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Early detection of psychosis: helpful or stigmatizing?

Abstract

Objective: Despite the large scientific debate concerning potential stigmatizing effects of
identifying an individual as being in an at-risk mental state (ARMS) for psychosis, studies
investigating this topic from the subjective perspective of patients are rare. This study
assesses whether ARMS individuals experience stigmatization and to what extent being

informed about the ARMS is experienced as helpful or harmful.

Method: Eleven ARMS individuals, currently participating in the follow-up assessments of
the prospective Basel Friherkennung von Psychosen (FePsy; English: Early Detection of
Psychosis) study, were interviewed in detail using a semi-structured qualitative interview
developed for this purpose. Data were analyzed using Interpretative Phenomenological

Analysis.

Results: Most individuals experiencing first symptoms reported sensing that there was
“something wrong with them” and felt in need of help. They were relieved that a specific term
was assigned to their symptoms. The support received from the early detection center was
generally experienced as helpful. Many patients reported stigmatization and discrimination
that appeared to be the result of altered behavior and social withdrawal due to the

prepsychotic symptoms they experienced prior to contact with the early detection clinic.

Conclusions: The results suggest that early detection services help individuals cope with
symptoms and potential stigmatization rather than enhancing or causing the latter. More
emphasis should be put on the subjective experiences of those concerned when debating
the advantages and disadvantages of early detection with regard to stigma. There was no
evidence for increased perceived stigma and discrimination as a result of receiving

information about the ARMS.
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Introduction

Psychosis is commonly preceded by nonspecific symptoms such as inability to
concentrate, depressed mood and social withdrawal. Some individuals already experience
attenuated psychotic symptoms in this early phase.’® For such putative early stages of
psychosis, the term “at-risk mental state” (ARMS) has been coined* and defined based on
internationally established criteria.® ® Early detection clinics aim to identify patients meeting
these criteria in order to monitor their symptoms and to provide treatment as necessary. The
goal is to counteract the numerous negative consequences of emerging psychotic disorders
as well as to prevent onset of frank psychosis.® Recommended treatment methods include
cognitive behavioral therapy. Pharmacological interventions are suggested in case transition
to psychosis occurs.®

Although ARMS patients frequently suffer from symptoms that need clinical attention, the
fourth edition of the Diagnostic and Statistical Manual (DSM-1V) did not include a diagnosis
covering this specific psychopathological syndrome. In the fifth edition of the Diagnostic and
Statistical Manual (DSM-V), attenuated psychosis syndrome has been included only in the
research section rather than in the main body. This decision was preceded by a heated
debate about potential stigmatization, among other issues.” ® The high rates of ARMS
individuals who do not transition to psychosis (64%) compared to those who do (36%)° *°
have raised concerns that early detection centers might result in a high proportion of “false
positives” and unnecessary treatment, and/or contribute to fear and stigmatization” ' —
although, according to a recent studyl2, a high proportion of ARMS who do not transition
continue to experience symptoms up to 15 years later (28% persisting ARMS symptoms,
68% other psychiatric disorders), whereas only 7% exhibit complete remission.

Stigma is commonly defined as “an attribute that is deeply discrediting and that reduces

the bearer from a whole and usual person to a tainted, discounted one”*?

or as “the negative
attitude (based on prejudice and misinformation) that is triggered by a marker of illness”.* It
has been suggested that mental health services might contribute to stigma by labeling a

help-seeking individual as a “psychiatric patient” at first contact and by using diagnostic
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terms such as “schizophrenia” later on.® In the case of risk for psychosis, the label
corresponds to the ARMS. The process of “becoming aware of negative stereotypes
associated with the label and identifying oneself with them” is referred to as internalized
stigma,™ which has been associated with low self-esteem, depression, delayed help-seeking
and poor prognosis.’®*® Expected discrimination may be as damaging as self-perceived
stigmatization since it may prevent patients from participating in their lives as they otherwise
would.®

Extended surveys within the general population have shown that patients with
schizophrenia are the most stigmatized among psychiatric patient groups.™ %*?? Studies
focusing on the subjective perspective of patients with schizophrenia have reached the same
conclusion.”® ARMS individuals who are experiencing low levels of stigma-associated stress
have been shown to have a better prognosis regarding their well-being.?* % Potential

misinterpretation of ARMS as being equivalent to schizophrenia® %°

may increase the
vulnerability to internalized stigma. The same holds for the tendency of adolescents and
young adults (i.e., the age group at highest risk for the onset of psychotic-like symptoms) to
exhibit a high level of negative stereotyping of mental illness.® Altered behavior that is
apparent to others, prior to any contact with mental health systems,?’ may further worsen
stigma.?®

However, there is no scientific evidence yet with regard to the often expressed concern
that being informed about ARMS contributes to stigma.?’ Of the few studies on the subjective
perspective of those concerned,® #* % none focuses specifically on the questions we address
here: (1) Do ARMS individuals experience any stigmatization — and if so, of what kind? (2)
Do early detection centers contribute to stigmatization, or is the support provided rather seen

as comforting and helpful? Therefore, this is the first qualitative study to investigate these

guestions specifically from the subjective perspective of ARMS individuals.
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Methods

Sample

Eleven individuals fulfilling the ARMS criteria according to the Basel Screening Instrument
for Psychosis (BSIP)* were interviewed by the first author. None of them had transitioned to
psychosis at the time of the interview. The sample size was determined according to the
guidelines of Smith et al.** In nine individuals, the interview took place during the follow-up
assessments of the prospective FePsy study (Friherkennung von Psychosen; early
detection of psychosis). We consecutively approached patients who were either receiving
clinical support or had study follow-up appointments at the time (for follow-up duration see
Table 1). Two patients were not participants in the FePsy study but fulfilled the ARMS
criteria.*® All subjects gave written informed consent. One patient declined to participate
because he did not feel sufficiently well. The sample consisted of 36% women and 64% men.
Patients were on average 26 years old. Socio-demographic characteristics and
psychopathology measures of the study sample are shown in Table 1.

Table 1 about here

Procedure and instrument

To the best of our knowledge, only one instrument (Personal Beliefs about Experiences
Questionnaire) has been used thus far to investigate internalized stigma in ARMS
individuals.™® Our aim was to specifically assess internalized stigma and additional aspects of
stigma — including discrimination and coping. Therefore, we chose a qualitative approach
because it appears to be most suitable to capture information about the subjective
perspective.®

Qualitative data was collected using semi-structured interviews which were conducted at
the early detection center where ARMS individuals received clinical treatment. Topics derived
from the literature were used as guidelines to define specific interview questions (see Table
2). To approach theoretical saturation, essential themes brought up by patients themselves
were further investigated in upcoming interviews of other patients. The study was approved
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by the regional Ethics Committee (Ethikkommission Nordwest- und Zentralschweiz (EKNZ)).
Interviews lasted from 20 to 60 minutes and were videotaped. Data was collected from
October 2013 through March 2014.

Table 2 about here

Analysis

Interviews were transcribed and qualitative data was analyzed using the principles of
Interpretative Phenomenological Analysis (IPA).*® Important statements of each transcript
were selected, paraphrased and condensed using the rules of Qualitative Content Analysis.**
In total, 352 statements were systematically categorized. The resulting categories were
further assigned to superordinate emerging themes. Since categories may include several
statements from the same individual, the frequency of statements per category could exceed
the number of participants. The interviewer assigned statements to categories and themes,
which subsequently was replicated independently by one of the co-authors (F.F.) who was
familiar with the data through her involvement in the transcription process. The consensus
proved to be very high from the beginning, but a few adjustments were made after a
discussion between the two raters (e.g. two categories were joined, one was renamed, five
statements were reassigned). The number of statements per category was estimated by two
independent raters. Data analysis was supervised by two of the co-authors (M.P. and A.R.-
R.). Study method and results are reported according to the Consolidated Criteria for

Reporting Qualitative Studies (COREQ) guidelines.®

Results

Emerging themes and categories are shown in Table 3. The analysis revealed twelve
emerging themes as listed below in the order presented during the interview; individual
categories are featured in rank order of statement frequency. Patient frequencies were

included where they differed from statement frequencies (numbers in brackets). As we
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intended to include as much data as possible into the themes and categories, we present a

larger number of themes and categories than comparable qualitative studies.? 3 %

1. Perception of first symptoms (16)
Seven patrticipants described mainly nonspecific symptoms, such as loss of motivation,
which caused the feeling “there was something wrong with me, but | could not tell what

exactly it was”.

2. Perceived triggers (24)
Six participants perceived symptoms as resulting from stress associated with a difficult
work environment. Five patients attributed the onset of symptoms to a different illness,

medication side effects or drug use.

3. Coping with symptoms (25)
All individuals tried to cope with their symptoms in some way. Nine either attempted
actively to help themselves or reported thinking “this is just temporary” and waited for
symptoms to disappear. Four patients established contact with the early detection clinic
mainly through specialist referral or, in some cases, through a friend or family member.

Five patients clearly stated that they were in need of help at the time of the first contact.

4. Stereotypes/images of psychosis (26)
Even though many individuals were not familiar with the specific meaning of the term
psychosis, eight had heard it before and were aware of its negative image in the public
opinion and the media as well as of stereotypes about psychosis as “total loss of any
ability to live a normal life” or “going mad”. The following patient statement provides an
example:

“There are doctors in my family who know the mental health system from their hospital

internship 20 years ago [in China] [..]. There were people with slobber running out of their

” oy

mouths and stuff like that. [..] My parents said “you are not going there”.
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5. Helpful aspects of contact with the early detection center (68)
Contact with the early detection clinic was reported as helpful by all patients. The
following statements provide examples of the range of aspects perceived as helpful:
“I had an assessment of intelligence [...] and it revealed that | was above average. [...] That told
me | was not stupid although | had been treated that way by other people all my life. It was a
huge relief.”
“Through counseling | learned that my symptoms were related to my cannabis consumption [...]
and that | could get better by stopping it, which is what I did.”
Further frequent statements from nine individuals included having benefited from
conversations with psychologists and having acquired coping strategies. The opportunity
to call the early detection center and get an appointment at any time provided ten
patients with a feeling of safety. Also, ten individuals were glad to have physical illness
ruled out through medical examination. Eight patients felt relieved to have their feeling

“that there was something wrong” validated and named as a condition by a professional.

6. No changes in the ability to continue life as usual after disclosure about the ARMS
(21)
The following patient statement serves as an example for this theme:

“l was in a very bad state [when | got informed about the ARMS], so the conversation could not
have made it worse. In the end, it does not matter if you know about your risk or not as long as
life goes on [...]. | did not want my problems to determine my everyday life, which is why |

continued living just as | did before.”

7. Negative aspects of contact with the early detection center (36)
Seven patients reported feelings of insecurity and fear because of “not knowing what to
expect” at first contact as well as immediately after being informed about the ARMS.
Additionally, six patients stated that the appointments were time-consuming. Further, six

patients criticized frequent changes of staff and administrative issues.
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Patients’ needs (16)

Eight patients stated the need to share their personal experiences with other affected
individuals and expressed an interest to participate in a group therapy or self-help group.
The following statement exemplifies another frequently mentioned need:

“I needed practical strategies for everyday life. [...] | would have liked to delve deeper into this
subject but there was little time to do so due to the assessment procedure with its

questionnaires.”

Positive experiences and support in the social environment (43)

Nine patients experienced talking about their problems and visiting the early detection
center in a positive way. The same was true for the sympathy and support they had
received from peers and family. Six patients discovered that other people were willing to
open up about their own mental health difficulties. This helped them realize that they

were not the only ones affected.

Expected discrimination (30)
While all patients told at least one close friend or family member about their problems,
only three disclosed the ARMS and many used watered-down versions. Reasons for
doing so included not wanting to inform others about a possible transition to psychosis as
long as it was uncertain whether it would actually occur. Furthermore, eight individuals
feared negative reactions in view of common stereotypes about psychosis, as the
following example shows:

“If | told someone, “I have a risk of developing psychosis and perceive strange things [...]", he

would be disturbed and treat me differently. | have seen people being put down as taking too

many drugs. This is sad.”

Experienced stigma (21)
Six individuals experienced stigmatizing reactions, e.g.:

“When | was sick [because of my mental health issues] for a few weeks a year ago, that was

okay, but on renewal of my working contract they were concerned about it. [..] Although | had
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been working fine for the last five years [..]. | experienced it as unfair that they made such a big
deal about it.”

Friends and acquaintances of another patient smiled in an awkward manner and
changed the topic when he brought up his problems. Moreover, his social withdrawal was
interpreted as diminished interest in friendships.

Negative experiences with psychiatric clinics prior to contact with the early detection clinic
included being “put on a waiting list for therapy for months while symptoms worsened”,
feeling “treated like another file on the shelf” and being “confined to a ward with drug-
dependent people without being diagnosed”. Three participants had witnessed the
involuntary confinement of affected family members into wards full of strangely behaving

patients, which they experienced as frightening.

Self-efficiency (26)

Eight patients still felt in control of their actions and decisions and engaged in active
coping strategies. These included adjustment of their attitudes as well as active attempts
at controlling symptoms, e.g., by focusing on certain aspects of the environment while
avoiding others. Patients wanted to be actively involved in their treatment and to receive
information about their condition. One patient even stated he would have been more

worried had the assessment not revealed something.

Table 3 about here

Discussion

In this study, eleven ARMS individuals were interviewed to investigate (1) whether they

experienced any stigmatization, and if so, (2) whether early detection and being informed

about the ARMS contributed to stigma or whether the support offered by an early detection

clinic was perceived as helpful.

Regarding the first question, there is evidence for stigmatization. The interviewed persons

were aware of common stereotypes about people with psychosis. Nevertheless, they did not
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seem to identify themselves with these but rather distanced themselves from internalized
stigma. They were able to distinguish ARMS from actual psychosis and to take the
uncertainty of transition into account. Both genders seemed to be affected equally. However,
since all individuals in the present study had received cognitive behavioral case management
for up to three years and since internalized stigma has shown to decrease with therapy,® this

mindset might result from therapy.

Other studies have shown internalized stigma in ARMS individuals to be associated with
depression, social anxiety and decreased well-being.'® ?°> This is in line with our patients’
statements of feeling insecure and in need of discussing a variety of questions after first
being informed about their ARMS. Importantly, they were able to overcome this initial
experience with the help of the early detection team. Likewise, studies assessing the
psychological impact of at-risk states in other illnesses (e.g., cardiovascular risk, risk of
cancer, etc.) have found that information about an at-risk status was related to anxiety,
depression and distress in the short-run only.* In the present study, we show that
internalized stigma — if present — is mainly related to the awareness of existing stereotypes

about mental illness combined with the perception that “there is something wrong with me”.

In line with another study,* fear of possible stigma due to negative stereotypes about
psychosis caused many individuals to reveal their ARMS to close friends and family
members only. Several reported “not being taken seriously” or “being perceived as lazy or
lacking motivation” by their social environment and felt relieved to be finally perceived as
having a mental health condition. It is noteworthy that most interviewed individuals were
interested in sharing their experiences with other affected persons. The importance of social
contact in ARMS has consistently been emphasized in studies.*” ** Although not in the entire
sample, there was evidence for stigmatization caused by early symptoms and altered

behavior, in particular with regard to social withdrawal.

As for our second question, whether early detection centers contribute to stigma in ARMS,

patient statements revealed no such evidence. On the contrary, ARMS individuals were
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eager to learn about their condition and felt that they could continue to live a good life. This is
in accordance with a previous study by Welsh and Tiffin.*° The findings summarized above
suggest that the support offered by early detection centers does not contribute to stigma but
rather reduces it. This is further underlined by patients’ reports of generally positive

experiences with the early detection clinic.'®
Limitations

The double role of the interviewer as clinician and researcher may have influenced the
responses of patients, who may have been reluctant to criticize the treatment staff.*®
However, since participants voluntarily shared their experiences, we do not believe this to be
the case. On the contrary, the trusting relationship to the psychologist may have promoted
disclosure of subjective experiences. A second limitation is that, since patients were selected
from a help-seeking group by convenience sampling, a positive bias is possible, in the sense
that participating patients may have expressed mostly positive experiences. To counteract
such a bias, explicit questions about negative experiences were included. Furthermore, help-
seeking might be associated with better illness insight, which is known to be associated with
higher perceived stigma.*> ** On the other hand, help-seeking individuals may receive more
social support which may protect them against stigma. Another limitation of this study is the
lack of a control group that would not have been informed about their at-risk state.
Furthermore, ARMS individuals who do transition to psychosis could be subject to more

stigmatization than individuals who do not.
Conclusions

The qualitative interviews applied in the present study yield new insights into the effects of
informing patients about their ARMS. Individuals provided detailed and meaningful
descriptions of their experiences.*” Patients seemed to benefit from sharing their personal
views, including those regarding potential stigma. Since ARMS individuals seem to be

affected by stigmatization in terms of stereotype awareness and, in some cases, experiences
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of discrimination, early detection centers play an important role in preventing and reducing
stigmatization by sharing knowledge and counteracting stereotypes. Based on our results,
we suggest that treatment manuals intended for use in ARMS individuals include
standardized assessments of stigma (e.g. stereotype awareness, expected stigma,
experienced discrimination) as well as intervention measures actively addressing
stereotypes, internalized stigma and associated coping skills. Qualitative studies can serve
as a base for further investigation. However, more research on this topic is clearly needed.
The inclusion of the attenuated psychosis syndrome in section Il of DSM-V will hopefully

encourage such research.
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Table 1: Sample description

Total Women Men p N
Gender (%) N=11 N=4 (36) N=7 (64)
Age mean (SD) 26.7 (7.72) 23.0 (2.16) 28.8(9.11) 0.6 11
Occupation:
Employed 4 1 3
Education (university student) 5(3) 3(2) 2(1)
Unemployed 2 0 2

BPSR total score mean (SD) 31.7 (5.29) 31.7 (8.14) 31.7(4.27) 100 9
SANS total score mean (SD) 8.27 (8.81) 6.69 (6.36) 9.06 (10.3) 0.69
Follow-up duration mean (SD) 10.5 (10.0) 5.80 (4.42) 13.1(112.6) 0.17

(months)
=36 2 0 2
12 2 0 2
6 1 1 1
<1 5 2 3

BPRS: Brief Psychiatric Rating Scale**, SANS: Scale for the Assessment of Negative
Symptoms*®
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Early detection of psychosis: helpful or stigmatizing?

Table 2: Topics covered by the qualitative interview

P w DR

Experience of first symptoms (cognitive, affective)

Experience of first contact with the early detection center (cognitive, affective)
Experience of the information received regarding ARMS (cognitive, affective)
Reactions of the social environment to disclosures regarding contact with the early
detection center and ARMS

Experience of the ARMS: a) Helpful aspects

b) Disadvantages, discrimination, stigmatization
and coping with such

c) Experience of assessment and treatment
received in the early detection center
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Table 3: Emerging themes and categories with frequenciest

Emerging theme F | Category F
1. Perception of 16 | Nonspecific symptoms, loss of motivation, social withdrawal 10 (7)
first symptoms There was something wrong with me, | had changed but did not 7

know how or why
Symptoms started step by step and worsened gradually 5
Sudden bizarre changes in perception or thinking 2
2. Perceived 24 | Stress due to difficult work conditions 9 (6)
triggers Other illness (e.g., autism, flu) 4 (2)
Medication (antidepressants)/drugs 3
3. Coping with 25 | Attempts to help oneself, passively waiting for situation to get 13 (9)
symptoms better failed
| needed help 8 (5)
Contact with the early detection center via referral or with help 4
of family member or friend
4. Images of 26 | No specific image of psychosis although the term is familiar £ 10 (8)
psychosis/ Loss of reality or consciousness/’going mad”/worse than other 9(4)
stereotypes psychiatric disorders
“Invisible illness” 5
Similar to experiences when taking drugs 2
5. Helpful aspects | 68 | Helpful information/motivation to change behavior/improvement 19 (9)
of contact with of situation
the early Assessment and presence of psychologists and doctors 14 (10)
detection clinic provides feeling of security
Relief that others could also see what | felt and that they could 14 (8)
name it
Staff was nice and friendly 11 (8)
| was not left alone/somebody listened to me/l was taken 10 (5)
seriously
6. No changes 21 | Knowing about my condition did not change symptoms, | 18 (7)
continued as before. It is better not to worry too much
Focus on other diagnosis, ARMS secondary 32
7. Negative 36 | “First contact was strange, new, | did not know what was in 13 (7)
aspects store for me, | was stressed”
Information about the ARMS at first shocking, put symptoms 9 (5)
into focus
Appointments for assessment and study were time-consuming 6
and psychologically draining
Difficulties with changing staff, administrative issues 6
8. Needs of 16 | Exchange of experiences with other affected individuals/group 8 (6)
patients therapy
Need for treatment and support for everyday life 8
9. Positive 43 | Positive or neutral reactions and support in the social 35 (9)
experiences/ environment when talking about symptoms and therapy
support | am not the only one affected by mental health issues 8 (6)
10.Expected 30 | Not talking openly about the ARMS, talking exclusively to close 17 (8)
discrimination friends or relatives, or using a diminished version of problems
It is a taboo in society? What would others think of me? Why 13 (8)
does this happen to me?
11.Experienced 21 | Negative experiences with the mental health system (own 10 (7)
discrimination experiences or with family/friends)
Negative reactions of the social environment 11 (6)
12.Self-efficiency 26 | Active coping strategies 14 (8)
My own decisions and strategies were required and helpful 6 (4)
| want to know about my condition 6

T Patient frequencies are stated in parentheses if different from statement frequencies
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