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ABSTRACT

Objectives Little research has looked at how people who
do not use mental health services experience psychosis.
Thus, the present study aimed to explore the experiences
and views of people with psychosis who have neither
sought nor received support from mental health services
for at least 5years.

Design A narrative interview study. Thematic analysis
was used to analyse the data.

Setting England.

Participants Twenty-eight participants with self-defined
psychotic experiences were asked to provide a free
narrative about their experiences.

Results Five themes were identified: (1) Perceiving
psychosis as positive; (2) Making sense of psychotic
experiences as a more active psychological process to find
explanations and meaning; (3) Finding sources of strength,
mainly in relationships and the environment, but outside
of services; (4) Negative past experiences of mental health
services, leading to disengagement and (5) Positive past
experiences with individual clinicians, as an appreciation
of individuals despite negative views of services as a
whole.

Conclusions Perceiving psychosis as something positive,
a process of making sense of psychotic experiences

and the ability to find external sources of strength all
underpin—in addition to negative experiences with
services—a choice to live with psychosis outside of
services. Future research may explore to what extent
these perceptions, psychological processes and abilities
can be facilitated and strengthened, in order to support
those people with psychosis who do not seek treatment
and possibly also some of those who are in treatment.

INTRODUCTION

Research has shown that a considerable
number of people with psychosis do not
present to mental health services.' According
to one review, 7% of the general population
are likely to have psychotic experiences in
their lifetime.” Other reviews estimate voice-
hearing prevalence at 18%” and experience
of paranoia in up to 30% of the general popu-
lation.* Since these rates are much higher
than the number of patients with psychosis
in health services,5 many people with such

Strengths and limitations of this study

» To our knowledge, this study is one of the first to
explore the experiences of people with psychosis
outside of services who are hard to reach and com-
monly not included in research studies.

» A free narrative approach emphasised the perspec-
tive of the interviewees and allowed for rich material
to be analysed.

» The participants included in this study were re-
cruited from a wide-range of organisations and
geographical areas within England, thus enabling a
maximum variation within the target population.

» The sample was heterogeneous in terms of biogra-
phies and living situations, but it was a convenience
sample and exclusively from England.

» The study did not entail formal
assessments.

diagnostic

experiences are likely to live with and manage
their experiences without conventional treat-
ment or other support from mental health
services.

There isadebate as towhether the psychosis-
like experiences in the general population
are qualitatively distinct from those in clin-
ical populations.’® 7 Peters et al ® found that
both clinical and non-clinical groups with
psychotic experiences experienced positive
symptoms. Interestingly, the non-clinical
group had lower levels of paranoia, delusions,
cognitive difficulties and negative symptoms,
but more somatic or tactile hallucinations.

Previous literature exploring the views of
people with psychotic-like experiences who
do not seek support from mental health
services is scarce. To our knowledge, one prior
study conducted by Boumans et al ? docu-
mented two key factors in maintaining well-
being without having to access mental health
services: personalised self-care and adoption
of interpretive frameworks (in order to fully
make sense of psychotic experiences).

Studying the experiences of people
with psychosis outside of services can be
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challenging, as many people in such situations may avoid
not only contact with health services, but also participa-
tion in research studies. However, such research may:
identify different strategies for living with psychosis than
those found in clinical samples; point towards forms of
support that are appropriate for people with psychosis
who do not seek treatment; and provide evidence on
attitudes, skills and resources that can promote recovery
in other groups.'’ Against this background, the current
study aimed to explore the experiences and views of
people with psychotic experiences who have not received
any treatment or other support from mental health
services for the past byears.

METHODS

Study design

We conducted qualitative semi-structured narrative
interviews. The narrative methodological approach was
chosen as it enables a flexible collection of rich material
while simultaneously placing emphasis on the perspective
of the interviewees.'" A Lived Experience Advisory Panel
advised on the content and conduct of the interviews,
including the phrasing of questions and the terminology
used in the interviews.

As per the ethics application, the study had a predefined
sample size of up to 30 participants. It was agreed that
participant recruitment would be terminated after data
saturation was reached.

Participants and recruitment activities

Participants met the following inclusion criteria: having
had self-defined experiences of what could be termed
psychosis (with examples given of hearing voices or
seeing or believing things that others do not), not having
accessed mental health services for the previous 5years
although they may have had accessed them earlier (ie,
secondary or tertiary mental health services in the cate-
gorisation of the National Health Service in the UK, that
is, services providing treatment through fully qualified
mental health professionals), over 17 years of age, and
able to give informed consent.

Recruitment activities were structured and iteratively
refined to seek a maximum variation sample of psychosis
experiences.'” To achieve a maximum variation sample of
psychosis experiences, participants from a wide range of
organisations and geographical areas (in and outside of
London) were recruited. The recruitment of participants
took place through: primary care (general practitioner
practices) services in London, online support groups or
networks (eg, spiritual or critical psychiatry networks),
groups affiliated to the Hearing Voices Network, and
charity and non-governmental organisations. It is
important to highlight that the organisations included in
the current study do not provide specialist mental health
treatment or support. Although the recruitment method
varied slightly depending on the site being recruited
from, in most instances the recruitment was facilitated

by presentations and attendance at a variety of groups,
advertising online or sending invitation letters to poten-
tial participants.

Researchers explained the details of the study on the
phone to potential participants, and encouraged them to
ask questions or raise concerns. This was followed by a
meeting in person, in which individuals could make their
final decision as to whether to take part in the research
interview. All participants received a participant infor-
mation sheet and were given a sufficient amount of time
to consider whether to participate in the study. As part
of the recruitment process, all of the eligibility criteria
were discussed with each participant to verify that they
were being met. There was no prior relationship between
the researchers conducting the interviews and the study
participants.

Procedure

Twenty-eight semistructured interviews were conducted
by three researchers (RM, Z] and JLB) over a 15-month
period, with most interviews (n=25) carried out by RM.
Most interviews were conducted in London, with some
in other parts of England. Each participant took part
in a 40-120min interview conducted in health services
or community venues. On the day of the interview,
researchers provided the potential participants with an
in-depth explanation of the study procedures and aims,
ensuring their full understanding and ability to provide
informed consent. All participants provided written
informed consent. During the interviews, the researchers
asked open-ended questions designed to elicit a narra-
tive,”> with minimal or no interruption from the
researcher in order to facilitate fluent sharing of expe-
riences.'* Specifically, participants were asked to share
their recovery story, followed by some questions focusing
on participants’ experiences of sharing their recovery
story with others. All participants were reimbursed for
their participation.

Analysis

Interviews were audiorecorded, transcribed verbatim,
anonymised and were then transferred to NVivo V.11
for data management and analysis. After the researchers
familiarised themselves with the content of the data, an
initial inductive thematic analysis was conducted to iden-
tify key themes across the interviews, based on an approach
outlined by Braun and Clarke.'” Preliminary codes were
established from this analysis in relation to the research
question, and refined through a continuous discussion
in the wider research team, from backgrounds in clin-
ical and academic psychiatry and clinical and academic
psychology. Transcripts were then analysed in more detail
by two members of the research team, with 20% being
double coded and checked for consistency by two inde-
pendent researchers. Discrepancies were discussed until
resolved. Coding consisted of identification and allo-
cation of text relating to the preliminary coding frame-
work, allowing comparison of themes occurring within
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and across sources. Once all transcripts were coded, the
lead author synthesised the coding into themes with the
two analysts. Regular discussions were held between all
analysts to adapt and develop the themes, which under-
went several iterations from its original form to the final
version. The researchers maintained reflexivity by consis-
tently having discussions within the team and with the
wider research group to gain a more varied perspective.
Reflexive field notes were also utilised which focused on
the researcher’s role as an interviewer, including their
feelings, possible biases and immediate context prior to
the interview in order to further ensure reflexivity.

Patient and Public Involvement
A Lived Experience Advisory Panel advised on the content
and conduct of the interviews.

RESULTS

Sample

Twenty-eight people with self-defined psychotic experi-
ences were interviewed between February 2018 and May
2019. The duration of the interviews ranged from 40 to
120min. Eleven participants were recruited via primary
care practices and 17 through alternative networks and
advertising. Sixteen were female, and 11 male (1 preferred
not to say). Four participants reported being in the age
group of 25-34 years; six in the group of 35-44 years;
nine in the group of 45-54 years; four in the group of
55-64 years and two being more than 64 years of age (one
preferred not to say). Eighteen self-declared ethnicity as
White, two as Asian and five as Black (three preferred not
to say).

Themes
Five distinct themes were identified.

Perceiving psychosis as positive
Alarge proportion of participants perceived their experi-
ence of psychosis as positive overall.

I think I have something extraordinary. And people
with extraordinary things find it hard in society, and
probably I don't find it hard' (A01)

For some, this related to seeing such experiences, for
example, their hallucinations, as a positive coping mech-
anism to deal with difficult life events, even if the halluci-
nations themselves could be difficult:

...my brain was trying to process all the things hap-
pening around me, and tried to externalise it in some
form that I could perhaps deal with a bit better...
(A27)

Others found their experiences educational or empow-
ering, and were able to learn or gain new and positive
perspectives from them:

I kind of tried to get rid of all the negativity and then
ended up getting like a higher kind of version of

myself so I felt really empowered and really kind of
connected to the universe (A02)

I feel that in that space I get some real truths (A010)

For some, their psychosis had become a positive part
of their identity, an essential part of how they saw them-
selves in the world, providing a resource that they could
contribute:

I have taken the only course open to me to cope with
symptoms, that is to treat seeing things which are not
there, or hearing what nobody else does, as attributes
which in truth are a part of who I am and harness-
ing them as the strengths they really are, and the gifts
which I have to give the world. (A19)

...in a way I see it as a positive, they don't have to be
negative, you can actually accept who you are and...
you make the best of it really (A020)

Making sense of psychotic experiences
When people managed to make sense of their psychotic
experiences, this often also implied a positive view of the
experiences. It was, however, not justa positive perspective
of what happened. It often involved a more active psycho-
logical process of developing a meaningful explanation.
Indeed, the process of making sense of the psychotic
experiences was also often linked to the biographical
context of the individual.

An explanation for why they had experienced psychosis
was important, and these explanations themselves became
a significant part of their narratives.

I have since learnt that actually there is meaning to
things and actually I am somebody that...does seem
to have a perception or radar that not everybody
seems to have...in one way the psychosis was awful,
but in another way it exposed this horrible past that
was unknown, unexplored, unexpressed (A07)

Many linked their experiences with negative life events,
such as abuse in childhood or difficult upbringing:

...I've been a voice hearer and someone who halluci-
nates since I was little...the reason for that in my par-
ticular case is because I am a survivor of incest. (A0bH)

...I come from a fairly dysfunctional family...It did
actually take me years and years to put together the
idea... that the mental health problems sort of arose
as...a means for my brain to externalise what was go-
ing on inside... sometimes they (hallucinations) were
more supportive than the people around me were...
maybe my brain created an enviroment for me...to
be in...I understood better...I had control of (A027)

These negative experiences could be from a period
before individuals were able to form memories, so that
finding out about their past could make sense of their
experiences:

And that’s when I found out that we'd been separated
when I was a very, very young baby...so you know and
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my soothing- self-soothing system probably wasn't
that well developed, so that helped me to understand
(A11)

Other negative experiences were from later in life:

...my mental health challenges were triggered by hav-
ing radical surgery. I mean it is - it is important to
say this, so, before (the surgery) I hadn't experienced
(mental health challenges)... (A16)

Some attributed their experiences to spiritual reasons,
finding them empowering and meaningful:

This story is in my ancestry, that’s my theory of what
happened, I don't have any other explanation and I
felt that there was- I felt that’s what happened to me
(A10)

These explanations were sometimes linked to religious
beliefs:

...as a Christian I don't see anything that ever hap-
pens to anybody as being a result of random chance
anymore, I think it was important to my journey (A22)

Finding sources of strength

A third theme was the sources of strength that participants

found around them, in relationships and in their natural

environment, but outside of mental health services.
These included both receiving and giving social support,

and the validation and feelings of connection provided by

others, particularly those with similar experiences:

...it was amazing, we all kind of met up and we had all
been through similar things, and it was incredible to
just hear everyone speak and be open (A02)

The significance of social support was also expressed in
terms of the importance of close personal relationships:

Well I think my partners have been too important in
my life. So the first time when I got my diagnosis I
was with my boyfriend... at that time he was very, very,
very supportive and so was his family. (A09)

Some people spoke about the importance of taking
ownership of their narrative for their recovery, creating a
coherent sequence of events, often through counselling
or alternative therapy work:

...part of the reason I find narrative therapy actually
so interesting as an approach is that part of the re-
covery process has been assembling the story. And
understanding it as a story. (A06)

Others found the process of creating a written narrative
cathartic:

...I wrote my autobiography so that was a big part of
my healing process, it was- It was a catharsis I needed
to look back and understand my journey... that... was
a huge part of my healing process. (A11)

For some, opposing the dominant illness model of
psychosis and using spiritual or other alternative frame-
works to make sense of their experiences was essential to
being well:

...going into the different reality... and taking it se-
riously rather than dismissing it as illness was my re-
covery, that was what helped me to recover, I think.
(A10)

Many people spoke about the importance of self-care
in managing their mental health, and finding ways to
improve their well-being on a daily basis. For example,
people found exercise and healthy eating to be helpful:

I started to exercise, and I'd started to clean up my
food, and I started to do a bit of meditation... And I
said, oh, wow, this is how you get better then. (A16)

Other forms of self-care mentioned were making time
and space for oneself, and spending time in nature:

I love the sea, every time I feel like anxious and ner-
vous I just look at the sea and it is just, like, beautiful.
(A02)

Another helpful factor people spoke about was finding
purpose in daily life, and productive ways to use their
time. These could entail creative outlets such as music
and art forms:

...it’s recovery through my artwork every day... —I
think the art has given me great kind of- great kind of
structure... (A01)

For others, purpose was achieved by engaging in or
returning to higher education or seeking to educate
themselves:

...it was important to me sort of coming back to
schooling, that was... unfinished business because I
could never go... (A04)

Others found purpose in voluntary or paid employment:

...the job that I do is what keeps me out of hospital, I
know it yeah, and it has done for all that time because
I haven't been hospitalised... (Al12)

Negative past experiences of mental health services

Some participants had previously engaged with services,
and several of them reported negative experiences of
treatments and interactions with staff, which contributed
to their decision to disengage from health services. These
could relate to unwanted medication side effects:

The medication didn't help at all, actually it numbed
me so much that I had no point any more (A04)

But also to coercive and forceful treatment by staff:

I remember they were dragging me up the ward... to
the seclusion room, where they monitored me...they
were very, very forceful and all I said was I just need
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your help and...... it wasn’t really dealt with, no-one
answered back, that was the process. (A021)

The regime was punitive...if you...stepped out of
line... the notion was you would receive more inten-
sive care which of course was nonsense, it was a form
of punishment. (A020)

And indeed abuse, as reported by two participants:

Unfortunately I was raped in hospital and it made
it—made it very uncomfortable to be there so I left
really quickly. (A03)

...when I was sectioned um in the local mental health
hospital I was raped, probably by staff, which added
to my trauma... (A05)

Positive past experiences with individual clinicians

However, past experiences with services were mixed.
Those people who reported positive experiences often
referred to the importance of helpful relationships
with individual clinicians, rather than a team or a whole
service, so that these positive interactions did not provide
a motivation to re-engage with the service. The individual
clinicians made them feel heard, and were able to see
them as a whole person as opposed to the sum of their
symptoms:

When I said to him (psychiatrist), he said 'tell me
about yourself' I said 'there it is, read this' he pushed
my file away and said 'that’s a piece of paper- it tells
me nothing about you' and then we connected, we
clicked (A17)

Others spoke about clinicians who did not discount the
validity of their experiences and their potential meaning,
respecting their interpretations of experiences:

...I'had a couple of sessions with a psychiatrist... ...
and I actually said to him ‘do you think it’s possible
to see, like have an episode like a psychotic episode
and in that episode literally see the things that you're
going to experience in your life all in that episode
and then everything actually begin very, very slowly’
and he said ‘it’s possible, you know’. (A08)

Even participants with negative views of services as a
whole, tended to distinguish between individual clini-
cians. The participant who criticised a punitive regime in
the previous theme also remarked:

I thought the psychiatrist was very pleasant, we had
some interesting chats...(after leaving)...I felt the
loss of the attention of the psychiatrists... (A020)

DISCUSSION

We explored the experiences and views of people living
with psychotic experiences, who have neither sought nor
received any support from mental health services in the
last 5years. The focus was on understanding how people

describe their views and experiences when not receiving
treatment or any other type of help from mental health
professionals. Five themes were identified in the narra-
tives. Three themes reflect views and abilities that may be
essential for the participants’ choice for not contacting
services. They include a positive perception of psychotic
experiences even if they are seen as unusual, an active
and—at least in parts—successful search for sense and
meaning, and a link with the external world in form of
finding strength in personal and natural sources around
them. Two further themes address the past experiences
with services, which were often negative but also involved
helpful relationships with individual clinicians.

Strengths and limitations

While numerous studies have investigated how patients
with diagnosed psychotic disorders experience and are
satisfied or dissatisfied with the treatment they have been
receiving in mental health services, this is one of the first
studies to explore the narratives of a hard-to-reach popu-
lation of people with experiences of psychosis who are
not in contact with mental health services. The meth-
odological approach of encouraging people to tell their
story in a free narrative emphasised the perspective of the
interviewees and allowed for rich material to be analysed.
We recruited from different groups, and reached satura-
tion for generating the main themes.

The study also has several limitations. Firstly, we
recruited a convenience sample. Given that there may
be very different groups of people with the experience
of psychosis who do not use mental health services, other
samples may have yielded a different picture. Secondly,
although the sample was selective, it was still hetero-
geneous in terms of biographies and living situations.
However, it was overall too small to analyse differences
between subgroups. Thirdly, the approach of a free narra-
tive limited the option to focus on specific aspects in more
depth and detail. And finally, neither did the interviewers
conduct a formal diagnostic assessment nor did they
check the diagnostic assessment of possible treatment
episodes in the past. Thus, one may question to what
extent experiences of the interviewees would be classified
as psychosis if such formal assessments had been made.

Summary of the results and comparison against the literature
A previous study investigating the experiences of people
with psychotic symptoms not accessing mental health
services’ found themes relating to self-care and the
importance of underlying explanatory frameworks. Simi-
larly, two themes in this study centre on the importance of
individuals’ positive perceptions of their experiences and
finding a meaningful explanation. Perceiving psychotic
experiences as meaningful and related to their life situ-
ation has been shown to be beneficial for people’s pros-
pects of recovery."®

The findings suggest that it is important that people’s
explanations are aligned with and accepted by others, as
well as contain personal meaning. An aspect of helpful
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social support was sharing a joint explanatory model
for their experiences, and receiving validation of these
beliefs. In addition, we found that individual relation-
ships with clinicians could be particularly helpful when
individuals felt that they were listened to, and their expla-
nations were taken seriously. This is in line with previous
research showing that sharing the same explanatory
model for psychosis is associated with improved treat-
ment satisfaction and therapeutic relationship in outpa-
tients diagnosed with schizophrenia'’ and more generally
with a large body of evidence showing the importance
of the direct communication between patients and indi-
vidual clinicians."® The importance of establishing a posi-
tive patient-clinician relationship through appropriate
communication is underlined by the fact that many
participants still expressed their appreciation for indi-
vidual clinicians, although these relationships had ceased
at least 5years ago and all participants had decided not to
seek help from mental health services in general anymore.

Many of the participants believed that specific trau-
matic experiences had played a causal role in the devel-
opment of psychotic experiences. Previous narrative
reviews and meta-analyses have suggested a link between
traumatic experiences and psychosis,'” " which may be
influenced by lower psychosocial functioning and greater
social adversity.®

Having social connections was considered helpful not
only in relation to the validation of explanatory models,
but also for daily support and well-being, which is consis-
tent with research showing the important role of social
networks for recovery.” * In addition, people spoke
about the importance of being engaged in occupations,
religious groups and creative activities. Such activities
may provide purpose and structure.”* Having structure
and using various forms of self-care to stay well have been
found to be associated with larger social networks.”

That people who prefer not to be in contact with services
reporta range of negative past experiences with services is
not surprising. Indeed, the fact that negative experiences
can lead to disengagement has been shown before and
may be seen as obvious. Some people reported damaging
and traumatic events such as being raped which can
easily be understood as a reason to avoid any contact
with services from then onwards. Overall, however, the
negative reports about experiences with services were not
more pronounced than in some studies with people who
are still—or again—in treatment.?**” Explanatory models
for their experiences that are not shared, the feeling of
not being listened to or treated with respect, and further
stressful events during treatment, particularly on wards,
are also frequently found in accounts of patients who
are in the care of mental health services.?® %’ Moreover,
people in this study repeatedly described very positive
experiences with individual clinicians although this did
not generalise to positive views of the services as a whole.
Thus, one may speculate as to whether the negative
experiences reported in this study are rather common
and possibly less important than the positive views and

resources in relation to the decision not to seek treatment
as well as the ability to manage psychotic experiences
outside of services. Seeing psychotic experiences—for
various reasons—as something positive, making sense of
the experiences and finding external sources of strength
might be more specific for this group of people than the
critical views of health services.

Conclusions

Given a lack of previous literature, the current study
sought to explore the experiences and views of people
with psychotic experiences who have neither sought
nor received support from mental health services for
at least Hyears by employing a free narrative interview
methodology.

However, it remains an open question as to whether any
and, if so, how many of the interviewees might actually
have benefitted from whatever support mental health
services in the given area can provide. Services that
accommodate and respect a range of explanatory models
and have clinicians with good communication skills who
treat patients with interest and respect should be more
likely to maintain helpful relationships even with people
who have different explanations for their experiences.
This might even outweigh some negative treatment expe-
riences that many patients might have at some stage of
their long-term pathways.

A challenge for future research is to explore whether
it is possible to facilitate and strengthen the positive
perceptions, psychological processes and abilities to find
strength in engaging with external sources, that were
identified in this study. Such research might lead to better
support for people with psychosis who do not seek treat-
ment. It might also benefit the further development of
approaches for people with psychosis who are in treat-
ment, as it could help their recovery, although in some
patients it might also undermine the motivation to stay
in treatment.
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