledge through her participation in a mental health conference thanks to
her professional status that allowed this. The majority of parents, however,
who were not in such a privileged position, found that they received no
information and no explanation on various issues, like treatment changes,
updates in psychiatry, the nature of schizophrenia, its irreversibility, diagnosis,

symptoms, pharmacological treatment side-effects, prognosis, follow-up
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alternatives, psycho-education programmes, social issues, administrative
issues, the utility of questionnaires, and the objective of patients’ isolation. All
FM believed that receiving explanations helps them to understand, accept and

feel less guilty.

Confidentiality

A common discriminatory practice was for professionals to appeal to
confidentiality issues and disclose no information. Professionals would often
state that they couldn’t disclose any kind of information because of the ill
relative’s age. In one case, however, a mother appreciated MHP’s guidance

despite the no-disclosure policy.

Marie-Hellene: He would walk around in Paris; | was very worried. The
psychiatrist told me that he is an adult and that we can’t do anything

about it. So, I didn’t feel supported.

Lucy: My son was followed-up at the Addiction Centre. Once | called
because | was worried. | just called to know if he was still going there.
They told me that they couldn’t tell me this. It is a professional secret.
“We cannot tell you, but if you need some help, we can accompany
you.” | said yes and | organized an appointment. | saw a psychiatric
nurse. He told me that we wouldn'’t talk about my son, but about myself.
About my difficulties. | said that being in a relationship with him is

difficult. | would like to accompany him, to treat him... This really helped
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me. This could have happened in psychiatry as well... to give families

some platform.

No recognition

Annihilation

This category describes a variety of practices through which MHP do not
recognize FM, leading to the latter's perception of being eradicated without

any access to their role as FM.

Parents are not listened to

Parents felt that they were not listened to in various occasions, like
concerning their observations, recognition of early symptoms, and potential
impending crises. They felt that it is bothersome not to be listened to.
Moreover, they perceived it to be terrible to be reassured by MHP while

parents observed the symptoms.

No lay competence
FM felt deprived of their lay competence and disqualified as bearers of

accurate information about their ill relative’s clinical state.

Silence

FM perceived silence to be stigmatizing because it would make them feel as
culprits and incapable of understanding. This left them with several
unanswered questions and the desire to ask questions and receive answers,

express their anger about the silence, and share information of their ill
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relative’s everyday life with MHP. Silence was perceived to be violent also

because of secrecy around mental disease.

Angeles: A mother is a mother, whatever her age. Yeah, even if | work
in the social domain, in human rights etc, it was the first time, really, but
really, that | felt that | have no rights at all, no fundamental rights.
Because | was not considered as a person. Silence is of extraordinary

violence

No right to talk

FM felt that they did not have the right to talk or ask questions. There was
often no possibility to ask questions, psychiatrists would give answers to their
own questions, and FM were reluctant to talk about problems concerning the
hospitalization. They would write comments in personal diaries, but they
would otherwise not express their desire to tell MHP that what they say, about

mothers for instance, is unthinkable.

Paradoxes
FM identified a variety of paradoxes that did not allow them to access their

roles because of the resulting confusion.

Paradox of support
MHP would state that parents are not helpful for their children and they would
confirm that they communicate in the wrong way with them, without helping

them in this respect. The paradox emerges because they felt that MHP
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expected them, on the other hand, to help their ill children without any help.
FM felt that MHP were contradictory in their messages concerning the nature
of a good attitude. On the one hand, MHP would think that FM’s attitude is
never how it is supposed to be, they would exclude them from interviews, and
they would tell them to let their ill relative free, whereas, on the other hand,

they would reproach FM for not being present.

Paradox of responsibility

Parents identified the paradox of responsibility, which states that, on the one
hand, they cannot decide or be informed about their ill child’s follow-up, but
that they must, on the other hand, bear the burden because of the nature of

their parental status.

Paradox of adulthood

Parents were often faced with the paradox of adulthood that states that the ill
child is an adult, and hence free to decide about their follow-up and treatment
without the FM'’s intervention, whereas on the other hand FM were charged

with the burden of care upon discharge.

Lucy: The response was, “Yes, but if your son doesn’t want to, he won'’t
do it”. That’s where | don’t understand things. He can’t decide what is
good for him or not. Shouldn’t someone decide for him at that point?
That’s where there is a problem. When he is in the hospital, he doesn’t
decide anything haha and then, they listen to him in an excessive way,

| think.
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Suspicion

FM felt that MHP were suspicious of them. FM needed to explain themselves,
their discourses were verified, and they felt that professionals thought of them
as culprits. Parents had the impression that professionals protected

themselves from them and that they protected each other.

Discussion

Implications of findings

Main findings

The current study explored the subjective experiences of SBA from the
perspective of FM of IWS in occasions of contact with MHP. FM talked about
professionals’ good and bad attitude towards them, direct and indirect ways of
experiencing SBA, their reactions and coping mechanisms, and the need to
see schizophrenia as a condition that affects the whole family. Two directly

salient themes were presented, namely “Overt Stigma” and “Covert Stigma”.

Implications for further research

The current study adds to the literature by introducing new dimensions of SBA
in the “interpersonal communication” domain identified within the literature
review, as well as by suggesting a framework of research of SBA in this
domain, namely devaluation, discrimination, and negative stereotypes. This
framework allows for the inclusion of seemingly distinct occasions of FM
dissatisfaction in their communication with MHP in the SBA domain. The

current study also adds to the literature by introducing new dimensions of
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SBA in the “structural discrimination” domain identified within the literature
review, as well as by organizing it in light of the new data into three distinct
areas that not only include previously identified data, but build and expand on
them. As a result, the current study offers a framework that can be used by

researchers in future studies (Figure 3).

Figure 3 — SBA Research Framework
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This framework will allow researchers of SBA to distinguish between single
occasions of FM dissatisfaction with MHP and mental health services, and
occasions of FM SBA that is manifest by FM dissatisfaction. Further research
should reveal whether the two elements are two different entities, whether
they are linked, and whether existing literature on patient and FM
dissatisfaction should be viewed from a new perspective, namely stigma and
SBA respectively. Evidence is provided for the conceptualization of
dissatisfaction in the specific context of this study as part of SBA because
what might on the surface seem like a sheer problem of communication is in
the core a problem of realization of the FM and/or parental role. Therefore,
interpreting dissatisfaction with the help of the concept of SBA gives us insight

into the processes of realization and impediment of realization of one’s role as
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a FM. This is viewed as stigmatization because FM cannot access their role
as FM. Regarding, thus, FM dissatisfaction merely as such, misses out on the

deeper processes resulting in it.

Status loss: the silent stigmatizer

“Psychosis” has been identified as a label leading to status loss among IWS
(Yang et al., 2013). The current study introduces annihilation, paradoxes, and
suspicion as practices that lead to familial and parental status loss. B. G. Link
and Phelan (2001) mention that despite status loss not being considered as
particularly important for stigma conceptualizations, it is indeed fundamental
to the definition of SBA and the consideration of FM accessing their roles as
caregivers. However, whereas Link and Phelan (2001) regard status loss as
pertaining to a “downward placement of a person in a status hierarchy”, the
current research extends the definition of status loss to include the complete
loss of one’s parental or familial status, leading thus to a complete loss of
access to the rights and obligations linked to this status prior to the

stigmatizing experience.

Knowledge: a tool of power

Hofstede’s (2001, cited in (Krajewski et al., 2013) “Power Distance” dimension
of culture refers to the extent to which less powerful members of a community
expect and accept that power be distributed unequally. In the context of the
current study, it seems that receiving clear explanations and having a high
level of understanding was crucial to FM. It is within this context that non-

disclosure of information was perceived to be a stigmatizing experience
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because of FM expectation of an egalitarian approach in psychiatry. It might,
therefore, be the case that in cultures with larger levels of “Power Distance”,
i.e. the expectation of non-egalitarian distribution of power, the lack of
disclosure of information will not be perceived as stigmatizing. Knowledge
discrimination also leads to a loss of status given the underlying power

differential between FM and the mental health system (Green et al., 2005).

Stigma and the institution

The prison-like nature of mental health institutions and other features of their
structure have been described as the “structure of madness” by Bil (2016).
This structure includes the quality and form of the buildings, poor resources
and means, and inadequate conditions for patients. The current study
demonstrates that this stigmatizing structure is as relevant to FM as to
patients, and it demonstrates a wide array of its manifestations. As a matter of
fact, the public has held a negative opinion about mental health facilities over
the past decades. Gibson (1992) describes such facilities in terms relevant to
the current study, such as “locked up”, and “a world apart”. Mohr (2000) also

found that parents feel bewildered by medical jargon.

Public health relevance and recommendations

The literature review identified that FM feel that MHP disregard them and the

need for political recognition of their role is necessary. The current study

identified the lack of recognition of FM through practices like annihilation,

paradoxes, and suspicion. Therefore, the role of FM needs to be recognized
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by the state and MHP. On the one hand, it is necessary that FM’s caregiver
role be formally and politically stabilized and protected, so that FM receive
formal support (Landon et al., 2016). On the other hand, MHP need to
develop an inclusive culture of mental health provision and recognize FM’s

right to participate in their ill relative’s caregiving.

Horton (2005) mentions that traditionally viewed values in medical professions,
such as autonomy, mastery, and knowledge are out-dated. The U.K. Royal
College of Physicians redefined professionalism in the light of a new era of
healthcare provision, as “a set of values, behaviours, and relationships that
underpins the trust the public has in doctors” (ibid.). It describes medical
professionalism as consisting in integrity, compassion, altruism, continuous
improvement, excellence, and working in partnership with member of the
healthcare team. However, this description is confined within the patient—
doctor relationship and does not include FM. The current study’s results show,
nevertheless, that FM also appreciate such characteristics in their relationship
with MHPs. Moreover, new mental health professionalism may create the right
conditions for power differentials that do not lead to the emergence of SBA.
MHP need training to learn how to efficiently allow FM to participate in their ill

relative’s follow up (Jensen, 2004).

Psychiatry needs to liberate itself from the doctrines and rituals of the past
that have given rise to detrimental conceptualizations of caregiver—child
relationships, and everyday clinical practice based on habit, but not on

evidence. It is of utmost importance that a credible and accountable
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psychiatry bases its practice on evidence. Self-reflection in psychiatry is
pivotal to overcome stigma and harsh behavior (Mohr, 2000). Within this
context, it is pivotal for mental health services to become welcoming and open

to FM, and to abandon current images of rejecting services.

Limitations

One of the current study’s limitations includes to a certain extent conceptual
overlapping between sub-themes. Some sub-themes were present within
each other but they were recurrent and as such were deemed to deserve to
exist in their own right. A second limitation to the study’s transferability is that
the maijority of participants are parents and they are involved in UNAFAM.
Finally, the average age of FM who participated in the study was 56,25 years
old, meaning that their experiences might depict experiences representative
of many years ago. However, most participants said that they still had

difficulties with MHP.

Conclusion

SBA among FM of IWS emerges in occasions of contact with MHP in two
forms, namely overt stigma in the context of interpersonal interactions with
MHP, as well as covert stigma in the context of the mental health system as a
structure. Interventions to tackle SBA must recognize the diverse ways in
which stigma may manifest itself. The current research demonstrates such
ways and provides a framework for further research, so as to refine and

explore this issue in more depth.
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Les résultats de notre étude montrent que les familles souffrent de la
stigmatisation en lien avec la maladie de leur membre de famille
schizophréne, méme dans les occasions ou ils rencontrent les professionnels
de santé mentale. La psychiatrie donc est un domaine tout entier

d’intervention contre la stigmatisation.

Ce probleme doit étre considéré par le systéeme de santé publique et mentale.
Nous estimons que les résultats de notre étude contribuent de maniére
importante a identifier les nuances subtiles de cette problématique. Il est ainsi
que nous proposons, dans la perspective de trouver des solutions a cette

problématique, les recommandations suivantes.

.  Reconnaitre le probléeme

La stigmatisation des familles des malades mentaux doit étre reconnue
comme un vrai phénomeéne social et en tant que tel un probleme qui influence

de maniére destructive la vie des familles, ainsi que celle des patients.

Il. Education médicale des internes en psychiatrie

Notre étude montre que notre maniére de mener l'art et la science de la
psychiatrie influence la perception des familles quant a la psychiatrie et la
qualité de nos soins. |l est donc indispensable que les internes en psychiatrie
soient formés sur I'importance du professionnalisme dans leurs rencontres

avec les patients et leurs familles.
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Il est important de pouvoir former les internes en psychiatrie a éviter des
attitudes de stigmatisation et a avoir des attitudes de soutien et d’écoute
(Larson & Corrigan, 2008). Il serait envisageable d’inclure des stratégies
contre la stigmatisation de la famille dans la stratégie de traitement du patient.
Les psychiatres pourraient aider les familles a reconnaitre la stigmatisation de
la famille et a développer des stratégies d’adaptation. lls pourraient
également créer une ambiance de confiance avec les familles afin d’explorer
la stigmatisation, comprendre son impact sur la vie des membres de famille,
ainsi que celle du proche malade, et pratiquer des stratégies d’adaptation

dans un environnement protégeé.

Ces obijectifs de travail avec les familles ne peuvent étre accomplies qu’en
faisant partie d’'un programme de formation des internes en psychiatrie, qui
aurait comme but le travail contre la stigmatisation des patients et de leurs
familles. Le National Alliance on Mental lliness (NAMI) aux Etats-Unis a
développé un programme de formation pour les professionnels de santé
mentale qui a comme but leur sensibilisation quant a I'expérience subjective
des membres de famille des malades (Larson & Corrigan, 2008). Ce
programme de formation est animé par des membres de famille des malades
mentaux, en collaboration avec un professionnel de santé mentale qui est
membre de famille d’'un malade mental ou méme utilisateur des services

proposés par le systeme de santé mentale.
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lll. Changement de mentalité en santé mentale

Il n'est pas rare que les professionnels de santé mentale excluent les
membres de famille des malades mentaux. |l est nécessaire de créer une
mentalité d’inclusion de la famille et adopter une attitude positive quant aux

malades et leurs familles.

Corrigan (2002) propose trois axes d’amélioration, afin de créer une attitude
d’inclusion et d’attitude positive en psychiatrie. Premiérement, se centrer sur
la réhabilitation et non pas le mauvais pronostic. Deuxiémement, remplacer
les attitudes de coercition par des attitudes de collaboration. Troisiemement,
soutenir le mouvement d’accés de soins dans la communauté. Cela, selon
'auteur, améliorerait la relation entre malade, famille et professionnels de
santé mentale, l'adhérence au traitement pharmacologique et aux
interventions psychothérapeutiques et la participation aux services de

réhabilitation.

IV. Au niveau du systéme de santé mentale

Premierement, il est important d’avoir des services de réhabilitation et de
soins orientés vers la famille. Aux Etas-Unis, 13% des patients hospitalisés
recoivent une forme de thérapie familiale. Cette thérapie vise a considérer la
famille en tant que source de soutient, mais aussi de stress (Goldman, 1982).
Le family burden est reconnu et des interventions sont créées afin d’améliorer

la situation stressante et de développer les ressources de la famille.
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Deuxiemement, notre étude montre que méme les locaux ou nous pratiquons
la psychiatrie, participent d’'une maniére a la stigmatisation des malades et de
leurs familles. Bien que la bonne qualité de soins ne soit en relation de cause
et effet avec la qualité des batiments de nos hépitaux, la premiére impression
gu’ont les membres de famille de nos malades a une influence importante sur

leur perception de la psychiatrie, qui est déja pleine de préjugées.
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Conclusion
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Notre étude a permis de constater que les membres de famille des personnes
souffrant de schizophrénie vivent des expériences de stigmatisation dans les
contextes d’interaction avec les professionnels de santé mentale a plusieurs

niveaux et avec de diverses facettes.

A travers les entretiens individuels des membres de famille des malades
schizophrénes, nous pouvons mieux comprendre leur vécu subjectif, les
nuances différentes de manifestation de la stigmatisation peut se rencontre,
que ce soit par exemple par les stéréotypes négatifs, I'exclusion ou la

stigmatisation institutionnelle.

L’analyse de la littérature a permis d’identifier que le nombre des études
qualitatives explorant la stigmatisation des membres de famille des malades
schizophrénes dans le contexte d’interaction avec les professionnels de santé
mentale est petit, bien que cela a été identifi€ comme une priorité de
recherche au niveau européen. Notre étude rajoute des nuances
d’expériences de stigmatisation dans la littérature et propose un schéma
conceptuel unifié, afin que les chercheurs puissent explorer ce sujet de

maniére systématique.

Les résultats de notre étude sont par la suite utilisés, afin de proposer des
stratégies contre la stigmatisation des membres de famille des malades
schizophrénes, au niveau de [I'éducation médicale, de la mentalité en

psychiatrie, du systeme de santé publique et mentale.
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RESUME DE LA THESE

La stigmatisation des familles des malades schizophrénes est un véritable
probléeme de santé publique et mentale. Malgré I'importance d’inclusion des
membres de famille et de I'utilisation de leurs ressources pour I'amélioration
de la qualité de vie des malades schizophrénes, il n’est pas rare qu’ils soient
exclus, discriminés et étiquetés avec des stéréotypes négatifs, méme dans le
systéme de santé mentale.

Par ailleurs, peu d’études s’intéressent au vécu des membres de famille des
malades schizophrenes et a I'impact que cela a sur leurs vies. Il nous a donc
semblé nécessaire d’explorer leurs vécus de stigmatisation des membres de
famille des malades schizophrénes.

Cette thése propose de présenter sous forme darticle scientifique cette
recherche, qui est une exploration qualitative du vécu des membres de famille
des malades schizophrénes dans les contextes d’interaction avec les
professionnels de santé mentale, que ce soit des psychiatres, des infirmiéres
et des infirmiers, des psychologues et des secrétaires.

Les résultats de notre étude ont permis de mettre en évidence les différentes
nuances d’expériences de stigmatisation et de proposer des stratégies de
santé publique, afin d’améliorer I'expérience d’interaction des membres de
famille des malades schizophrénes dans le systéme de santé mentale.
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