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Summary

Aim. The aim of the study was to describe the experience of stigma as experienced by
individuals accompanying their relatives with schizophrenia in Poland.

Method. Four qualitative techniques were triangulated in the study: participant observation,
content analysis, expert-interviews, and in-depth interviews. Collected data were analyzed in
accordance with M.B. Miles and A.M. Huberman’s model.

Results. Development of schizophrenia in a family member poses a risk for his/hers family
caregivers to enter ‘the zone of stigma’. They encounter a discursive invisibility of the mental
health problems as well as missing comprehension and empathy. The stereotype-based social
grid of convictions about schizophrenia, psychiatry and the lack of social clues of how to
proceed, lead to the development of caregivers’ sense of constant uncertainty and feeling lost.
The common misconceptions about mental disorders create a greater distance and reluctance
between caregivers and their distant relatives, neighbors and friends. The prevalence of the
disadvantageous discourse on mental illness stimulates the relatives’ anticipation of exclusion,
evokes shame. Relatives often experience reluctance in their contact with psychiatric staff,
ignorance of their needs and as well as professionals’ therapeutic pessimism. Such components
of “the zone of stigma’ pose a threat to the realization of what is at stake for family caregivers,
and give way to their powerlessness.

Conclusions. This article presents the results of the first qualitative study on the phe-
nomenon conducted in Poland and characterizes the impact of stigmatizing character of
schizophrenia on lives of afflicted individual’s family caregivers. In-depth comprehension
of the social context of accompanying a relative is crucial for addressing family caregivers’
needs in a better way and developing models of cooperation between psychiatric staff and
patient’s family.
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Introduction

Among mental health stigma-related concepts such as public stigma, provider-
based stigma, structural stigma or self-stigma, courtesy stigma prevails the least
explored one [1-3]. Erving Goffman, in his seminal work on stigma from 1963,
described that the strength of the stigmatizing attribute might be so penetrating that
it taints not only the social identity of stigma bearer but also of those who are associ-
ated with them, i.e., in the structure of kinship [4]. The existing body of research on
courtesy stigma describes the phenomena in the context of the USA and Western Eu-
ropean countries, mostly at the turn of the 21% century [5-9]. Available meta-analysis
showed that 20-50% of family caregivers admitted experiencing stigma because of
the mental health conditions of their relatives [7]. Qualitative studies carried out in
the USA describe that what relatives go through is similar to what individuals with
mental disorders experience themselves: rejection, devaluation, disappointment and
shame [8]. German qualitative works underline that mental illness of a relative is
associated with blame, social exclusion, financial burden, discrimination in respect
to bureaucratic procedures, and problems with health insurance [9]. Experience of
courtesy stigma is associated with objective and subjective burden and generates
a tendency to conceal observed difficulties or isolate. Consequently, it may delay
starting treatment by a relative, getting support by caregivers or weakening family
resources [10—12].

To our best knowledge, no in-depth studies have been conducted to describe the
experience of family caregivers in the context of Polish societies. Due to courtesy
stigma consequences depicted in the literature, addressing this research gap appears
to be crucial for understanding the family caregivers’ situation and improving their
quality of life.

Material and methods

In order to reach the goal of reconstructing the subjective experience of cour-
tesy stigma among relatives accompanying their close ones with schizophrenia in
Poland, we triangulated reactive and non-reactive qualitative methods. Firstly, we
conducted a participant observation in a support group for families of individuals
with mental illness in a large Polish city (with a population over 250,000 people) in
the years 2012-2014. The aim of this part of the study was to verify the theoretical
assumptions, obtain a broad perspective on the research setting, establish trustful
relationships with informants and potential interviewees as well as develop research
tools for further parts of the study. Secondly, we conducted content analysis of 28
testimonies of family caregivers published between 2007-2015 in a Polish magazine
for families of mentally ill individuals. Next, in the years 2014—2016 we conducted
expert-interviews with 9 professionals closely related to psychiatric services and
cooperating with patients’ families in two large cities. As the last stage, we carried
out in-depth interviews with 11 family caregivers involved in family organizations
from four cities, two with a population up to 250,000 inhabitants and two with
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a population over 250,000 inhabitants. We sampled the study participants for pro-
fessional and individual interviews purposefully until the theoretical concepts had
become saturated.

The inclusion criteria for the expert interviews were: an outstanding professional
practice in supporting caregivers in one of the following disciplines: psychiatry,
therapy, social services, and non-governmental organizations. The inclusion criteria
for participation in the in-depth interviews were as follows: a relation of kinship to
an individual diagnosed and treated for schizophrenia, participation in any form of
organizational engagement in non-governmental organizations dedicated to mental
health, living in a medium or large Polish city. Two strategies were applied to sample
family caregivers: four of them participated in the support group in which we con-
ducted participant observation, the rest was recruited thanks to contacts suggested by
our informants (experts and other caregivers). Among those invited to the in-depth
interview, two mothers of individuals with schizophrenia refused participating without
providing us with any explanation. Table 1 presents the characteristics of the study
participants.

All interviews were conducted according to the interview scenario, audio-recorded
and transcribed verbatim. The iterative analysis covered the following steps: data im-
mersion, inductive coding, inter and intra-case comparisons, reducing data and visual-
izing patterns, formulating themes and concepts and was performed using MaxQdal2
software [13]. To ensure the high quality of the study at all stages, we incorporated
four widely accepted methodological strategies to achieve rigor: the triangulation of
multiple data sources and methods, grounded inference, negative case sampling and
reflexivity [14]. Due to the specificity of qualitative methodology (study aim, non-
probabilistic sampling, applied research methods), results presented in the study should
be understood in regard to the study participants. Our result transferability is limited
to family caregivers living in a similar social context to the one where our study was
carried out [15]. The study was approved by the Ethics Committee of the Institute of
Sociology of the Jagiellonian University in Krakow.

Results

The analysis enabled us to describe the “zone of stigma’ which is designated by
relatives’ perceptions and their daily experiences in various social domains, which
may have transformed or emerged due to development of mental disorder of their
next-of-kin. Basing on the gathered data, we depicted the following components of
‘zone of stigma’: the disadvantageous discourse, the great unknown, lack of social
clues, apathy of the healthcare system, reluctance in psychiatry, endangered what is
at stake, distanced relations, triangle of stigma, powerlessness. Figure 1 visualizes
those components as well as their internal relations. The following sections elaborate
on each of them.
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The disadvantageous discourse

A large part of the stigma experienced by caregivers is the social invisibility of
the needs of people afflicted with this illness and their families. Relatives encounter
a discursive absence of the matter and missing comprehension and empathy of their
situation in most social circles. Relatives described that people in their surroundings
often do not understand their situation or that they repeatedly felt they were not be-
ing understood. One of the mothers regretted not being able to discuss her worries
regarding her adult child’s mental disorder with any of her friends: “I don’t have
friends who I know would understand. Because they would just say ‘yeah, yeah’, and
that’s all. But then turn away...” (C_8). Moreover, relatives perceive a dominance
of ignorance towards the needs of individuals with mental illness in a number of
state institutions, i.e., in local city halls or in courts. Both, family caregivers and
experts often discussed the issue of the commonness of a lack of mental health
awareness. The interviewed professionals and relatives talked about six categories
of stereotypes: (1) dangerousness of the mentally ill, (2) unpredictability, (3) other-
ness, (4) schizophrenogenics, (5) opposing mental illness to somatic diseases, and
(6) incurability, that typically are applied by the public to individuals with mental
disorders, their family caregivers and psychiatry. The significance of the last one is
fundamental when trying to understand caregivers’ situation as it determines mak-
ing treatment efforts.
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An author of one of the written account recalled her concerns prior to her adult
child starting therapy. She worried what convictions about chances for recovery would
a therapist have:

Who will they be? Will the beneficiary be only the next number in
the queue, or will he be treated as a human being, and his feelings
and remarks of his family will be listened to? Or will they say, that it
won t be better, that it is incurable and there is no chance for recovery.
You are not suited to anything. Or maybe it will be different: You will
make it, you need to fight, you need to believe, keep hope that it will
be better, you need to trust me and your family. (A_15)

RELATIVE'S PSYCHOTIC |,
SYMPTOMS :
ANTICIPATION <~ DISADVANTAGEOUS Ve
OF STIGMATIZATION DISCOURSE THE GREAT UNKNOWN
SOCIAL INVISIBILITY lack of knowledge
SECRECY SR i [ rationalization, feeling lost
low mental health awareness,
SHAME lack of understanding " %
§ GRID OF SOCIAL CONVICTIONS e v
5 DISTANCED about: psychiatry, individuals
a RELATIONS with schizophrenia, their families LACK OF SOCIAL CLUES |
X isolation, lack of [+ EXCLUDING SEMANTICS > dlsorleptatlon, constant
= informal support uncertainty, helplessness
o common use of language
/ misinforming media /
S 3 1
4 ENDANGERED RELUCTANCE 4 APATHY
WHAT IS AT IN PSYCHIATRY OF THE HEALTH
STAKE = approach to patients, | | CARE SYSTEM
self-dependence, therapeutic pessimism, < low quality of psychiatric
hope, role paternalism care somatic medicine

Figure 1. Conceptual map of components of ‘the zone of stigma’ and their interconnections

Type of the line symbolizes the type of the relation: a dashed line symbolizes generation of
response; a straight line symbolizes long-term determination of effects and a dotted line symbolizes
intensification of an existing state

For relatives, adverse representations of mental illness in the media were more ap-
parent than to the professionals, while more professionals noticed positive changes of
the image of mental illness. One of the interviewed caregivers (C_9) recalled a series of
articles in her local media about the suicide attempt of a patient at the local hospital’s
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psychiatric department. The newspaper focused its reporting on the negative comments
of other patients at the hospital, who felt threatened by the psychiatric department and
demanded the expulsion of the patients from the psychiatric ward. The interviewee was
furious with the newspaper editor. She found the decision to publish the article was
disadvantageous for the system of mental health care in her city. She felt the media
should be ready to engage in changing the negative attitudes towards mental health,
rather than reproducing fears and hatred towards individuals with mental problems.

The merging of stigmatized meanings into language also contributes to the disad-
vantageous discourse. One interviewed psychiatrist coined a term for them: “the words
of shame” (E_8) and explained that the meanings ascribed to the locally recognized
names of those institutions serve to transmit excluding semantics, which can signifi-
cantly impact the experiences of individuals afflicted with mental illnesses and their
families. This observation was reflected in caregivers’ narrations.

The great unknown and lack of social clues

The gathered material suggests that the discourse about mental disorders in Po-
land lacks constructive narrations based on facts and easily accessible by lay people.
The disadvantageous discourse leaves family caregivers with unreliable representation
of schizophrenia and determine a caregivers’ sense of the great unknown — their lack
of knowledge and a lack of comprehension about what is happening with a relative.
Symptoms of mental problems are commonly perceived as out of the range of evident
health difficulties everybody should be able to recognize and adequately react to. One
mother wrote: “At that time I didn’t understand my son’s illness, I didn’t know what
was happening to him” (A_12). None of the available cognitive schemas provide
a reasonable solution. The change in a relative’s functioning was, in most cases, ra-
tionalized with more familiar explanations, e.g., developmental or contextual causes.

Similarly to Patricia Howard’s study on maternal caregiving experiences, in which
groping for information was the repeated experience of mothers caring for adult children
with schizophrenia [16], searching for information about mental illness and trying to
understand mental illness emerged as one of the greatest challenges for relatives also in
the narratives of Polish caregivers. As the majority of study participants had more than
adecade of experience caring for their close one, their experiences need to be understood
in the context of the social awareness prior to any anti-stigma campaign and of a much
less digitized world. Nevertheless, being among relatives attending the support group
for the first time in years 2012-2014, we also met people with a shorter experience of
accompanying a mentally ill relative who potentially had greater access to information
about the illness and experienced the sense of being lost and helpless, as families with
more long-term experience remembered when looking back at the initial years. It suggest
that despite the availability of information about mental disorders is definitely higher
today than even just a decade earlier, the experiences of the study participants indicate
that the satisfaction of the need to understand the close one’s condition continues to
be rather low. The emotional tension, a result of the cognitive struggle to grasp the
problem, is at the very core of the sense of being lost and confused. Moreover, family
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caregivers’ struggles are amplified due to a lack of social clues defining how to manage
the unclear situation. One of the authors of the accounts wrote:

1 have a son afflicted with schizophrenia and from my experience
I know that many parents and caregivers when encountering mental
illness for the first time desperately seek for solutions of the problem
and some help. (4_23)

The taboo of mental illness hinders the development of a socially available scenario
to guide the relatives of an afflicted individual during the psychotic crisis. The lack of
common practices makes the process of determining a pathway of support challeng-
ing. Not being equipped with a pattern of action, relatives employ methods of trial and
error when looking for intuitive solutions. It is accompanied by a dominating sense of
constant uncertainty and worries about an ill relative, which proves there to be a lack
of'social regulation that could clearly guide individuals through the situation of a fam-
ily member’s psychosis. A social worker explained the experience of disorientation in
family caregivers based on her long-term professional experience:

[...] at some point the symptoms are clear and there are no doubts,
that it is mental illness. Parents are completely helpless because in
every illness it’s obvious how to cope, how to treat, it s clear you need
a doctor, he’ll prescribe medications, the ill goes to bed, takes the pills
systematically, and it’s getting better. In the case of mental illness, on
the other hand, especially in the case of schizophrenia, it is not known
what to do. Mental illness refers to thinking, feelings, senses, so those
characteristics which are individual to everybody. And so families in
this situation they don t really know how to cope. First, they ask the
relatives [to change], they try to solve the problem, they make efforts
to build a bound and impact the ill. In the most cases it doesn t work.
Later they start to get angry, it doesn t help either. Then maybe some
other ways, but nothing really helps, or even makes the situation worse.
And then they simply don 't know what they should do next. (E_1)

The material obtained by triangulation of data sources indicates that the lack of
understanding of relative’s distinct behavior triggers stress, fear and a sense of help-
lessness. Confusion continues in regard to searching for help. Not knowing how and
where to find any form of support becomes a barrier that prevents families from getting
help, sometimes for a long time.

At various points in my study this sense of insecurity of the situation was voiced.
Its apparent component is the high intensity and frequency of worry. Relatives’ worries
concern a number of aspects, including: concerns about the future of the ill relative and
the stability of his/her recovery, about caregivers’ own life, and concerns about other
relatives. Decisions about relatives’ psychiatric hospitalization, involuntary placement
and involuntary treatment, incapacitation were also described by a number of relatives
as tough decisions. One account outlined the difficulties experienced by many relatives
of individuals with schizophrenia:
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He [the ill family member] doesn't want to get treatment, denies the
illness, behaves aggressively. A family has a dilemma, whether to
go to court and apply for coercive treatment; [the family members]
have remorse when they led to its implementation, they are not fully
convinced whether they took the right steps. (A_14)

As suggested by the experience of the participants of this study, most relatives felt
left alone with solving this dilemma.

Distanced relations

The gathered accounts of relatives suggest that family members experience various
forms of exclusion: reservation in direct interactions, or reluctance to provide informal
help in closer and more distant social relations. Some relatives share with us their re-
sentment that their local communities express the need for isolation of individuals with
mental illness, or removing them from common spaces. The caregivers talked about the
lack of interest or reluctance of their other relatives and acquaintances to be contacted.
Often it caused feelings of disappointment and a sense of abandonment. An interviewee’s
(C_7) only brother turned his back to her when she asked him for help with her son who
started showing alarming behavior. Mental health problems are perceived as otherness,
and therefore attracts prying looks, and become topic of gossip. One of the interviewed
mothers (C_2) at some point realized her family situation was circulating in her local
community as gossip and decided to withdraw from those contacts.

Apathy of the health care system and the reluctance in psychiatry

The gathered material exposed the subjective perspective on the phenomenon of
provider-based stigma and structural discrimination, described in other cultural contexts
[17, 18]. The caregivers shared their experience of numerous challenges in contacting
psychiatric staff and their regular disappointment when communicating with profes-
sionals showing reluctance. What our data reveals is the big extent of the paternalism
that structures relations between professionals and patients’ families. The relatives’
experiences regarding contact with psychiatry professionals included: psychiatric staff
overlooking families’ needs for information and support, disrespectful attitudes, as
well as restricting contact between the patient and his/her family. Professionals that
our respondents had to deal with often disregarded observations of family caregivers.
Families felt that their observations of how a patient changed, how he/she responded
to medications, what his/her lifestyle was should be valuable sources of information
for the psychiatrist.

A number of our interviewees felt resentment towards the psychiatrist diagnos-
ing their close ones, who neither explained the symptoms of schizophrenia nor gave
guidance on how to cope with it. In a great deal of relatives’ experiences, there were
concerns arising from not obtaining information about the health status of a family
member during or after his/her hospitalization. This tendency of ignoring relatives’
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points of view was particularly alienating. One of the participants felt that in the doc-
tors’ eyes the observations she made on the functioning of her mother were invalid:

We are treated as objects, we are ignored. Many times, still as a young
person, they talked to me with tongue in cheek, my opinion wasn't
taken into account seriously. (C 1)

Another interviewee recalled his impression that “no [family’s] perspective was
taken into account, never, caregivers completely don’t count, their situation is unknown,
unwritten, not asked about, which means it is invalid” (O_5). Some psychiatrists’ lack
of interest or even open reluctance toward families’ engagement gives the impression
that relatives are excluded from the circle of people involved in an individual’s recovery.
The gathered material suggests that some professionals’ views on patient’s relatives
might refer to the out-dated belief of schizophrenogenicity. On various occasions some
relatives mentioned incidents of feeling being judged or blamed by psychiatric staff.
One of the interviewed mothers went to the psychiatrist when she first noticed the
alarming behavior of her son. What she heard from the psychiatrist was that it was her
parental fault that her child behaved aggressively. The mother was shocked after the
consultation: ““You brought up your son like that, now you need to harvest the crops’
—the doctor said directly... And she didn’t even prescribe any tranquilizers!” (C_9).
Another stereotypes determining professionals’ reluctance towards relatives might be
the conviction of relatives being obtrusive. One psychiatrist underlined the extent to
which most professionals regard the significance of families in the process of treatment
as being poor. She explained that referring to medical confidentiality in response to
relatives’ requests for information is a strategy to avoid contact with patient’s relatives:

[...] hiding behind the medical confidentiality is so that the doctor
doesn t have to talk with a family about the difficult topics. Family is
treated only as a source of an environmental interview and seen as
claimant. [Doctors] have a feeling that the family is taking much time,
that family is demanding, shifting their various difficulties to these
people, and at the same time it is required that everything should work
faster, shorter and according to some pattern. (E_7)

From the caregivers’ narratives emerged a particular manifestation of stigma. Fami-
lies experienced on various occasions the dramatic dominance of negative views of the
chances of recovery, and of the better functioning of individuals with schizophrenia
among psychiatric staff. Therapeutic pessimism corresponds with the disadvantageous
discourse on mental illness especially with the stereotype of schizophrenia being in-
curable as well as with the conviction that individuals with schizophrenia are socially
useless. Receiving the suggestion of their close ones’ incurability was remembered by
many caregivers as profoundly stressful. One of the mothers heard from an attending
psychiatrist that there was no chance for her son’s recovery.

[...] Once a doctor said to me directly: “What do you expect? Your
son has been 12 times in hospital so far, he is 28 years old, he should
be living in a long-term care facility by now”. I replied: “What do
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you mean?”. “Yes, this process will not work”. (laughs) You can
say he wanted a life-sentence for him, and send him to LTCF. I was
shocked. (C_10)

The collected material also showed that family caregivers also encounter institutional
apathy, especially troubling in the fields of healthcare and social services. The low quality
of psychiatric care is manifested not only in poor infrastructure (i.e., crowded psychiatric
wards, lack of staff and a limited offer of therapeutic treatments available to patients in
psychiatric facilities) or little support offered to the relatives, it is also exhibited in the
inadequate care of any somatic health problems for patients in psychiatric wards. Facing
the inability to cure an ill family member adds to the stress, anger and fears of caregivers.

Moreover, some relatives emphasized the negligent attitude of some psychiatrists
towards their afflicted close ones. They felt that some of the specialists approach patients
with little attention and base their work on superficial schemas. Those of the study
participants who accompanied their close ones to various psychiatric care facilities
were critical of the common practices of depersonalizing patients with mental disor-
ders. Finally, the collected data suggest that providing education and information for
families is rare in these facilities. Professionals remarked that the support offered to
family caregivers is changing and varies between hospitals. A professional we spoke
to, who had years-long experience of organizing forms of support for relatives, ex-
plained that the barriers of access to support are the result of a lack of legal solutions
in the healthcare system, too few professionals specializing in working with families,
as well as bureaucratic restrictions:

Structural conditions also overlap, except for this barrier resulting
from stigmatization, these structural formal and legal conditions of
support for families are so pushed away, and the public healthcare is
organized so that time for the family is limited or not all centers offer
specialized family therapy or you have to go into the procedure, and
they need something between, I don't know, a psychotherapeutic visit
and family session. They simply need a normal conversation, and that
can't be contracted. (E_9).

Professional help available in support groups is offered by a narrow circle of
clinicians, including psychologists and psychiatrists who cooperate with NGOs that
finance meetings for families.

This institutional apathy and reluctance of psychiatry are associated with the
disadvantageous discourse, which determines the low priority of mental health and
therefore low funding of psychiatry in Poland. These two components of structurally
embedded stigma manifest themselves in most dimensions of psychiatry as experienced
by families of individuals with schizophrenia.

Endangered what is at stake

Many relatives in their narrations referred to what is at stake to them but due to
schizophrenia-related stigma is endangered [19]. The recurring values mentioned were:
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afflicted relative’s self-dependence and occupation, hope and realization of the parental
role. Envisioning their own death and thus leaving a child unable to fully manage their
life was indicated as challenging for the majority of parents. Those whose only child
was ill worried that the child would have to stay in a long-term care facility, something
they regarded as a negative scenario. Furthermore, relatives were concerned about their
close ones’ passivity, lack of a sense of purpose, daily boredom resulting from the lack
of opportunities to be involved in any organized activity, insufficient or inadequate
opportunities for rehabilitation, permanent unemployment and poor chances of getting
a job. Interviewees interpreted them as posing risks to his/her self-growth and also
threatening their existence.

Furthermore, a considerable number of family caregivers brought up the notion
of hope and its significance when accompanying an ill relative, as well as for the af-
fected individuals themselves. Most relatives indicated hope as a desired attitude that
motivated them to undertake actions to enhance a relative’s health situation. On the
other hand, in the context of the commonly-held belief that schizophrenia is incurable,
relatives perceive hope as an endangered burden to their efforts for optimism and faith
in the better functioning of their close ones.

The final concern were threats of not being able to realize the maternal role and
fulfilling assigned obligations, such as setting an example to a child, accompanying
and being there, or fulfilling the basic needs of the ill child. A number of support
group participants talked about their frustration and powerlessness associated with the
hospitalization of an adult child, including his/her right to refuse to inform the family
about his/her health condition and the resulting stress of relatives who are refused
information and/or visit. Another challenge from the perspective of experiencing the
parental role was the parent’s decision about involuntary treatment. One mother shared
her fears about taking such a step:

And this is it (breath-out). Unfortunately, you have to overcome the
fact that you have to send your son to hospital... The first time they
had to tie him up, but he also explained to himself that he did not want
all this, neither injection nor binding, and this is a necessity at such
amoment [ ...]. When you go to the hospital and you see these different
cases of these illnesses... Well, you do not need this shame and you
send this son. Somehow I remember some woman said: “Unfortunately,
you should send [your child] to hospital”. And when a doctor told
me: “You have to send him to hospital, otherwise we won t be able to
manage him. He must be in treatment”, well, a mother s heart says
something else, but actually you need to send this son or daughter to
hospital. So that they could give him an injection, to restrain him, in
the first phase. (C _3)

Sense of competence among caregivers is endangered by the socially embedded
idea of mother’s guilt manifested by a sense of being overtly accused of “bad mothering’
or being ignored by medical staff, as well as by the effects of structural discrimination
hindering the ill person’s independence, i.e., poor quality treatment, a lack of oppor-
tunities for rehabilitation or sheltered employment, and uncertainty of social benefits.
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Triangle of stigma

Analysis of the obtained material allowed us to determine that the theme of the
subjective experience of courtesy stigma are interdependent anticipation, shame and
secrecy. The first component covers relatives’ expectations of experiencing adverse
social reactions, being rejected, treated badly, or an ill relative losing their job. The an-
ticipation arises in two situations. Firstly, when a relative notices the disadvanta-
geous discourse and feels its threatening characteristics towards their family identity.
The second situation comes about when the family experiences prejudicial or hostile
behaviors due to the relative’s health condition. The first situation is based on the fear
of an undefined hypothetical response of the environment when the relative’s illness
comes to light, while the second one is based on previous exclusion experiences.

Analysis of the collected data is consistent with the theoretical assumptions made
by Goffman [4] — that shame is at the heart of the courtesy stigma experience. One of
the interviewed mothers perceived it as follows:

[...] there is this the conviction in Poland that a person with a mental
illness brings shame to the family, then apparently it is a pathological
family because only in pathological families mental illness can occur.
That s what people really think, that it is simply shame and it’s better
not to talk about it. I think it has been existing in the society for years
now. (C_10)

All professionals perceive shame as a dominant experience among family caregiv-
ers. One of the psychologists moderating support groups recalled cases of relatives
preferring to stay in one-to-one contact with her and refusing to participate in group
meetings. Talking about one particular family, she said:

Arranging a meeting always comes after we have negotiated that I will
visit them in their home. They feel that, because the institution here is
so specific, somebody might see them (E_4).

For many caregivers, secrecy seems to be a solution for the tension that arises
from anticipation of rejection and strong feelings of shame as a result of the ill rela-
tive’s non-normative behavior. As relatives’ narrations and professionals’ observations
suggest, the concealment is aimed at hiding the information from all those who do not
constitute immediate relatives, i.e., more distant relatives, neighbors, acquaintances,
work-colleagues or strangers.

[...] not that rarely it happens that only the closest ones know about
the mental illness. And sporadically it happens that this fact is known
to a greater group. (E_3)

Secrecy determines relatives’ daily life, decisions related to treatment of the ill
relative and sometimes leads to great life decisions. As in the case of one of the moth-
ers, who to avoid anticipated adverse reactions of the neighbors, who knew her son as
a successful person from before the development of his psychotic disorder, she decided
to move away from the neighborhood.
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[...] we disappeared from this neighborhood, in which he was known
before as a normal, nice guy. [...] How he would find himself'in this
environment? It was simply completely impossible. So we managed
with all, it was obviously a big thing to (inhales deeply) move the
things etc., but we managed it. (R_7)

Powerlessness

Experiencing this web of circumstances impacts family caregivers’ positions and
may give way to powerlessness, comprising a sense of helplessness, losing control over
family life, feelings of abandonment and losing social status. The particularity of the
psychotic crises and the process of treatment of schizophrenia as well as persistence
and recurrence of the illness trigger the first two components. The grid of social con-
victions on schizophrenia immensely enhance powerlessness of caregivers. Secrecy
seems to be a mean for preventing the anticipated exclusion. In fact it facilitates the
sense of helplessness. The collected material suggests that rather than practical social
clues, shame and self-stigma determine relatives’ coping strategies. A lack of available
information and advice for how to support a relative further leads to difficulties, which
thus strengthen the feeling of not being able to cope with the situation and undermining
the sense of realizing the parental role according to social expectations. The feeling of
helplessness is particularly evident with regard to those situations in which relatives
receive little support in coping with challenging behaviors of an ill relative or whose
relatives refuse treatment.

Discussion and conclusions

The hereby presented results of the first qualitative study on the phenomenon of
stigma experienced by family caregivers of individuals with schizophrenia in Poland
base on the data gathered from families and professionals in the urban context. Further
research on courtesy stigma should cover the experience of families living in small
towns and rural areas, which, due to a limited access to psychiatric care services and
non-governmental organizations, might differ from the described context.

The collected material enabled us to describe ‘the zone of stigma’, i.e., the extent
of the changes that social meanings ascribed to this severe mental illness pose on
the closest social context of an afflicted individual. The conducted analysis revealed
axionormative contradictions in regard to acting as family caregiver to an ill relative
and in regard to using potential of patient’s family—medical professionals cooperation.
The results of our study correspond with what researchers in other countries found out
in their contexts in previous years. The main similarities are: caregivers’ difficulties
with social relations, including contacts with medical professionals and with the clos-
est social environment [6—8, 20]. Other studies from Europe and the USA, similarly
to our research, demonstrated the caregivers’ tendency to conceal relatives’ illness [6,
21] and their feeling of being blamed for their relatives’ health problems [2, 8, 10,
20, 22]. Relatives of ill individuals in Germany, alike Polish relatives, talked about
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structural discrimination, manifested in a low quality of psychiatric care, burdensome
bureaucratic procedures associated with caregiving as well as lack of support [20].
However, the available studies on courtesy stigma, to a lesser extent than our results,
described the significance of public discourse on mental illness or access to informa-
tion about psychiatric treatment [16, 20].

Despite some important changes in the field of psychiatry, including an implementa-
tion of a mental healthcare reform, introduction of novel forms of supporting patients
and popularization of new models of physician—patients—caregivers relationship, have
been taking place in the last decades in Poland, the gathered material suggests that
the situation of family caregivers has not received an adequate attention of stakehold-
ers of the psychiatric care system yet. The complexity of the experience of courtesy
stigma among family caregivers requires addressing the key components of ‘the zone
of stigma’ by social actors managing the healthcare system as well as employees of
psychiatric care system, social services and non-governmental organizations. It requires
also making efforts to provide families with an immediate and long-lasting informative,
instructive and emotional support in accompanying their close ones at various stages
of their treatment and recovery as well as in coping with caregivers’ own experiences
associated with the relative’s illness. The study results seem to confront also with the
urge need to implement educational programs in the field of mental health dedicated
to the public, groups professionally related to education, stakeholders and healthcare
professionals.

References

Pescosolido BA, Martin JK. The Stigma Complex. Annu. Rev. Sociol. 2015; 41: 87-116.

2. Corrigan PW, Miller FE. Shame, blame, and contamination: A review of the impact of mental
illness stigma on family members. J. Ment. Heal. 2004; 13(6): 537-548. https://psycnet.apa.
org/record/2006-07278-007.

3. Jackowska E. Stygmatyzacja i wykluczenie spoteczne osob chorujacych na schizofrenie — przeglgd
badan i mechanizny psychologiczne. Psychiatr. Pol. 2009; 18(6): 655-670.

4. Goftman E. Stigma. Notes on the management of spoiled identity. A Spectrum book. Englewood
Cliffs, NJ: Prentice-Hall; 1963.

Wahl OF, Harman CR. Family views of stigma. Schizophr. Bull. 1989; 15(1): 131-139.

Phelan JC, Bromet EJ, Link BG. Psychiatric illness and family stigma. Schizophr. Bull. 1998;
24(1): 115-126. http://www.ncbi.nlm.nih.gov/pubmed/9502550.

7. Larson JE, Corrigan P. The stigma of families with mental illness. Acad. Psychiatry. 2008;
32(2): 87-91.

8. Karnieli-Miller O, Perlick DA, Nelson A, Mattias K, Corrigan P, Roe D. Family members’
of persons living with a serious mental illness: Experiences and efforts to cope with stigma.
J. Ment. Heal. 2013; 22(3): 254-262. https://www.tandfonline.com/doi/abs/10.3109/09638237.
2013.779368?-journal Code=ijmh20.

9. Angermeyer MC, Schulze B, Dietrich S. Courtesy stigma — A focus group study of relatives of
schizophrenia patients. Soc. Psychiatry Psychiatr. Epidemiol. 2003; 38(10): 593—-602.



850

Anna Prokop-Dorner, Maria Flis

10.

I1.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

Angell B, Cooke A, Kovats K. First-person accounts of stigma. In: Corrigan PW, editor.
On stigma of mental illness. Practical strategies for research and social change. Washington,
DC: American Psychological Association. 2006. P. 69-99.

Podogrodzka-Niell M, Tyszkowska M. Stigmatization on the way to recovery in mental ill-
ness — the factors associated with social functioning. Psychiatr. Pol. 2014; 48(6): 1201-1211.

de Barbaro B. Stygmatyzacja spoteczna rodzinny chorego psychicznie. In: Salustowicz P, editor.
Europa i praca. Materials of the Third Convention of the Movement Against Social Helpless-
ness. Warsaw: Office of the Ombudsman; 2004. P. 135-43.

Miles MB, Huberman AM. Qualitative Data Analysis: An Expanded Sourcebook. 2™ ed. Thou-
sand Oaks: Sage; 1994.

Flick U. Qualitative Research Kit: Managing quality in qualitative research. SAGE Publica-
tions Ltd; 2007.

Tolley E, Ulin PR, Mack N, Robinson E, Succop SM. Qualitative methods in public health.
Wiley; 2016.

Howard PB. Lifelong maternal caregiving for children with schizophrenia. Arch. Psychiatr.
Nurs. 1994; 8(2): 107-114.

Jorm F, Korten E, Jacomb P, Christensen H, Henderson S. Attitudes towards people with a mental
disorder: A survey of the Australian public and health professionals. Aust. N Z J. Psychiatry.
1999; 33(1): 77-83.

Henderson C, Noblett J, Parke H, Clement S, Caffrey A, Gale-Grant O et al. Mental health-
related stigma in health care and mental health-care settings. Lancet Psychiatry. 2014; 1(6):
467-482. http://linkinghub.elsevier.com/retrieve/pii/S2215036614000236.

Yang LH, Chen FP, Sia KJ, Lam J, Lam K, Ngo H et al. “What matters most”: A cultural
mechanism moderating structural vulnerability and moral experience of mental illness stigma.
Soc. Sci. Med. 2014; 103: 84-93.

Angermeyer MC, Schulze B, Dietrich S. Courtesy stigma — A focus group study of relatives of
schizophrenia patients. Soc. Psychiatry Psychiatr. Epidemiol. 2003; 38(10): 593-602.

Vermeulen B, Lauwers H, Spruytte N, Van Audenhove C, Magro C, Saunders J, Jones K.
Experiences of family caregivers for persons with severe mental illness: An international ex-
ploration. Leuven; 2015.

Corrigan PW, Kleinlein P. The impact of mental illness stigma. In: Corrigan PW, editor. On stigma
of mental illness. Practical strategies for research and social change. Washington, DC: American
Psychological Association; 2006. P. 11-44.

Address: Anna Prokop-Dorner

Jagiellonian University Medical College

Chair of Epidemiology and Preventive Medicine
Department of Medical Sociology

31-034 Krakow, Kopernika Street 7a

e-mail: anna.prokop@uj.edu.pl



