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Abstract

Background: It is well-known that attempting antipsychotic withdrawal can be a fraught
process, with a high risk of relapse that often leads people to resume the medication.
Nonetheless, there is a group of people who appear to be able to discontinue successfully.
Relatively little is known about how people do this.

Methods: A convenience sample of adults who had stopped taking antipsychotic medication
for more than a year were recruited to participate in semi-structured interviews through

an anonymous online survey that investigated antipsychotic medication experiences in New
Zealand. Thematic analysis explored participant descriptions of their efforts to maintain their
wellbeing during and after the withdrawal process.

Results: Of the seven women who volunteered to participate, six reported bipolar disorder
diagnoses and one reported diagnoses of obsessive compulsive disorder and depression. The
women reported successfully discontinuing antipsychotics for 1.25-25years; six followed a
gradual withdrawal method and had support to prepare for and manage this. Participants
defined wellbeing in terms of their ability to manage the impact of any difficulties faced
rather than their ability to prevent them entirely, and saw this as something that evolved
over time. They described managing the process and maintaining their wellbeing afterwards
by ‘understanding myself and my needs’, ‘finding what works for me’ and ‘connecting with
support’. Sub-themes expand on the way in which they did this. For example, ‘finding what
works for me” included using a tool-box of strategies to flexibly meet their needs, practicing
acceptance, drawing on persistence and curiosity and creating positive life experiences.
Conclusion: This is a small, qualitative study and results should be interpreted with caution.
This sample shows it is possible for people who experience mania and psychosis to successfully
discontinue antipsychotics and safely manage the impact of any symptoms that emerge as a
result of the withdrawal process or other life stressors that arise afterwards. Findings suggest
internal resources and systemic factors play a role in the outcomes observed among people
who attempt to stop taking antipsychotics and a preoccupation with avoiding relapse may be
counterproductive to these efforts. Professionals can play a valuable role in facilitating change.

Keywords: antipsychotic medication, bipolar disorder, medication withdrawal, psychosis,
service-user research

Received: 19 July 2020; revised manuscript accepted: 28 December 2020.
Correspondence to:
Miriam Larsen-Barr
School of Psychology, The
University of Auckland,
R . . . . Auckland, New Zealand
Introduction anxiety and obsessive compulsive behaviour.!  mpar114@aucklanduni.

Antipsychotic medications are used routinely to Antipsychotics are often helpful in the short term, 2¢n?
manage symptoms of psychosis and mania in but commonly cause serious adverse effects that Schootof Psychology, The

.. . . . . . University of Auckland,
addition to other purposes including insomnia, can be barriers to recovery over the long term,*® auckland, New Zealand

journals.sagepub.com/home/tpp 1

@ @ Creative Commons Non Commercial CC BY-NC: This article is distributed under the terms of the Creative Commons Attribution-NonCommercial 4.0 License
@ (https://creativecommons.org/licenses/by-nc/4.0/) which permits non-commercial use, reproduction and distribution of the work without further permission
BY NC

provided the original work is attributed as specified on the SAGE and Open Access pages (https://us.sagepub.com/en-us/nam/open-access-at-sage).


https://uk.sagepub.com/en-gb/journals-permissions
https://uk.sagepub.com/en-gb/journals-permissions
https://journals.sagepub.com/home/tpp
mailto:mbar114@aucklanduni.ac.nz
mailto:mbar114@aucklanduni.ac.nz

Therapeutic Advances in Psychopharmacology 11

and do not prevent or reduce symptoms of psycho-
sis or mania for everyone.® Accordingly, there have
been growing calls for improved information and
support to assist people who experience psychosis
or mania to withdraw safely from antipsychotics
and reduce long-term maintenance use.!%13 But
this is not a straightforward task.

Service-user groups have long advocated for the
choice to stop taking medication.'* While many
people attempt to stop antipsychotics,”1%1¢ esti-
mates suggest only 30—40% of people achieve their
goal and multiple attempts are often required.10:17-20
Relapse is common across the year following dis-
continuation, particularly in the first 3 months.
Although the high incidence of relapse reduces
over time,21:22 the initial disruption can be great. In
the absence of internationally accepted guidelines
to facilitate withdrawal,??® attempted discontinua-
tion has often been discouraged.5:7:8:24-27

Many factors can affect relapse during and after
withdrawal from antipsychotics. Discontinuation
carries the dual challenge of managing the with-
drawal effects that often arise during the process
alongside any mental health symptoms and other
stressors people may continue to experience.
Medication withdrawal, substance use and psy-
cho-social stress, alone and in combination, can
all precipitate relapse.?® A range of somatic, cog-
nitive and emotional withdrawal effects including
symptoms of psychosis and mania are well docu-
mented,1219:27,29-33 the extent of which appears to
have a relationship with the degree of exposure to
the antipsychotic agent.29:30:3%35 A gradual with-
drawal method is recommended to assist but
there is limited evidence available to guide these
practices,!3:17:36:37 people often lack the support of
their prescriber to implement this and real-world
definitions of ‘gradual’ vary widely.19:27:31

Multiple longitudinal studies reveal people who
discontinue antipsychotics successfully may have
fewer periods of relapse and equal or better
psycho-social functioning than those who persist
with long-term use.21:22:38-45 While there have
been contradictory findings,* a close examina-
tion of the reported results of these studies reveals
a wide range of outcomes both among those who
stop and those who persist. More favourable
recovery outcomes can be partially predicted by
employment status, age, lower medication dos-
age, shorter duration of use, social support,
absence of substance use, and internal locus of
control, alongside prognostic factors like initial

symptom severity.21,22:38-42,45:46 However, relatively
little is known about what predicts successful dis-
continuation, how people practically manage the
process, how they define success, or what psycho-
social skills, strategies and environmental factors
support success. Guidelines produced in Quebec
and Germany prioritise access to psychotherapy,
prescriber support for gradual withdrawal and fam-
ily involvement.4748 A number of studies suggest
that talking therapy and other psycho-social inter-
ventions improve outcomes among those who
experience psychosis and represent promising alter-
natives to antipsychotic treatment, but withdrawal
research typically overlooks these treatments and
their targets as potential covariates. 49-5¢

Several qualitative studies show people who
attempt to stop antipsychotics ‘weave a safety net’
of additional psycho-social and physical health
strategies to support their wellbeing. They view
these to be crucial to both their general wellbeing
and their withdrawal efforts but report a lack of
information and guidance for managing the with-
drawal process and coping without medication
afterwards.5:18:19,:25-27,31,49-52 Unfortunately, people
who have stopped successfully tend to be absent or
under-represented in these samples and there is
often little attempt to differentiate the efforts of
those who succeed from those who do not. To our
knowledge only one small qualitative study has
specifically explored how people who successfully
stop taking antipsychotics manage the process.??
Furthermore, most studies that explore the
psycho-social efforts of those who stop taking
antipsychotics limit their investigations to the deci-
sion-making process and the strategies and sup-
ports currently in place,!81942:52.53 but neglect to
explore the critical withdrawal period or account
for the evidence regarding the differential and
interactive effects of various coping styles, cogni-
tive processes and environments. These issues
were addressed in the present study, in which
interviews were conducted with people who had
stopped taking antipsychotic medication success-
fully and believed themselves to be managing well.
Participants provide detailed accounts of the pro-
cesses involved in managing during and after suc-
cessful withdrawal from antipsychotic medication.

Methodology
Participants and recruitment

A convenience sample of people who had discon-
tinued antipsychotics was recruited through an
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anonymous online survey exploring oral antipsy-
chotic experiences among New Zealand residents
aged 18 or older who had taken antipsychotics
continuously for at least 3 months for any reason
and were currently living in the community.®
Survey participants (z=144) who had attempted
discontinuation (z=105) and remained off antip-
sychotics for 1year or more (=52) were pre-
sented with an invitation to take part in an
interview about what had enabled them to main-
tain their wellbeing during and after withdrawal.
People who expressed an interest in being inter-
viewed had an opportunity to ask questions before
providing written consent to take part and com-
pleted a confidential screening questionnaire to
establish that they were not currently taking oral
or depot antipsychotics, had not taken them on a
daily basis for at least 1year, and considered
themselves well at the time of the interview.
Consent was not sought to share the raw data
with other researchers. Ethics approval was
granted by The University of Auckland Human
Participants Ethics Committee (Ref 010880).

Data collection

Participants took part in 2-hour, semi-structured
interviews over the phone or face-to-face, depend-
ing on their location. All interviews were carried
out and recorded by the first author, then tran-
scribed, de-identified and provided to participants
to check for accuracy before analysis. A semi-struc-
tured interview schedule established participant
demographics (age, ethnicity, gender, sexuality,
employment, education, income, relationship sta-
tus) alongside mental-health and medication his-
tory (including current and past medication
regimes, time on and time off antipsychotics), and
explored the detail of their withdrawal attempt,
their efforts to maintain their wellbeing, and their
current recovery outcomes. Current wellbeing was
assessed by self-report and supplemented with
demographic data associated with quality of life.
Participants were asked how they defined recovery
and wellbeing then asked to rate, on a scale of zero
to five, their satisfaction with their current wellbe-
ing using this definition, where a rating of five rep-
resented 100% satisfaction.

Successfully stopping antipsychotic medication
was defined as the cessation of regular, daily use
of antipsychotic medication for more than
12 months, regardless of the use of other psychiat-
ric medications. Participants were asked whether

they currently took daily antipsychotic medica-
tion, and to provide their best self-reported esti-
mate of the amount of time that had passed since
they stopped.

Data analysis

Thematic analysis was used to identify semantic
patterns within participant descriptions of main-
taining their wellbeing during and after withdrawal
from antipsychotics, following the six-step process
outlined by Braun and Clarke.>* This was initially
carried out several years ago as part of a larger doc-
toral study® and was further reviewed and refined
for the purposes of strengthening the results for
publication. Only references to the process of main-
taining mental health during and after withdrawal
were selected for thematic analysis. An inductive
approach was used and themes were generated on
the basis of explicit semantic content and surface
meanings within the transcribed text. Exemplar
quotes are reported verbatim aside from minor
editing to preserve participant confidentiality,
improve ease of reading or clarify what was said.

Findings

Participants

Seven women volunteered to participate. Table 1
summarises their characteristics and outcomes. Six
were mothers of teenage or adult children. A diag-
nosis of bipolar disorder was reported by six partici-
pants, all of whom described psychotic elements to
their experiences; two also noted differential diag-
noses, including dissociative disorders and schizo-
phrenia, and were not sure which best fit for them.
Two participants disagreed with their diagnoses of
bipolar disorder, although they recognised experi-
ences of mania and psychosis. Six reported a his-
tory of full manic episodes, but Jan noted she
initially experienced only hypomanic episodes and
that manic episodes arose only in response to anti-
depressants. Karen reported a history of depression
and severe obsessive-compulsive disorser (OCD).

Six had received compulsory treatment in hospi-
tal at least once prior to their attempt to discon-
tinue. Jan had never received compulsory
treatment or been hospitalised, but described a
prescribing situation initiated by the occupational
health service at her place of work and reported a
conflict of interest that left her feeling unable to
freely choose. Most participants had taken
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Table 1. Interview participant characteristics, withdrawal methods, and current outcomes (names have been changed to protect

participant identity).

Sarah Joanne Carly Jan Karen Rebecca Theresa
Current age 35 49 53 52 63 48 52
Ethnicity NZE NZE NZE Maori NZE Maori NZE
Employment Employed Employed Student Employed Employed Student Employed
Education Tertiary Tertiary Tertiary Tertiary Tertiary Tertiary Tertiary
Relationship status ~ Partner Married Partner Single Married Married Married
Primary symptoms Psychosis, Psychosis, Psychosis, Hypomania OCD, dep Mania, dep Mania, dep
mania, dep mania mania, dep mania, dep
Age of onset 17 23 31 15 10 16 17
Age first AM 17 23 31 43 18 41 47
Time on AMs2 17years 1year LyearsP 9yearse 9yearsd 2years 8months
Most recent AM Quet. Halo. Quet. Quet. Quet. Risp Olanz.
Concurrent MS, AD Nil Sleep aid AD, MS, AD, MS, MS, Benzo MS, Benzo
polypharmacy Benzo Benzo
Withdrawal method  Gradual Abrupt Gradual Gradual Gradual Gradual Gradual
4years 3months x monthse 6months 2.5months 6 months
Prescriber support  Yes No Yes Yes Yes Yes Yes
Relapsef Yes; at Yes; rapid Yes; at Yes; at No No Yes; at
3months onset 6 months >1year >1year
Hospitalisation9 No No No No No No No
Other withdrawal Sleep Sleep Sleep Sleep Nil Anxiety Sleep
effects
Current meds Zero Zero Zero Zero AD MS MS
Time off AMs 1year 25years 2years Syears Lyears 2years 3years
3months 6months
Recovery ratingh 5 5 4.75 4.8 4 5 4

aTime on antipsychotics: longest duration of continuous use based on medication history obtained during interview.

bCarly reported initial continuous use of a typical antipsychotic for 7months, followed by a medication-free period of 15years, then continuous
antipsychotic use for 4years.

cJan’s continuous use took the form of alternating 1- to 2-week periods of daily use separated by 1- to 2-week gaps over 9years.

dKaren had a brief experience with chlorpromazine in hospital during late adolescence and later took antipsychotics continuously for 9years.
eJan could not recall the number of months she withdrew across but recalled that it was several.

fRelapse refers to relapse reported after discontinuation and includes reported time to relapse. No one described relapsing during the tapering
process. Jan's relapse coincided with later MS withdrawal.

9Hospitalisation as a result of relapse after discontinuation.

hSelf-rated satisfaction with current recovery outcome on a scale of 0-5 where 5=100% satisfaction.

AD, antidepressant; AM, antipsychotic medication; benzo, benzodiazepines; dep, depression; Halo, Haloperidol; MS, Mood Stabiliser; NZE, New
Zealand European; OCD, obsessive compulsive disorder; Olanz, Olanzapine; Quet, Quetiapine; Risp, Risperidone.

antipsychotics continuously over several years, time. Table 1 lists only the most recent anti-
alongside other psychiatric medications, and psychotic agent they had taken and other medica-
some had changed antipsychotic agents in that tions they used alongside this.
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Prescriber involvement

Six people reported withdrawing with some level
of support from their prescribing clinician includ-
ing assistance with planning and adjusting the
taper, regular reviews, supportive psychotherapy
and/or referrals for therapy. Joanne did not seek
the approval or support of a prescriber. Most initi-
ated the discussion about withdrawal themselves,
but for Theresa, her prescriber initially suggested
this. Sarah, Karen, Rebecca and Theresa received
the willing support of their prescribers. Jan and
Carly described a hard-won process to secure pre-
scriber support, contending that they were
equipped to try this, would be safer with guidance
and monitoring and would proceed independently
if they must. Jan noted that another clinician had
advocated on her behalf. Carly engaged the addi-
tional support of a specialised nutritional supple-
ment from an international organisation that
provided phone support and an online journal to
assist her in monitoring the reduction process in
collaboration with her prescribing doctor.

[When I raised stopping the antipsychotic] she said,
oh, that sounds wonderful. Let’s go forit. [. . .] She
had drawn diagrams and told me to shave bits of
pills off and all that sort of thing. [. . .] She planned
it all out and wrote it all out and spoke to me about
it. And said, don’t rush it, there’s always a temptation
to rush it but don’t. [. . .] She was also someone you
could email if there were any problems with it.
Actually at that time when we were trying to do that,
she also sent me off to a psychologist. — Karen

I got my doctor’s permission but I had to absolutely
twist his arm. I had to fight [. .
doctors who said they didn’t know me and weren’t

.] I went to other

going to take that risk. I went back to my doctor and
said look, I’'m going to come off the drugs. I threatened
him. I said I’'m going to come off them, I can either do
it this safer way with your permission and guidance,
or I can just do what I’ve done before and gone off
them and risk getting unwell again. I said I think I’ve
taken care of most things now [. . .] so he said okay,
alright it is better that you’re monitored. [. . .] I was
getting phone calls as well from Canada. It was all
part of the cost [of the supplement]. The phone calls
were fantastic, very supportive and they were guiding
me. I felt a lot safer. — Carly

Withdrawal methods

Six participants undertook a gradual reduction
across a period of months or years. No one
described simultaneously reducing multiple

medications at once. Five participants continued to
take other medications when withdrawing from
antipsychotics. Sarah had already successfully with-
drawn from the other medications she was taking.
At the time of withdrawing from antipsychotics,
Karen continued taking an antidepressant and a
mood stabiliser but had discontinued the benzodi-
azepines, and Jan, Rebecca and Theresa continued
to take a mood stabiliser. Theresa also continued
with lorazepam, Rebecca with temazepam, and
Carly with zopiclone for sleep on an as needed basis
of reducing frequency, with all noting this was
either no longer or rarely used.

Abrupt withdrawal. Joanne described an abrupt
withdrawal, without any input from professional
support or family. At the time she was living with
another person who was also experiencing psy-
chosis and did not notice or respond to her behav-
iour. She eventually identified a service-user
collective that allowed her to use their back room
as a safe space to ‘move through’ her experiences.
Joanne noted that while she has achieved her
recovery goals, in hindsight she would not pro-
ceed in this manner now due to the hardship and
personal risks this had entailed.

Gradual withdrawal. Participants described a
range of strategies for tapering gradually. All six
reported a willingness to adjust their reduction
plan if they struggled during the process, or some-
thing stressful happened. This meant returning to
a previous dose for anywhere from a day to a few
weeks, delaying the next reduction, or reducing
the size of the next step.

My psychiatrist gave me that [written plan] as a
guide. We always said if there’s some crisis
happening or whatever, don’t do a drop. [. . .] Just
wait for a week or wait until it’s over. And then do it
or just do half of it. [. . .] Make sure you look after
yourself when you’re doing this, no heroics. [. . .]
And by doing that I didn’t suffer any side effects
from coming off it because it was so slow, [...]
because it [the reductions] varied. It depended on
what was going on in my life. — Karen

Gradually reducing the daily dose. Sarah, Carly,
Karen and Theresa employed a stepwise reduc-
tion method. Sarah withdrew in 25 mg increments
from a maintenance dose of 600 mg daily quetiap-
ine over a period of years and then reduced from
25mg to zero because there were no smaller tab-
lets available. Theresa was also limited by the
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standard doses available. She reduced from a
maintenance dose of 10mg daily olanzapine in
2.5mg increments, followed by a period of gradu-
ally reducing as-needed use. Karen and Carly
both used pill-cutters and/or shavers to reduce in
smaller increments than their tablets allowed.
Karen could not recall precisely how much she
reduced her dose at each step but described spac-
ing reductions by at least a month and exchang-
ing a pill-cutter for a pill-shaver to cut down in
‘tiny’ increments. Carly describes her method of
reducing from 12.5mg of daily quetiapine below.
No one reported being offered or using liquid
preparations or tapering strips.

I got a pill-cutter. I was already cutting my tablets in
half [to take 12.5mg daily]. Then what I did was I cut
the whole lot up into quarters and then I would
choose the biggest quarter, and the next night I would
choose the biggest quarter, until I was down to the
littlest quarters. Then when I went to eighths, I'd
chop the whole lot up into eighths again, and work
my way down to the smallest one. [. . .] When you’re
eating a crumb the size of a pinhead you’re wondering
what the hell you’re doing. But actually if you don’t
have it the next day you can feel it. — Carly

Gradually reducing the frequency of use. Rebecca
and Jan described reducing gradually by switch-
ing to alternate days, and then shifting to as-
needed use for sleep and anxiety until no longer
required. Jan could not recall how long this had
taken but noted it was a period of several months.
Jan’s previous antipsychotic dose varied from
25mg to 500 mg daily depending on her current
state and she continued to vary her dose based on
need as she spaced her doses further apart.
Rebecca described following a schedule of alter-
nating doses for 2weeks and then switching to
as-needed use for times of anxiety across approx-
imately 2 months. She could not recall her initial
dose but noted it was ‘not big’.

Instead of every day, it became a dose that was once
every second day for a while and then just stopped.
[. . .] Tjustleftit as a PRN thing. [. . .] I’ve actually
got to the stage where I prefer to use just self-
awareness. And just, you know, managing the
anxiety in other ways. — Rebecca

Withdrawal effects and experiences of relapse
Among the six participants who reduced gradu-
ally, none reported relapsing during the reduction

process. Karen experienced no withdrawal effects,
while the remaining five had difficulties with sleep
and/or anxiety that eventually resolved.

Carly and Sarah described brief relapses
4—6 months after they completely stopped. Carly
managed without resuming antipsychotics. Sarah
briefly resumed 25mg then 50mg of quetiapine
for a period of 5weeks and then tapered this back
over a period of 6 weeks. Jan and Theresa did not
relapse until more than 1lyear after stopping
antipsychotics. Jan had withdrawn from a mood
stabiliser and reported two further brief relapses,
which she managed by resuming the mood stabi-
liser briefly. Theresa described a brief manic
relapse she attributed to life stressors, which she
managed by resuming Olanzapine for 2 weeks and
then tapering back over four. All six avoided fur-
ther hospitalisation.

Joanne, who withdrew abruptly, experienced
florid psychosis and mania for a period of approx-
imately 3months then residual symptoms with
two further full episodes across the following
years, managed without any psychiatric medica-
tion or periods of hospitalisation, and noted that
‘extreme states’ had become a thing of the past
with no reported manic or psychotic symptoms
for several years.

Recovery outcomes

Table 1 shows participants were highly satisfied
with their current recovery outcomes and had
remained off antipsychotics for periods ranging
1.25-25years. Four were not taking any psychi-
atric medications and the remaining three were
taking either a single antidepressant or mood sta-
biliser, with Karen and Jan reporting much lower
doses of these than previously. Definitions of
recovery described a constantly evolving, multi-
dimensional experience of positive emotion, ful-
filling relationships, meaningful activity, and
being able to cope and function in the presence
of mental-health difficulties, rather than referring
to static outcomes defined by an absence of
symptoms.

I don’t think zero symptoms is either expected or
kind of reasonable. [. . .] It’s a fine balancing act of
managing the severity of that symptom to make sure
that it isn’t majorly impacting on life in a way that
prevents [me] doing what I need to do or want to
do. — Sarah
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Efforts to maintain wellbeing

Thematic analysis was used to explore how par-
ticipants were able to implement the withdrawal
methods and achieve the recovery outcomes
described above. Three central themes were con-
structed from the participant narratives about
what they did to maintain their mental health dur-
ing and after withdrawal. These were shared by all
participants with some variation across the sub-
themes. Themes are presented separately but par-
ticipants described them as interconnected and
developing over time. Six had these elements in
place to some degree prior to their successful dis-
continuation attempt, while Joanne described
developing them after she stopped. Most described
developing these understandings, strategies and
supports as part of their general efforts to maintain
their wellbeing and utilising these throughout
their withdrawal attempt. Carly sought therapy
and specialised nutritional support as a deliberate
part of her preparations to discontinue.

Understanding myself and my needs. Participants
developed the ability to use their own self-knowl-
edge and reflective skills to observe and make
sense of their internal experiences and personal
needs. This involved being aware of their personal
patterns, responses and shifting needs, discover-
ing meaningful frames of reference for their men-
tal-health experiences, awareness of their identity
and values and resolving underlying issues.

[Ilearned to] check in with where I’m at and kind of
internally communicate, as well as externally,
figuring out actually this is what’s going on, this is
where I'm at. [...] As opposed to it being an
overwhelming distress that you are not entirely sure
where it’s come from, what’s going on, or even how
to manage it. Sometimes I think in the past, that’s
when for lack of any other way of dealing with it, I
was medicated. — Sarah

Awareness of my responses, early indicators, and
shifting needs. Participants cultivated the knowl-
edge and abilities needed to observe, identify and
reflect on their own stress responses, how mental-
health symptoms present for them, what impacts
on them and what they needed. This was likened
to carrying out ‘self-therapy’ through regular dia-
logue with a kind of internal ‘counsellor’ who
knew their history and personal needs well. Six
described being aware of the withdrawal period as
a time of risk and used this self-knowledge and
reflection to help them direct their efforts to cope

and recognise when to adjust the rate of reduc-
tion. Some kept written journals to aid their
reflective process and memory of their observa-
tions over time.

It’s really important to be aware of your triggers and
know what signs of unwellness look like. If I’ve been
really busy, feeling a bit stressed, have had not a
good night’s sleep, I will actually reality-check. I will
check in. I know the kinds of thinking that go with
being unwell. So, I’ll run through like a tick-list in
my head and go, how do I feel about this? How do I
feel about that? [. . .] It’s about what goes on inside
and developing that awareness. [. . .] Because at the
end of the day only you know what’s going on in
your head. — Rebecca

Discovering meaningful frames of reference for my
experiences. Participants gathered information
about mental-health problems that enabled them
to make sense of their experiences as meaningful
responses they could address. This included infor-
mation about medication and withdrawal, physi-
cal health issues like nutrition, exercise and the
impact of different medical conditions, and psy-
cho-social understandings which included refer-
ences to encountering ACT, CBT, DBT, Buddhist,
spiritual, and service-user literature, and informa-
tion about a wide range of topics that were rele-
vant to their context.

I feel like I’ve got a framework which enables me to
make sense of the world. — Rebecca

The first thing I ever read or came across that made
any sense whatsoever was a book that framed those
mental health experiences in something other than
illness or a medicalised approach. Because I’d never
come across any other frame of reference for it. So
as soon as I read that, this kind of world opened up,
that there are different ways of thinking about these
experiences that actually fitted how I felt about what
had happened. — Joanne

Understanding who | am and what is important to
me. Several participants spoke of being guided in
their efforts by knowledge of their values, identity,
purpose and aspirations. This included awareness
of identities they were motivated to avoid, such as
the stereotype of ‘being a mental patient’.

I have this picture in my mind of me sitting in my
rocking chair on my porch [. . .] and talking to my
grandchildren. If things get tough then that is the
picture that I pull forwards. Well hopefully I live
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that long, but I want to see what this world is like
when I’'m old. And it’s like if I don’t keep myself
well I won’t get there. — Theresa

Healing and resolution of underlying issues. Par-
ticipants identified and addressed the primary
causes of the symptoms they experienced. Sarah
described being underway with this process while
four others described a sense of having achieved
this. Most focused on addressing psycho-social
causes, but Carly also identified and found treat-
ments for a physical health condition called pyro-
luria that was believed to contribute to her
experiences. Four noted that distancing them-
selves from unhealthy relationships helped their
healing, that it took time and that it unfolded
within long-term psychotherapeutic relationships,
although it was not limited to that relationship.
Carly’s journey of healing called on a supportive
medical team.

I got to the core of why that happened. [. . .] There’s
not the need for the extremes that there was because
through the psychotherapy, through a lot of other
things, and through those experiences themselves,
what I needed to resolve has been resolved. [. . .]
You know, the early grief and trauma and all that
kind of stuff. There’s resolution of all of that. So,
I’m free to let that rear up and feel overwhelmed by
the fact our cat just died, and let that come without
having any worry that it’s gonna be something that I
can’t cope with. — Joanne

Finding whatworks for me. Participants described
a commitment to engaging in a continual process
of discovery and experimentation with what
works to address their personal needs, reduce the
impact of mental-health difficulties or withdrawal
symptoms, and increase their subjective experi-
ence of wellbeing. This involved using a tool-box
of strategies to flexibly meet their needs, practic-
ing acceptance, drawing on persistence and curi-
osity and creating positive life experiences.

I think when it all clicked into place was sort of
when I did that journey myself. Very self-directed.
Your own decision to try and find things that work
for you. — Rebecca

There wouldn’t be anything I couldn’t [cope
with]. Oh, it doesn’t mean that I’d try and staunch
it out [...] I’ve got any amount of ways that I
would deal with whatever crisis happened [. . .]
Who knows what I would do? But I would come
up with whatever it was. [. . .] ’'m quite good at

getting my needs met, whatever they might be.
— Joanne

Using a tool-box of strategies to flexibly support
myself and meet my needs. All described being
equipped with a multitude of strategies to flexibly
manage the challenges they faced and address
their bio-psycho-social needs. They likened this to
having a tool-box from which they could select a
range of different problem-solving, expression,
self-soothing, distraction, displacement, self-care
and health strategies depending on the situation.
This was true for each of the difficulties they dis-
cussed from trouble sleeping without the sedative
effects of antipsychotics to anxiety and elevated
mood. Six participants adjusted the rate of reduc-
tion and used sleeping pills to cope during with-
drawal, and five noted that infrequent, brief use of
sleeping pills or antipsychotics remained a back-
up strategy at times when none of their other
strategies were working. Several participants had
written plans to prompt them to use their strate-
gies in times of distress; one had an actual box
filled with physical reminders and resources for
self-soothing.

You’ve just got to chip at all sides. Diet, sleep,
exercise, who you spend your time with, what you
spend your time doing. I’ve tried lots of modalities.
I would glean just a few things from each one.
Mental health is like all these different things keep
your head above the water, and mental health
[problems] is like you drown. And then things get
your head above the water again. [. . .] It is flexibility
isn’t it. It’s emotional and physical flexibility.
— Carly

Acceptance instead of resistance. Participants
described accepting experiences of mental-health
symptoms, withdrawal effects and other chal-
lenges when they arose and finding harm-free
strategies for allowing, ‘using’, ‘channelling’ or
otherwise responding to these experiences rather
than attempting to ‘suppress’, ‘deny’, ‘mask’,
avoid or ‘fight’ against what was happening for
them, which was viewed as exacerbating their
distress.

You know, people drown in shallow water just
fighting it the whole time, rather than just go I'm
going to be depressed for a few days, I’m just going
to letit be. [. . .] I don’t try and suppress adrenalin,
I use it. It’s there to be used. It’s acceptance. It is a
few simple words, you know. Like close your eyes,
where in your body do you feel this emotion, is it
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okay for it to be there. It’s just so easy. Fighting
something is so hard, accepting something is so
much easier. — Carly

Persistence and curiosity to find my own way. Par-
ticipants described drawing on determination and
their inquisitive, questioning natures to continue
through the many challenges they faced and dis-
cover their own, individualised way of under-
standing and managing their wellbeing. Two
emphasised academic abilities enabled this, while
Theresa commented that curiosity allowed her to
make up for a perceived lack of academic ability
by seeking answers from others.

There’s just something that’s like, I am my own
person and I’ll fit your school system and I’ll fit your
whatever, but something deep down will always
forge my own way. — Joanne

Building positive life experiences and routines.
Participants said it helped to establish daily rou-
tines and activities that created a sense of mean-
ing, purpose, interest and enjoyment.

The routine part is my most important part in life.
Even when I wasn’t formally working, then I was
doing something every day, having something to
look forward to, going out of the house. — Theresa

All of those things [symptoms] gradually diminished
as my engagement in my life and my busy-ness with
my kids and stuff gradually grew. And then that
kind of took over. — Joanne

Connecting with supports. All described forming
relationships they could turn to for practical and
emotional assistance with their efforts to maintain
their wellbeing during and after withdrawal. This
involved selectively trusting people to support
their mental-health journey and the withdrawal
process, connecting with peer support, and build-
ing meaningful relationships and valued roles
within their families and communities. Six
described recruiting small teams of supporters to
help them create conditions of safety for their
withdrawal attempt, including their prescribers.
Joanne had no support for withdrawal at the out-
set of her attempt and gathered this over time. Six
had participated in long-term talking therapy and
all seven had used multiple other forms of sup-
port including personal development workshops,
support groups, exercise groups, specialist nutri-
tional supplements, creative groups, meditation

and mindfulness courses, self-help resources
including cognitive behavioural therapy (CBT)
and acceptance and commitment therapy (ACT)
books, self-directed research, conference atten-
dance, church activities and service-user initia-
tives like Wellness Recovery Action Plan (WRAP)
groups.

I chose to let people support me, and I also chose to
support myself a lot more. — Carly

Selectively trusting others so | don't have to do it
alone. Participants developed an ability to trust
people to support them so they were not isolated
in their efforts, and an associated ability to move
away from those they did not trust to be helpful.
This allowed them to create ‘safe spaces with safe
people’ when needed and involved communicat-
ing their experiences and needs to others, access-
ing the perspectives of others and being selective
about who they involved, when and how.

There’s a thing that comes in there that I think is
really important and that’s the ability to trust that
there are other people that have got your best
interests at heart. [. . .] This is a very hard process
to do alone. — Rebecca

In my plan I’ve got five supporters. Some of them
don’t know each other. Some of them do know each
other. And all of them have very different roles.
— Theresa

[Family] start either avoiding you or crowding in on
you, because your spontaneity is seen as being sort
of a danger signal. [. . . The last time] I went way up
a friend came and stayed for four days. [. . .] It was
a bit out there but it wasn’t doing anyone any harm.
He didn’t try and impose on me at all. If I wanted to
talk about a topic he just listened. He would just
light the fire and prompt me for when it was time to
cook. [. . .] It felt like experiences in my past come
up to be healed rather than suppressed. And I just
came right. [. . .] So I now know I can go through a
manic episode without medication, as long as I
make sure I’m in a safe space with a safe person.
— Carly

Several participants discussed having supporters
they trusted to help them observe and reflect on
their wellbeing should their own awareness
become impaired. For six this included their pre-
scribers. Four had spoken with family and friends
about what objective signs they might notice lead-
ing up to a psychotic or manic episode, the best
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way to let them or other supporters to know what
they observed, and what strategies to suggest.
Two had written plans they had shared with
selected family. Three excluded their families to
varying degrees.

I have a whole lot of [supporters] in my personal life
and I have a long-term psychotherapist and a few
others in a team that have worked with me for many
years that know me well and are able to say, do you
think you need to slow down or whatever the prior
agreed course of action might be. [...] Family
would have been more of an after-the-fact telling.
[. . .] Often, I’ve found that, particularly people that
haven’t had their own personal experience, talking
about [it] can often distress them rather than help
me. — Sarah

Making connections with people who have similar
experiences. Participants described finding hope,
new knowledge, and a sense of acceptance in
being able to openly share their experiences with
other people who had also faced mental-health
challenges or medication withdrawal.

I realised there were other people going through
exactly the same thing I was going through. [. . .] It
gave me major, major hope [. . .] Different people
would say I do this when this happens, when I have
a panic attack I do this. It’s like oh, I can try that. So
I then stole their ideas. — Theresa

Social support was just not even a factor [during
withdrawal]. I don’t know that I would have even
considered mentioning it to friends. I don’t think it
would have meant anything to them. I’ve got some
very good friends who are very Pollyanna-ish and
their solution is just to make everything okay. And
that’s not how things work. I’ve got some newer
friends that I’ve made recently who have had
health [problems]
probably would be in a far better decision to pick if

experience of mental and
things were going wrong and say, hey, you need to
do something here. — Rebecca

Building meaningful relationships. Engaging in
their roles as parents, spouses, friends and com-
munity members aided their self-knowledge,
helped create positive life experiences, and moti-
vated a deep commitment to their own function-
ing and safety for the higher purpose of being
there for others.

Probably hooking up with [my partner] helped with
that [initial period after withdrawal]. Just the

distraction of a relationship I think, you know? We
didn’t ever really talk about this kind of stuff. But we
did talk quite deeply about other things. [. ..] He
attaches me to the ground. — Joanne

When you walked in the door [at the art space] you
were an artist, you were a musician, you were
whatever you were there for, rather than what was
wrong in your life. — Sarah

Discussion

While this is a small exploratory study it offers a
rare description of seven successful efforts to
manage antipsychotic withdrawal and expands on
the research demonstrating it is possible to live
well without antipsychotics?!:22:41:42 by detailing
the process involved. These findings are consist-
ent with the existing qualitative research suggest-
ing a ‘safety net’ of information, strategies and
supports is needed to successfully withdraw from
antipsychotics.518:19,25,27.53 However, studies of
attempted withdrawal show people frequently
lack the information, skills and support needed to
build this kind of safety net,!8:26:52 and often taper
off too rapidly, relapse and resume the medica-
tion.!1:17:2¢ The reverse was true for this group.
This is a stark contrast that highlights the need to
facilitate access to the kinds of prescriber support,
talking therapy, peer support, occupational activi-
ties and information that this group described,
and the costs of neglecting to do so.

This group defined a good outcome as being able
to manage the impact mental-health symptoms
and withdrawal effects had on their lives and the
lives of others. Accordingly they described main-
taining their wellbeing in ways that allowed for the
occasional mental-health problem and focussed
on adapting to their current needs. They were
clear that they were undertaking a life process, not
a medication process, and that their outcomes
were not static, finished end-points that could be
measured by their last relapse. Similar to the
results of the longitudinal research, outcomes
improved over time21:2241:42 g9 they learned more
about themselves, how to manage and who could
help. Relapse experiences often arose months after
withdrawing and supports were needed intermit-
tently beyond the withdrawal period itself.

Gradual withdrawal appeared to moderate and
delay relapse but did not eliminate it for every-
one. Yet relapse did not necessarily stand in the
way of success. It was possible to curtail relapse
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experiences and to safely move through them
until they reduced, with or without briefly resum-
ing antipsychotics. Withdrawal periods varied
widely as plans were defined by flexibility to cur-
rent needs and coping capacity rather than fixed
time-frames and dose increments. Special pill-
cutters and shavers helped enable greater flexibil-
ity but could be cumbersome to use, suggesting
innovations like Tapering Strips may help sim-
plify this process.37-5> Those who described hav-
ing knowledge, skills and support prior to
withdrawal described a much less disruptive
experience than the single participant who lacked
these at the outset of her attempt and developed
them later. Efforts to improve antipsychotic with-
drawal outcomes may need to begin well before
the reduction period and extend beyond it.

Participants described a circular process of learn-
ing and self-reflection, flexible coping and rela-
tional support that enabled them to observe,
identify make sense of and safely respond to their
experiences and personal needs. Participants were
able to recognise and attend to the full range of
their bio-psycho-social needs. This included
adjusting the rate of reduction during withdrawal.
In step with existing psycho-social evidence
regarding the paradoxical effects of experiential
avoidance on a wide range of symptoms including
psychosis and mania,3%-%3 participants emphasised
acceptance of distress as part of their efforts to
cope, finding other people who could hold this
position and withdrawing from those who could
not. Different groups will face different challenges
as they attempt to do this. Participants in this
study were cognitively able, psychologically
minded women who reported primarily bipolar
disorder diagnoses. However, evidence suggests
these strategies also hold relevance to people who
experience first episode psychosis and schizophre-
nia.>0:52:67%.70 The only other study of this nature
elucidates similar processes with a larger sample of
21 men and women with diagnoses of schizophre-
nia, major depression, bipolar and OCD.?7
Treatment systems that help people prepare for
and respond to relapses when they do occur may
be more effective than those that adopt symptom
prevention as their primary goal.

Navigating the responses of others played a key
role in participants’ efforts to manage safely.
Trusted prescribers, therapists, family and other
people with personal experience held valuable
roles in people’s efforts to understand themselves
and meet their needs. However, in line with

previous research,>2426:52 potential supporters
often became anxious and vigilant for signs of
relapse or attempted to suppress people’s experi-
ences in a way that escalated distress at a time
when their capacity to cope was already disrupted.
Participants learned to selectively exclude these
people from their efforts to manage.?” Further
research is needed to understand family member
experiences within this process, particularly where
children are involved. Improving individual with-
drawal outcomes may call on support for the fam-
ily system alongside support options that sit
outside of the family system, similar to the medi-
cation-free treatment hospitals in Norway and the
Soteria Houses in the United States.2%-6°

The elements described here share many similari-
ties with descriptions of recovery from psychosis
and mania in general and emphasise the critical
role that modifiable psycho-social processes play in
the outcomes observed during and after withdrawal
from antipsychotics. Several psycho-social interven-
tions target these same internal and interpersonal pro-
cesses among people who experience psychosis and
mania with good results. For example ACT, CBT,
family therapy and peer support initiatives like the
Hearing VOiCCS Network,443’44’50’52’54’67’70’72‘79 may
represent promising interventions to support discon-
tinuation alongside prescriber support to manage
gradual withdrawal,!819:25:31:47 and physical health
interventions like the nutritional supplements and
associated follow-up that Carly found invaluable.8°
Participants appeared to benefit from access to
information specific to antipsychotic withdrawal,
special tools to enable finer control of the reduction
process, and prescriber follow up during and after
the withdrawal period. Improving antipsychotic
withdrawal outcomes calls on improved access to
information and support. In the absence of guide-
lines and targeted interventions, resources created
by service-users and clinicians are available to
facilitate this.!3:36,81-86

Strengths and limitations

This study is one of the first to provide detailed
personal accounts of the processes involved in
managing successful withdrawal from antipsy-
chotic medication. Using a qualitative methodol-
ogy vyielded a rich data-set and enabled an
exploration of the components of withdrawal in
context with attention to the meaning and func-
tion of the personal efforts reported by a group
who tend to be underrepresented in much of the
existing research.
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Findings are drawn from a small, self-selected
sample of educated, employed women aged 35—
63 that does not represent the general population
who attempt to stop taking antipsychotics or
those who succeed in their attempts. This group
reported primarily episodic experiences of mania
and psychosis. It may be more difficult to develop
the strengths described here in the presence of
more continuous symptoms. Female gender,
education and employment have been found to
partially predict more favourable long-term out-
comes among those who discontinue.3%42 Men,
people of colour, gender diverse communities,
youth and people with lower levels of educational
achievement may face additional challenges and
report strategies, needs and preferences that were
not highlighted by this group.

This study was exploratory in nature and did not
explicitly probe all areas of potential relevance.
Time restrictions during the recruitment period
meant that data saturation was not reached and
these findings cannot be considered exhaustive of
all possible themes. As with any study based on
self-report and historic recall, people likely
neglected to mention some relevant information.
Like all research using qualitative methods these
findings are open to the influence of the research-
ers’ interpretations and values. Results are
descriptive in nature and it is not possible to know
that the processes described here caused the out-
comes reported or to know that others would
have the same outcomes using these techniques.

Conclusion

This study highlights the complexity involved in
antipsychotic withdrawal and the multiple forms
of knowledge and support that can assist with
this. A range of psycho-social resources are called
on to track, make sense of, regulate and access
support with the experiences that arise during and
after antipsychotic withdrawal. These are
strengths most people can develop, and the cur-
rent results suggest those who do so may be
empowered in their attempts to manage with-
drawal and reduce the impact of any later relapses.
Planning for relapse may assist people to reduce
the risk-factors they face and address their needs
at different stages of relapse if this occurs, but a
preoccupation with avoiding relapse entirely may
be counterproductive. People may find it helpful
to have the choice of briefly resuming antipsy-
chotics, using other medications as needed and/or
having access to ‘safe places with safe people’ who

are able to respond without engaging in patterns
of vigilance, avoidance, intrusive control or
expressions of distress. This may require support
from family, for family, and outside of the family.
Targeted guidance and interventions should
attend to developing psycho-social strengths in
preparation, the challenges faced during the with-
drawal period, the interpersonal context that
these attempts unfold within and support for
times of relapse in the years after discontinuation.
Larger, systematic studies are warranted to
explore these issues further.
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