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ABSTRACT
Objectives: The aim of this study was to describe and interpret people’s experiences in the two years
after taking part in a psychological programme to support discontinuation of maintenance
antidepressant medication (ADM) and recovery from recurrent depression.
Design: A qualitative study embedded within a multicentre, single blind, randomised controlled trial
(the PREVENT trial).
Setting: The trial recruited participants from general practices (GP) in urban and rural settings in four
UK centres. Qualitative data was gathered from interviews conducted in people’s homes.
Participants: 42 people who participated in the active arm of the trial and were purposively sampled to
represent a range of treatment responses and ADM discontinuation profiles.
Intervention: Mindfulness-based cognitive therapy with tapering support to facilitate discontinuation
of maintenance ADMs (MBCT-TS). Eight weekly group sessions, with four refresher sessions offered
in the year following the end of the programme compared to continuation of maintenance ADMs.
Main outcomes: In-depth interviews and written feedback collected in the two years after MBCT-TS.
Results: Many participants reported beneficial effects of learning MBCT-TS to support relapse
prevention, which facilitated tapering or full discontinuation of ADMs. There were also aspects of
people’s experiences that contributed to their decisions to remain on ADMs. The analysis yielded
seven over-arching themes: (1) beliefs about the causes of depression; (2) control; (3) acceptance; (4)
quality of life; (5) tapering process; (6) interactions with GP, and (7) timing.
Conclusions: Psychological therapy can support people with a history of recurrent depression to
discontinue ADMs, by teaching skills to manage depressive symptoms and the tapering process.
However, this is an effortful process, requiring time and motivation to learn and apply psychological
techniques, relatively stable life circumstances, and adequate support from medical professionals.
Nevertheless, psychological therapy may increase quality of life whether or not the person

successfully discontinues their ADMs or experiences further depressive symptoms.
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STRENGTHS AND LIMITATIONS OF THE STUDY

This qualitative study explored experiences of participants with recurrent depression attempting
to taper and discontinue maintenance antidepressant medication with the support of
psychological therapy.

Participants were followed up for two years following participation in psychological therapy, and
the study represents one of the first to provide a longer-term perspective on psychological
therapy-supported antidepressant discontinuation.

The study raises questions about the contributions of both psychological therapy and
antidepressant medication to recovery from recurrent major depression, and how such recovery
is measured.

Participants were drawn from a large, pragmatic, randomised controlled trial which recruited
people open to trying psychological therapy as an alternative to maintenance antidepressants.
Thus participants are unlikely to be fully representative of people with recurrent depression seen
in primary care.

We interviewed participants who had attended at least 50% of psychological therapy sessions
offered. Thus findings do not reflect the experiences of those people who were randomised to,

but did not choose to engage with psychological therapy.
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Depression is a major public health problem: globally more than 300 million people suffer from
depression, and lifetime prevalence rates are estimated to be between 6-20% across both high and low-
middle income countries.[1,2] Furthermore, depression is a relapsing and recurring condition, and on
average people have seven or eight depressive episodes over their lifetime.[3] Current guidance from
the National Institute for Health and Clinical Excellence (NICE) recommends that people with recurrent
depression should be prescribed maintenance antidepressants (ADMs) for at least two years after
remission to manage their ongoing risk of relapse and recurrence.[4] Indeed, there has been a substantial
increase in ADM prescribing observed in the UK over the past two decades, largely due to increases in
the number of patients on long-term medication.[5] However, many people report difficulties when
trying to taper and discontinue ADMs,[6] and healthcare professionals are not always confident in
supporting their patients with the process of ADM discontinuation.[7] Research suggests that
psychological therapies, such as mindfulness-based cognitive therapy (MBCT) and cognitive-
behavioural therapy (CBT), may support people to discontinue ADMs without increasing risk of
depressive relapse or recurrence.[8-10] Therefore, it may be useful for healthcare professionals to
recommend psychological therapy to their patients wishing to taper and discontinue ADMs. However,
more work is needed to understand people’s experience of undertaking psychological therapy alongside
ADM tapering and discontinuation. This paper explores how people with a history of recurrent

depression describe and make decisions about discontinuing ADMs with the support of MBCT.

People describe a number of reasons for wanting to discontinue ADMs, including feeling better
and wanting to test whether depression has gone away, ambivalence and uncertainty about the role of
ADMs in recovery, side effects outweighing benefits, lack of noticeable effects, questioning whether
the self on ADMs is the ‘real self’, and wanting to assert control over their wellbeing.[11] However,
qualitative research has identified a number of practical and psychological barriers to ADM
discontinuation, including concerns about withdrawal effects, fear of relapse, perceived lack of
alternative coping strategies, and inadequate information about either alternative treatment options or
discontinuation.[6] Furthermore, research with healthcare professionals has identified a number of

factors that hinder them from supporting patients to discontinue ADMs, including concerns about
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destabilising a currently well patient, and lack of confidence in their professional skills and knowledge
regarding discontinuation.[7] Thus, it is clear that more knowledge is needed to understand how best to
support people with ADM discontinuation, without risking destabilisation and relapse/recurrence.
Clinical guidelines recommend psychological therapies such as CBT and MBCT to reduce ongoing risk
of relapse and recurrence.[4] Moreover, several studies have suggested that the skills learned in CBT
and MBCT could support ADM discontinuation without increasing the risk of depressive relapse and
recurrence.[8-10] Despite this, understanding of the role of psychological therapy in supporting ADM
discontinuation and depression relapse prevention is still emerging. In a recent thematic synthesis of
barriers and facilitators to discontinuing ADMs,[6] only two studies discussed participants undertaking
psychological therapy alongside ADM use and discontinuation,[12,13] with the latter study focusing
on the role of treatment in restructuring of participants’ sense of self and illness experience, rather than

the question of how and why some people, and not others, successfully discontinued their ADMs.

This study considered the experiences of people contemplating, commencing, and completing
psychological therapy-supported ADM discontinuation. It was embedded within a randomised
controlled trial,[ 14] which compared two strategies to help people with recurrent depression to stay
well over two years: MBCT with tapering support to facilitate discontinuation of maintenance ADMs
(hereafter MBCT-TS), and maintenance ADMs. The study examined qualitative accounts from
participants who took part in MBCT-TS, whose experiences differed with respect to treatment
outcomes (e.g. those who relapsed to depression and those who did not), and ADM discontinuation
profiles (those who remained on ADMs and those who tapered, discontinued, or resumed). We
investigated how participants described the impact of MBCT-TS on their patterns of ADM usage over
a 24-month follow-up period, to try to understand why some people, but not others, discontinued
ADMs with the support of psychological therapy. These findings could inform decision-making
between clinicians and patients about the journey of management and recovery from recurrent

depression.
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METHODS

Study context

This qualitative process evaluation was embedded within the PREVENT trial, a multicentre,
single blind, parallel randomised controlled trial, which investigated whether MBCT-TS (n = 212) was
superior to maintenance ADMs (n = 212) for the prevention of depressive relapse or recurrence over 24
months (trial design is described in Kuyken et al.).[14-17] The trial found that MBCT-TS was not
superior to maintenance ADM in preventing depressive relapse over two years; both treatments had
similar outcomes in terms of depressive relapse, as well as residual depressive symptoms and quality
of life.[14] The South West Research Ethics Committee approved the trial [09/H0206/43], which was
registered with the International Standard Randomised Controlled Trial Register [[SRCTN26666654]
and the Medicines and Healthcare products Regulatory Agency [2009-012428-10]. We present a
Statement Concerning Reflexivity in the online supplementary materials, which outlines the experience
and background of the authors, to acknowledge our theoretical positions and values in relation to the

present study.[18]

Participants

Participants in the PREVENT trial were recruited from 95 general practices in urban and rural
settings in four UK centres, in addition to self-referral.[14] Inclusion criteria were a diagnosis of
recurrent major depressive disorder in full or partial remission according to the Diagnostic and
Statistical Manual of Mental Disorders-1V;[19] three or more previous major depressive episodes; age
18 years or older; and on a therapeutic dose of maintenance antidepressant drugs in line with the British
National Formulary (BNF) and NICE guidance.[4] Exclusion criteria were a current major depressive
episode, comorbid diagnoses of current substance misuse; organic brain damage; current or past
psychosis, including bipolar disorder; persistent antisocial behaviour; persistent self-injury needing
clinical management or therapy; and formal concurrent psychotherapy. All participants gave informed
consent before participating in the trial. The full process of recruitment for the PREVENT trial is
described in Kuyken et al.[17]

9
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The present study examined a sub-group of participants from the PREVENT trial (n = 42)
allocated to the MBCT-TS arm of the trial. Of the 212 participants allocated to receive MBCT-TS, 176
received an adequate dose of treatment (attended four or more group sessions of therapy).[14] The
researchers purposively sampled a sub-group of these participants (n = 46) to represent a spread of
characteristics and experiences with respect to: whether they reported their childhood as having higher
or lower levels of abuse, treatment response (relapse/no relapse to a major depressive episode), and
ADM discontinuation profile across the 24 month follow-up period (discontinued ADMSs, discontinued
ADMs but subsequently resumed them, tapered ADMs but never fully discontinued, never tapered or
discontinued ADMs).[14] Of the 46 people invited to interview, 42 agreed, which comprised the final
sample. Of the four who declined, two had moved away from the area, one was not interested in
participating and one participant had changed their contact details and could not be reached.
Interviewees did not differ in either baseline characteristics or trial outcomes from broader sample of

PREVENT participants randomised to MBCT-TS (see Table 1).
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Interviewed  All MBCT-TS Participants
(N=42) (N=212)
Demographic Characteristics
Female (%) 31(74) 151 (71)
White (%) 42 (100) 210 (99)
Age (in years)
M (SD) 51.88 (10.51) 50 (12)
Range 25-172 22 -178
Psychiatric Characteristics
Previous episodes
< 6 episodes 26 (62) 120 (57)
> 6 episodes 16 (38) 92 (43)
Co-morbid mental health diagnoses
1 or more (%) 15 (36) 75 (35)
Treatment preference at Baseline
MBCT-TS preference (%) 34 (81) 150 (71)
ADM preference (%) 1(2) 12 (6)
No preference (%) 7 (17) 50 (24)
Treatment outcome
Relapse
n (%) that relapsed during the follow- 23 (55) 94 (44)
up phase
Antidepressant usage during the
follow-up phase
Stopped and stayed stopped (%) 13 (31) 67 (32)
Stopped and resumed (%) 9(21) 5727
Reduced but never stopped (%) 9(21) 29 (14)
Never stopped or reduced (%) 11 (26) 23 (11)
Residual depression symptoms
BDI score at baseline, M (SD) 15.90 (11.35) 13.8(12.4)
BDI score at 24 month follow-up, M 12.39 (12.25) 11.6 (10.9)
(SD)
Note. BDI = Beck Depression Inventory
11
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MBCT-TS intervention

MBCT-TS comprised MBCT delivered in line with the published treatment manual,[20] but
adapted to include a greater focus on developing a relapse/recurrence signature and response plan that
explicitly included participants’ reduction/discontinuation of ADM (see Kuyken et al.[17] for more
detail). The programme involved eight 2Vs-hour group sessions, normally over consecutive weeks, with
up to four refresher sessions offered in the year following the end of the eight-week programme.
Researchers encouraged participants in the MBCT-TS arm to taper and discontinue their maintenance
ADMs at several points from the middle of the MBCT-TS course onwards, and provided information
to General Practitioners (GPs) and participants about typical tapering/discontinuation regimes and
possible withdrawal effects. If participants experienced a relapse/recurrence during the course of the
trial, researchers encouraged them to discuss the most appropriate treatment with their GP and made no
further requests that they consider tapering/discontinuing their ADMs. Participants in the MBCT-TS

arm who did not taper or discontinue their ADM remained in the trial.

Qualitative data collection

The present study used interviews and written feedback booklets to gather participants’
experiences of MBCT-TS and ADM use during the trial. We combined each participant’s interview and
written feedback booklet data to form a single account of their experiences during the trial and used this

as the basis of the analyses in the current report.

Interviews

Interviews were semi-structured and conducted face-to-face in participants’ homes by trained
researchers, approximately 24 months after MBCT-TS. They lasted between 45 minutes and one hour
and explored experiences during the follow-up period, with questions addressing times of wellness,
early signs of potential depressive relapse, and relapses. Questions explored the use and perceived value
of mindfulness techniques, use of ADMs, and their combination. We tailored interviews to the specific

profile of each participant using a ‘timeline’ prepared in advance and amended by the participant at the
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interview, which summarised each participant’s ADM use, relapses, and significant life events, as
reported to the research team during the trial. The interviews were deliberately broad in focus to allow
for the use of arising data to answer a number of distinct research questions, of which the role of MBCT-
TS in ADM tapering was one. Interviews were recorded and transcribed for analysis. The interview

schedule is provided in the online supplementary materials.

Written feedback booklets

One month after completing MBCT-TS all trial participants were invited to complete a feedback booklet
addressing attitudes towards, and experiences of, taking and reducing antidepressant medication;
experiences of taking part in MBCT-TS, and MBCT-TS practices; and the impact of MBCT. In addition
to the above, participants received a further feedback booklet 24 months later, which asked the same
questions as the first booklet but also included questions focussed on participants’ experiences in the
follow-up period and basic data on the amount and type of mindfulness practice. The booklets are
provided in the online supplementary materials. Mixed methods analysis of feedback booklet data from
the complete sample, including participants who did not complete a qualitative interview and those who

were allocated to the non-MBCT-TS arm of the trial, will be reported elsewhere.

Public and patient involvement

The PREVENT trial benefited from the expertise of many people with lived experience of
mental health difficulties including a number of members of a locally organised voluntary group called
the Lived Experience Group (LEG). The LEG assisted the PREVENT trial at every stage of its
development including both the interview schedule and written feedback booklets. There were reviewed
and then trialled by several members of the LEG who suggested a number of fundamental changes. A
member of the LEG provided specific training to the research staff that conducted interviews and also

attended all Trial Management Group and Trial Steering Committee meetings.

Data Analyses
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We used thematic analysis as our analytic approach.[18] First, we selected eight participants
with a range of ADM discontinuation journeys during the trial period: two who had discontinued ADMs
and remained ADM-free; two who had discontinued ADMs and subsequently resumed; two who had
never tapered or discontinued ADMs; and two who had tapered but never discontinued ADMs. Four
researchers (AT, CC, JR and WK) independently analysed the interview transcripts and accompanying
one-month and 24-month feedback booklets for each participant. In this phase, we conducted inductive
analysis, with each researcher developing a preliminary coding frame. These frames were then
integrated through discussion to remove redundancies and ensure breadth. This collaboratively
produced, inductive coding frame was then combined with deductive codes developed from key
literature on participant experiences of MBCT,[21] and ADM use,[22,11] to establish a working coding

frame.

The lead researcher (AT) then analysed the 42 interviews and accompanying booklets against
this coding frame, using NVivo 11 software. AT, CC, and JR met at regular intervals to discuss
additional emerging codes and arising themes and, if deemed appropriate, integrated these into the
coding frame. Midway through coding, AT sought peer feedback through (1) presentation of emerging
findings at an internal research meeting and (2) at a symposium focused on antidepressant tapering at
an international conference.[23] Feedback from these presentations helped clarify which themes were
particularly important, and in particular helped the researchers reflect on those that related specifically
to the interaction between the experience of ADM tapering and discontinuation and learning from
MBCT-TS. Once the data were fully coded, the researchers reviewed the themes in the light of the core
research question. These were discussed with the wider authorship group, whose input was used to
reduce redundancy across themes, and highlight their interactions. Finally, we identified indicative
cases that illustrated the different ways in which the themes coalesced within individuals to influence

their experiences of ADM use over the 24-month period.
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RESULTS

The qualitative analysis of the written and interview data yielded seven over-arching themes,
each with a number of constituent sub-themes (see Table 2). Below we provide a narrative account of
each theme and its constituent sub-themes, illustrating these with extracts from participants’ accounts.
Emergent themes overlap at a conceptual level and relate in complex ways within individual cases.
Each person’s narrative, whilst sharing common themes, also described a unique journey over the
follow-up period. Therefore, in addition to describing the distinct themes, we also present five case
examples to illustrate some of these different journeys as people participate in an MBCT-TS programme
and consider ADM tapering/discontinuation (Box 1). The cases were selected to represent the

commonality of themes but diversity of experiences and individual stories of the people in our study.

Table 2: Summary of Themes

Theme Sub-themes

Beliefs about the causes of | Neurochemical disruption: “serotonin deficiency” as a dominant
depression belief about the cause of depression.

Learning a new model: the impact of learning psychological model
and techniques on decisions about ADM tapering/discontinuation.
Bridging models: people’s attempts at integrating their diverse

perspectives on depression.

Control Managing Expectations: feeling optimistic or sceptical about
gaining control over ADM use/discontinuation.

Agency and responsibility: more agency and responsibility to
manage depression symptoms by learning psychological skills that

could take the place of ADMs.

Acceptance Resolving shame and denial: psychological therapy supporting
resolution of shame and denial surrounding depression and ADMs.

Self-care: more favourable attitudes towards self-care, using
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psychological techniques and/or ADMs.
Perspectives on relapse: diverse and evolving attitudes towards

depressive relapse/recurrence.

Quality of Life

Experiencing emotions more fully: the impact of different
treatments on the experience of emotions.
From coping to enjoying life: Psychological therapy helping people

to move beyond coping towards enjoying life.

Tapering process

Pace of reduction: decisions about method of tapering ADMs and
impact on subsequent outcomes.
Managing withdrawal effects: psychological therapy helping to

cope with the period of withdrawal symptoms.

Interactions with GP

Presence and support: availability and responsiveness of GP and
impact on ADM tapering/discontinuation.
Following advice: different attitudes towards seeking and following

GP advice on tapering/discontinuation.

Timing

Feeling vulnerable: current depression symptoms and difficult life
circumstances contributing to reservations about ADM
tapering/discontinuation.

Sequencing of treatments: reflections on potential sequencing of

different treatments to support recovery from recurrent depression.
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Beliefs about the causes and treatment of depression

This over-arching theme describes participants’ beliefs about the causes of depression and
articulates how these beliefs influenced their treatment decisions. Prior to the programme, many
participants described their understanding of depression as caused by a neurochemical disruption of
neurotransmitters in the brain. During MBCT-TS they learned a psychological, cognitive-behavioural
model of depression, and how this model could be used to develop strategies to prevent depressive
relapse and recurrence. Whether people learned and used this model was variable, and seemed to be
influenced by their initial experiences of treatment, which had implications for their subsequent

treatment decisions. This theme comprises three sub-themes.

Neurochemical disruption

Prior to the programme, many participants thought they had experienced recurrent depression
due to a neurochemical disruption in their brain, often citing specifically a deficiency or imbalance of
the neurotransmitter serotonin. Participants viewed medication as a way to correct this issue and made
parallels to biomedical disorders, viewing ADMs as a “physiological need” in the same way that
“diabetics require insulin” because “there is some chemical missing.” (2102, Written feedback, Never
tapered or discontinued). For instance, Annie explained that she went on ADMs because her doctor
told her that she had lower levels of serotonin than other people (see Box 1). This belief appeared to
influence expectations about psychological therapy, as some participants stated that they did not
understand how “mindfulness would be able to counteract depression [...] if it’s generated by a
chemical imbalance.” (1031, Interview, Never tapered or discontinued). Other people said that they
had not given much thought to why they were depressed or how ADMs worked: “Happy pills [...] I've
never really given it a great deal of thought exactly what they do to be honest. [...] I just know I don't

feel so bad with them. (2123, Interview, Tapered but never discontinued).

Learning a new model
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Participants described how their views on the causes of depression evolved during and
following the MBCT-TS programme. Despite some of the initial reservations described above,
participants described an open mind as key to engaging with the new psychological model, in which
their thoughts, behaviours, and emotions played a role in depressive relapses and recurrences: “in the
first sessions [...] I switched from being highly sceptical to very interested very quickly” (1203,
Interview, Discontinued). Some participants articulated a move away from “treating depression as a
disease, like if you had a toothache, so you took pills ”, and were surprised because they “hadn 't thought
that there was an alternative” (1069, Interview, Discontinued). They began to feel confident to
discontinue ADMs with the support of psychological therapy. In addition, people described how the
programme gave them more awareness of how external factors, such as relationships or financial
situations, could trigger or exacerbate depressive relapses and recurrences. On the other hand, some
participants found it more difficult to engage in the programme and found themselves “rebelling against
it” because they did not have “intellectual confidence in the process.” (3105; Written feedback, Never
tapered or discontinued). People described how their initial treatment experiences influenced their
attitudes: those who felt that the techniques were helping them to manage depressive relapse/recurrence
often endorsed the psychological model. On the other hand, others who experienced deterioration in
mood or relapse sometimes reported that they had re-considered bio-medical explanations, and decided
to resume or remain on ADMs: “I really thought depression was a psychosomatic problem, but I am
not so sure now. I did give it my best shot, using the mindful techniques, but I still fell into the pit of
despair [...] I feel that my depression is caused by a chemical imbalance in my body which, at present,

is only helped by taking medication.” (2200; Written feedback, Tapered but never discontinued).

Bridging models

Although some participants took a dualistic stance of depression as either biomedical or
psychological, favouring one model over the other, many did not see the two models as distinct and
found ways to integrate these models. For instance, they conceptualised that “antidepressants hold
onto the chemical in your body ‘cause you re not making enough of it yourself”, while MBCT-TS
allows you to “focus your mind onto how to make your own.” (1139, Interview, Never tapered or
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discontinued). 1t seemed that participants who viewed these models as compatible were more open to
using ADMs and using psychological techniques as an additional way to support their recovery, rather
than viewing them as competing treatments. Furthermore, when participants observed the diversity of
other people’s experiences on the programme, some formed the opinion that there are “all sorts of
depressions” underpinned by different causes ‘just as there are colds and flu's and viruses.” (3105,
Interview, Never tapered or discontinued). As such, some reasoned that different people would
require different treatment decisions to support recovery: “My depression is not necessarily the same
as other people’s [...] The right combination of changing lifestyle, specific therapies, medication
whatever else it takes — that seems to be different for different people.” (3109, Interview, Never

tapered or discontinued).

Control

This over-arching theme describes people’s perceived sense of control over their ability to
discontinue ADMs. As captured in the written data and when reflecting on experiences with ADMs and
therapies prior to the programme, people expressed various fears about the process of ADM
discontinuation, but many hoped that a psychological programme could support them and give them
more control over their treatment choices. During MBCT-TS, people spoke about being better able to
manage their vulnerability to depressive relapse, by using the skills and techniques they learned on the
programme. While enhanced feelings of personal agency were largely viewed as a positive and
increased many people’s confidence to taper and discontinue ADMs, this was not always the case, and
some felt the pressure of having more responsibility to manage their condition. This theme comprises

two sub-themes.

Managing expectations

Before the trial, many people expressed a preference to come off their ADMs, but said they
remained on ADMs because they felt out of control and afraid that depression would return if they
discontinued ADMs: “[I] definitely didn't want to regress as the last bout of depression was my worst.

[Iwas] at a stage where I had almost accepted taking long-term medication although not entirely happy.
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I knew they helped and didn't have anything else to take the place of the tablets.” (1087; Written
feedback, Tapered but never discontinued). Many participants said they agreed to participate in the trial
because they believed psychological therapy would teach them skills to manage discontinuation, and
liked “the idea of coming off the drugs in a controlled, relatively safe environment and of being offered
the "tools" to cope without them.” (4057, Written feedback, Discontinued). Others however had much
lower expectations based on their notions of what the programme would entail and were “very
sceptical”, and thought “it’s not going to work because I can’t change my life drastically like that.”

(2016, Interview, Discontinued and resumed, then discontinued).

Agency and responsibility

After taking part in the programme, many participants described a change in their sense of
control about depression, describing a shift in personal agency from a “helpless victim of
circumstance”, to having more “control of my feelings and my life” (1123; Written feedback, Tapered
but never discontinued). For instance, George said that before the course, he would fall into depressive
episodes very suddenly and without warning, whereas the mindfulness skills gave him more awareness
and control to act and prevent relapses before they occurred (see Box 1). In general, participants
attributed to the skills and techniques they had learned on the programme, which helped them to manage
their vulnerability to depressive relapse and recurrence. For instance, they reported an increased ability
to recognise the early warning signs of depressive relapse and take steps to respond, by applying
mindfulness or cognitive-behavioural techniques from a ‘toolbox’, including things like meditation,
activity scheduling, or enlisting social support: “Before the trial, I didn’t have the tools to recognise
what was happening. [...] I didn’t even know [ was getting depressed. [Now] if things are difficult I can
do something about it.” (1203, Interview, Discontinued). This reduced many people’s fears about
coming off ADMs, because they felt they had the capacity to prevent or contain depressive relapses.
Participants also articulated that learning how they could have more agency over their thoughts,
feelings, and behaviours led to an increased sense of responsibility to manage their wellbeing. Most
participants viewed this as positive, especially if they were able to use the techniques to manage
relapse/recurrence. Some people said they preferred this approach to resuming ADMs, because it made
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recovery feel more like a personal achievement: “Once I've fallen and I realise that I am depressed, 1
take myself off and say do 3 or 4 meditations a day. [ ...] Which to me is better than taking a pill, because
1 know I've worked to get myselfwell.” (2016, Interview; Written feedback, Discontinued and resumed,

then discontinued).

However, not all participants viewed it positively to have more agency and responsibility over
their wellbeing. In particular, some participants described how this made them feel like it was their fault
if they relapsed or felt they had to resume ADMs: “I feel sad and disappointed that stopping [ADMs]
made me feel low again. [...] It makes me feel I'm not right in the head compared to others. I also feel
annoyed with myself for not utilising MBCT skills learnt better.” (2123, Written feedback, Discontinued
and resumed). Furthermore, a substantial number of participants expressed the challenge of finding the
time, motivation, or self-discipline to keep up a regular mindfulness practice outside of the group
sessions. Therefore, the sense of control did not always feel stable, as it was contingent on finding time
to practice and “do it religiously, otherwise I would be fearful of it not being enough.” (2102, Written
feedback, Never tapered or discontinued). Some were disappointed when they realised that
psychological therapy was not an “all-encompassing cure” (1222, Interview, Discontinued and

resumed) and would involve an active and ongoing process of engagement with the techniques learned.

Acceptance

This over-arching theme describes people’s feelings of acceptance towards their history of
depression and their ongoing need to manage their risk of relapse and recurrence. Before the trial, many
people expressed a sense of shame around taking ADMs, feeling they labelled them as an ill person.
After the trial, people described an increased sense of acceptance regarding depression, and more
motivation to engage in self-care to support their ongoing recovery. This self-management included
either ADMs and/or the psychological techniques for different people. This theme comprises three sub-

themes.

Resolving shame and denial
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Before the trial, many described feelings of low self-esteem, feeling “inadequate” or unable to
cope with life compared to other people, and treating depression as a “guilty secret” (1123, Interview,
Tapered but never discontinued). Taking ADMs had helped some to resolve this, by reducing the
symptoms and allowing them to return to being a “normal contributing person in society” (2200;
Interview, Tapered but never discontinued). However, others expressed that taking ADMs still labelled
them with a disease, experiencing an underlying feeling that they were “not a well person” (2102,
Interviews, Never tapered or discontinued) if they needed to take medication. For these reasons, some
people described how before the trial, they were in denial about having depression, and “couldn’t even
or wouldn’t even admit to that.” (1031, Interview, Never tapered or discontinued). After the
programme, some participants described how for the first time, they felt able to name their condition as
depression. Participants discussed non-specific effects around normalisation within a group setting, i.e.
how meeting other people in the programme had made them realise that depression was not a negative
aspect of their own self-identity, but an aspect of common human experience: “You realise it is part of
the human condition rather than you.”’(1128; Interview, Never tapered or discontinued), and it
“confirmed that I am a human, worthwhile person” (2176, Written feedback, Discontinued and
resumed). This led to increased feelings of acceptance towards depression, because participants
experienced a shift away from viewing themselves as abnormal, to seeing depression as a more
acceptable response to life’s difficulties: “Giving yourself credit [...] ‘cause at the end of the day [...]
our human brain is quite a complex thing, isn’tit? [...] There’s nothing wrong in feeling like it.” (2140;

Interview, Discontinued and resumed).

Self-care

Participants described how developing more acceptance towards their condition affected their
attitudes towards self-care. They said that accepting their vulnerability to depression allowed them to
“look at solutions” and that they finally had “consent to actually do something about it” (1031,
Interview, Never tapered or discontinued). People described how they increasingly accepted that they
needed to take care of themselves, and explained how the programme had taught them legitimate ways

to do this, such as using skills like meditation: “Previously was a mindset [...] that I wasn’t allowed to
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help myself feel better. [...] Whereas this felt a way that I could do it without mollycoddling myself.”
(1031, Interview, Never tapered or discontinued). Participants also described how the programme had
reframed self-care not as something “fluffy”’, but as “practical” and a necessary part of their ongoing
recovery: “It doesn’t make you any less male of course. [Chuckles] Or any less powerful.” (1203,
Interview, Discontinued). In some cases, this new attitude towards self-care caused a shift such that
people felt more acceptance towards taking ADMs: “I don't feel any more when [ take my pill every
morning that there's something wrong with me” as they recognised it was important to do “everything
in my power to help myself.” (1177, Interview, Tapered but never discontinued). Some participants also
described how originally they had taken ADMs unwillingly, whereas now they took ADMs as an act of
effective self-management: “I used to hate taking them [ADMs] I accept [now] it’s all about looking

after yourself'isn't it? ” (3103, Interview, Discontinued and resumed).

Perspectives on relapse

Participants also described a change in their feelings of acceptance towards depressive relapse
and recurrence. Although many people did not experience a depressive episode during the trial period,
those who did described varying perspectives on this. For instance, when Greta experienced a
deterioration in mood, she interpreted this as a sign that the programme had been a “failure” and she
resumed taking ADMs (see Box 1). However, this was not always the case, and many people described
how participating in MBCT-TS changed their attitude towards relapse/recurrence. In particular, some
people felt more able to accept periods of depression and approach them in a different way, “thinking
it was a phase that one was going through and sort of accepting, okay this is how you're feeling today”
(1159; Interview, Discontinued and resumed). Some people reported that they no longer wanted to
“blank out their negative emotions”, and so did not resume ADMs, even if they relapsed: “it’s definitely
helped me to realise that they [negative emotions] are a part of me as well.” (4057, Interview,
Discontinued). Many people felt more resourced by the programme, and said that they could better
manage the periods of low mood or depression. This corresponds with George’s experience. George
did not resume ADMs when he relapsed, and instead decided to practice MBCT-TS skills, which helped
him to reach remission again (see Box 1).
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Quality of Life

People reflected on the ways in which different treatments influenced their overall quality of
life. They discussed how decision-making around ADM tapering and discontinuation reflected a
weighing up of different priorities: on the one hand, to stave off depression, and on the other, to restore
positive emotionality into their lives. People also discussed how the programme supported them to
move from a place of coping, to a position where they could enjoy and appreciate their lives, regardless
of whether they tapered and/or discontinued ADM or remained on them. This theme comprises two

sub-themes.

Experiencing emotions more fully

Upon reflecting on their experiences with ADMs, some participants said that while ADMs
lessened their low mood, at the same time they “dampen all other emotions”, for instance, they could
not feel “blissfully happy, couldn’t get angry, and in hindsight feel I was sedated.” (4057, Written
feedback, Discontinued). In the context of depression, some people viewed this numbing effect as
helpful, and reflected that while ADMs “fake away the euphoria that you would get when you've done
something really, really, really good”, this was “a small price to pay really for not having the really
dark times.” (2200, Interviews, Tapered but never discontinued). However, many people thought that
this had negatively affected their quality of life, especially in the cases where they found it hard to
experience positive emotions. This appeared to influence people’s decision to taper or discontinue
ADMs, because they said that restoring their emotional range was an important part of their long-term
vision of recovery: both George and Claire described this as a key motivator to discontinue their ADMs
(see Box 1). Indeed, people described how their emotional capacity increased after coming off ADMs:
“I am more alive: my emotions aren't "levelled out” anymore. I can be happy, sad, angry or calm
instead of just bland.” (4057, Written feedback, Discontinued), albeit some people found it a bit of a
“shock” at first, when faced with “very extreme emotions and feelings” again (1212; Feedback
booklets, Discontinued). Therefore, people found it helpful that the programme taught them techniques

to help manage this transition: “I definitely used mindfulness during coming off the tablets to [...] be
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aware what'’s going on inside and [...] calm myself down, to have those little islands of tranquillity.”
(4057, Written feedback, Discontinued). On the other hand, some participants said that despite not
tapering or discontinuing ADMs, the programme had helped them to cultivate more positive emotions,
and appeared to increase their quality of life on ADMs: “I suppose the mindfulness in that respect has
helped because [...] by slowing yourself down you can [...] capture some of that [...] joy of life that

possibly  would have lost.” (2200, Interviews, Tapered but never discontinued).

From coping to enjoying life

Many people reflected that, given their history of depression, they had been grateful for the
periods of time where they were simply coping or functioning. However, they said that the programme
had helped them to move beyond that mind-set, and to develop more wellbeing and appreciate life:
“What has changed? I think my outlook on life, I love life, I really do [ ...] People said to me [...] before
you used to skulk into the room, now you light up the room. [...] I do enjoy life now, where I didn’t
before.” (2016, Interview, Discontinued, resumed, then discontinued). They valued that the programme
had an active focus on positive functioning, and encouraged them to take part in activities that brought
happiness and joy into their life. Participants described this as an active process, facilitated by a sense
of having more control and autonomy over making positive decisions in their life: “I rearranged my
life so that the things I do now are things that I enjoy and want to do.” (1203, Interviews, Discontinued,).
These benefits were not limited to those people who discontinued ADMs, but were an additive benefit
for many participants who remained on or resumed ADMs: “I am now making bigger future plans to
make my life better and introducing new ventures.” (1031, Written feedback, Never tapered or

discontinued).

Tapering process

Many participants described the process of tapering and discontinuing ADMs, and attempted
to justify the different outcomes that they experienced. This over-arching theme describes participants’
descriptions of the tapering process, and articulates what they viewed as helpful or hindering to the

process of discontinuation. This theme comprises two sub-themes.
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Pace of reduction

Participants discussed the pace at which they tapered ADMs, and how they perceived this to
have influenced their outcomes. Some people who were worried about coming off ADMs shared that
they exercised caution, testing out the psychological techniques for a set period and tapering slowly.
They said this was helpful as it gave them time to learn to use the psychological techniques before
giving up the support of their ADMs, “by doing it slowly, you are learning those skills and you are
finding out how you can use it. [Then] you can start dropping it [ADMs] at your own pace.” (1075;
Interviews, Discontinued). In comparison, those who were keen to come off ADMs and were less fearful
of the consequences described tapering more quickly. Although the programme had included explicit
guidance to taper gradually, participants’ reports suggested that many people had gone against this
advice, and were looking for a “quick fix” to “get off the pills as quick as possible” (2131, Interview,
Tapered but never discontinued). However, upon reflection many people thought, “perhaps that wasn't
the answer perhaps the thing ought to be graded on over a longer period.” (2131, Interviews, Tapered
but never discontinued). Some of these participants reflected that in retrospect they should have been
more cautious, and tapering too quickly had led to poorer outcomes: “I reduced my tablets too quick
and paid the price by having to get straight back to the full dose” (2016, Interview,; Written feedback,
Discontinued and resumed, then discontinued). However, some people, like Claire, who did not
successfully discontinue on their first attempt reported how they had then tried again, tapering more

gradually and with more success (see Box 1).

Managing withdrawal effects

People said that the programme had helped them to cope with withdrawal effects during and
after tapering/discontinuing ADMs. They described how the group and the meditation techniques
provided ongoing support to manage this period: “I used meditation techniques [ ...] tried to treat myself
with pleasurable experiences and told myself that this would pass over. [...] I had a network of fellow
participants and a trustworthy instructor. All of this put me in a position of confidence that it would

work this time.” (4057, Written feedback, Discontinued). In addition, people said that they were better
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able to differentiate the side effects of ADM withdrawal from a depressive relapse. For instance, Mandy
said that in the past, withdrawal effects had been the biggest hindrance to tapering ADMs, because she
had always mistaken them for a depressive relapse and resumed her medication. On the programme,
she learned how to differentiate between these effects and “real relapses”, and said that tapering was
relatively “easy” this time around (see Box 1). Indeed, some people who had attempted discontinuation
before the trial reflected how their GPs may have “misdiagnosed” their withdrawal symptoms “as
recurring depression”, whereas this time they “knew what was coming” (4057, Written feedback,

Discontinued).

Interactions with GP

Participants’ described their interactions with their GPs when contemplating and/or
commencing the process of ADM tapering and discontinuation. This over-arching theme captures what
aspects of this relationship participants viewed as helpful and the extent to which these interactions

influenced ongoing treatment decisions. This theme comprises two sub-themes.

Presence and support

Participants discussed the relationship that they had with their GP and its influence on the
tapering process. In general, participants found it supportive if their GPs were easy to access throughout
the process of discontinuation: “Knowing that I could ring the doctor and say, "I need to make an
appointment, I need to come and see you." There was always that net underneath me to catch me if 1
was falling and I couldn't stop it.” (2090, Interview, Discontinued), whereas some participants said they
found it “very difficult” to access their GPs, and so felt “unsupported” (1123, Written feedback,
Tapered but never discontinued). Participants reported a more positive attitude to the programme if
their GP had endorsed it, and some said they had only been convinced to take part in the trial because
their GPs said they had done a mindfulness course. When GPs encouraged their patients to use the
mindfulness practices, this appeared to be associated with better engagement and subsequent success in

ADM tapering and discontinuation: “ did reach a stage where I went to see my G.P. as the depression
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was returning. [...] We decided that I should try the exercises before trying pills. I did not need to go

back on them yet [...] My GP is a great help.” (2090, Written feedback, Discontinued).

Following advice

Participants differed in the extent to which they sought and followed the advice of their GPs.
For instance, some participants described that they remained on their ADMs at their GP’s suggestion:
“My GP would not allow me to come off my antidepressant or reduce it because I had been on them so
long term. [I am] relieved but also a bit disappointed.” (1108, Written feedback, Never tapered or
discontinued). This adherence to medical advice seemed to be greater for participants who had more
concerns about discontinuation. For instance, Claire, who relapsed the first time that she had attempted
tapering and discontinuation, was much more receptive to her GP’s advice the second time around,
because she was afraid of relapsing again (see Box 1). On the other hand, where people were confident
that they had learned the skills to self-manage their depression without ADMs, they more often reported
that they could manage the process independently, and placed less value on their GP’s advice: “I went
along to the doctors because I was polite to ask him if I could stop taking it. And he said, "Well yeah
maybe in a few months time you can taper it- ease it off a bit." But really I had decided (laughs) I was

going to stop. So I was just there out of politeness.” (1203, Interview, Discontinued).

Timing

This over-arching theme focuses on participants’ reflections on their current sense of
vulnerability to depressive relapse and recurrence, which appeared to relate to their external
circumstances and current level of depression symptoms. It also describes how this sense of
vulnerability influenced their subsequent decisions around ADM tapering and discontinuation.
Participants’ reflected on what they thought would be the most appropriate timing and sequencing of
ADMs and psychological therapy in relation to each other, to support the long-term treatment of

depression. This theme comprises two sub-themes.

Feeling vulnerable

28

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml



oNOYTULT D WN =

BMJ Open

DISCONTINUING ANTIDEPRESSANT MEDICATION

Participants discussed the timing of ADM tapering, and thought it was important to wait for the
right time to begin tapering. Those who were experiencing depression symptoms, or whose life
circumstances were difficult, often made the choice to remain on antidepressants, so not to “rock the
boat” (1087, Feedback booklet, Tapered but never discontinued). For instance, Annie began to taper
off her ADMs, but then experienced some very upsetting life events, so decided to resume ADMs
because she felt more vulnerable to depressive relapse (see Box 1). In these cases, many people viewed
the mindfulness practices as a helpful addition to ADMs, and some tapered their dosage even if they
did not fully discontinue. On the other hand, other participants who felt depressed said that this
interfered with their ability to practice the techniques taught or taper ADMs at all: “When [ was feeling
really, really down I couldn’t even access those things [the MBCT-TS practices]. It either felt indulgent
or I couldn’t physically do it.”(1031, Interview, Never tapered or discontinued). Nonetheless, some
people said they valued attending the programme, even though they did not continue to use the
techniques: “I think that course it's completely changed my life. [ ...] Even though I don't sort of practice
mindfulness daily just remembering the course [...] it seems to have helped to keep me more level.”
(2123, Interview, Tapered but never discontinued), and some expressed hope that they would
discontinue ADMs in the future, as a result of the programme: “One day I may stop my medication
because it feels the right time to do so, having a more regular mindfulness routine will be in place by
then for support. I'm really hopeful and positive about my future!” (1087, Feedback booklet, Tapered

but never discontinued).

Sequencing of treatments

Reflecting on the right time to engage with different treatments, many participants felt that
ADMs were helpful when they first became depressed: “they got me out of my initial depression so that
I could cope more with just everyday life” (4007, Interview, Never tapered or discontinued). However,
many did not envisage being on ADMs indefinitely, and they described an increasing need for insight
and self-management of depression as time went on. They thought that the MBCT-TS techniques
required more effort, but supported a longer-term vision of recovery, to “recognise what makes you
depressed and to give you a way to cope with your depression throughout your life for the long-term,
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and a way that you can come off [ADMs].” (4007, Interview, Never reduced or discontinued). As
illustrated by this quotation, some participants viewed the MBCT-TS skills as part of a longer-term
solution to ADM discontinuation, which extended beyond the two-year follow-up period. Some
participants reflected on how they thought the two treatments could be used in combination to support
people at different parts of their journey, from depression through to recovery: “I think you need that
initial boost of antidepressant to perhaps get you back into a more rational level, and then once you 've
reached that, then bring in the MBCT, until you get back then you know, be weaned off. I can see that

working very well really.” (1108, Interview, Never reduced or discontinued).

DISCUSSION

Statement of principal findings

The current study explored the experiences of people with recurrent depression who followed
a programme (MBCT-TS), designed to teach psychological skills to prevent depressive relapse whilst
providing advice to encourage tapering and discontinuation of maintenance ADMs.[14] Qualitative
interviews two years after completing the programme illustrated people’s varying beliefs about
depression and its treatment, and a diversity of concerns, expectations and hopes about ADM
discontinuation. Many participants reported beneficial effects of learning MBCT-TS as an approach to
support relapse prevention, which facilitated tapering or full discontinuation of ADMs. However,
there were also aspects of people’s experiences that contributed to their decisions about whether to
remain on ADMs, taper, discontinue, or in some cases discontinue and resume at a later date. The
qualitative analysis identified seven over-arching themes in participants’ accounts of their decisions
relating to ADM (dis)continuation: beliefs about the causes of depression, control, acceptance, quality
of life, tapering process, interactions with GP, and timing (Table 2). These themes help to explain
why some people discontinued, while other people remained on or resumed ADMs across the two-
year trial period. We also identified indicative cases that illustrated the different ways in which these
themes coalesced within individuals to influence their journeys of ADM use across the programme

(Box 1). Together, these findings have the potential to facilitate discussions between clinicians and
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patients about the journey of management and recovery from recurrent depression. The findings also
provide an important starting point for more research into which treatments for recurrent depression,

or combination of treatments, work best for whom and when.

Strengths and weaknesses of the study

This study had a number of methodological strengths including the relatively large sample for
a study of this nature, and the sampling approach that captured a range of perspectives. In addition,
because participants were followed over two years, the study enabled us to develop an understanding
not just of experiences of MBCT-TS itself, but also its impact on participants’ use of ADMs in the
subsequent two years. To overcome difficulties with recollection we supported interviewees with
prompts about the course of their depression and ADM use over the two-year period based on
information they had provided to the study immediately after MBCT-TS and during the trial follow-
ups. Finally, MBCT-TS is a programme based on a cognitive-behavioural model of depression.
Therefore, it is likely that people’s experiences of tapering and discontinuing ADMs in the context of
MBCT-TS would have many similarities with people in CBT, another widely used approach to
preventing depressive relapse and recurrence.[24] Nonetheless, the commonalities and particularities

of different psychological therapies remain a topic for further research.

Alongside these strengths, it is important to consider the context within which the study took
place and its implications for interpretation of the findings. First, the trial was pragmatic in that it
recruited participants from primary care who had a history of recurrent depression, were on a
maintenance dose of ADMs, and were interested in considering a psychological approach to ADMs for
relapse/recurrence prevention.[17] However, it did not include people either unwilling to consider a
psychological therapy or unwilling to consider tapering/discontinuing their medication. Second, the
parent trial included monitoring participants’ use of ADM, and if people following MBCT-TS were not
tapering/discontinuing they were invited to discuss this with their GPs. Some participants reported
feeling pressured to discontinue and it is reasonable to assume that some participants may have made

different decisions in a more naturalistic setting. Third, we sought accounts only from people who
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attended at least four sessions of MBCT-TS. Whilst this enabled us to capture the perspectives of people
who had developed some understanding of what MBCT-TS could offer, it also means that the voices

of those who did not engage with the treatment at all were not included.

Strengths and weaknesses in relation to other studies, discussing important differences in

results

The majority of previous qualitative work has focussed broadly on people’s experiences of
ADM use and discontinuation.[6,11] The present study adds to the body of literature suggesting that
people with a history of recurrent depression may wish to discontinue their maintenance ADMs but
experience a number of practical and psychological barriers to achieving this, such as concerns about
withdrawal effects, fear of relapse, perceived lack of alternative coping strategies, and inadequate
information about discontinuation. Several randomised controlled trials have demonstrated that
psychological therapies such as CBT and MBCT could support ADM discontinuation,[8-10] but to our
knowledge, no qualitative studies have examined people’s experiences of this process. Our findings
support the idea that psychological therapy can help to address many of the barriers and provide
facilitators to tapering/discontinuation of ADMs identified in the previous literature.[6] For instance,
participants reported that MBCT-TS helped them by teaching new skills to manage depressive
symptoms, gaining new perspectives drawn from both the psychological model and peer-to-peer
learning, and developing an increased sense of agency concerning ADM discontinuation. We also found
that engaging in psychological therapy supported learning attitudes towards self-care that were
participatory and empowering, which facilitated ADM discontinuation through increasing people’s
motivation to engage in psychological tools as an alternative to taking ADMs. People also emphasised
the importance of providing clear, simple information about the process of discontinuation and having
a GP to provide support during discontinuation attempts that is collaborative, individualised and

empowering, with careful monitoring over time.

Kendrick has argued that many people remain on ADMs without clinical need and could benefit

from support and guidance on how to discontinue, especially regarding how to deal with initial
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withdrawal symptoms.[25] Our findings support this, for example suggesting that psychological therapy
can enable people to better differentiate physical and mental symptoms related to withdrawal from those
related to depressive relapse. However, they also suggest that for people with a history of recurrent
depression, simple tapering support alone may not be enough. Participants spoke of the importance of
feeling that they had acquired alternative skills to manage their depressive symptoms that could take
the place of ADMs, rather than simply skills to manage the tapering process itself. For these participants,
there was an ongoing sense of clinical need. Further, where life circumstances were challenging some
people felt that the time was not right for them to discontinue ADMs and they made an informed
decision to continue with their medication. Even so, the majority of participants who remained on
ADMs reported that the MBCT-TS treatment had increased their quality of life on ADMs, and improved
their confidence in future discontinuation when circumstances were more favourable. Our analysis also
outlines participants’ views on the appropriate timing of different treatments, which could give
clinicians a sense of when it might be an appropriate time to initiate conversations about ADM tapering

and discontinuation, and when it might be helpful to refer a patient for psychological therapy.

People’s expectations at the outset of the psychological treatment appeared to influence their
engagement and subsequent outcomes. Although it is widely assumed that positive expectations predict
greater benefit in psychological therapy, in our sample both unrealistically positive expectations (e.g.
expecting MBCT-TS to be an “all-encompassing cure-all”’) and very negative expectations (having
“no intellectual confidence in the process”) appeared to act as a barrier to engagement. These findings
are consistent with those of Malpass et al.[26] and suggest that openly discussing expectations as part
of the psychological therapy referral or orientation process is likely to be key in preventing
disappointment or disengagement from what is an effortful process of change. Likewise, in line with
Maund et al.’s findings,[6] people’s causal models of depression also appeared to influence their
expectations and engagement with psychological therapy. Moreover, they were subject to change during
and beyond the therapy process, as their experiences either confirmed or disconfirmed their expectations
and working model of depression and its treatment. People who suffer from depression frequently

endorse biomedical explanations,[27] and this was evident in our sample. A number of people reported
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that they derived these models from discussions with their GPs as a rationale for taking ADMs. Previous
research suggests that conceiving depression as a biomedical illness can absolve people of personal
responsibility and thus challenge stereotypes of depression resulting from personal weakness.[11]
However, our findings suggest that strongly held biomedical beliefs appeared to increase feelings of
dependency on ADMs, and contribute to negative expectations and lack of engagement with
psychological therapy. On the other hand, while learning a psychological model of depression
empowered people towards more self-management of depression and feelings of mastery over their
emotional wellbeing, in some cases, when people developed a psychological understanding and then
went on to relapse, they blamed themselves. In some cases, practical life circumstances also made it
very difficult for people to engage in an approach that required time and effort. Together, this suggests
that polarised beliefs about the causes of depression can either compromise self-efficacy or promote
self-blame. Many participants found it helpful to bridge biomedical and psychological theories, with
parallels to a ‘biopsychosocial’ framework,[28] rather than viewing separate theories as competing,
which seemed to foster more flexibility, self-compassion and open-mindedness towards trying different
treatment options at different times in their journey of managing recurrent depression. This highlights
the importance of recognising that a myriad of factors, including genetic vulnerability and challenging

social circumstances can influence depression.

The present study also built on existing work highlighting the idiosyncratic ways that ADMs
pharmacologically affect the mind and body through sedation, numbing, and activation,[29] and went
further by highlighting how these effects influence people’s decisions in the process of discontinuation.
For example, in the instance of numbing, some people viewed this as helpful as it reduced their feelings
of depression, whereas other people said that ADMs numbed all of their emotions, including positive
feelings, and this contributed towards a desire to discontinue them. These findings add to ongoing
discussion about the psychoactive effects of ADMs, including their potential benefits and costs, how
these effects impact people’s experience of recovery from depression, and how participating in

psychological therapy can interact with these experiences.
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Finally, descriptions of the role of the GP in supporting ADM discontinuation varied markedly,
and this appeared to result both from differences between patients in their preferred level of guidance
and support, and the availability of their GPs to provide this. For example, some people adhered to their
GP’s advice although this was in conflict with their own desired approach, some described informing
their GP of their intentions as an act of courtesy, and some did not involve their GP at all. In some of
these latter cases, participants felt that they would have benefited from more support, but their GP, for
a range of reasons, was unable to provide this. People also described needing more understanding and
support over time as they took more responsibility for managing their depression. This is in line with
findings from Malpass et al.,[ 11] who suggested that people vary in the extent to which they want to be
involved in treatment decision-making, and their preferences for involvement are dynamic, not static.
Archer has described different ‘modes of reflexivity’ noting the varying degrees to which people act
autonomously or rely on endorsement from others.[30] It is likely that when GPs are able to recognise
their patients’ preferred mode of engagement and adapt their approach accordingly, discontinuation

attempts will be more successful.

Meaning of the study: possible explanations and implications for clinicians and policymakers

People with a history of recurrent depression may wish to taper and discontinue maintenance
ADMs, but lack the knowledge and confidence to do so. Furthermore, people benefit from having social
support during discontinuation attempts, but do not always get the level of support they require from
their GPs or existing social networks. This highlights the potential clinical value in providing group-
based psychological interventions that support ADM discontinuation. Importantly, both the results of
the thematic analysis and the narratives of individual participants suggest that the benefits of
psychological therapy to assist ADM tapering/discontinuation are not fully captured by rates of
complete discontinuation or relapse rates of depression alone. Rather, recovery meant different things
to different people, and overall, the outcome most important to patients appeared to be their day-to-day
functioning and quality of life. Within the broader context of people’s lives, psychological therapy may
increase quality of life, whether or not the person successfully discontinues their ADMs or experiences

further depressive symptoms. Therefore, many people on ADMs could benefit from concurrent
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psychological therapy even if they do not wish to taper/discontinue, to promote positive emotional
states, better management of residual symptoms, to resolve feelings of shame surrounding depression
and ADM use, increase personal agency, and to provide people with a broader perspective on their

depression.

Whilst some people described the substitution of the support of ADMs with psychological
techniques as a relatively straightforward and positive process, for others there was an understanding
of the ongoing benefits of ADMs, alone or in combination with psychological therapy. The study also
highlighted the importance of optimal timing and sequencing of pharmacological and psychological
treatments, and the relative benefits of each treatment at different periods. Therefore, it is crucial that
GPs are receptive to their patients’ fluctuating preferences and circumstances, support a broad model
of the causes of depression, and encourage them to try different approaches that could facilitate a
journey towards recovery. Individual narrative accounts can provide valuable insights into optimal
ways to augment ADM treatment or support ADM discontinuation with psychological therapy, and
how facilitators and barriers to tapering and discontinuing may interact dynamically within

individuals’ experiences (Box 1).

Unanswered questions and future research

This work adds to the emerging literature on people’s experiences of ADM discontinuation. A
next step is to consider whether the same themes emerge in the accounts of people undertaking
therapy-supported ADM discontinuation in more naturalistic settings, rather than in the context of a
clinical trial, and when using psychological therapies other than MBCT-TS. Additionally, Maund et
al. point out that psychological programmes such as MBCT and CBT are relatively resource-
intensive.[9] The current study enrolled participants with a history of highly recurrent depression (3 or
more episodes). Therapy-supported ADM discontinuation may be most appropriate for those people
who are vulnerable to depressive relapse and recurrence, and require the substitution of ADMs with
alternative coping skills, whereas others could benefit from simple advice on how to taper ADMs.

Likewise, the actual process of ADM tapering, and the typical withdrawal symptoms experienced, are
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both likely to differ according to the type of medication a person is prescribed and the duration of
their use. Future research should explore from whom simple tapering advice is enough, and who
requires the more intensive support of a programme such as MBCT-TS. In addition, while MBCT-TS
may have similarities to other cognitive-behavioural therapies, the commonalities and particularities
of people’s experiences of tapering and discontinuing ADMs in the context of different psychological

therapies is an important focus for future research.

Our findings suggest that people’s causal beliefs about depression had an important influence
on their responses to therapy-supported discontinuation, but did not examine how people form these
beliefs (e.g. the role of the GP, other health professionals, the media, internet). Most consultations about
depression will occur in the time-pressured context of primary care. Future work considering how health
professionals can most effectively communicate with their patients about the complex aetiology of
depression, and understand the how this affects treatment decisions, compliance and outcomes would
be valuable. Such communication needs to take into account both short-term goals, both for the clinician
and patient (e.g., the clinician’s desire to convince a patient in crisis to use ADM), and also the longer-

term impact of particular causal models in supporting patients’ self-acceptance, agency and recovery.

This work took a qualitative approach in order to understand the breadth of participants’
perspectives on their use of MBCT-TS to support ADM tapering, and the range of factors that
contributed to the different possible journeys to recovery in the years that followed. To explore
whether these factors are significant causal determinants of discontinuation journeys requires further
research. Such research could take the factors identified here and test whether they significantly
predict ADM tapering/discontinuation in a prospective study. Finally, this research suggests that
tapering/discontinuation is not a separate or isolated variable. Participants’ accounts clearly
demonstrate that the benefits of psychological approaches to support ADM discontinuation and the
prevention of depressive relapse cannot be measured by rates of relapse or discontinuation alone.
Such research should prioritise the outcome that is most meaningful to patients: their day-to-day

functioning and quality of life.
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BOX 1: CASE EXAMPLES

Mandy. Mandy, aged 57, had experienced nine episodes of depression, beginning when she was 32.
Following the MBCT-TS course Mandy successfully discontinued her ADM treatment. She did not

experience a relapse over the 24-month follow-up period.

Before the trial, Mandy felt that ADMs helped her to function well. In the past, she had tried tapering,
but had always relapsed, so assumed that ADMs would be a part of her life forever. At first, Mandy
was nervous, but was willing to try tapering ADMs gradually and with the support of MBCT-TS
(Control: Managing Expectations). Mandy’s GP was supportive, but reassured her that it was
ultimately her decision (Interactions with GP: Presence and Support). During the MBCT-TS
course, Mandy said that she learned a different model of depression and developed a better
understanding of “how the mind works” (Beliefs about the Causes of Depression: Learning a New
Model). She felt more confident about tapering, and said that this time it was “so easy, knowing that [
have been given tools to help me through it if needed”, and found the course “totally liberating” as it
gave her the chance to take control of her depression, rather than the other way round (Control:
Agency and Responsibility). She also found it helpful to learn about the possible symptoms of
withdrawal, which included mood swings. Mandy realised that the relapses she had experienced when
she had tried to taper her ADMs in the past might have been withdrawal symptoms, as opposed to
“real relapses” (Tapering Process: Managing Withdrawal Effects). At the time of interview,
having discontinued ADMs, Mandy still practised what she learned in MBCT-TS and made it part of
her daily routine. She accepted that if she ever relapsed, she could use ADMs, but it would only ever
be a short-term solution, because she has the MBCT-TS skills as a “weapon” to help her manage

(Acceptance: Self-Care).

Greta. Greta, aged 72, had experienced three episodes of depression, beginning when she was 33.
Following the MBCT-TS course she discontinued her ADMs but then resumed following a

deterioration in mood.
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Greta was very optimistic about the course because she hated being on ADMs, which gave her
unpleasant side effects that interfered with her quality of life (Control: Managing Expectations). At
first, Greta said the course made an “immense difference” to her, and she described learning how to
combat the negative thoughts and feelings she was having (Beliefs about the Causes of Depression:
Learning a New Model). The programme left Greta feeling “so well and positive” that she decided to
taper her ADMs very quickly (Tapering Process: Pace of Reduction), but began to feel her mood
dipping. Greta thought this must be a sign that the programme was not working, because she should not
feel depressed (Acceptance: Perspectives on Relapse). Greta went to her GP, who did not seem
interested in the programme and told her to resume ADMs immediately (Interactions with GP:
Presence and Support). She was disappointed and felt “guilty ” that she was not able to use these new
skills to keep herself well (Control: Agency and Responsibility). She stopped practising mindfulness,
although the programme made her remember to appreciate the high points in her day and experience

more joy (Quality of Life: From Coping to Enjoying Life).

Annie. Annie, aged 48, had experienced five episodes of depression, beginning when she was 23.

Following the MBCT-TS programme, she discontinued her ADMs but then resumed them later.

Annie felt that ADMs had a positive impact on her life, allowing her to cope day-to-day as a full-time
carer for her husband who had a disability. At first, she was very reluctant to try discontinuing ADMs
because she believed she might have low levels of serotonin (Beliefs about the Causes of Depression:
Neurochemical Disruption). However, the programme taught her a new model of understanding
depression (Beliefs about the Causes of Depression: Learning a New Model), which made her feel
empowered to practice the psychological techniques (Control: Agency and Responsibility). She
started to taper off ADMs, but then her mother died and her husband’s health deteriorated, so it was
difficult to find time to practice. Her GP advised her it was probably not a good time to discontinue
(Interactions with GP: Presence and Support), so she resumed ADMs (Timing: Feeling
Vulnerable). However, Annie still incorporated the mindfulness exercises into her everyday life, which
brought her more joy (Quality of Life: Experiencing Emotions More Fully). She also recognised that

it is not her fault when she felt depressed, given how challenging her life was (Acceptance: Resolving
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Shame and Denial). Annie felt that the best way to manage her depression was to combine ADMs with
mindfulness practices, which gave her more skills to look after herself during difficult times
(Acceptance: Self-Care). She felt hopeful that one day she would discontinue ADMs, when her life

circumstances were more stable (Timing: Feeling Vulnerable).

George. George, aged 37, had experienced ten episodes of depression, beginning when he was 16.
Following the MBCT-TS programme he discontinued his ADMs. He experienced a relapse to

depression during the 24-month follow-up.

George was very optimistic about trying an alternative to ADMs, because they made him feel like a
“zombie”. Having experienced substance misuse issues in the past George had the goal of being totally
“chemical free” (Control: Managing Expectations). Before the course, George felt he had no control
over his depression symptoms, and his mood would deteriorate suddenly without warning. Through
practising the mindfulness skills, he described developing more awareness of his emotions and felt he
would have the skills to manage them (Control: Agency and Responsibility). George said that the best
part of taking part in MBCT-TS was meeting other people with depression, which made him feel more
accepting of himself (Acceptance: Resolving Shame and Denial). He felt that ADMs had masked his
symptoms, whereas MBCT-TS allowed him to explore the problems in his life that were contributing
to depression and work through them to make long-term changes (Control: Agency and
Responsibility). When George relapsed shortly after discontinuing ADMs, he carried on practising
MBCT-TS and said that the skills he learned were enough to pull him out of that period of low mood

(Acceptance: Perspectives on Relapse).

Claire. Claire, aged 49, had experienced four episodes of depression, beginning when she was 17.
Following the MBCT-TS programme, Claire discontinued her ADMs. She relapsed and resumed
medication, but subsequently tapered and discontinued again, and was not using ADMs at the time of

her follow-up interview.

At first, Claire was very sceptical about the MBCT-TS programme and thought it might all be “mumbo

jumbo”. However, she was very keen to come off ADMs, so she approached the programme with an
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open mind and wanted to give it her all (Control: Managing Expectations). As the course progressed,
Claire changed her mind and began to “believe more and more that this might help me”. MBCT-TS
gave her new ways to cope with her feelings, which shocked her because she “had never took control
of my depression before” (Control: Agency and Responsibility). She became very excited and tapered
off her medication “foo quickly” and “hit a brick wall in a short amount of time. Went straight back in
to a deep depression” (Tapering Process: Pace of Reduction). Her doctor was very understanding,
and did not push her to do anything, but advised her to go back on ADMs and try to taper off again
when she was feeling better (Interactions with GP: Presence and Support). He said that she should
try tapering them more slowly next time even though she “wanted to get off them as soon as possible”.
This time, she did “exactly as she was told” and did not experience a relapse (Interactions with GP:
Following Advice). Claire was very pleased because she said they had always felt that ADMs had
“suppressed’ her and that the person she was when taking ADMs “wasn 't really me” (Quality of Life:

Experiencing Emotions More Fully).
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BOX 2

WHAT IS ALREADY KNOWN ON THIS TOPIC

Many people with a history of depression want to come off their maintenance ADMs but find this
challenging, partly due to fears of depressive relapse/recurrence.

Evidence suggests that MBCT may support people to taper and discontinue maintenance ADMs
without increasing risk of relapse or recurrence.

However, very little research has examined people’s experiences of contemplating, commencing, and
completing psychological therapy-supported ADM discontinuation.

WHAT THIS STUDY ADDS

This qualitative study explored how MBCT supported people with a history of recurrent depression to
embark upon tapering and discontinuation of their ADMs.

Our findings indicate that people acquired skills to manage their depressive symptoms that could take
the place of ADMs, as well as skills to manage the tapering process itself. Participants described this
as an effortful process, requiring stable life circumstances, adequate support from medical
professionals, and motivation to learn and apply psychological techniques.

Nonetheless, most participants described improvements in quality of life that they attributed to

therapy, whether or not they discontinued ADMs, or experienced further relapses/recurrences.
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Statement Concerning Reflexivity

Interviews were conducted by members of the PREVENT trial research team (see
Kuyken et al., 2015), following training and using a standard protocol and semi-structured
interview schedule. Both male and female interviewers gathered data. Interviewers had
knowledge of the participants’ treatment journeys prior to conducting their 24-month
interviews (from reviewing their files and in some cases as a result of their involvement in
earlier waves of data collection). The protocol included interviewers familiarizing themselves
with any information about treatment experiences and trajectories of participants, which were
held in study records, as part of the interview preparation process. Researchers did not know
participants prior to their entry to the trial, and had no association with them outside the
context of the trial and associated research assessments.

All/Some interviewers had undertaken mindfulness training, acting as participant
observers in MBCT courses, or in other contexts. This personal knowledge enabled them to
understand the nuances in participants’ descriptions of their experiences, for example
participants’ references to particular mindfulness practices or exercises, and to respond with
confidence. Some interviewers had positive personal experiences of mindfulness whereas
others held more neutral attitudes. None were aware of the main trial outcomes at the time the
interviews were conducted and all were encouraged to adopt an open minded and curious
attitude, with no preconceptions about whether MBCT-TS had, or had not, supported
participants in their treatment journeys. Despite this, it should be acknowledged that some
interviewers may have held implicit biases or expectations regarding treatment effects.
Likewise, participants understood the association of interviewers with the primary trial. Thus
whilst participants were encouraged to speak freely and honestly about their experiences, it is

possible that their responses were influenced by the perceived allegiance of the researchers to
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the intervention being explored, and that they may have felt a sense of obligation to make
positive comments about MBCT-TS.

The researchers conducting data analysis, AT (BA Hons, Postgraduate Research
Assistant) and CC (DPhil, Senior Research Fellow), although not involved in the PREVENT
trial, had a knowledge of the programme under investigation. AT has undertaken mindfulness
training in other contexts, and is familiar with the MBCT curriculum. CC has significant
prior experience as a participant-observer in MBCT classes for people with recurrent
depression. JR (DPhil, Lecturer) is an experienced qualitative researcher who has theoretical
knowledge of mindfulness-based approaches. AT, CC and JR have all worked previously on
studies exploring mindfulness-based programmes in different contexts and AT and CC were
employed on a research grant exploring the effectiveness of mindfulness-based programmes
at the time this work was conducted. AT, CC, and JR were aware of the main outcomes of the
PREVENT trial (no superiority of MBCT-TS over maintenance antidepressants) at the time
the qualitative analysis commenced, and approached the data with an assumption of overall
equipoise between the two approaches, that was nevertheless likely to concealed marked
individual differences in response. WK (PhD, DClinPsy) was the Principal Investigator on
the PREVENT trial and is a mindfulness trainer and practitioner. He was not involved in
directly teaching mindfulness to any of the participants in the PREVENT trial, but did
supervise the mindfulness teachers who taught the MBCT-TS trial classes. He had no

personal knowledge of the individual participants and their treatment journeys.
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PREVENT: End of Trial Interviews
Guidance for Interviewers

Aims

Researchers will conduct interviews with 42 purposively sampled participants in the MBCT arm of
the trial at the end of the trial. The research topic we are targeting here is:

Participants’ experiences during the follow-up period of the PREVENT trial of use of ADMs and
MBCT-based techniques in relation to each other, during periods of wellness, depressive relapse, and
transitions between these two.

Interview Preparation

Before conducting any of the interviews researchers read the key qualitative papers (Malpass et al.,
2012; Allen et al., 2009). Before each interview researcher to read the participant’s file to (re-)
familiarise themselves with participant characteristics (e.g., relationship status) and obtain timeline
populated with info on borderline or actual relapses and ADM usage. They should also review, and
have to hand in the interview, the end of treatment and 24-month feedback booklets to get a sense of
the profile of each participant during the follow-up period in terms of the following variables: full or
partial attendance of MBCT course; use of mindfulness techniques; use of ADMs; and any significant
life events. This will shape the interview in terms of: i) which sub-sections of the interview are
relevant; ii) issues for particular participants that may need to be probed in more detail.

Make sure you are as clear as possible about which sections of the interview and questions are
relevant to your respondent BEFORE YOU START. Where possible, choose
specific/representative/salient episodes or junctures in timeline for targeted probing using the
schedule (possibly match them onto wellness, wobbles, and depressive sections). Print out two
copies of timeline, one for yourself and one for the interviewee to draw upon.

Conducting the Interview

The interview is semi-structured. In each section, questions and follow-up questions are suggested.
However, researchers should use their judgment in drawing out participants in relation to the research
topic. Interviewers ask open-ended questions and follow participants’ “leads” while keeping in mind
the research question. The aim is to enable participants to give their “story” around the main topics of
investigation.

Researchers should be strategic in use of time in the interview to ensure the topic guide/respondent
covers material that answers the research questions; especially in Section 1, it is important to keep the
interview focused. If the interviewer feels respondents are being unclear or opaque help the
respondent unpack what they mean or agree with the participant that the issue is unclear. Interviewers
should ensure that all the interview questions that are relevant to the participants’ particular profile
are covered. Consider a temporal order to do the interview allocating/planning pre-set time windows
for each consecutive episode/junction so as not to exceed a maximum of 60 minutes for the overall
interview.

Participants may feel the need to please researchers or give the “right” answers. This is particularly
likely around ADM tapering where the trial has consistently communicated that we want participants
to taper and discontinue their ADM. It is important that researchers communicate explicitly and non-

1
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1

2

3 verbally that there are no right and wrong answers to any of the questions and we want to know

g people’s experiences in relation to MBCT and ADM.

6 Use of particular terms (e.g., “wobble,” “relapse”) can be adapted in the light of language used by

7 participants. Follow-up questions should be asked for clarification and elaboration, and this should be
8 driven by the research aim for each section of the interview. As far as possible interviewers should

2 cover all the suggested topics and questions and behave with the minimum of variation between

1(1) interviews. Instructions to interviewers and suggested wordings for introductions to each section are
12 given in italics below. The key issues for each question are in bold.

13

1‘5‘ Interview Opening / Introduction

16 . . . . .

17 Open the interview with something like:

18

19 “Thank you for agreeing to do this interview with me. The interview is about hearing from you how
20 things have been in the trial and checking that we have your story right. It will be collaborative and
;; semi-structured which means I have some topics 1'd like to cover, but the questions will be quite open
23 S0 as to give you, as an expert of your own lived experience, a chance to express your own views and
24 tell me about your experiences and what seems important to you. Everyone will have had different
25 experiences and we are interested in hearing about these from your point of view — both the good and
26 the not-so-good experiences — so that we can learn about and develop our treatments further. Please
;é tell us exactly how you feel!

29 Just to let you know that I am un-blinded and know that you have participated in the MBCT group, so
30 it is ok to talk freely about this. I would like to record this interview, and the recording will be

31 transcribed word for word and analysed as part of the research for the PREVENT trial. All

g g identifying information will be removed at this point. Your name will never appear on the

34 transcription or any other documents or files that result from this interview (such as the audio file).
35 Do you have any questions before we begin?”

36

;73 Section 1: Overview of the follow-up period using the timeline

39 . . . . . . -, .

40 The aim of this section is to obtain a brief overview of how the participant has experienced the

41 follow-up period in terms of three areas: 1. Periods of wellness and depression; 2. Antidepressant

42 medication; 3. Life events. Subsequent interview sections follow up on each of these in more detail
43 and the profile of experiences here can be used to tailor subsequent interview questions. Information
22 on the first two areas should be available in advance and summarised on the prepared timeline.

46 Information on life events might be found in the research files and database but will need to be

47 obtained here. Preparation by thoroughly reading the file, and possibly even some of the audio

48 recordings, in advance will help a lot here.

42 Use the timeline in whatever way feels most comfortable and guided by the respondent’s preference.
g? The participant can add life events him/herself; or the researcher can do this; or it can simply be used
52 as a guide. Show the timeline and say something like:

53

54 “I'd like to start with a brief overview of how life has been for you in the trial. In preparing for our
gg meeting today, we have put together this timeline. It summarises the information you have given us as
57 part of the research study about any periods of depression or wobbles, and your use of antidepressant
58 medication during the trial. It also includes the date of your most recent episode of depression

59 before taking part in the trial, based upon what you told us during your first assessment. I’ve also

60 )
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looked through your comments in the Feedback Booklets you completed one month after the end of
the mindfulness course and again recently. These were very helpful and I'll use some of what you
wrote there to guide what we talk about today.”

Interview Question Probes/Examples/Directions

1.1. Do you think the information we have here on the timeline  1f we know from previous

looks about right? Is there anything you would like to change?  assessments that the person has
had a significant life event ensure
this is acknowledged here. Mark
— or get the respondent to mark —
any life events on the time-line /
graph.

1.2. Have there been any important events in your life during Keep the discussion focused and

your time in the trial that have affected you either positively or brief to allow as much time for

negatively that we can add to the timeline? later sections as possible.

1.3. Can we check that I have your use of antidepressant Work through timeline for any

medication right these last two years? tapering/discontinuation, dosage,
resumption etc.

1.4. How have things been between the last time we spoke and Informally extend timeline with

today? relevant depressive

episodes/ADM use/life events up
until current interview date;
Where necessary, establish
current symptomatic status
(informally) and make sure they
are ok to continue.

“The remaining questions in this interview will focus upon your experiences with the aid of this

’

timeline.’

Keep the time-line / graph in view to refer back to / use further in later parts of the interview. Use the
timeline to keep the interview contained with regard to the different episodes/junctures identified prior
to interview. Allow and encourage the participant to use a pen to put down details in their copy of the
timeline.

Section 2: Questions on wellness (for all)

Comment on Section 2-4: Particularly in the wobbles section it is important to go for depth rather than
breadth with regards to potential issues around these time points (e.g. what happened in days before,
relationships, sleep etc.). As a general principle, interviewers should encourage interviewees to focus
on prototypical or most memorable junctures in timeline. In order to keep interview contained, agree
on a timeframe for each episode/juncture and keep questions focused on this.

“Id like to ask about any times when you were well during the trial — when you weren’t feeling low
or experiencing an episode of depression”
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Interview Question

Probes/Examples/Directions

2.1. Has anything from the mindfulness course played a part in
staying well during the trial? If so, can you describe how?

Examples: any techniques, ideas;
response plan
Prompts: How / why / why not?;

Therapist/Group/Researcher Role

2.2 Did your use of antidepressants play a part in staying well
during the trial? If so, can you describe how?

Prompts: How / why / why not? ;
GP Role

2.3 What about the combination of xxx from the mindfulness
course and use of antidepressants in periods of wellness?

[ask this additional question if
respondent says that both MBCT
and ADM have had some value
in questions 2.2 and 2.3.,
otherwise skip]

Section 3: Question on wobbles / early signs of depression (for all)

“Id like to ask about any times when you were well, but you felt yourself starting to ‘wobble’ or feel
low. So any times when you might have felt that your mood was dipping or you were starting to have

more of the negative thoughts that were around when you were depressed”

Interview Question

Probes/Examples/Directions

3.1. How did these experiences of ‘wobbles’ or starting to feel
low compare to previous experiences of wobbles?

Use timeline to go right into the
situation shortly before, during
and directly after episode.
Probe: What happened, how was
it different? What did you do?
How did you get out of it?

3.2. Was anything from the mindfulness course useful at the
time of wobbling or when starting to feel low during the trial? If
so, can you describe how?

Probe: before/during/after
wobble

Examples: any techniques, ideas;
response plan, self-compassion
etc.

Prompts: How / why / why not?

3.3 Did your use of antidepressants during the trial play a part
in wobbling or starting to feel low during the trial? If so, can
you describe how?

Prompts: How / why / why not?

3.4 What about the combination of xxx from the mindfulness
course and use of antidepressants in periods of wobbling or
when starting to feel low?

[ask this additional question if
respondent says that both MBCT
and ADM have had some value,
otherwise skip as appropriate]
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Section 4: Experiences of depressive relapse (for those who have relapsed)

Use the timeline to guide question choices in relation to experiences of relapse.

’

Say: “I'd like to ask you about your experiences this / these episode of depression...’

Interview Question Probes/Examples/Directions
4.1. How did this episode of depression compare to previous Use timeline to take them right
episodes of depression? into the situation shortly before,

during and directly after episode.
Probe: What happened, how was
it different? What did you do?
How did you get out of it?

4.2. Was anything from the mindfulness course useful at the Examples: any techniques, ideas;

time of depression? If so, can you describe how? response plan
Prompts: How / why / why not?

4.3. Did your use of antidepressants during the trial play a part ~ Prompts: How / why / why not?
in this episode of depression? If so, can you describe how?

4.4 What about the combination of xxx from the mindfulness [ask this additional question if

course and use of antidepressants in periods of depression? respondent says that both MBCT
and ADM have had some value,
otherwise skip as appropriate]

Section 5: MBCT and ADMs combined
“I'd like to end with some open questions about your experiences of taking part in this study.”

For sakes of time keeping and for keeping this section contained it is critical how the questions are set
up. Encourage people to step back from and reflect critically on their own experience rather than
letting them share their raw experience. Use formulations like the following: ‘I am sure that this was
an intensive time for you. If you took yourself away from the experience today and were to reflect on
this, what may I ask are the key elements/thoughts that you would have with regards to staying well

etc.?’

Interview Question Probes/Examples/Directions
5.1. Has taking part in the trial changed the way you think Probe: How/why /why not?
about depression? If so, could you tell me how? Probe: Has it changed the way

you think about the
causes/consequences of
depression? Role of GP.

5.2. Has taking part in the trial changed how you think about Probe: how identity was before
yourself? If so, could you tell me how? the trial if person describes a
sense of change.
Examples: Role of group,
immediate and wider social
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5.3. Now that you have had experiences of both mindfulness Probes: do you favour one over
and antidepressants, what do you think of each of them as the other? In combination?
treatments for depression? At different points e.g. in
wellness, wobbles and depressive
episodes?

For prevention? For recovery?

5.4. Apart from depression, has taking part in the trial had any ~ Examples:

impact on other psychological or physical health problems you  Anxieties/phobias, Chronic

may have? health conditions like pain,
diabetes etc.

Section 6: Ending

“I’ve covered all the questions we have, but before we end, is there anything you would like to add?”

Interview Question Probes/Examples/Directions

6.1. ...about any of the topics we have discussed?

6.2. ...about any of your experiences of depression, mindfulness
or antidepressant medication that we have not talked about?

6.3. ...about anything else you think is relevant to this project
on MBCT, antidepressants, and depression?

End by thanking the respondent for their time and for sharing their views and experiences. Reiterate
how valuable this is for research trying to develop treatments for depression. Inform them about
further dissemination of PREVENT findings.
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As researchers, we are very aware that we are working with people. In this case, a
specific group of people who have all suffered from depression at times in their lives.
We are careful to never lose sight of the fact that each person is also an individual
with their own personality, feelings, and experiences.

One of our aims is to find out about the thoughts, feelings and experiences of the
people taking part in this research project at two time points: 4-6 weeks after your
final session of MBCT, and again at the end of your involvement in the project. We
want to hear your individual views because we think that we can learn a lot from
them.

Please take time to think about the questions in this booklet and answer them in your
own words. It might be useful to read through the questions before writing your
answers, in order to become familiar with them. Tell us exactly what you think! We
won't be offended if you didn't like some parts, or even all, of the project. If you
found some or all of it useful, helpful or enjoyable, then tell us that too, and please
tell us why.

There are 11 questions in the booklet. Write as much, or as little as you like. If you
feel that you have more to say than there is space for then please call us on 01392
726102 and we'll provide you with a second booklet.

As we have said in the past, we guarantee your privacy and confidentiality. Nothing
that you say here will be published or printed in any way that could identify you, and
no unauthorised person will ever read this booklet.

Once you have completed the booklet, please return it to us in the envelope
provided. The envelope has a freepost sticker on it, so you do not need to pay for
postage.

Finally, many thanks for the effort you have put in to this project so far. Hopefully

our research will enable us to develop new and better ways to help people stay well
after depression.

The PREVENT Team

PREVENT Trial ID:

PREVENT Feedback Booklet 1.1 v2. 02.10.10
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Reducing your antidepressants

The first set of questions aims to explore your thoughts towards, and experiences of,
taking and reducing your antidepressant medication.

1. Please describe your experiences of using antidepressants before taking part in the
MBCT course. For example, did you feel that antidepressants were having a positive
impact upon your day-to-day life and functioning? Did you experience any
difficulties taking antidepressants in the past? Please explain why.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

2. During the MBCT course you were asked to try to reduce your use of
antidepressants. Please can you describe what your thoughts were towards
reducing your antidepressants directly before the MBCT course started and again
during the MBCT course when you were asked to try reducing them?

Thoughts about reducing antidepressants before the MBCT course:

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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2. Can you please describe your experiences of reducing your use of antidepressants
during the MBCT course up until this point now?
For example, have you started to reduce your antidepressants? (If YES, please
continue below. If NO, please go to Question 3)

oNOYTULT D WN =

9 When did you start reducing your antidepressants? (Please be as specific as possible
10 about the date)

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

16 What positive impact, if any, has reducing your antidepressants had on your day-to-
18 day life and functioning?

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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If you have tried reducing your antidepressants in the past, please describe if your
experiences of reducing your antidepressants recently has been different, and if so, in
what ways. If there has been no difference, please let us know.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

----------------------------------------------------------------------------------------------------------

3. It would be useful for us to know more about why people who take part in this
research study do not reduce their antidepressants. Please could you describe why
you have not reduced your antidepressant medication at this stage in the research

study?

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
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Taking part in MBCT

The questions in this section aim to find out more about your experiences of taking
part in MBCT, and continuing the MBCT exercises after the course.

4. Out of the 8 week course, how many MBCT sessions did you attend?

............ out of 8 sessions.

5. Did you attend the first MBCT follow-up session? YES / NO

6. What, if any, MBCT exercises are you still practicing? Please tick the ones you are
still practicing and in the space provided write how often you practice (e.g. per week
or per month).

]

]

None

Body scan

.................................................................................................

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

-------------------------------------------------------------------------------------------------

-------------------------------------------------------------------------------------------------
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7. Please describe anything that you may have found helpful about taking part in the

MBCT course and practicing the mindfulness meditation exercises, and why.

Specific aspects of the MBCT course you found helpful, and why:

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------

oooooooooooo

oooooooooooo

oooooooooooo

------------

Specific aspects of the meditation practices and teachings that you found helpful,

and why:

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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8. Please describe anything that you may have found unhelpful about taking part in
the MBCT course and practicing the mindfulness meditation exercises, and why.

Specific aspects of the MBCT course that you found unhelpful, and why:

oNOYTULT D WN =

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Specific aspects of the MBCT practices and teachings that you found unhelpful, and

Page 7 of 9
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The Impact of MBCT

The final two questions relate to the impact, if any, that MBCT may have had on you.

9. Have you benefitted from the MBCT course and practicing the MBCT exercises? If
s0, in what ways? (We are interested to hear about benefits not only in how you feel,
but in any other areas of your life). If there have been no benefits or that some things
are worse now, please tell us about these.

..........................................................................................................
..........................................................................................................
..........................................................................................................
----------------------------------------------------------------------------------------------------------
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

10. Do you feel that MBCT works for you? If so, why do you think it works? If it

doesn’t work for you, please tell us why you think it doesn't work.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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Any other comments:

11. Do you have any other comments that you would like to share about your
experiences of taking part in this project?

oNOYTULT D WN =

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------------------
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PREVENT 24-month Feedback Booklet

As researchers, we are very aware that we are working with people. In this case, a
specific group of people who have all suffered from depression at times in their lives.
We are careful to never lose sight of the fact that each person is also an individual
with their own personality, feelings, and experiences.

One of our aims is to find out about the thoughts, feelings and experiences of the
people taking part in this research project. We asked you to complete a feedback
booklet in the weeks after attending MBCT, and we would be really grateful if you
could now complete a second feedback booklet to explore your experiences of taking
part in the project over the past two years. We want to hear your individual views
because we think that we can learn a lot from them.

Please take time to think about the questions in this booklet and answer them in your
own words. It might be useful to read through the questions before writing your
answers, in order to become familiar with them. Tell us exactly what you think! We
won't be offended if you didn't like some parts, or even all, of the project. If you
found some or all of it useful, helpful or enjoyable, then tell us that too, and please
tell us why.

There are 4 parts to this booklet and 27 questions in total, although not all of
them will apply to you. Please read the instructions throughout the booklet to
check which questions are relevant to you.

Please write as much, or as little, as you like. If you feel that you have more to say
than there is space for then please use the back sheet to write any additional
feedback.

As we have said in the past, we guarantee your privacy and confidentiality. Nothing
that you say here will be published or printed in any way that could identify you, and
no unauthorised person will ever read this booklet.

Once you have completed the booklet please give it to your PREVENT researcher at
the 24-month assessment.

Finally, many thanks for the effort you have put in to this project. Hopefully our

research will enable us to develop new and better ways to help people stay well after
depression.

The PREVENT Team

PREVENT Trial ID:

PREVENT Feedback Booklet 2.1 vi1. 01.03.2012
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Part I: Experiences of Reunions

Following your MBCT course you were invited to attend four MBCT reunion sessions.

1. How many did you attend? (Please circle)

None 1 2 3 4

2. Were there any specific reasons for attending this number of reunion sessions?

R R RN RN RN N RN RN RN RN N RN RN R R R RN E R E R RN RSN EE N NN AR ER N NN NN AR ENENE AN ENEANENENEANAERENREEREEEEREEREEEEEEEEEE .

If you didn’t attend any reunions, please go to Part Il on page 4.

3. Please describe what you found helpful and / or unhelpful about the reunion
sessions?
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4. Have you used any other support to maintain your mindfulness practice (for
example, keeping in contact with anyone from your MBCT course, or joining local
meditation groups)? Please describe how this has been helpful and / or unhelpful and
why.

oNOYTULT D WN =
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Part Il: Doing Mindfulness Practices
Which of the following statements best describes your use of mindfulness techniques

(both formal practices and other mindful activities) over the past two years? Please
tick one box and then follow the instructions for which question to complete next:

I’ve used mindfulness techniques regularly over the last 2 years (please
continue to Question 5)

| used mindfulness techniques for a while after the MBCT course but my
practice has tailed off and | no longer practice (please continue to Question 5)

I’ve used mindfulness techniques off and on during the last 2 years (please
continue to Question 5)

| have not used mindfulness techniques at all since the MBCT course (please go
to Question 7)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml
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5. Please complete the two tables below to tell us which techniques you have
practiced over the past two years and what you are currently practicing.

oNOYTULT D WN =

The following table provides a list of mindfulness practices from the MBCT course.

11 Currently Over the past two years

14 Reguldawly for about 3 months after the
15 Example: Body Scan 2 times per week course but thew stopped. Restorted 2
16 monthy ago-

Body Scan times per

22 Sitting Meditation times per

26 10-minute sit times per

30 20-minute sit times per

34 Silence with Bells times per

37 Breathing Space

38 (Regular, e.g. 3 times a day) times per

41 Breathing Space

42 (‘Coping' space) times per

45 Mindful Walking times per

49 Mindful Movement / Yoga times per
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The following table gives you space to record any mindful activities you’ve practiced.

Mindful Activities

Currently

Over the past two years

t.g., being mindful
whew showering

tvery morning

Every morning; although I stopped for
roughly 3 months about av yeoawr ago-

6. Have you adapted any of the mindfulness exercises you learned in the MBCT course
to suit you? If so, how? Why did you make these changes?

7. If you do not currently practice any mindfulness techniques, please describe why.
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Part Ill: The impact of MBCT and mindfulness practice

8. Do you feel that MBCT “works” for you? If so, how do you think it works? If you
would like to, please use examples from your life.

oNOYTULT D WN =

23 9. What is the single most important thing that you’ve learned through attending the
24 MBCT course or practicing mindfulness techniques? Please explain your answer.

41 10. MBCT may not be the right treatment for everyone. If you feel that MBCT was
42 not right for you, please tell us why.
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11. What changes, if any, would you make to the MBCT course and / or mindfulness
exercises to make them more suitable for you?
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Part IV: Taking antidepressants

We are interested in learning more about your experiences of taking and reducing
antidepressants over the past two years.

12. Have your thoughts about reducing your antidepressants changed over the past
two years? If so, in what ways?

13. Does taking antidepressant medication “work” for you? If so, please tell us why. If
taking antidepressants does not “work” for you, please also tell us why. If you would
like to, please use examples from your life.

14. What role has your GP had in your use of antidepressant medication over the past
two years? How have you found this?
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15. Has anyone else been involved in your use of antidepressant medication over the
past two years? (E.g., psychiatrist, family member, another practitioner). If so, in
what ways?

Which of the following best describes your use of antidepressants over the last two
years? Please tick one box and follow the instructions for which questions to
complete next.

| have continued using antidepressants and have not reduced my use at any
point over the past two years that I’ve been involved in this study. (Tick this
box even if you have changed to a different antidepressant, or increased the
dosage of your antidepressant.)

Please answer the questions in the ‘box on the following page.

| am in the process of reducing my antidepressants, or have reduced/stopped
my use of antidepressants at some point over the past two years that I’'ve
been involved in this study. (Tick this box even if you restarted or increased
your medication at a later date.)

Please answer the questions in the .box on page 12
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16. In your day-to-day life and functioning over the past two years, have you
experienced any positive effects of continuing to use antidepressants? If so, please
describe these.

oNOYTULT D WN =

20 17. In your day-to-day life and functioning over the past two years, have you
21 i experienced any negative effects or difficulties in continuing to use antidepressants?
22 i If so, please describe these.

: 18. Have you done anything specific to overcome these negative effects or
37 i difficulties? If so, what have you done?

19. Please describe why you haven’t reduced your antidepressant medication over the
past two years.

Please now go to Question 27 on page 11.

............................ Ear.p.eﬁr.r.e.\zie.w.omx.-.htm;/.Zhtruopﬁn,bmj.cnm/.sitﬁ/.a.bput/guldeJine.sxhtmL.............................5
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20. Has reducing your use of antidepressants had any positive effects on your day-to-
i day life and functioning over the past two years? If so, please describe how.

21. Have you experienced any negative effects or difficulties associated with reducing
i your antidepressants over the past two years? If so, please describe them.

22. Have you done anything specific to overcome these negative effects or
i difficulties? If so, what have you done?

23. Has practicing mindfulness techniques helped with these negative effects or
i difficulties? If so, in what ways?

Continued...
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24. Have you stopped using antidepressant medication completely, now or at any

Page 13 of 15
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point in the last two years? Please describe your experiences of this.

i 25. Have you tried reducing your antidepressants at any point before this study? If so,
21 i please tell us of any ways that reducing your antidepressants over the past two years
22 i been different? If there has been no difference, why do you think this is the case?

34 26. Have you reduced or stopped your antidepressants over the past two years andg
35 i then restarted or increased them again? If so, please tell us about this, and how you'
36 i felt about this? :

49 Please go to Question 27 on the following page.
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Any other comments?
27. Thank you for taking the time to complete this booklet - your participation is
greatly appreciated! If you have any other comments that you would like to share

about your experiences of taking part in this project which did not fit into any of the
answer spaces above, please use the space below.
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ABSTRACT
Objectives: This study aimed to describe the recovery journeys of people with a history of recurrent
depression who took part in a psychosocial programme designed to teach skills to prevent depressive
relapse (mindfulness-based cognitive therapy; MBCT), alongside maintenance antidepressant
medication (ADM).
Design: A qualitative study embedded within a multicentre, single blind, randomised controlled trial
(the PREVENT trial).
Setting: Primary care urban and rural settings in the United Kingdom.
Participants: 42 people who participated in the MBCT arm of the parent trial were purposively sampled
to represent a range of recovery journeys.
Interventions: MBCT involves eight weekly group sessions, with four refresher sessions offered in the
year following the end of the programme. It was adapted to offer bespoke support around ADM tapering
and discontinuation.
Methods: Written feedback and structured in-depth interviews were collected in the two years after
participants undertook MBCT. Data was analysed using thematic analysis and case studies constructed
to illustrate the findings.
Results: People with recurrent depression have unique recovery journeys, that shape and are shaped by
their pharmacological and psychological treatment choices. Their journeys typically include several
over-arching themes: (1) beliefs about the causes of depression, both biological and psychosocial; (2)
personal agency, including expectations about their role in recovery and treatment; (3) acceptance, both
of depression itself and the recovery journey; (4) quality of life; (5) experiences and perspectives on
ADM and ADM tapering-discontinuation, and; (6) the role of General Practioners, both positive and
negative.
Conclusions: People with recurrent depression describe unique, complex recovery journeys shaped by
their experiences of depression, treatment and interactions with health professionals. Understanding
how several themes coalesce for each individual can both support their recovery and treatment choices
as well as health professionals in providing more accessible, collaborative, individualised and
empowering care.
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(292 words)

Strengths and limitations of the study

Recurrent depression is a leading cause of disability adjusted life years and ADM is the mainstay
approach to treatment; this study is the first to describe people’s experiences of recovery with an

ADM alongside a psychosocial approach designed to support recovery (MBCT).

The sample was relatively large and purposively sampled to illustrate a range of recovery journeys
and outcomes.

Participants experiences in the two years following MBCT were sampled, using an innovative
approach to supporting participants’ to describe the richness of their experiences of recovery and
treatment.

The sampling necessarily meant that we did not include people with a history of recurrent depression
who were had decided against ADM, tapering and discontinuing their ADM and/or a psychological

approaches.
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Depression is a major public health problem. Globally more than 264 million people suffer
from depression, and lifetime prevalence rates are estimated to be between 6-20%.[1, 2] Furthermore,
depression can be a relapsing and recurring condition, and on average people who experience one
episode of depression have seven or eight episodes over their lifetime.[3] Clinical guidance typically
recommends that people with recurrent depression should take maintenance antidepressants (ADMs)
after remission or engage in preventive psychological interventions to maintain recovery.[4] For people
with recurrent depression, their recovery journey is shaped by their experiences of depression, “illness
model,” interactions with mental health professionals, treatments that have and have not worked, and
expectations about what recovery will entail. [S] For many, ADMs are an important part of their
recovery. Reasons for long-term ADM use include positive experiences of ADMs, fear of relapse,
perceived lack of alternatives, and concerns about withdrawal effects.[6] On the other hand, people
also describe a number of reasons for wanting to discontinue ADMs, including feeling better and
wanting to test whether depression has gone away, ambivalence and uncertainty about the role of ADMs
in recovery, side effects outweighing benefits, questioning whether the self on ADMs is the ‘real self’,

and wanting to assert control over their wellbeing.[7]

Research and clinical guidelines suggests that psychological therapies, such as mindfulness-
based cognitive therapy (MBCT) and cognitive-behavioural therapy (CBT), can support recovery from
depression as well as support discontinuing ADMs.[4, 8-10] A significant proportion of people express
a preference for psychological therapies, so they can learn strategies that support recovery without the
need for long-term reliance on ADMs [11]. But psychological therapies can be difficult to access,

involve significant investment of time and energy and are not effective for everyone [12].

While studies have examined people’s experiences of ADM and MBCT in recovery, none have
focused primarily on how they operate alongside one another. This study explores how people with a
history of recurrent depression describe their experience of using MBCT and ADM to support their
recovery, drawing on both written feedback booklets and more in depth interviews. It was embedded
within a randomised controlled trial comparing MBCT with support to taper and discontinue ADMs

(henceforth MBCT-TS) and maintenance antidepressants over a two-year period. [13]. These findings
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could inform decision-making between GPs and patients about the journey of management and recovery

from recurrent depression.
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METHODS

Study context

This qualitative process evaluation was embedded within the PREVENT trial, a multicentre,
single blind, parallel randomised controlled trial, which investigated whether MBCT-TS (n = 212) was
superior to maintenance ADMs (n = 212) for the prevention of depressive relapse or recurrence over 24
months (trial design is described in Kuyken et al.).[13-16] The trial found that MBCT-TS was not
superior to maintenance ADM in preventing depressive relapse over two years; however, a subsequent
individual patient data meta-analysis which included this data suggests MBCT as an alternative to
maintenance ADMSs.[8] The South West Research Ethics Committee approved the trial [09/H0206/43],
which was registered with the International Standard Randomised Controlled Trial Register
[ISRCTN26666654] and the Medicines and Healthcare products Regulatory Agency [2009-012428-
10]. We present a Statement Concerning reflexivity in the online supplementary materials, which
outlines the experience and background of the authors, to acknowledge our theoretical positions and
values in relation to the present study (Supplement 1).[17] We also include the COREQ checklist to

match our procedures against standard criteria for qualitative research (Supplement 2).

Participants

Participants in the PREVENT trial were recruited from 95 general practices in urban and rural
settings in four UK centres, in addition to self-referral.[13] Inclusion criteria were a diagnosis of
recurrent major depressive disorder in full or partial remission according to the Diagnostic and
Statistical Manual of Mental Disorders-IV;[18] three or more previous major depressive episodes; age
18 years or older; and on a therapeutic dose of maintenance antidepressant drugs in line with the British
National Formulary (BNF) and NICE guidance.[4] Exclusion criteria were a current major depressive
episode, comorbid diagnoses of current substance misuse; organic brain damage; current or past
psychosis, including bipolar disorder; persistent antisocial behaviour; persistent self-injury needing
clinical management or therapy; and formal concurrent psychotherapy. All participants gave informed
consent before participating in the trial. The full process of recruitment for the PREVENT trial is
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described in Kuyken et al.[16]

This study examined a sub-group of participants from the PREVENT trial (n = 42) allocated to
the MBCT-TS arm of the trial. Of the 212 participants allocated to receive MBCT-TS, 176 received an
adequate dose of treatment (attended four or more group sessions of therapy).[13] The researchers
purposively sampled a sub-group of these participants (n = 46) to represent a spread of characteristics
and experiences with respect to: whether they reported their childhood as having higher or lower levels
of abuse, treatment response (relapse/no relapse to a major depressive episode), and ADM
discontinuation profile across the 24 month follow-up period (discontinued ADMs, discontinued ADMs
but subsequently resumed them, tapered ADMs but never fully discontinued, never tapered or
discontinued ADMs).[13] Of the 46 people invited to interview, 42 agreed, which comprised the final
sample. Of the four who declined, two had moved away from the area, one was not interested in
participating and one participant had changed their contact details and could not be reached.
Interviewees did not differ in either baseline characteristics or trial outcomes from the broader study

sample (see Table 1).
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Interviewed  All MBCT-TS Participants
(N=42) (N=212)
Demographic Characteristics
Female (%) 31(74) 151 (71)
White (%) 42 (100) 210 (99)
Age (in years)
M (SD) 51.88 (10.51) 50 (12)
Range 25-172 22 -178
Psychiatric Characteristics
Previous episodes
< 6 episodes 26 (62) 120 (57)
> 6 episodes 16 (38) 92 (43)
Co-morbid mental health diagnoses
1 or more (%) 15 (36) 75 (35)
Treatment preference at Baseline
MBCT-TS preference (%) 34 (81) 150 (71)
ADM preference (%) 1(2) 12 (6)
No preference (%) 7 (17) 50 (24)
Treatment outcome
Relapse
n (%) that relapsed during the follow- 23 (55) 94 (44)
up phase
Antidepressant usage during the
follow-up phase
Stopped and stayed stopped (%) 13 (31) 67 (32)
Stopped and resumed (%) 9(21) 5727
Reduced but never stopped (%) 9(21) 29 (14)
Never stopped or reduced (%) 11 (26) 23 (11)
Residual depression symptoms
BDI score at baseline, M (SD) 15.90 (11.35) 13.8(12.4)
BDI score at 24 month follow-up, M 12.39 (12.25) 11.6 (10.9)
(SD)
Note. BDI = Beck Depression Inventory
11
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MBCT-TS intervention

MBCT-TS comprised MBCT delivered in line with the published treatment manual,[19] but
adapted to include a greater focus on developing a relapse/recurrence signature and response plan that
explicitly included participants’ reduction/discontinuation of ADM (see Kuyken et al.[16] for more
detail). The programme involved eight 2Vs-hour group sessions, normally over consecutive weeks, with
up to four refresher sessions offered in the year following the end of the eight-week programme.
Researchers encouraged participants in the MBCT-TS arm to taper and discontinue their maintenance
ADMs at several points from the middle of the MBCT-TS course onwards, and provided information
to General Practitioners (GPs) and participants about typical tapering/discontinuation regimes and
possible withdrawal effects. If participants experienced a relapse/recurrence during the course of the
trial, researchers encouraged them to discuss the most appropriate treatment with their GP and made no

further requests that they consider tapering/discontinuing their ADMs.

Qualitative data collection

We used both written feedback booklets (collected at two time points, soon after MBCT and
then at study end) and interviews (at study end) to gather participants’ more in depth experiences of
recovery. We combined each participant’s interview and written feedback booklet data to form a single

account of their experiences. This formed the study’s data corpus.

Written feedback booklets

One month after completing MBCT-TS all trial participants were invited to complete a feedback booklet
addressing attitudes towards, and experiences of, taking and reducing antidepressant medication;
experiences of taking part in MBCT-TS, and MBCT-TS practices; and the impact of MBCT. In addition
to the above, participants received a further feedback booklet 24 months later, which asked the same
questions as the first booklet but also included questions focussed on participants’ experiences in the
follow-up period and basic data on the amount and type of mindfulness practice. The booklets are

provided in the online supplementary materials (Supplements 3 & 4).
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Interviews

Interviews were semi-structured and normally conducted face-to-face by trained researchers,
approximately 24 months after MBCT-TS. They lasted between 45 minutes and one hour and explored
experiences during the follow-up period, with questions addressing times of wellness, early signs of
potential depressive relapse, and relapses. Questions explored the use and perceived value of
mindfulness techniques, use of ADMs, and their combination. We tailored interviews to the specific
profile of each participant using a ‘timeline’ prepared in advance and amended by the participant at the
interview, which summarised each participant’s ADM use, relapses, and significant life events, as
reported to the research team during the trial. The interview schedule was deliberately broad in focus

(Supplement 5). Interviews were recorded and transcribed for analysis.

Public and patient involvement

The PREVENT trial benefited from the expertise of many people with lived experience of
mental health difficulties including a number of members of a locally organised voluntary group called
the Lived Experience Group (LEG). The LEG assisted the PREVENT trial at every stage of its
development including both the interview schedule and written feedback booklets. There were reviewed
and then trialled by several members of the LEG who suggested a number of fundamental changes. A

member of the LEG also provided specific training to the research staff on conducting interviews.

Data Analyses

We used thematic analysis as our analytic approach.[17] First, we selected eight participants
with a range of ADM discontinuation journeys during the trial period: two who had discontinued ADMs
and remained ADM-free; two who had discontinued ADMs and subsequently resumed; two who had
never tapered or discontinued ADMs; and two who had tapered but never discontinued ADMs. Four
researchers (AT, CC, JR and WK)) independently analysed the interview transcripts and accompanying
one-month and 24-month feedback booklets for each participant. In this phase, we conducted inductive

analysis, with each researcher developing a preliminary coding frame. These frames were then
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integrated through discussion to remove redundancies and ensure breadth. This collaboratively
produced, inductive coding frame was then combined with deductive codes developed from key
literature on participant experiences of MBCT,[20, 21] and ADM use,[22, 7] to establish a working

coding frame.

The lead researcher (AT) then analysed the 42 interviews and accompanying booklets against
this coding frame, using NVivo 11 software. AT, CC, and JR met at regular intervals to discuss
additional emerging codes and arising themes and, if deemed appropriate, integrated these into the
coding frame. Midway through coding, AT sought peer feedback on emerging themes from co-authors,
at an internal research meeting and at a symposium focused on antidepressant tapering at an
international conference (Tickell, 2018). Feedback from these presentations helped clarify which
themes were particularly important, and in particular helped the researchers reflect on those that related
specifically to participants’ experiences of ADM alongside MBCT-TS. Once the data were fully coded,
the researchers reviewed the themes in the light of the core research question. These were discussed
with the wider authorship group, whose input was used to reduce redundancy across themes, and
highlight their interactions. Peer review of an earlier version of this manuscript also led to further
refining the questions and themes. Finally, we identified cases that illustrated the unique stories of

recovery and the ways the common themes coalesced in different ways in illustrative case studies.
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RESULTS

The thematic analysis yielded six over-arching themes, each with a number of constituent sub-
themes. We provide a summary (Table 2) and narrative account of each theme and its constituent sub-
themes, illustrating these with extracts from participants’ accounts. While each person’s experience of
MBCT and ADMs was unique, these themes converged in complex ways within individual case. Five

case examples illustrate these different recovery journeys (Box 1).

Table 2: Themes and Sub-themes

Theme Sub-themes

Beliefs about the causes of | Neurochemical disruption
depression Learning a psychological model

Integrating models

Personal agency Control over depression
Responsibility

Acceptance Resolving shame
Self-care

Perspectives on relapse

Quality of life Experiencing emotions more fully

From coping to enjoying life

ADM Pace of reduction
tapering/discontinuation Managing withdrawal effects
Interactions with GP Presence and support

Following advice
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Beliefs about the causes and treatment of depression

This over-arching theme describes participants’ beliefs about the causes of depression and how

these beliefs influence their treatment decisions. This theme comprises three sub-themes.

Neurochemical disruption

Many participants described entering the study believing that their recurrent depression was
due to a neurochemical disruption in their brain, often citing specifically a deficiency or imbalance of
the neurotransmitter serotonin. Participants viewed medication as a way to correct this issue and made
parallels to biomedical disorders, viewing ADMs as a “physiological need” in the same way that
“diabetics require insulin” because “there is some chemical missing.” (2102; Written feedback, Never
tapered or discontinued). For instance, Annie explained that she went on ADMs because her doctor
told her that she had lower levels of serotonin than other people (see Box 1). This belief appeared to
influence expectations about psychological therapy, as some participants stated that they did not
understand how “mindfulness would be able to counteract depression [...] if it’s generated by a
chemical imbalance.” (1031, Interview, Never tapered or discontinued). Other people said that they
had not given much thought to why they were depressed or how ADMs worked: “Happy pills [...] I've
never really given it a great deal of thought exactly what they do to be honest. [...] I just know I don't

feel so bad with them. (2123, Interview, Tapered but never discontinued).

Learning a psychological model

Participants described how their views on the causes of depression evolved during and
following the MBCT-TS programme. Despite some of the initial reservations described above,
participants described an open mind as key to engaging with the new psychological model, in which
their thoughts, behaviours, and emotions played a role in depressive relapses and recurrences: “in the
first sessions [...] I switched from being highly sceptical to very interested very quickly” (1203,
Interview, Discontinued). Some participants articulated a move away from “freating depression as a
disease, like if you had a toothache, so you took pills ”, and were surprised because they “hadn’t thought
that there was an alternative” (1069, Interview, Discontinued). They began to feel confident to
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discontinue ADMs with the support of psychological therapy. In addition, people described how the
programme gave them more awareness of how external factors, such as relationships or financial
situations, could trigger or exacerbate depressive relapses and recurrences. On the other hand, some
participants found it more difficult to engage in the programme and found themselves “rebelling against
it” because they did not have “intellectual confidence in the process.” (3105; Written feedback, Never
tapered or discontinued). People described how their initial treatment experiences influenced their
attitudes: those who felt that the techniques were helping them to manage depressive relapse/recurrence
often endorsed the psychological model. On the other hand, others who experienced deterioration in
mood or relapse sometimes reported that they had re-considered bio-medical explanations, and decided
to resume or remain on ADMs: “I really thought depression was a psychosomatic problem, but I am
not so sure now. I did give it my best shot, using the mindful techniques, but I still fell into the pit of
despair [...] 1 feel that my depression is caused by a chemical imbalance in my body which, at present,

is only helped by taking medication.” (2200; Written feedback, Tapered but never discontinued).

Integrating models

Although some participants viewed depression as either biomedical or psychological, many
did not see the two models as distinct and found ways to integrate them. For instance, they
conceptualised that “antidepressants hold onto the chemical in your body ‘cause you 're not making
enough of it yourself”, while MBCT-TS allows you to “focus your mind onto how to make your
own.” (1139, Interview, Never tapered or discontinued). It seemed that participants who viewed these
models as compatible were more open to using ADMs and using psychological techniques as an
additional way to support their recovery, rather than viewing them as competing treatments.
Furthermore, when participants observed the diversity of other people’s experiences on the
programme, some formed the opinion that there are “all sorts of depressions” underpinned by
different causes “‘Just as there are colds and flu's and viruses.” (3105, Interview, Never tapered or
discontinued). As such, some reasoned that different people would require different treatment

decisions to support recovery: “My depression is not necessarily the same as other people’s [...] The
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right combination of changing lifestyle, specific therapies, medication whatever else it takes — that

seems to be different for different people.” (3109, Interview, Never tapered or discontinued,).

Personal Agency

This over-arching theme describes people’s personal agency in their recovery and consequently
their treatment choices. People described entering the study fearful about ADM discontinuation, but
hopeful that a psychological programme could support them. During MBCT-TS, people spoke about
feeling better able to manage their vulnerability to depressive relapse, by using the skills and techniques
they learned on the programme. While these enhanced feelings of personal agency were largely viewed
as a positive and increased many people’s confidence to taper and discontinue ADMs, this was not
always the case. For some having more responsibility to manage their condition created a sense of

unhelpful pressure. This theme comprises two sub-themes.

Control over depression

People described how their treatment choices affected their sense of control over depression. Some felt
that taking ADMs provided a sense of control, as it kept their mood on an even keel. However, this
sense of control was contingent on taking ADMs, so many participants recalled how before the trial
they would not consider discontinuing because they were afraid that depression would return. Through
MBCT, some participants described a change in their sense of personal agency in their recovery,
describing a shift from being a “helpless victim of circumstance,”, to having more “control of my
feelings and my life” (1123; Written feedback, Tapered but never discontinued). They reported
increased awareness to recognise the early warning signs of depressive relapse and take steps to respond
by applying mindfulness or cognitive-behavioural techniques from a ‘toolbox’, including things like
meditation, activity scheduling, or enlisting social support: “Before the trial, I didn’t have the tools to
recognise what was happening. [...] I didn’t even know [ was getting depressed. [Now] if things are
difficult I can do something about it.” (1203, Interview, Discontinued). Learning these new skills
reduced many people’s fears about coming off ADMs, because they felt they had the capacity to prevent

or contain depressive relapses. For instance, George said that before the course, he would fall into
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depressive episodes very suddenly and without warning, whereas the skills learned in MBCT-TS gave

him more awareness and control to act and prevent relapses before they occurred (see Box 1).

Responsibility

Participants also articulated that learning how they could have more agency over their thoughts,
feelings, and behaviours led to an increased sense of responsibility to manage their wellbeing. Most
participants viewed this as positive, especially if they were able to use the techniques to manage
relapse/recurrence. Some people said they preferred MBCT-TS to taking ADMs because it made
recovery feel more like a personal achievement: “Once I've fallen and I realise that I am depressed, 1
take myself off and say, do 3 or 4 meditations a day. [...] Which to me is better than taking a pill,

because I know I've worked to get myself well.” (2016, Interview, Written feedback, Discontinued).

However, not all participants viewed having more agency and responsibility over their
wellbeing positively. In particular, some participants described how this made them feel like it was their
fault if they relapsed or felt they had to resume ADMs: “I feel sad and disappointed that stopping
[ADMSs] made me feel low again. [...] It makes me feel I'm not right in the head compared to others. 1
also feel annoyed with myself for not utilising MBCT skills learnt better.” (2123; Written feedback,
Discontinued and resumed). Furthermore, a substantial number of participants expressed the challenge
of finding the time, motivation, or self-discipline to keep up a regular mindfulness practice outside of
the group sessions. Therefore, the sense of control did not always feel stable, as it was contingent on
finding time to practice and “do it religiously, otherwise I would be fearful of it not being enough.”
(2102; Written feedback, Never tapered or discontinued). Some were disappointed when they realised
that psychological therapy was not an “all-encompassing cure” (1222, Interview, Discontinued and

resumed) and would involve an active and ongoing process of engagement with the techniques learned.

Acceptance

This over-arching theme describes people’s feelings of acceptance towards their history of

recurrent depression and ongoing need to manage risk of relapse and recurrence. People reported feeling
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a sense of shame around long-term reliance on ADMs before the trial, feeling it labelled them as an ill
person even if feeling well. After the trial, people described an increased sense of acceptance regarding
their vulnerability to depression and an increased motivation to engage in self-care to support their
recovery. This self-management included either ADMs and/or the psychological techniques for

different people. This theme comprises three sub-themes.

Resolving shame

Many participants recalled that before the trial they had felt “inadequate” or unable to cope
with life compared to other people because of their recurrent depression treating it as a “guilty secret”
(1123, Interview, Tapered but never discontinued). Taking ADMs had helped some people by reducing
the symptoms and allowing them to return to feeling like a “normal contributing person in society”
(2200; Interview, Tapered but never discontinued). However, others said that having to take ADMs on
an ongoing basis gave them an underlying feeling that they were still “not a well person” (2102;
Interviews, Never tapered or discontinued), even when the symptoms of depression were absent. For
these reasons, some people recalled how before the trial, they found it difficult to name their depression,
and “couldn’t even or wouldn’t even admit to that’(1031, Interview, Never tapered or discontinued).
Through MBCT-TS, some participants described how they felt able to name their condition as
depression for the first time. They discussed how meeting other people in the programme had made
them realise that depression was not a negative aspect of their own self-identity, but an aspect of human
experience: “You realise it is part of the human condition rather than you.” (1128, Interview, Never
tapered or discontinued), and it “confirmed that I am a human, worthwhile person” (2176, Written
feedback, Discontinued and resumed). This led to increased feelings of acceptance towards depression,
because participants experienced a shift away from viewing themselves as abnormal, to seeing
depression as a more acceptable response to life’s difficulties: “Giving yourself credit [...] ‘cause at
the end of the day [...] our human brain is quite a complex thing, isn’t it? [...] There’s nothing wrong

in feeling like it.” (2140, Interview, Discontinued and resumed).

Self-care
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Participants described how developing more acceptance towards their condition improved their
attitudes towards self-care. They said that accepting their vulnerability to depression allowed them to
“look at solutions” and that they finally had “consent to actually do something about it” (1031,
Interview, Never tapered or discontinued). People described how they increasingly accepted that they
needed to take care of themselves, and explained how the programme had taught them legitimate ways
to do this, such as using mindfulness practices: “Previously was a mindset [...] that I wasn’t allowed
to help myself feel better. [...] Whereas this felt a way that I could do it without mollycoddling myself.”
(1031, Interview, Never tapered or discontinued). Participants also described how the programme had
reframed self-care not as something “fluffy”, but as “practical” and a necessary part of their ongoing
recovery: “It doesn’t make you any less male of course. [Chuckles] Or any less powerful.” (1203,
Interview, Discontinued). In some cases, this new attitude towards self-care caused a shift such that
people felt more acceptance towards taking ADMs: “I don't feel any more when I take my pill every
morning that there's something wrong with me” as they recognised it was important to do “everything
in my power to help myself.” (1177, Interview, Tapered but never discontinued). Some participants also
described how originally, they had taken ADMs unwillingly, whereas after MBCT-TS they decided to
take ADMs as an act of effective self-management: “/ used to hate taking them [ADMs] I accept [now]

it’s all about looking after yourselfisn't it?” (3103, Interview, Discontinued and resumed).

Perspectives on relapse

One dimension of acceptance was people’s perspectives on mood fluctuations and relapse itself.
Some people favoured ADMs as an approach to relapse prevention, because it guaranteed them stability
in their mood. For instance, when Greta experienced a deterioration in mood, she interpreted this as a
sign that the MBCT-TS programme had been a “failure” and she resumed taking ADMs (see Box 1).
However, this was not always the case, and many people described how participating in MBCT-TS
changed their attitude towards relapse/recurrence. In particular, some people felt more able to accept
mood fluctuations and even periods of depression. They described approaching them in a different way,
“thinking it was a phase that one was going through and sort of accepting, okay this is how you're

feeling today” (1159, Interview, Discontinued and resumed). Some people reported that they no longer
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wanted to “blank out their negative emotions”, and so did not resume ADMs, even if they relapsed:
“it’s definitely helped me to realise that they [negative emotions] are a part of me as well.” (4057,

Interview, Discontinued).

Quality of Life

People reflected on the ways in which treatment choices influenced their quality of life;
specifically, moving them from a place of coping, to a position where they could enjoy and appreciate

their lives. This theme comprises two sub-themes.

Experiencing emotions more fully

Upon reflecting on their experiences with ADMs, some participants said that while ADMs
lessened their low mood, at the same time they “dampen all other emotions”, for instance, they could
not feel “blissfully happy, couldn’t get angry, and in hindsight feel I was sedated.” (4057, Written
feedback, Discontinued). In the context of depression, some people viewed this numbing effect as
helpful, and reflected that while ADMs “fake away the euphoria that you would get when you've done
something really, really, really good”, this was “a small price to pay really for not having the really
dark times.” (2200, Interviews, Tapered but never discontinued). However, many people thought that
this had negatively affected their quality of life, especially in cases where they found it hard to
experience positive emotions. This appeared to influence people’s decision to taper or discontinue
ADMs, because they said that restoring their emotional range was an important part of their long-term
vision of recovery: both George and Claire described this as a key motivator to discontinue their ADMs
(see Box 1). Indeed, people described how their emotional capacity increased after coming off ADMs:
“I am more alive: my emotions aren't "levelled out" anymore. I can be happy, sad, angry or calm
instead of just bland.” (4057, Written feedback, Discontinued). Despite this, some people found it a bit
of a “shock” at first, when faced with “very extreme emotions and feelings” again (1212; Feedback
booklets, Discontinued). Therefore, people found it helpful that the programme taught them techniques
to help manage this transition: “I definitely used mindfulness during coming off the tablets to [...] be

aware what’s going on inside and [...] calm myself down, to have those little islands of tranquillity.”
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(4057, Written feedback, Discontinued). On the other hand, some participants said that despite not
tapering or discontinuing ADMs, the programme had helped them to cultivate more positive emotions,
and appeared to increase their quality of life on ADMs: “I suppose the mindfulness in that respect has
helped because [...] by slowing yourself down you can [...] capture some of that [...] joy of life that

possibly I would have lost.” (2200, Interviews, Tapered but never discontinued).

From coping to enjoying life

Many people reflected that in their recovery journey they had been grateful for the periods of
time where they were simply able to function. However, some participants said that the programme had
helped them to move beyond that mind-set, and to develop more wellbeing and appreciate life: “What
has changed? I think my outlook on life, I love life, I really do [...] People said to me [...] before you
used to skulk into the room, now you light up the room. [ ...] I do enjoy life now, where I didn’t before.”
(2016, Interview, Discontinued). They valued the fact that the programme had an active focus on
positive functioning, and encouraged them to take part in activities that brought happiness and joy into
their life. Participants described this as an active process, facilitated by a sense of having more control
and autonomy over making positive decisions in their life: “I rearranged my life so that the things I do
now are things that I enjoy and want to do.” (1203, Interviews, Discontinued); “I am now making

bigger future plans to make my life better and introducing new ventures.” (1031, Written feedback,

Never tapered or discontinued).

ADM tapering/discontinuation

The study’s focus included people’s experiences of tapering and discontinuing ADMSs in the
context of the MBCT-TS programme. This theme describes participants’ views of what helped or

hindered the process of discontinuation. It comprises two sub-themes.

Timing

Reflecting on the right time to engage with different treatments, many participants felt that

ADMs were helpful when they first became depressed: “they got me out of my initial depression so that
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I could cope more with just everyday life” (4007, Interview, Never tapered or discontinued). However,
many did not envisage being on ADMs indefinitely, and they described an increasing need for insight
and self-management of depression as time went on. They thought that the MBCT-TS techniques
required more effort, but supported a longer-term vision of recovery, to “recognise what makes you
depressed and to give you a way to cope with your depression throughout your life for the long-term,
and a way that you can come off [ADMs].” (4007, Interview, Never reduced or discontinued). As
illustrated by this quotation, some participants viewed the MBCT-TS skills as part of a longer-term
solution to ADM discontinuation, which extended beyond the two-year follow-up period. Some
participants reflected on how they thought the two treatments could be used in combination to support
people at different parts of their journey, from depression through to recovery: “I think you need that
initial boost of antidepressant to perhaps get you back into a more rational level, and then once you 've
reached that, then bring in the MBCT, until you get back then you know, be weaned off. I can see that

working very well really.” (1108, Interview, Never reduced or discontinued).

Participants discussed the pace at which they tapered ADMs, and how they perceived this to
have influenced their outcomes. Some people who were worried about coming off ADMs shared that
they exercised caution, testing out the psychological techniques for a set period and tapering slowly.
They said this was helpful as it gave them time to learn to use the psychological techniques before
giving up the support of their ADMs, “by doing it slowly, you are learning those skills and you are
finding out how you can use it. [Then] you can start dropping it [ADMs] at your own pace.” (1075;
Interviews, Discontinued). In comparison, those who were keen to come off ADMs and were less fearful
of the consequences described tapering more quickly. Although the programme had included explicit
guidance to taper gradually, participants’ reports suggested that many people had gone against this
advice, and were looking for a “quick fix” to “get off the pills as quick as possible” (2131, Interview,
Tapered but never discontinued). However, upon reflection many people thought, “perhaps that wasn't
the answer perhaps the thing ought to be graded on over a longer period.” (2131, Interviews, Tapered
but never discontinued). Some of these participants reflected that in retrospect they should have been

more cautious, and tapering too quickly had led to poorer outcomes: “I reduced my tablets too quick
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and paid the price by having to get straight back to the full dose” (2016, Interview, Written feedback,
Discontinued). However, some people, like Claire, who did not successfully discontinue on their first
attempt reported how they had then tried again, tapering more gradually and with more success (see

Box 1).

Managing withdrawal effects

People said that the programme had helped them to cope with withdrawal effects during and
after tapering/discontinuing ADMs. They described how the group and the meditation techniques
provided ongoing support to manage this period: “I used meditation techniques [ ...] tried to treat myself
with pleasurable experiences and told myself that this would pass over. [...] I had a network of fellow
participants and a trustworthy instructor. All of this put me in a position of confidence that it would
work this time.” (4057, Written feedback, Discontinued). In addition, people said that they were better
able to differentiate the side effects of ADM withdrawal from a depressive relapse. For instance, Mandy
said that in the past, withdrawal effects had been the biggest hindrance to tapering ADMs, because she
had always mistaken them for a depressive relapse and resumed her medication. On the programme,
she learned how to differentiate between these effects and “real relapses”, and said that tapering was
relatively “easy” this time around (see Box 1). Indeed, some people recalled attempting to discontinue
ADMs before the trial and their withdrawal symptoms being ‘“misdiagnosed” ‘“‘as recurring

depression, ” whereas this time they “knew what was coming” (4057, Written feedback, Discontinued).

Interactions with GP

Participants’ described their interactions with their GPs as being important in their recovery, in

both positive and negative ways. This theme comprises two sub-themes.

Presence and support

Participants described having a GP who was easy to access throughout the process of
discontinuation as supportive: “Knowing that I could ring the doctor and say, "I need to make an

appointment, I need to come and see you." There was always that net underneath me to catch me if 1

25

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 26 of 83



Page 27 of 83

oNOYTULT D WN =

BMJ Open

DISCONTINUING ANTIDEPRESSANT MEDICATION

was falling and I couldn't stop it.” (2090, Interview, Discontinued), whereas some participants said they
found it “very difficult” to access their GPs, and so felt “unsupported” (1123, Written feedback,
Tapered but never discontinued). Participants reported a more positive attitude to the programme if
their GP had endorsed it, and some said they had only been convinced to take part in the trial because
their GPs said they had themselves done a mindfulness course. When GPs encouraged their patients to
use the mindfulness practices, this appeared to be associated with better engagement and subsequent
success in ADM tapering and discontinuation: “I did reach a stage where I went to see my G.P. as the
depression was returning. [...] We decided that I should try the exercises before trying pills. I did not

need to go back on them yet [...] My GP is a great help.” (2090, Written feedback, Discontinued).

Following advice

Participants differed in the extent to which they sought and followed the advice of their GPs.
For instance, some participants described that they remained on their ADMs at their GP’s suggestion:
“My GP would not allow me to come off my antidepressant or reduce it because I had been on them so
long term. [I am] relieved but also a bit disappointed.” (1108, Written feedback, Never tapered or
discontinued). This adherence to medical advice seemed to be greater for participants who had more
concerns about discontinuation. For instance, Claire, who relapsed the first time that she had attempted
tapering and discontinuation, was much more receptive to her GP’s advice the second time around,
because she was afraid of relapsing again (see Box 1). On the other hand, where people were confident
that they had learned the skills to self-manage their depression without ADMs, they more often reported
that they could manage the process independently, and placed less value on their GP’s advice: “I went
along to the doctors because I was polite to ask him if I could stop taking it. And he said, "Well yeah
maybe in a few months time you can taper it- ease it off a bit." But really I had decided (laughs) I was

going to stop. So I was just there out of politeness.” (1203, Interview, Discontinued).
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DISCUSSION

Statement of principal findings

The current study explored the recovery journeys of people with recurrent depression who
followed a programme (MBCT-TS), designed to teach psychological skills to prevent depressive
relapse whilst providing advice to encourage tapering and discontinuation of maintenance ADMs.[13]
Thematic analysis suggested people have unique recovery journeys, but tend to be characterized by
six common themes. Five illustrative stories are represented in case studies (Box 1). The over-arching
themes in participants’ accounts were: beliefs about the causes of depression, personal agency,
acceptance, quality of life, ADM tapering/discontinuation and, interactions with GP (Table 2).
Together, these findings have the potential to facilitate discussions between clinicians and patients
about the depression recovery journey. The findings also provide a starting point for more research
into which treatments for recurrent depression, or combination of treatments, work best for whom and

when.

Strengths and weaknesses of the study

This study had a number of methodological strengths. We had a relatively large sample and
purposively sampled the population for whom this research is relevant — people with a history of
recurrent depression, stable on maintenance ADMs who were open to both a psychological and
pharmacological approach to recovery. The study’s time frame enabled participants to reflect on their
journey with MBCT-TS and ADMs over two years. To support participants recollection we developed
prompts about the course of their depression and ADM use over the two-year period based on

information we had collected as part of the parent RCT.

Alongside these strengths, it is important to consider the context within which the study took
place and its implications for interpretation of the findings. First, the trial was pragmatic in that it
recruited participants from a particular population.[16] However, it did not include people either

unwilling to consider a psychological therapy or unwilling to consider tapering/discontinuing their
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medication. Second, the parent trial included monitoring participants’ use of ADM, and if people
following MBCT-TS were not tapering/discontinuing they were invited to discuss this with their GPs.
Some participants reported feeling pressured to discontinue ADMs and it is reasonable to assume that
some participants may have made different decisions in a more naturalistic setting. Third, our purposive
sampling means this study does not speak to a larger population of people with a history of depression
who are not interested in a psychological approach and tapering/discontinuing their ADMs, or indeed
prefer not to use ADM. Fourth, the questions in our feedback booklets and interviews had a particular
framing, and it is possible that if the questions were framed differently the answers too may have been
different. Finally, for pragmatic reasons we did not ask participants’ feedback on the themes as is

sometimes done in qualitative research.

Implications of our findings

Several randomised controlled trials have demonstrated that psychological therapies such as
CBT and MBCT can support ADM discontinuation,[8-10] but to our knowledge, no qualitative studies
have examined people’s experiences of this process. This study adds to the body of literature suggesting
that people’s journey involves choices among different treatments, shaped by their prior beliefs,
expectations, experiences and interactions with their GPs. In both MBCT and CBT people learn new
skills to manage depressive symptoms, gaining new perspectives drawn from both the psychological
model and peer-to-peer learning, and develop an increased sense of agency concerning ADM
discontinuation. [11, 20, 21] In this study participants described learning attitudes towards self-care that
were participatory and empowering, which facilitated a sense of agency around ADM use, tapering and
discontinuation. On the other hand, some people’s biological beliefs about depression, positive
experiences of ADM, and/or negative experiences of psychological therapies meant they were happy to

use ADM as their primary approach to recovery.

People also emphasised the importance of a GP who is accessible and able to provide support
that is collaborative, individualised and empowering, with careful monitoring over time. Moreover,

they described how GPs had powerfully shared their models of depression, expectations of treatment
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and treatment choices. The implication for GPs is to provide accessible, collaborative, individualised
and empowering care. Moreover GPs should provide people with explanatory models of depression that
are bio-psycho-social alongside appropriate pharmacological and psychological treatment choices. Our
findings alongside others [21-23] also suggest GPs should not offer an overly simplistic biological

model, e.g., “your serotonin levels are low,” followed by a (repeat) prescription of ADM.

ADMs are currently the mainstay treatment approach to recurrent depression. Kendrick has
argued that many people remain on ADMs without clinical need and could benefit from support and
guidance on how to discontinue, especially regarding how to deal with initial withdrawal
symptoms.[23] Our findings underscore this. Moreover, participants spoke of the importance of feeling
that they had acquired alternative skills in MBCT-TS to support their recovery generally by being able
to manage their depression, but also ADM tapering and discontinuation specifically. For example,
where life circumstances were challenging some people felt that the time was not right for them to
discontinue ADMs; they made an informed decision to continue with their medication. Even so, the
majority of participants who remained on ADMs reported that the MBCT-TS treatment had increased
their quality of life on ADMs, and improved their confidence in future discontinuation when
circumstances were more favourable. Our analysis also outlines participants’ views on the appropriate
timing of different treatments, which provide ideas for when it might be an appropriate time to initiate

conversations about ADM and MBCT treatment choices.

People described how their expectations of both MBCT and ADM influenced their treatment
choices. Although it is widely assumed that positive expectations predict greater benefit in
psychological therapy, in our sample both unrealistically positive expectations (e.g. expecting MBCT-
TS to be an “all-encompassing cure-all”) and very negative expectations (having “no intellectual
confidence in the process”) appeared to act as a barrier to engagement. These findings are consistent
with those of Malpass et al.[7] and suggest that openly discussing expectations at key junctures is likely
to be key in preventing disappointment or disengagement from what is an effortful process of change.
Likewise, in line with Maund et al.’s findings,[6] people’s causal models of depression also appeared
to influence their expectations and engagement with psychological therapy. Moreover, they were
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subject to change during and beyond the therapy process, as their experiences either confirmed or
disconfirmed their expectations and working model of depression and its treatment. People who suffer
from depression frequently endorse biomedical explanations,[24] and this was evident in our sample.
A number of people reported that they derived these models from discussions with their GPs as a
rationale for taking ADMs. Previous research suggests that conceiving depression as a biomedical
illness can absolve people of personal responsibility and thus challenge stereotypes of depression
resulting from personal weakness.[7] However, our findings suggest that strongly held biomedical
beliefs appeared to increase feelings of dependency on ADMs, and contribute to negative expectations
and lack of engagement with psychological therapy. On the other hand, while learning a psychological
model of depression empowered people towards more self-management of depression and feelings of
mastery over their emotional wellbeing, in some cases, when people developed a psychological
understanding and then went on to relapse, they blamed themselves. In some cases, practical life
circumstances also made it very difficult for people to engage in an approach that required time and
effort. Together, this suggests that polarised beliefs about the causes of depression can either
compromise self-efficacy or promote self-blame. Many participants found it helpful to bridge
biomedical and psychological theories, with parallels to a ‘biopsychosocial’ framework,[25] rather than
viewing separate theories as competing, which seemed to foster more flexibility, self-compassion and
open-mindedness towards trying different treatment options at different times in their journey of
managing recurrent depression. This highlights the importance of recognising that a myriad of factors,

including genetic vulnerability and challenging social circumstances can influence depression.

People sometimes describe ADMs as sedating or numbing [26]. In these interviews participants
said this could influence their decision making about ADM use. For example, in the instance of
numbing, some people viewed this as helpful as it reduced their feelings of depression, whereas other
people said that ADMs numbed all of their emotions, including positive feelings, and this contributed
towards a desire to discontinue them. These findings add to ongoing discussion about the psychoactive

effects of ADMs, including their potential benefits and costs, how these effects impact people’s
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experience of recovery from depression, and how participating in psychological therapy can interact

with these experiences.

Finally, descriptions of the role of the GP in supporting ADM discontinuation varied markedly,
and this appeared to result both from differences between patients in their preferred level of guidance
and support, and the availability of their GPs to provide this. For example, some people adhered to their
GP’s advice although this was in conflict with their own desired approach, some described informing
their GP of their intentions as an act of courtesy, and some did not involve their GP at all. In some of
these latter cases, participants felt that they would have benefited from more support, but their GP, for
a range of reasons, was unable to provide this. People also described needing more understanding and
support over time as they took more responsibility for managing their depression. This is in line with
findings from Malpass et al.,[7] who suggested that people vary in the extent to which they want to be
involved in treatment decision-making, and their preferences for involvement are dynamic, not static.
Archer has described different ‘modes of reflexivity’ noting the varying degrees to which people act
autonomously or rely on endorsement from others.[27] Moreover, recovery meant different things to
different people, and overall, the outcome most important to patients appeared to be their day-to-day
functioning and quality of life. It is likely that when GPs able to recognise their patients’ preferred mode
of engagement, and complex, dynamic views of recovery and adapt their approach accordingly, this

will facilitate patient-GP consultations about ADM and psychological therapies treatment choices.

Unanswered questions and future research

This work adds to the emerging literature on people’s experiences of recovery from depression
with ADM and psychological therapies. Applied research asking how patients and health
professionals communicate about their respective models of depression, and understand the how this
affects treatment decisions, compliance, outcomes and a broader conceptualization of recovery would
be valuable. Extending this to the broader population of people who suffer depression would not only
provide an interesting and important alternate perspective, buy also be important to consider with

respect to recovery journeys and treatment choices.
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Our work took a qualitative approach. An obvious next question asks how these process

variables affect outcomes. That is to say, what works for who, how, when, to affect treatment

oNOYTULT D WN =

outcomes? Finally, such research should prioritise the outcome that is most meaningful to patients:

10 their day-to-day functioning and quality of life.
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BOX 1: CASE EXAMPLES

Mandy. Mandy, aged 57, experienced nine episodes of depression, beginning when she was 32.
Following the MBCT-TS course Mandy successfully discontinued her ADM treatment. She did not

experience a relapse over the 24-month follow-up period.

Mandy recalled how ADMs had helped her to function well. In the past, she had tried tapering, but
had always relapsed, so assumed that ADMs would be a part of her life forever. At first, Mandy was
nervous, but was willing to try tapering ADMs gradually and with the support of MBCT-TS
(Personal Agency: Control Over Depression). Mandy’s GP was supportive, but reassured her that it
was ultimately her decision (Interactions with GP: Presence and Support). During the MBCT-TS
course, Mandy said that she learned a different model of depression and developed a better
understanding of “how the mind works” (Beliefs about the Causes of Depression: Learning a
Psychological Model). She felt more confident about tapering, and said that this time it was “so easy,
knowing that I have been given tools to help me through it if needed”, and found the course “totally
liberating” as it gave her the chance to take control of her depression, rather than the other way round
(Personal Agency: Responsibility). She also found it helpful to learn about the possible symptoms of
withdrawal, which included mood swings. Mandy realised that the relapses she had experienced when
she had tried to taper her ADMs in the past might have been withdrawal symptoms, as opposed to
“real relapses” (ADM Tapering / Discontinuation: Managing Withdrawal Effects). At the time of
interview, having discontinued ADMs, Mandy still practised what she learned in MBCT-TS and made
it part of her daily routine. She accepted that if she ever relapsed, she could use ADMs, but it would
only ever be a short-term solution, because she has the MBCT-TS skills as a “weapon ” to help her

manage (Acceptance: Self-Care).

Greta. Greta, aged 72, had experienced three episodes of depression, beginning when she was 33.
Following the MBCT-TS course she discontinued her ADMs but then resumed following a

deterioration in mood.
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Greta was very optimistic about the course because she hated being on ADMs, which gave her
unpleasant side effects that interfered with her quality of life (Personal Agency: Control over
Depression). At first, Greta said the course made an “immense difference” to her, and she described
learning how to combat the negative thoughts and feelings she was having (Beliefs about the Causes
of Depression: Learning a Psychological Model). The programme left Greta feeling “so well and
positive” that she decided to taper her ADMs very quickly (ADM Tapering/Discontinuation: Pace of
Reduction), but began to feel her mood dipping. Greta thought this must be a sign that the programme
was not working, because she should not feel depressed (Acceptance: Perspectives on Relapse). Greta
went to her GP, who did not seem interested in the programme and told her to resume ADMs
immediately (Interactions with GP: Presence and Support). She was disappointed and felt “guilty”
that she was not able to use these new skills to keep herself well (Personal Agency: Responsibility).
She stopped practising mindfulness, although the programme made her remember to appreciate the high

points in her day and experience more joy (Quality of Life: From Coping to Enjoying Life).

Annie. Annie, aged 48, had experienced five episodes of depression, beginning when she was 23.

Following the MBCT-TS programme, she discontinued her ADMs but then resumed them later.

Annie felt that ADMs had a positive impact on her life, allowing her to cope day-to-day as a full-time
carer for her husband who had a disability. At first, she was very reluctant to try discontinuing ADMs
because she believed she might have low levels of serotonin (Beliefs about the Causes of Depression:
Neurochemical Disruption). However, the programme taught her a new model of understanding
depression (Beliefs about the Causes of Depression: Learning a Psychological Model), which made
her feel empowered to practice the psychological techniques (Personal Agency: Responsibility). She
started to taper off ADMs, but then her mother died and her husband’s health deteriorated, so it was
difficult to find time to practice mindfulness. Her GP advised her it was probably not a good time to
discontinue (Interactions with GP: Presence and Support), so she resumed ADMs. However, Annie
still incorporated the mindfulness exercises into her everyday life, which brought her more joy (Quality
of Life: Experiencing Emotions More Fully). She also recognised that it is not her fault when she felt

depressed, given how challenging her life was (Acceptance: Resolving Shame). Annie felt that the
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best way to manage her depression was to combine ADMs with mindfulness practices, which gave her
more skills to look after herself during difficult times (Acceptance: Self-Care). She felt hopeful that

one day she would discontinue ADMs, when her life circumstances were more stable.

George. George, aged 37, had experienced ten episodes of depression, beginning when he was 16.
Following the MBCT-TS programme he discontinued his ADMs. He experienced a relapse to

depression during the 24-month follow-up.

George was very optimistic about trying an alternative to ADMs, because they made him feel like a
“zombie”. Having experienced substance misuse issues in the past George had the goal of being totally
“chemical free”. Before the course, George felt he had no control over his depression symptoms, and
his mood would deteriorate suddenly without warning (Personal Agency: Control). Through
practising the mindfulness skills, he described developing more awareness of his emotions and felt he
would have the skills to manage them (Personal Agency: Responsibility). George said that the best
part of taking part in MBCT-TS was meeting other people with depression, which made him feel more
accepting of himself (Acceptance: Resolving Shame). He felt that ADMs had masked his symptoms,
whereas MBCT-TS allowed him to explore the problems in his life that were contributing to depression
and work through them to make long-term changes (Personal Agency: Responsibility). When George
relapsed shortly after discontinuing ADMs, he carried on practising MBCT-TS and said that the skills
he learned were enough to pull him out of that period of low mood (Acceptance: Perspectives on

Relapse).

Claire. Claire, aged 49, had experienced four episodes of depression, beginning when she was 17.
Following the MBCT-TS programme, Claire discontinued her ADMs. She relapsed and resumed
medication, but subsequently tapered and discontinued again, and was not using ADMs at the time of

her follow-up interview.

At first, Claire was very sceptical about the MBCT-TS programme and thought it might all be “mumbo
jumbo”. However, she was very keen to come off ADMs, so she approached the programme with an

open mind and wanted to give it her all (Personal Agency: Control). As the course progressed, Claire
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changed her mind and began to “believe more and more that this might help me”. MBCT-TS gave her
new ways to cope with her feelings, which shocked her because she “had never took control of my
depression before” (Personal Agency: Responsibility). She became very excited and tapered off her
medication “too quickly” and “hit a brick wall in a short amount of time. Went straight back in to a
deep depression” (ADM Tapering/Discontinuation: Pace of Reduction). Her doctor was very
understanding, and did not push her to do anything, but advised her to go back on ADMs and try to
taper off again when she was feeling better (Interactions with GP: Presence and Support). He said
that she should try tapering them more slowly next time even though she “wanted to get off them as
soon as possible”. This time, she did “exactly as she was told” and did not experience a relapse
(Interactions with GP: Following Advice). Claire was very pleased because she said they had always
felt that ADMs had “suppressed” her and that the person she was when taking ADMs “wasn 't really

me” (Quality of Life: Experiencing Emotions More Fully).
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Statement Concerning Reflexivity

Interviews were conducted by members of the PREVENT trial research team (see
Kuyken et al., 2015), following training and using a standard protocol and semi-structured
interview schedule. Both male and female interviewers gathered data. Interviewers had
knowledge of the participants’ treatment journeys prior to conducting their 24-month
interviews (from reviewing their files and in some cases as a result of their involvement in
earlier waves of data collection). The protocol included interviewers familiarizing themselves
with any information about treatment experiences and trajectories of participants, which were
held in study records, as part of the interview preparation process. Researchers did not know
participants prior to their entry to the trial, and had no association with them outside the
context of the trial and associated research assessments.

All/Some interviewers had undertaken mindfulness training, acting as participant
observers in MBCT courses, or in other contexts. This personal knowledge enabled them to
understand the nuances in participants’ descriptions of their experiences, for example
participants’ references to particular mindfulness practices or exercises, and to respond with
confidence. Some interviewers had positive personal experiences of mindfulness whereas
others held more neutral attitudes. None were aware of the main trial outcomes at the time the
interviews were conducted and all were encouraged to adopt an open minded and curious
attitude, with no preconceptions about whether MBCT-TS had, or had not, supported
participants in their treatment journeys. Despite this, it should be acknowledged that some
interviewers may have held implicit biases or expectations regarding treatment effects.
Likewise, participants understood the association of interviewers with the primary trial. Thus
whilst participants were encouraged to speak freely and honestly about their experiences, it is

possible that their responses were influenced by the perceived allegiance of the researchers to
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the intervention being explored, and that they may have felt a sense of obligation to make
positive comments about MBCT-TS.

The researchers conducting data analysis, AT (BA Hons, Postgraduate Research
Assistant) and CC (DPhil, Senior Research Fellow), although not involved in the PREVENT
trial, had a knowledge of the programme under investigation. AT has undertaken mindfulness
training in other contexts, and is familiar with the MBCT curriculum. CC has significant
prior experience as a participant-observer in MBCT classes for people with recurrent
depression. JR (DPhil, Lecturer) is an experienced qualitative researcher who has theoretical
knowledge of mindfulness-based approaches. AT, CC and JR have all worked previously on
studies exploring mindfulness-based programmes in different contexts and AT and CC were
employed on a research grant exploring the effectiveness of mindfulness-based programmes
at the time this work was conducted. AT, CC, and JR were aware of the main outcomes of the
PREVENT trial (no superiority of MBCT-TS over maintenance antidepressants) at the time
the qualitative analysis commenced, and approached the data with an assumption of overall
equipoise between the two approaches, that was nevertheless likely to concealed marked
individual differences in response. WK (PhD, DClinPsy) was the Principal Investigator on
the PREVENT trial and is a mindfulness trainer and practitioner. He was not involved in
directly teaching mindfulness to any of the participants in the PREVENT trial, but did
supervise the mindfulness teachers who taught the MBCT-TS trial classes. He had no

personal knowledge of the individual participants and their treatment journeys.
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PREVENT Feedback Booklet

As researchers, we are very aware that we are working with people. In this case, a
specific group of people who have all suffered from depression at times in their lives.
We are careful to never lose sight of the fact that each person is also an individual
with their own personality, feelings, and experiences.

One of our aims is to find out about the thoughts, feelings and experiences of the
people taking part in this research project at two time points: 4-6 weeks after your
final session of MBCT, and again at the end of your involvement in the project. We
want to hear your individual views because we think that we can learn a lot from
them.

Please take time to think about the questions in this booklet and answer them in your
own words. It might be useful to read through the questions before writing your
answers, in order to become familiar with them. Tell us exactly what you think! We
won't be offended if you didn't like some parts, or even all, of the project. If you
found some or all of it useful, helpful or enjoyable, then tell us that too, and please
tell us why.

There are 11 questions in the booklet. Write as much, or as little as you like. If you
feel that you have more to say than there is space for then please call us on 01392
726102 and we'll provide you with a second booklet.

As we have said in the past, we guarantee your privacy and confidentiality. Nothing
that you say here will be published or printed in any way that could identify you, and
no unauthorised person will ever read this booklet.

Once you have completed the booklet, please return it to us in the envelope
provided. The envelope has a freepost sticker on it, so you do not need to pay for
postage.

Finally, many thanks for the effort you have put in to this project so far. Hopefully

our research will enable us to develop new and better ways to help people stay well
after depression.

The PREVENT Team

PREVENT Trial ID:

PREVENT Feedback Booklet 1.1 v2. 02.10.10
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Reducing your antidepressants

The first set of questions aims to explore your thoughts towards, and experiences of,
taking and reducing your antidepressant medication.

1. Please describe your experiences of using antidepressants before taking part in the
MBCT course. For example, did you feel that antidepressants were having a positive
impact upon your day-to-day life and functioning? Did you experience any
difficulties taking antidepressants in the past? Please explain why.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

2. During the MBCT course you were asked to try to reduce your use of
antidepressants. Please can you describe what your thoughts were towards
reducing your antidepressants directly before the MBCT course started and again
during the MBCT course when you were asked to try reducing them?

Thoughts about reducing antidepressants before the MBCT course:

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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2. Can you please describe your experiences of reducing your use of antidepressants
during the MBCT course up until this point now?
For example, have you started to reduce your antidepressants? (If YES, please
continue below. If NO, please go to Question 3)

oNOYTULT D WN =

9 When did you start reducing your antidepressants? (Please be as specific as possible
10 about the date)

What positive impact, if any, has reducing your antidepressants had on your day-to-
18 day life and functioning?

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------------------

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------------------
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If you have tried reducing your antidepressants in the past, please describe if your
experiences of reducing your antidepressants recently has been different, and if so, in
what ways. If there has been no difference, please let us know.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................

3. It would be useful for us to know more about why people who take part in this
research study do not reduce their antidepressants. Please could you describe why
you have not reduced your antidepressant medication at this stage in the research

study?

..........................................................................................................
..........................................................................................................
..........................................................................................................
----------------------------------------------------------------------------------------------------------
..........................................................................................................
..........................................................................................................
..........................................................................................................
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Taking part in MBCT

The questions in this section aim to find out more about your experiences of taking
part in MBCT, and continuing the MBCT exercises after the course.

oNOYTULT D WN =

9 4. Out of the 8 week course, how many MBCT sessions did you attend?
out of 8 sessions.
12 5. Did you attend the first MBCT follow-up session? YES / NO

6. What, if any, MBCT exercises are you still practicing? Please tick the ones you are
16 still practicing and in the space provided write how often you practice (e.g. per week
17 or per month).

19 — None

22 — Body scan

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------------------

Page 5 of 9
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7. Please describe anything that you may have found helpful about taking part in the

MBCT course and practicing the mindfulness meditation exercises, and why.

Specific aspects of the MBCT course you found helpful, and why:

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

------------

oooooooooooo

------------

Specific aspects of the meditation practices and teachings that you found helpful,

and why:
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8. Please describe anything that you may have found unhelpful about taking part in
the MBCT course and practicing the mindfulness meditation exercises, and why.

Specific aspects of the MBCT course that you found unhelpful, and why:

oNOYTULT D WN =

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

----------------------------------------------------------------------------------------------------------

Specific aspects of the MBCT practices and teachings that you found unhelpful, and

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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The Impact of MBCT
The final two questions relate to the impact, if any, that MBCT may have had on you.

9. Have you benefitted from the MBCT course and practicing the MBCT exercises? If
so, in what ways? (We are interested to hear about benefits not only in how you feel,
but in any other areas of your life). If there have been no benefits or that some things
are worse now, please tell us about these.

10. Do you feel that MBCT works for you? If so, why do you think it works? If it

doesn’t work for you, please tell us why you think it doesn't work.

..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
..........................................................................................................
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Any other comments:

11. Do you have any other comments that you would like to share about your
experiences of taking part in this project?

oNOYTULT D WN =
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PREVENT 24-month Feedback Booklet

As researchers, we are very aware that we are working with people. In this case, a
specific group of people who have all suffered from depression at times in their lives.
We are careful to never lose sight of the fact that each person is also an individual
with their own personality, feelings, and experiences.

One of our aims is to find out about the thoughts, feelings and experiences of the
people taking part in this research project. We asked you to complete a feedback
booklet in the weeks after attending MBCT, and we would be really grateful if you
could now complete a second feedback booklet to explore your experiences of taking
part in the project over the past two years. We want to hear your individual views
because we think that we can learn a lot from them.

Please take time to think about the questions in this booklet and answer them in your
own words. It might be useful to read through the questions before writing your
answers, in order to become familiar with them. Tell us exactly what you think! We
won't be offended if you didn't like some parts, or even all, of the project. If you
found some or all of it useful, helpful or enjoyable, then tell us that too, and please
tell us why.

There are 4 parts to this booklet and 27 questions in total, although not all of
them will apply to you. Please read the instructions throughout the booklet to
check which questions are relevant to you.

Please write as much, or as little, as you like. If you feel that you have more to say
than there is space for then please use the back sheet to write any additional
feedback.

As we have said in the past, we guarantee your privacy and confidentiality. Nothing
that you say here will be published or printed in any way that could identify you, and
no unauthorised person will ever read this booklet.

Once you have completed the booklet please give it to your PREVENT researcher at
the 24-month assessment.

Finally, many thanks for the effort you have put in to this project. Hopefully our

research will enable us to develop new and better ways to help people stay well after
depression.

The PREVENT Team

PREVENT Trial ID:

PREVENT Feedback Booklet 2.1 v1. 01.03.2012
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Part I: Experiences of Reunions

Page 2 of 15

Following your MBCT course you were invited to attend four MBCT reunion sessions.

1. How many did you attend? (Please circle)

None

2. Were there any specific reasons for attending this number of reunion sessions?

Page 64 of 83

! If you didn’t attend any reunions, please go to Part Il on page 4.
If you attended some or all reunion sessions, please continue below.

3. Please describe what you found helpful and / or unhelpful about the reunion

sessions?
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4. Have you used any other support to maintain your mindfulness practice (for
example, keeping in contact with anyone from your MBCT course, or joining local
meditation groups)? Please describe how this has been helpful and / or unhelpful and
why.

oNOYTULT D WN =
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Part Il: Doing Mindfulness Practices
Which of the following statements best describes your use of mindfulness techniques

(both formal practices and other mindful activities) over the past two years? Please
tick one box and then follow the instructions for which question to complete next:

I’ve used mindfulness techniques regularly over the last 2 years (please
continue to Question 5)

| used mindfulness techniques for a while after the MBCT course but my
practice has tailed off and | no longer practice (please continue to Question 5)

I’ve used mindfulness techniques off and on during the last 2 years (please
continue to Question 5)

| have not used mindfulness techniques at all since the MBCT course (please go
to Question 7)
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5. Please complete the two tables below to tell us which techniques you have
practiced over the past two years and what you are currently practicing.

oNOYTULT D WN =

The following table provides a list of mindfulness practices from the MBCT course.

11 Currently Over the past two years

14 Regulawly for about 3 months after the
15 Example: Body Scan 2 times per week cowrse but thew stopped. Restowted 2
months ago-

Body Scan times per

22 Sitting Meditation times per

26 10-minute sit times per

30 20-minute sit times per

34 Silence with Bells times per

37 Breathing Space

38 (Regular, e.g. 3 times a day) times per

41 Breathing Space

42 (*Coping' space) times per

45 Mindful Walking times per

49 Mindful Movement / Yoga times per
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The following table gives you space to record any mindful activities you’ve practiced.

Mindful Activities

Currently

Over the past two years

t.g., being mindful
whew showering

Every movning

Every morning, althoughvI stopped for
roughly 3 monthy about o yeowr ago-

6. Have you adapted any of the mindfulness exercises you learned in the MBCT course
to suit you? If so, how? Why did you make these changes?

7. If you do not currently practice any mindfulness techniques, please describe why.
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Part lll: The impact of MBCT and mindfulness practice

8. Do you feel that MBCT “works” for you? If so, how do you think it works? If you
would like to, please use examples from your life.

oNOYTULT D WN =

23 9. What is the single most important thing that you’ve learned through attending the
24 MBCT course or practicing mindfulness techniques? Please explain your answer.

41 10. MBCT may not be the right treatment for everyone. If you feel that MBCT was
42 not right for you, please tell us why.
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11. What changes, if any, would you make to the MBCT course and / or mindfulness
exercises to make them more suitable for you?
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Part IV: Taking antidepressants

We are interested in learning more about your experiences of taking and reducing
antidepressants over the past two years.

12. Have your thoughts about reducing your antidepressants changed over the past
two years? If so, in what ways?

13. Does taking antidepressant medication “work” for you? If so, please tell us why. If
taking antidepressants does not “work” for you, please also tell us why. If you would
like to, please use examples from your life.

14. What role has your GP had in your use of antidepressant medication over the past
two years? How have you found this?
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15. Has anyone else been involved in your use of antidepressant medication over the
past two years? (E.g., psychiatrist, family member, another practitioner). If so, in
what ways?

Which of the following best describes your use of antidepressants over the last two
years? Please tick one box and follow the instructions for which questions to
complete next.

| have continued using antidepressants and have not reduced my use at any
point over the past two years that I’ve been involved in this study. (Tick this
box even if you have changed to a different antidepressant, or increased the
dosage of your antidepressant.)

Please answer the questions in the ‘box on the following page.

| am in the process of reducing my antidepressants, or have reduced/stopped
my use of antidepressants at some point over the past two years that I’ve
been involved in this study. (Tick this box even if you restarted or increased
your medication at a later date.)

Please answer the questions in the .box on page 12
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16. In your day-to-day life and functioning over the past two years, have you
experienced any positive effects of continuing to use antidepressants? If so, please
describe these.

oNOYTULT D WN =

20 17. In your day-to-day life and functioning over the past two years, have you
21 i experienced any negative effects or difficulties in continuing to use antidepressants?
22 i If so, please describe these.

: 18. Have you done anything specific to overcome these negative effects or
37 i difficulties? If so, what have you done?

i 19. Please describe why you haven’t reduced your antidepressant medication over the
51 : past two years.

Please now go to Question 27 on page 11.
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20. Has reducing your use of antidepressants had any positive effects on your day-to-
: day life and functioning over the past two years? If so, please describe how.

21. Have you experienced any negative effects or difficulties associated with reducing
i your antidepressants over the past two years? If so, please describe them.

22. Have you done anything specific to overcome these negative effects or
i difficulties? If so, what have you done?

23. Has practicing mindfulness techniques helped with these negative effects or
i difficulties? If so, in what ways?

! Continued.., |
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Continued... .

24. Have you stopped using antidepressant medication completely, now or at any

point in the last two years? Please describe your experiences of this.

25. Have you tried reducing your antidepressants at any point before this study? If so,
please tell us of any ways that reducing your antidepressants over the past two years :
been different? If there has been no difference, why do you think this is the case?

26. Have you reduced or stopped your antidepressants over the past two years andg
then restarted or increased them again? If so, please tell us about this, and how you:
felt about this? :

Please go to Question 27 on the following page.
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Any other comments?
27. Thank you for taking the time to complete this booklet - your participation is
greatly appreciated! If you have any other comments that you would like to share

about your experiences of taking part in this project which did not fit into any of the
answer spaces above, please use the space below.
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PREVENT: End of Trial Interviews
Guidance for Interviewers

Aims

Researchers will conduct interviews with 42 purposively sampled participants in the MBCT arm of
the trial at the end of the trial. The research topic we are targeting here is:

Participants’ experiences during the follow-up period of the PREVENT trial of use of ADMs and
MBCT-based technigues in relation to each other, during periods of wellness, depressive relapse, and
transitions between these two.

Interview Preparation

Before conducting any of the interviews researchers read the key qualitative papers (Malpass et al.,
2012; Allen et al., 2009). Before each interview researcher to read the participant’s file to (re-)
familiarise themselves with participant characteristics (e.g., relationship status) and obtain timeline
populated with info on borderline or actual relapses and ADM usage. They should also review, and
have to hand in the interview, the end of treatment and 24-month feedback booklets to get a sense of
the profile of each participant during the follow-up period in terms of the following variables: full or
partial attendance of MBCT course; use of mindfulness techniques; use of ADMs; and any significant
life events. This will shape the interview in terms of: i) which sub-sections of the interview are
relevant; ii) issues for particular participants that may need to be probed in more detail.

Make sure you are as clear as possible about which sections of the interview and questions are
relevant to your respondent BEFORE YOU START. Where possible, choose
specific/representative/salient episodes or junctures in timeline for targeted probing using the
schedule (possibly match them onto wellness, wobbles, and depressive sections). Print out two
copies of timeline, one for yourself and one for the interviewee to draw upon.

Conducting the Interview

The interview is semi-structured. In each section, questions and follow-up questions are suggested.
However, researchers should use their judgment in drawing out participants in relation to the research
topic. Interviewers ask open-ended questions and follow participants’ “leads” while keeping in mind
the research question. The aim is to enable participants to give their “story” around the main topics of
investigation.

Researchers should be strategic in use of time in the interview to ensure the topic guide/respondent
covers material that answers the research questions; especially in Section 1, it is important to keep the
interview focused. If the interviewer feels respondents are being unclear or opaque help the
respondent unpack what they mean or agree with the participant that the issue is unclear. Interviewers
should ensure that all the interview questions that are relevant to the participants’ particular profile
are covered. Consider a temporal order to do the interview allocating/planning pre-set time windows
for each consecutive episode/junction so as not to exceed a maximum of 60 minutes for the overall
interview.

Participants may feel the need to please researchers or give the “right” answers. This is particularly

likely around ADM tapering where the trial has consistently communicated that we want participants

to taper and discontinue their ADM. It is important that researchers communicate explicitly and non-
1
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verbally that there are no right and wrong answers to any of the questions and we want to know
people’s experiences in relation to MBCT and ADM.

Use of particular terms (e.g., “wobble,” “relapse”) can be adapted in the light of language used by
participants. Follow-up questions should be asked for clarification and elaboration, and this should be
driven by the research aim for each section of the interview. As far as possible interviewers should
cover all the suggested topics and questions and behave with the minimum of variation between
interviews. Instructions to interviewers and suggested wordings for introductions to each section are
given in italics below. The key issues for each question are in bold.

Interview Opening / Introduction
Open the interview with something like:

“Thank you for agreeing to do this interview with me. The interview is about hearing from you how
things have been in the trial and checking that we have your story right. It will be collaborative and
semi-structured which means I have some topics 1'd like to cover, but the questions will be quite open
S0 as to give you, as an expert of your own lived experience, a chance to express your own views and
tell me about your experiences and what seems important to you. Everyone will have had different
experiences and we are interested in hearing about these from your point of view — both the good and
the not-so-good experiences — so that we can learn about and develop our treatments further. Please
tell us exactly how you feel!

Just to let you know that | am un-blinded and know that you have participated in the MBCT group, so
it is ok to talk freely about this. | would like to record this interview, and the recording will be
transcribed word for word and analysed as part of the research for the PREVENT trial. All
identifying information will be removed at this point. Your name will never appear on the
transcription or any other documents or files that result from this interview (such as the audio file).
Do you have any questions before we begin?”

Section 1: Overview of the follow-up period using the timeline

The aim of this section is to obtain a brief overview of how the participant has experienced the
follow-up period in terms of three areas: 1. Periods of wellness and depression; 2. Antidepressant
medication; 3. Life events. Subsequent interview sections follow up on each of these in more detail
and the profile of experiences here can be used to tailor subsequent interview questions. Information
on the first two areas should be available in advance and summarised on the prepared timeline.
Information on life events might be found in the research files and database but will need to be
obtained here. Preparation by thoroughly reading the file, and possibly even some of the audio
recordings, in advance will help a lot here.

Use the timeline in whatever way feels most comfortable and guided by the respondent’s preference.
The participant can add life events him/herself; or the researcher can do this; or it can simply be used
as a guide. Show the timeline and say something like:

“I'd like to start with a brief overview of how life has been for you in the trial. In preparing for our
meeting today, we have put together this timeline. It summarises the information you have given us as
part of the research study about any periods of depression or wobbles, and your use of antidepressant
medication during the trial. It also includes the date of your most recent episode of depression
before taking part in the trial, based upon what you told us during your first assessment. | 've also
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looked through your comments in the Feedback Booklets you completed one month after the end of
the mindfulness course and again recently. These were very helpful and I'll use some of what you
wrote there to guide what we talk about today. ”

Interview Question Probes/Examples/Directions

1.1. Do you think the information we have here on the timeline  If we know from previous

looks about right? Is there anything you would like to change?  assessments that the person has
had a significant life event ensure
this is acknowledged here. Mark
— or get the respondent to mark —
any life events on the time-line /

graph.
1.2. Have there been any important events in your life during Keep the discussion focused and
your time in the trial that have affected you either positively or ~ brief to allow as much time for
negatively that we can add to the timeline? later sections as possible.
1.3. Can we check that | have your use of antidepressant Work through timeline for any
medication right these last two years? tapering/discontinuation, dosage,
resumption etc.
1.4. How have things been between the last time we spoke and Informally extend timeline with
today? relevant depressive

episodes/ADM use/life events up
until current interview date;
Where necessary, establish
current symptomatic status
(informally) and make sure they
are ok to continue.

“The remaining questions in this interview will focus upon your experiences with the aid of this
timeline.”

Keep the time-line / graph in view to refer back to / use further in later parts of the interview. Use the
timeline to keep the interview contained with regard to the different episodes/junctures identified prior
to interview. Allow and encourage the participant to use a pen to put down details in their copy of the
timeline.

Section 2: Questions on wellness (for all)

Comment on Section 2-4: Particularly in the wobbles section it is important to go for depth rather than
breadth with regards to potential issues around these time points (e.g. what happened in days before,
relationships, sleep etc.). As a general principle, interviewers should encourage interviewees to focus
on prototypical or most memorable junctures in timeline. In order to keep interview contained, agree
on a timeframe for each episode/juncture and keep questions focused on this.

“I'd like to ask about any times when you were well during the trial — when you weren’t feeling low
or experiencing an episode of depression”
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Interview Question

Probes/Examples/Directions

2.1. Has anything from the mindfulness course played a part in
staying well during the trial? If so, can you describe how?

Examples: any techniques, ideas;
response plan
Prompts: How / why / why not?;

Therapist/Group/Researcher Role

2.2 Did your use of antidepressants play a part in staying well
during the trial? If so, can you describe how?

Prompts: How / why / why not? ;
GP Role

2.3 What about the combination of xxx from the mindfulness
course and use of antidepressants in periods of wellness?

[ask this additional question if
respondent says that both MBCT
and ADM have had some value
in questions 2.2 and 2.3,
otherwise skip]

Section 3: Question on wobbles / early signs of depression (for all)

“I'd like to ask about any times when you were well, but you felt yourself starting to ‘wobble’ or feel
low. So any times when you might have felt that your mood was dipping or you were starting to have
more of the negative thoughts that were around when you were depressed”

Interview Question

Probes/Examples/Directions

3.1. How did these experiences of ‘wobbles’ or starting to feel
low compare to previous experiences of wobbles?

Use timeline to go right into the
situation shortly before, during
and directly after episode.
Probe: What happened, how was
it different? What did you do?
How did you get out of it?

3.2. Was anything from the mindfulness course useful at the
time of wobbling or when starting to feel low during the trial? If
S0, can you describe how?

Probe: before/during/after
wobble

Examples: any techniques, ideas;
response plan, self-compassion
etc.

Prompts: How / why / why not?

3.3 Did your use of antidepressants during the trial play a part
in wobbling or starting to feel low during the trial? If so, can
you describe how?

Prompts: How / why / why not?

3.4 What about the combination of xxx from the mindfulness
course and use of antidepressants in periods of wobbling or
when starting to feel low?

[ask this additional question if
respondent says that both MBCT
and ADM have had some value,
otherwise skip as appropriate]
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Section 4: Experiences of depressive relapse (for those who have relapsed)

Use the timeline to guide question choices in relation to experiences of relapse.

Say.: “I'd like to ask you about your experiences this | these episode of depression...”

Interview Question

Probes/Examples/Directions

4.1. How did this episode of depression compare to previous
episodes of depression?

Use timeline to take them right
into the situation shortly before,
during and directly after episode.
Probe: What happened, how was
it different? What did you do?
How did you get out of it?

4.2. Was anything from the mindfulness course useful at the
time of depression? If so, can you describe how?

Examples: any techniques, ideas;
response plan
Prompts: How / why / why not?

4.3. Did your use of antidepressants during the trial play a part
in this episode of depression? If so, can you describe how?

Prompts: How / why / why not?

4.4 What about the combination of xxx from the mindfulness
course and use of antidepressants in periods of depression?

Section 5: MBCT and ADMs combined

[ask this additional question if
respondent says that both MBCT
and ADM have had some value,
otherwise skip as appropriate]

“I’d like to end with some open questions about your experiences of taking part in this study.”

For sakes of time keeping and for keeping this section contained it is critical how the questions are set
up. Encourage people to step back from and reflect critically on their own experience rather than
letting them share their raw experience. Use formulations like the following: ‘7 am sure that this was
an intensive time for you. If you took yourself away from the experience today and were to reflect on
this, what may | ask are the key elements/thoughts that you would have with regards to staying well

etc.?’

Interview Question

Probes/Examples/Directions

5.1. Has taking part in the trial changed the way you think
about depression? If so, could you tell me how?

Probe: How/why /why not?
Probe: Has it changed the way
you think about the
causes/consequences of
depression? Role of GP.

5.2. Has taking part in the trial changed how you think about
yourself? If so, could you tell me how?

Probe: how identity was before
the trial if person describes a
sense of change.

Examples: Role of group,
immediate and wider social
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5.3. Now that you have had experiences of both mindfulness Probes: do you favour one over
and antidepressants, what do you think of each of them as the other? In combination?
treatments for depression? At different points e.g. in
wellness, wobbles and depressive
episodes?

For prevention? For recovery?

5.4. Apart from depression, has taking part in the trial had any ~ Examples:

impact on other psychological or physical health problems you  Anxieties/phobias, Chronic

may have? health conditions like pain,
diabetes etc.

Section 6: Ending

“I've covered all the questions we have, but before we end, is there anything you would like to add?”

Interview Question Probes/Examples/Directions

6.1. ...about any of the topics we have discussed?

6.2. ...about any of your experiences of depression, mindfulness
or antidepressant medication that we have not talked about?

6.3. ...about anything else you think is relevant to this project
on MBCT, antidepressants, and depression?

End by thanking the respondent for their time and for sharing their views and experiences. Reiterate
how valuable this is for research trying to develop treatments for depression. Inform them about
further dissemination of PREVENT findings.
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COREQ, (COnsolidated criteria for REporting Qualitative research) Checklist

A checklist of items that should be included in reports of qualitative research. You must report the page number in your manuscript

where you consider each of the items listed in this checklist. If you have not included this information, either revise your manuscript

accordingly before submitting or note N/A.

Topic Item No. Guide Questions/Description Reported on
Page No.
Domain 1: Research team
and reflexivity
Personal characteristics
Interviewer/facilitator 1 Which author/s conducted the interview or focus group? 2,8
Credentials 2 What were the researcher’s credentials? E.g. PhD, MD 8
Occupation 3 What was their occupation at the time of the study? 3
Gender 4 Was the researcher male or female? 8
Experience and training 5 What experience or training did the researcher have? 8
Relationship with
participants
Relationship established Was a relationship established prior to study commencement? 8
Participant knowledge of What did the participants know about the researcher? e.g. personal
the interviewer goals, reasons for doing the research 8
Interviewer characteristics 8 What characteristics were reported about the inter viewer/facilitator?
e.g. Bias, assumptions, reasons and interests in the research topic 8
Domain 2: Study design
Theoretical framework
Methodological orientation 9 What methodological orientation was stated to underpin the study? e.g.
and Theory grounded theory, discourse analysis, ethnography, phenomenology, 13
content analysis
Participant selection
Sampling 10 How were participants selected? e.g. purposive, convenience,
consecutive, snowball 89
Method of approach 11 How were participants approached? e.g. face-to-face, telephone, mail, 3
email
Sample size 12 How many participants were in the study? 8,9
Non-participation 13 How many people refused to participate or dropped out? Reasons? 9
Setting
Setting of data collection 14 Where was the data collected? e.g. home, clinic, workplace 11,12
Presence of non- 15 Was anyone else present besides the participants and researchers?
participants No
Description of sample 16 What are the important characteristics of the sample? e.g. demographic
data, date 10
Data collection
Interview guide 17 Were questions, prompts, guides provided by the authors? Was it pilot 11,12
tested?
Repeat interviews 18 Were repeat inter views carried out? If yes, how many? N/A
Audio/visual recording 19 Did the research use audio or visual recording to collect the data? 12
Field notes 20 Were field notes made during and/or after the inter view or focus group? [N/A
Duration 21 What was the duration of the inter views or focus group? 11
Data saturation 22 Was data saturation discussed? N/A
Transcripts returned 23 Were transcripts returned to participants for comment and/or N/A

-
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Page No.
correction?
Domain 3: analysis and
findings
Data analysis
Number of data coders 24 How many data coders coded the data? 13
Description of the coding 25 Did authors provide a description of the coding tree?
—_— 14,15
Derivation of themes 26 Were themes identified in advance or derived from the data? 13
Software 27 What software, if applicable, was used to manage the data? 13
Participant checking 28 Did participants provide feedback on the findings? N/A
Reporting
Quotations presented 29 Were participant quotations presented to illustrate the themes/findings?
Was each quotation identified? e.g. participant number 14-29
Data and findings consistent 30 Was there consistency between the data presented and the findings? 29-36
Clarity of major themes 31 Were major themes clearly presented in the findings? 29
Clarity of minor themes 32 Is there a description of diverse cases or discussion of minor themes? 39-42

Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist

for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, Number 6: pp. 349 — 357

Once you have completed this checklist, please save a copy and upload it as part of your submission. DO NOT include this

checklist as part of the main manuscript document. It must be uploaded as a separate file.
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