
Psychology and Psychotherapy: Theory, Research and Practice (2021), 94, 686–703

© 2020 The Authors. Psychology and Psychotherapy: Theory, Research and Practice

published by John Wiley & Sons Ltd on behalf of British Psychological Society

www.wileyonlinelibrary.com

Qualitative Paper

“It felt very special, it felt customised to me”—A
qualitative investigation of the experiences of
participating in a clinical trial of CBT for young
people at risk of bipolar disorder

Wendy Theresa Jones1,2* , Sarah Peters2, Rory Edward Byrne1,2,
David Shiers1,2,3, Heather Law1,2,4 and Sophie Parker1,2,4

1The Psychosis Research Unit, Greater Manchester Mental Health NHS Foundation

Trust, UK
2Division of Psychology and Mental Health, University of Manchester, UK
3Primary Care and Health Sciences, Keele University, UK
4Youth Mental Health Research Unit, Greater Manchester Mental Health NHS

Foundation Trust, UK

Objectives. The Bipolar at Risk Trial (BART) was a feasibility randomized controlled

trial investigating cognitive behavioral therapy (CBT) compared with treatment as usual

(TAU) in young people at high risk of developing bipolar disorder (BD). This qualitative

study aimed to investigate participants’ experiences of trial involvement, and the

acceptability of CBT for this population.

Design. Participants were those identified as being at risk of bipolar disorder,

determined by current symptoms or family history. A purposive sample of twenty-one

participants from both the intervention and TAU arms of the trial was recruited.

Methods. Twenty-one semi-structured interviews were conducted by service user

researchers (13 participants had received therapy and 8 TAU). Interviews were audio

recorded with consent from participants and transcribed verbatim. NVivo 11 Pro

software was used to conduct an inductive thematic analysis.

Results. Super-ordinate themes were “adaptability and flexibility,” “feeling understood

and valued,” and “relevance of study and intervention” which had two sub-themes

—“value of the trial therapy” and “acceptability of trial processes.” Participating in the trial

and having therapy enabled participants to feel understood and valued by research

assistants (RAs) and therapists. Participants viewed therapy as relevant to their current

concerns and valued adaptability and flexibility of RAs and therapists.

Conclusions. Findings highlight the importance and value of flexibility, adaptability, and

understanding in relationships between participants and trial staff. Findings also indicate
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that the trial processes and CBT focusing on mood swings are acceptable and relevant to

participants from this at risk population.

Practitioner points

� Young people at risk of bipolar disorder value a flexible approach to assessments and therapy,

developing a rapport with research assistants and therapists and opening up to them when they feel

comfortable to do so.

� CBT focusing on coping withmood swings was acceptable to themajority of participants who received

it and it was perceived as helpful in ways that were personal to each participant.

Bipolar disorder (BD) is a severe and potentially disabling affective disorder characterized

by fluctuations in mood from depression to mania. In a survey in 11 countries, overall

lifetime prevalence was found to be 0.6% for bipolar type I disorder, 0.4% for bipolar type

II disorder, 1.4% for subthreshold BD, and 2.4% for bipolar spectrum disorders

(Merikangas et al., 2011). The cost of BD in the UK in 2007 was £5.2 billion and this is

estimated to reach £8.2 billion per year by 2026 (McCrone, Dhanasiri, Patel, Knapp, &

Lawton-Smith, 2008). Misdiagnosis and a long duration of untreated illness is common
(Drancourt et al., 2013). This can be prolonged if the onset of symptoms is in adolescence,

resulting in poorer outcomes (Berk, 2007). Therefore, early detection, diagnosis, and

treatment are imperative. Early intervention could reduce the chance of a full future

episode of BD, and reduce the long-term disability, distress, and associated costs of BD.

Early intervention in BD is based on approaches used for people with psychosis-

spectrumexperiences such as the “close-in strategy.” This strategy identifies people at risk

of psychosis during the sub-clinical period and delivers interventions aimed at reducing

transition to psychosis (McGorry, Yung, & Phillips, 2003; Yung et al., 1998). Based on this
strategy, Bechdolf et al. (2010) developed criteria identifying young people considered at

risk of experiencing a full BD episode which encompass three identification categories:

Group One—those with subthreshold mania; Group Two—those with depressed mood

with cyclothymic features, and Group Three—those with depressed mood and a first

degree relative with a diagnosis of BD. Preliminary studies have assessed the predictive

validity of the bipolar at risk (BAR) criteria (Bechdolf et al., 2010 and Bechdolf et al. 2014)

and research shows the criteria are reliable and valid (Bechdolf et al., 2014; Scott et al.,

2017; Conus, Macneil, & McGorry, 2014; Malhi, Bargh, Coulston, Das, & Berk, 2014).
However, minimal evidence exists about effective treatment options for those meeting

BAR criteria and requires investigation given the unique opportunity to intervene. The

Bipolar at Risk Trial (BART; ISRCTN10773067) was a feasibility randomized controlled

trial testing the acceptability of CBTBAR, a 25 session CBT treatment focusing on appraisals

of low and high moods for participants fitting the BAR criteria. CBTBAR is developed from

the Think Effectively About Mood Swings (TEAMS) CBT approach (Mansell et al., 2014),

based on an Integrative Cognitive Model (ICM) (Mansell, Morrison, Reid, Lowens, & Tai,

2007). This ICM proposes that people hold extreme and contradictory appraisals about
internal states leading to recurrent styles of thinking, behaving, and feeling that maintain

and escalate mood episodes. The CBTBAR approach uses an individualized formulation

derived from the ICM to reduce experiences of mood swings by targeting key appraisal

change, enabling people to have a better quality of life, independently of mood state. This

was considered appropriate for young people at risk of BD given the evidence that these

appraisals show links with prospective bipolar symptoms, are associated with a risk or

cognitive vulnerability factor for the development of BD (Kelly, Dodd, & Mansell, 2017),

Experiences of the bipolar at risk trial 687
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poorer social and occupational functioning (Keller et al., 1992; Searson, Mansell, Lowens,

& Tai, 2012) and distinguish from unipolar depression (Dodd, Mansell, Sadhnani,

Morrison, & Tai, 2010).

Clinical trials of early interventions in BD are important for both the potential
economic and societal benefits, and the benefits for individual service users and their

family members if therapy is found to be safe and acceptable. It is important to assess

participant experiences of trial involvement to explore value and meanings attributed to

the trial. Qualitative exploration may also inform researchers of ways to enhance

engagement within a larger definitive trial. This paper aims to address the primary

question of “what are the experiences of youngpeople at risk of BDwithin a feasibility trial

of CBTBAR versus treatment as usual (TAU),” and the secondary question of “what are the

participant’s experiences of the CBTBAR intervention within this trial.” While there is
existing qualitative literature regarding various clinical trial experiences (Byrne &

Morrison, 2014; Gee et al., 2018; Joyce, Tai, Gebbia, &Mansell, 2017; Notley et al., 2015),

this paper intends to give a voice to young people meeting BAR criteria (Bechdolf et al.,

2010 and Bechdolf et al. 2014) and is unique since service user researchers were involved

in the research at every step.

Method

Participants

Twenty-one participants from the Bipolar at Risk Trial (BART) took part in this qualitative

study. Thirteen participants received CBTBAR + TAU and eight were allocated to TAU

alone (see Table 1 for participant characteristics). Eight participants in receipt of CBTBAR

were female and five male; five TAU participants were female and three male. The age

range of interview participants was 17–26 years at the time of the interview
(mean = 20.86). Eligibility was assessed in a face-to-face appointment with a research

assistant (RA). Participants all met BAR criteria (Bechdolf et al., 2010) in at least one of the

following three groups: Group One—people with subthreshold mania; Group Two—
those with depressed mood with cyclothymic features; and Group Three, those with

depressed mood and a first degree relative with a diagnosis of BD.

Participants for the qualitative study were recruited from consenting participants in

the BART trial (n = 76) where they were randomized to TAU alone (n = 39), or

CBTBAR + TAU (n = 37). CBTBAR comprised of up to 26 sessions plus optional booster
sessions. Therapy aimed to help participants manage mood changes and improve quality

of life. Participants in both arms of the trial completed an assessment battery at baseline,

six and 12 months including the Beck Depression Inventory (BDI-II) and the Global

Assessment of Functioning (GAF). Assessmentswere conducted face-to-facewith an RA at

a location of the participant’s choice.

All participants in the qualitative study had prior experience of mental health

treatment, for example, psychological therapies, counseling, and substance misuse

treatment from a range of different services. Previous services included Child and
Adolescent Mental Health Services (CAMHS) (n = 9); Community Mental Health Teams

(CMHT) (n = 5); Primary Care Psychology (n = 3); Early Detection and Intervention

Team (EDIT) (n = 3); inpatient (n = 3) and voluntary sector (n = 1); and substance

misuse services (n = 1). Almost half of the sample (n = 9, 43%) had previously received

pharmacotherapy (antidepressant medication).

688 Wendy Theresa Jones et al.
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The research team

Two service user researcherswith experience of utilizingmental health services andwith

qualifications in psychology led the data collection and analysis. Both researchers have

experience of receivingCBT in differing contexts and one also experienced receiving care

coordination from amental health service. Othermembers of this research team include a

clinical psychologist, a qualitative methodologist, and a carer who was also a General

Practitioner (GP). Involving a carer in the team widened the perspective when
interpreting and analyzing data and brought to the research a further depth of

understanding into the lives of service users and their relationships with others. All team

members were involved in the design of the qualitative study and development of study

materials.

Service user involvement

Employing service user researchers with personal experience of using mental health
services to conduct interviews may enhance such evaluations by reducing perceived

power imbalances between the researcher and participant, enabling participants to open

up more honestly about their experience of the trial (Veseth, Binder, Borg, & Davidson,

2017). Talking to peers may help normalize mental health problems and reduce the

Table 1. BART qualitative sub-study participant demographics

Pseudonym Gender Ethnicity Trial arm Age on date of interview

Lucy F White British CBTBAR 19

Michael M White British CBTBAR 19

Thomas M White Others CBTBAR 23

Samantha F White British CBTBAR 25

Caroline F White British CBTBAR 26

Stanley M White British CBTBAR 23

Matilda F White British CBTBAR 19

Philip M White British CBTBAR 17

Lucas M White British CBTBAR 25

Harriet F White British CBTBAR 25

Shelley F White Others CBTBAR 19

Charlotte F White British CBTBAR 21

Monique F Mixed Block Caribbean CBTBAR 17

Average 20.86

Bob M White British TAU 24

Emily F White Others TAU 23

Anna F White British TAU 22

Beth F White British TAU 17

Evan M White British TAU 20

Jane F White British TAU 17

Andrew M White British TAU 18

Jade F Mixed White/Black African TAU 19

Average 20.00

13 participants in the qualitative sub-study of the Bipolar at Risk trial (BART) had received cognitive

behavioral therapy (CBTBAR), and 8 had received treatment as usual (TAU). Interviews were done with

participants of both genders and a range of ethnicities and ages.

Experiences of the bipolar at risk trial 689
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feeling of stigma (Tanskanen et al., 2011). Involving service user researchers also makes

the research more collaborative and offers a more varied perspective on the data

(Sweeney, Greenwood, Williams, Wykes, & Rose, 2013).

Procedure

The trial received research ethics approval from the UK NHS National Research Ethics

Service North West, Greater Manchester East (REC reference number 15/NW/0336).

Participant sampling was purposive to seek maximum variance in age, clinical

presentation, referral pathway, and treatment allocation. Participants were recruited

from both the treatment and control arms of the study. Participants were invited to take

part in an optional qualitative study by a member of the trial team following six-month
assessments (allowing for completion of the typical active treatment window). Partic-

ipantswere informed their datawould be anonymized, and they had the right towithdraw

from the interview study. Those expressing interest were provided with participant

information and contacted by a service user interviewer. For thosewho consented, a face-

to-face interview was scheduled at a time and place of their choosing.

Interviewers followed a topic guide (see supplementary materials) and explored

participant experiences of involvement in the BART trial including referral, randomiza-

tion, study materials (trial leaflet and participant information sheet) and assessment
procedures, and acceptability and understanding of the CBTBAR. The topic guide

questioning on recruitment and research processes was broadly the same for those who

received CBTBAR + TAU and TAU alone; however, there was an extra section for

discussion of CBTBAR for those who received it. Key questions for those who received

CBTBARwere “howdid you findCBT,” and “how suitable do you think this therapywas for

your concerns?” The topic guide was flexible, enabling participants to discuss aspects of

the trial and topics important to them. Participants were reimbursed £20 for their time.

Interviews ranged from13 to 60 minutes (mean = 36.30). Interviewswere digitally audio
recorded on an encrypted Dictaphone and transcribed verbatim. Any identifying

information (names and places) was removed.

Analysis

The data were analyzed using Thematic Analysis (Braun & Clarke, 2006). A critical realist

stance was adopted to gain insight into participants’ own experiences. NVivo Pro (QSR

International, 2015, version 11) was used to manage the data during analysis for firstly
becoming familiar with the data by repeated reading and line by line coding by the first

author. Coding was inductive, allowing exploration of themes without use of a pre-

conceived hypothesis. Coding of transcripts from both the CBTBAR + TAU and TAU alone

arms was donewithin the same NVivo file. Following organization of the coding, patterns

and interesting themes were searched across the data set and reviewed. A thematic map

was developed that captured the coding and enabled it to be visualized. Themes were

further defined and named. The coding was done by a service user researcher, and the

developing analysis was discussed regularly with the wider research team who were
familiar with the data corpus to enable agreement on thematic names. Perspectives of

research team members from different backgrounds were considered with the aim of

avoiding bias which may have been present if the analysis had been conducted by service

user researchers only or clinical psychologists only. For example, service user researchers

may have implicit bias for or against CBT based on their previous experiences.

690 Wendy Theresa Jones et al.
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RESULTS

Findings were organized into three themes—“relevance of study and intervention,”
“feeling understood and valued,” and “adaptability and flexibility.” Each is described in

turn, with illustrative quotes.

Relevance of study and intervention

Participants reported that participation in the trial was relevant to them and made sense

within the context of their prior experiences which included help-seeking and accessing

mental health services, having taken antidepressant medication, their work or education,
and having family members with experience of BD. The two sub-themes were

“acceptability of trial processes,” and “value of the trial therapy,” each described below.

Acceptability of trial processes

Opinions were also sought about the acceptability of terms used in the trial. One

participant said the “bipolar at risk” term encouraged him to take part as it sounded

relevant to his experiences (Lucas, CBTBAR), and another participant said that it was a
“relief” to hear it (Thomas, CBTBAR) as it enabled him to knowwhat treatment plans could

be put in place and what kind of support networks to access. This suggests participants

were motivated by finding out more about the potential of a diagnosis of BD.

Lucas, CBTBAR – “It was good because if I’d never have seen the bipolar bit I wouldn’t have

come on it because it was my doctor, he said you’re showing signs of bipolar but it’s a little

more complicated than that, you can’t just say that, you have to see someone about it. So then

when I saw it I was like I might as well give it a shot, maybe these guys have the answer.”

Participants reported that the process of referral was straightforward and that the

process of involvement in the trial was positive. None of the interviewed participants

expressed a negative view of the overall trial.

Bob, TAU - “I’ve enjoyed it. . .It’s something new.”

The process of randomization was described as acceptable and participants felt that

the scientific need for thiswas adequately explained by the RAs at the time of recruitment.

While being allocated to therapywas unanimously viewed as positive, receiving TAUwas

not necessarily disappointing and for one individual resulted in a sense of relief.

Andrew, TAU - “Well it didn’t really bother me to be honest, just like it lifted a weight off my

shoulders.”

Motivations to participate included wanting to become more independent and

wanting to receive CBT and services quickly. This meant being allocated to TAU could be

disappointing for some participants if it was perceived as delaying access to CBT.

Beth, TAU - “A bit like upset in a way but then I wouldn’t, I know like eventually I’ll get

therapy, just not soon.”

Experiences of the bipolar at risk trial 691
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Several participants had altruistic motives such as wanting to help others and improve

services in the future through taking part in a trial. This could mitigate disappointment at

being allocated to TAU as participants perceived wider benefits to trial involvement.

Matilda, CBTBAR – “It [randomisation] didn’t really botherme just because I knew that Iwould

be, regardless, I’d be helping people even if I did not get the therapy.”

Being askedquestions in assessmentswas acceptable byparticipants as RAs did not put

pressure on them to answer questions, and explained why the questions were asked.

Some participants had been asked similar questions by mental health services so found

them repetitive, however, some participants reported finding answering questions

enjoyable.

Lucy, CBTBAR – “I’d only had one two months ago from my original [mental health service]

meeting so it was a bit repetitive, I mean the questions were slightly different cos that was

more tailored tomood so thatwashelpful and shewas really nice all theway through it, kindof

explaining why certain questions have to be asked.”

Jade, TAU – “I quite enjoyed it really. . . It was pleasant, it wasn’t unpleasant talking about

things that are a bit dark or whatever, so I think it was probably the researchers making it a

comfortable experience.”

There were mixed prior expectations of the trial. Following the trial, participants felt

their experience had met or exceeded expectations. No participants said that their
experience of being a participant in the trial had been worse than their expectations,

suggesting the trial processes were broadly acceptable.

Value of the trial therapy

For the 13 participants allocated to CBTBAR + TAU, receiving CBT as part of the trial was

viewed as being valuable and providing participants with a positive and helpful

experience. Some participants had been initially cautious about what to expect from
receiving CBTBAR in the trial, based on previous negative experiences with therapists or

counselors from other services, but then found the CBT helpful.

Monique, CBTBAR – “I didn’t knowwhether I wanted to do it or not because at the time it was

like I’d tried CAMHS, I’d tried everything, I didn’t really find it that helpful, but er it’s actually

been pretty helpful yeah.”

The experience of spending time with a therapist was particularly valued. Homework

was viewed as an opportunity to extend this interaction outside the CBTBAR sessions, and

having copies of graphs, charts, and diagrams provided a tangible way of revisiting these

conversations.

Caroline, CBTBAR – “I preferred to do it [homework] because it just felt like if I was having

therapy say once a week I wouldn’t have to wait the week I’d feel like I was kind of having

ongoing therapy while I’m doing the homework.”

Participants valued that they had noted individual positive changes which they

attributed to receiving CBTBAR as part of the trial. Valued changes included getting out of

692 Wendy Theresa Jones et al.
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the house more, resuming education, feeling less anxious, and having greater ability to

manage mood swings. They perceived that CBTBAR had a positive impact on their

everyday lives.

Caroline, CBTBAR - "I’m out of the house most of the time now mostly, I never used to go out

before hardly, I would cancel appointments, rearrange appointments, constantly try and

avoid appointments.”

Matilda, CBTBAR – “I don’t think that anyone I have seen inmy life has ever helpedme asmuch

as just the sessions I had with her did, so it was beneficial and the time spent with her didn’t

compare to anyone that I had seen like school counsellors and college counsellors and other

therapists and stuff. . . I just like, I guess, to say thank you to everyone involved because it’s

been probably one of the most biggest experiences in my life that’s impacted me in the best

way possible, so I couldn’t thank you guys enough for giving me a future to get up and finish

my education and I could get a job and I can kind of go out.”

Participants reported how they found that CBT brought up strong emotions and could

be distressing; however, this was viewed as a valuable healing process.

Charlotte, CBTBAR – “All through my CBT I was crying constantly. . . but it really like helped
like I needed to do it. . . and it wasn’t like torture, it was like a healing kind of thing”.

Feeling understood and valued

Participants reported they felt understood and valued by RAs, and those who received

CBTBAR described being understood and valued by their therapist. Firstly, experiences

with RAs will be discussed, followed by experiences of CBTBAR sessions.

Feeling understood and valued in assessments

Participants in both CBTBAR + TAU and TAU alone arms of the trial described finding the

process of completing psychological assessments with the researcher at the start of the

trial and at follow-up visits as valuable. Participants viewed the researchers they

encountered to be skilled with a good understanding of their experiences, and whomade

them feel comfortable by being personable and providing themwith space and time. This

helped participants to feel able to be open, honest and able to disclose their personal

experiences which were sometimes distressing.

Samantha, CBTBAR - “Even with [the RA], even though she was not a therapist I was feeling, I

felt very comfortablewith her so I could be open and honest aboutmywhole circumstances.”

Anna, TAU – “everyone that I’ve spoken to from BART is just lovely, like me and [RA] would

just switchon to something else like somethingpersonal tome andher that’s like linked in and

just gave you that little bit of extra trustwith someonewhere you could go yeah I’m gonna tell

you everything I’m gonna hold nothing back and you can take it from there, so it’s kind of

really good to do that because I did open up more and more.”

Participants reported that they felt confident the information they provided would be

treated confidentially. This further helped foster a sense of trust which facilitated
disclosure.

Experiences of the bipolar at risk trial 693
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Anna, TAU – “Within fiveminutes Iwas relaxed and you know felt confident to tell her things,

I didn’t feel I had to hold anything back because I knew everything was confidential so yeah.”

Some participants reported opening up was difficult at first but became easier over

time and it was helpful to speak about psychological issues.

Evan, TAU – “At the start of the project speaking to them I was quiet and blunt with my

answers but then when I got to the end of it I was good then I sort of trusted them a bit more

and then I justwas openwithmy answers. Because sometimeswhen people askme aboutmy

past I like to keep it in the past but then I realised sometimes it’s better to speak about it."

Participants felt the assessment questions adequately covered their range of high and
low moods and therefore felt that questions were relevant to their experiences and their

difficulties were understood by the RA.

Jade, TAU – “It really went into detail about like questions about having bipolar because most

of the. . .most times people ignore themania and the highs and stuff like that they only ask the

odd question but [RA] went into detail on that which I thought was really good because it’s

often misunderstood as well but the questions were like well they were asking the right

questions basically I think.”

One participant said the questions were upsetting because she had never spoken to

anyone about the topics before, and two other participants found questions upsetting but
felt a benefit from answering them, suggesting a sense of understanding the need to

discuss mood.

Anna, TAU – “I think that yes therewas questions that didmakeme upset but, in the end, I felt

so much better for talking about it”.

Matilda, CBTBAR – “It was quite eye-opening in a way because I kind of realise that like a lot

more aboutmyself in a way, I started kind of unlocking doors I kept shut for quite a long time.

So, it did cause me quite a bit of distress but I was, I kind of knew that it gets worse before it

gets better anyway.”

Feeling understood and valued in CBT sessions

Participants who received CBTBAR within the study also discussed the importance of

feeling understood and valued by the therapist. Some participants had previous negative

experiences with psychological therapists through other services who they reported had

come across as patronizing, for example. Participants valued receiving CBT in a context

where they felt equal partners in the therapeutic work they were undertaking and

described how the therapistworked tomake them feel comfortable and able to openup to
discuss and work on problems.

Michael, CBTBAR – “by the time I got to [BART therapist] I’d been through all these different

people and I was like urgh, and she was great, I said, I said this to her, I said you’re the first

person that I don’t feel patronised by, I don’t feel uncomfortable I just felt on a level with like

let’s do some, some work now, yeah.”
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Participants also described how the therapist supported them as they practiced new

skills and techniques in a way that felt safe and enabled them to use the skills after the

CBTBAR had finished.

Matilda, CBTBAR – “It’s like riding a bike, she was kind of like my safety pedals like the actual

pedals you get and I guess they’re kind of coming off now and I’ve got to ride my bike on my

ownnow. And but you have still kind of helpedme, kind of become adjusted asmuch as I can,

and kind of make as much progress to help me kind of continue to ride my bike all over the

place without necessarily her supporting me like she was doing.”

Adaptability and flexibility

Adaptability and flexibility were important factors that may have influenced retention to

the trial. Firstly, adaptability and flexibility of RAs are discussed, followed by the same of

therapists.

Adaptability and flexibility of RAs

Participants appreciated the flexibility of timing and location of the various appointments
involved in the trial which included baseline and follow-up assessments with RAs. Some

preferred having assessment meetings at their own home as they had difficulty getting to

services or found it difficult to be relaxed in a clinical setting.

Caroline, CBTBAR – “She said we could either meet at the doctors where at mine or anywhere

comfortable to me or at my home, at that point I wasn’t wanting to leave the house so we

agreed that wewould meet at homewhich was better for me as well so yeah then she came.”

The lengthy assessment meetingsweremademore acceptable by having the option of

spacing it out over multiple sessions and to take breaks.

Evan, TAU – “My concentration isn’t that great so they let me go for breaks but yeah it was

quite good.”

Adaptability and flexibility of therapists

Participants also appreciated the ability to rearrange CBTBAR sessions and being able to

contact the therapist via telephone outside of sessions if extra help was needed.

Lucy, CBTBAR – “She was really nice, she was really understanding whenever I cancelled

because I was ill or if I had coursework I had to catch up on, she was always there if I needed

her out of times, outside of kind of session times.”

Participants also appreciated the clinical flexibility of therapists within sessions, not

being pushed to talk about topics that they did not wish to talk about, and having the

opportunity to pause or end sessions.

Matilda, CBTBAR - “With [BART therapist] with me she said like, if you’re not feeling up to

having an appointment at any point, like you can just rearrange or cancel it. You don’t have to

Experiences of the bipolar at risk trial 695
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have the appointments if you’re not feeling up to it. But you can kind of, we can try and just

rearrange it when’s obviously best for you and if at any point you don’t want to talk about

something or if any point youwant to kind of end the sessions or pause it for a second and stuff

like that’s okay, and I think that’s what kind of made me, kind of helped me through it.”

Lucas, CBTBAR – “It wasn’t like any free service I’ve got before, it wasn’t like going to the

doctors and being referred, yeah it was a lot more understanding tomy situation. . . It felt very
special, it felt customised to me basically.”

Some participants experienced social anxiety and in some cases noted their therapist

went out with them to address this, for example to a library.

Shelley, CBTBAR – “It made sure I left the house because I wasn’t really going outside very

much. . . once with [therapist] we went to the library in [city].”

Participants consistently described how they felt the CBTBAR was tailored to them,
with therapists working on individual problem lists and focusing on goal setting with

participants, developing personalized aims and achievable goals to work toward to

positively impact on their individual life.

Michael, CBTBAR – “A very personal therapy that works aroundwhat I want by identifying my

goals and then through becomingmore aware of myself and then identifying what areas need

work on and then in what ways I can work on them.”

Discussion

This study aimed to explore the experiences of participants taking part in BART. Themes

of “relevance of study and intervention,” “feeling understood and valued,” and

“adaptability and flexibility” were identified. These themes are discussed with relevance
to trial processes and CBTBAR sessions, followed by comparison to existing literature,

clinical implications, and limitations of the study.

Trial processes

The importance of positive andmeaningful engagement with research staff is highlighted

by these themes. Adaptability and flexibility of staff and tailoring trial processes to BAR

individuals were essential for the trial to be acceptable to participantswho often lead busy
lives. Adaptability and flexibility within the trial were demonstrated by the ability of

participants to rearrange appointmentswithRAs, take breaks during assessments and skip

assessment questions if they did not want to answer them. These factors have previously

been reported to improve engagement in a trial of individual and family CBT for young

people at risk of psychosis (Izon et al., 2020).

It was important that participants felt understood and valued by RAs working on the

study. The process of opening up to RAs during assessments was viewed as a positive

experience by most participants. The rapport developed with RAs also helped to elicit
relevant information about the participant and retain participants at follow-up.

It was important to participants that trial processes were relevant to their current lives

and they sawvalue in takingpart. Interviewparticipants in the TAUarm found being in the

trial valuable for reasons including having the opportunity to discuss experienceswith an
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RA, alongwith the altruistic notion of helping others and potentially improving services in

the future through taking part. This suggests that adequate information about the trial was

provided at the outset (Lyn€oe, Sandlund, Dahlqvist, & Jacobsson, 1991). Interviews also

suggested the trial processes of randomization, assessments, and the intervention was
broadly acceptable.

CBTBAR sessions

Adaptability and flexibility were further demonstrated in the trial as participants who

received CBTBAR were able to easily rearrange sessions with therapists, have appoint-

ments in a location of their choice, and have appointments outside normalworking hours.

Flexibility has previously been reported as a strengthof theTEAMSCBTapproach, helping
to develop a strong therapeutic alliance (Joyce et al., 2017). Within CBTBAR sessions,

creation of individual problem lists and individual goal setting ensured work done in

sessions and homework was relevant to each participant. Doing homework tasks were

useful in helping participants apply learning fromCBTBAR sessions to the outsideworld. It

was not particularly seen as “hard work,” unlike in a study of CBT for young people who

were at risk of psychosis (Byrne & Morrison, 2014).

Feeling understood and valued by the therapists was key to being able to open up and

talk about psychological issues. Participants felt comfortable to disclose personal issues
and express their emotions in therapy sessions, suggesting a positive therapeutic

relationship. This therapeutic skill may have contributed to the high retention rates in the

trial andhighnumber of sessions attended. Someparticipants reportedpreviously difficult

experiences with therapists where a lack of feeling understood occurred and a power

imbalance led to the feeling of being patronized. This was similar to the qualitative

findings of Le Surf and Lynch (2007) who reported that young people seeking counseling

wanted to avoid beingpatronized.WithBART therapists youngpeople feltmore equal and

understood, resulting in a better relationship that was more conducive to effective CBT.
Examples of positive changes included greater ability to accept andmanagemood swings,

the ability to leave the house more, and being more careful with finances. Although

CBTBAR evoked difficult emotions at times, it was considered a helpful process, and it was

important to participants that the intervention was relevant to their current concerns.

Comparison with existing research

This is the first qualitative study involving clinical trial participants meeting BAR criteria.
While it is therefore impossible to compare the findings to directly relevant studies, the

findings can be compared to other qualitative studies from trials with participants from

related clinical populations including those with BD or who are at risk of psychosis. A

qualitative study investigating experiences of CBT for BD found that “changes resulting

from therapy” was a prominent theme in addition to “useful elements of therapy,”

including having a person-centered and caring therapist (Joyce et al., 2017). These aspects

were also important in the current study. A systematic review of 10 qualitative studies

investigated experiences of psychological interventions for BD (Davenport, Hardy, Tai, &
Mansell, 2019); however, the studies reviewed included only participants over the age of

18 with a diagnosis of BD whereas the current study involves participants at risk of BD

aged 16 to 25. Despite these differences, findings were similar as positive changes

following the interventions were reported, including control of moods, change of

perspective, mood recognition and mood stability, and helpful aspects of therapy
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included therapist expertise, specific techniques, structure and having the opportunity to

talk. These factors may be important to both people at risk of BD and those with a

diagnosis of BD. A systematic review of psychological interventions for young people at

risk of BD (Perich &Mitchell, 2019) highlighted that more qualitative research in this area
is required. The current study goes some way to addressing this need.

Byrne and Morrison (2010) found helpful interactions with staff involving commu-

nication of psychological distress were crucial to the recovery of young people in an early

detection of psychosis service. Byrne and Morrison (2014) similarly found the theme

“opening up” with staff was important to young trial participants considered to be at risk

of psychosis. These findings are similar to those of the current study where being able to

open upwith an understanding RA and develop a therapeutic relationshipwith a therapist

was highly valued.
Davison and Scott (2017) interviewed youngpeople at risk of BDwhowere children of

adults with BD, finding that one important theme was “acceptable models of support.”

They favored community-based services such as peer support and reported that stigma

was a barrier to accessing support. They conclude that young people should be asked for

their thoughts about helpful interventions, and the current study has aimed to do this.

Clinical implications
There are important clinical implications of the qualitative results (see Table 2). The

results suggest the trial was valuable to this help-seeking population, even for participants

in the TAU alone arm as they felt listened to and had the opportunity to open upwith RAs

to discuss their experience of both low and highmoods. Young people at risk of BDwould

likely appreciate greater availability of services which address mood swings. Participants

who received CBTBAR + TAU appreciated aspects of therapy such as feeling comfortable

with the therapist and not feeling patronized. Clinicians should aim to be mindful of their

interactions with clients to ensure they convey understanding and warmth. A good
rapport between trial RAs and participants is also vital and RAs should informparticipants

early on about the flexibility within assessments enabling the participant to feel more

empowered, enhancing their trust in the RA and therefore disclosure of experiences. This

may also enhance retention rates. The flexibility of RAs and therapists to attend a location

convenient for the participants was appreciated; however, this is not always practical for

under-resourced services supporting large caseloads. The research process differs from

services since trials actively seek referrals and time canbe taken to adapt to the schedule of

each participant whereas services can be too busy to enable this approach.

Study limitations

A limitation of the study was that the views reported are largely positive and this may

reflect bias in recruitment as participants who agreed to have a qualitative interview may

be more likely to have had a positive experience of taking part in the trial. It would be

preferable to additionally interview thosewho had awider variation of experiences of the

trial such as those who attended a low number of CBTBAR sessions or follow-up
assessments.While themajority of participants had positive views of the research process

and CBTBAR, it is important to seek any negative or ambivalent views. Ensuring

representation from participants who had not improved on scores of depression and

functioning would gain a more representative sample andmay improve the validity of the

findings. Also, the sample was predominantly white British. Greater ethnic diversity

698 Wendy Theresa Jones et al.

 20448341, 2021, 3, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/papt.12313 by T

est, W
iley O

nline L
ibrary on [03/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense



T
a
b
le

2
.
Im

p
lic
at
io
n
s
fo
r
p
ar
ti
ci
p
an
ts
an
d
fo
r
p
ra
ct
ic
e
an
d
a
fu
tu
re

d
e
fi
n
it
iv
e
tr
ia
l

T
h
e
m
e

Im
p
lic
at
io
n
s
fo
r
p
ar
ti
ci
p
an
t

Im
p
lic
at
io
n
s
an
d
re
co
m
m
e
n
d
at
io
n
s
fo
r
p
ra
ct
ic
e
an
d
fu
tu
re

d
e
fi
n
it
iv
e
tr
ia
l

Fe
e
lin
g

u
n
d
e
rs
to
o
d

an
d
va
lu
e
d

�
O
p
e
n
in
g
u
p
m
o
re

w
h
e
n
fe
e
lin
g
u
n
d
e
rs
to
o
d
an
d

va
lu
e
d
b
y
R
A
an
d
th
e
ra
p
is
t
e
n
ab
le
s
th
e
m

to

d
e
ri
ve

m
o
re

b
e
n
e
fi
t
fr
o
m

th
e
ra
p
y.

�
P
u
tt
in
g
in
e
ff
o
rt
to

co
lla
b
o
ra
te

w
it
h
th
e
th
e
ra
-

p
is
t
an
d
sh
ar
e
in
fo
rm

at
io
n
w
ill
al
so

h
e
lp
p
ar
ti
c-

ip
an
ts
d
e
ri
ve

m
o
re

b
e
n
e
fi
t
fr
o
m

th
e
ra
p
y.

�
R
e
d
u
ce
s
fe
e
lin
gs

o
f
is
o
la
ti
o
n
.

�
M
ai
n
ta
in
co
n
fi
d
e
n
ti
al
it
y
as

m
u
ch

as
p
o
ss
ib
le
.

�
E
n
su
re

p
e
rs
o
n
al
in
fo
rm

at
io
n
is
se
cu
re
.

�
E
n
su
re

th
e
ra
p
is
ts
ar
e
w
e
ll
tr
ai
n
e
d
an
d
sk
ill
e
d
in
d
e
ve
lo
p
in
g
a
tr
u
st
in
g

th
e
ra
p
e
u
ti
c

re
la
ti
o
n
sh
ip
.

�
E
n
su
re

th
e
ra
p
is
ts
ar
e
n
o
n
-j
u
d
ge
m
e
n
ta
la
n
d
u
se

a
co
lla
b
o
ra
ti
ve

w
o
rk
in
g

st
yl
e
.

A
d
ap
ta
b
ili
ty

an
d

fl
e
x
ib
ili
ty

�
H
e
lp
fu
lf
o
r
th
e
p
ar
ti
ci
p
an
t
to

b
e
in
a
fl
e
x
ib
le
tr
ia
l

th
at
ad
ap
ts
to

th
e
ir
n
e
e
d
s
as
th
e
y
o
ft
e
n
le
ad

b
u
sy

liv
e
s.

�
Fe
e
lin
g
m
o
re

co
m
fo
rt
ab
le
in
as
se
ss
m
e
n
ts
an
d

th
e
ra
p
y
se
ss
io
n
s.

�
H
av
in
g
a
fl
e
x
ib
le
lo
ca
ti
o
n
o
f
th
e
ra
p
y
al
lo
w
s

p
ar
ti
ci
p
an
ts
to

tr
y
o
u
t
ge
tt
in
g
o
u
t
o
f
th
e
h
o
u
se

m
o
re

if
th
is
is
a
d
iffi
cu
lt
y
o
f
th
e
ir
s.

�
U
se

fl
e
x
ib
le
st
yl
e
w
it
h
in
se
ss
io
n
s
ta
ilo
ri
n
g
co
n
te
n
t
to

p
ro
b
le
m

lis
t.

�
E
n
su
re

h
o
m
e
w
o
rk

is
re
le
va
n
t
to

p
ro
b
le
m

lis
t.

�
A
ll
st
af
fs
h
o
u
ld
b
e
fl
e
x
ib
le
in
te
rm

s
o
fl
o
ca
ti
o
n
an
d
ti
m
e
o
fa
p
p
o
in
tm

e
n
ts
.

�
R
A
s
sh
o
u
ld
al
lo
w
b
re
ak
s
in
as
se
ss
m
e
n
t
o
r
sp
re
ad

o
u
t
th
e
as
se
ss
m
e
n
t

o
ve
r
m
u
lt
ip
le

m
e
e
ti
n
gs
.

�
Q
u
e
st
io
n
s
in
as
se
ss
m
e
n
ts
sh
o
u
ld
b
e
ta
ilo
re
d
to
w
ar
d
p
e
o
p
le
e
x
p
e
ri
-

e
n
ci
n
g
m
o
o
d
sw

in
gs
.

�
A
d
ap
ta
b
ili
ty

an
d
fl
e
x
ib
ili
ty

in
cr
e
as
e
re
te
n
ti
o
n
in
tr
ia
l.

R
e
le
va
n
ce

o
f

st
u
d
y
an
d

in
te
rv
e
n
ti
o
n

�
A
ch
ie
ve
m
e
n
t
o
f
re
le
va
n
t
go
al
s.

�
L
e
ar
n
in
g
to

m
an
ag
e
m
o
o
d
sw

in
gs
.

�
L
e
ar
n
in
g
e
ar
ly
w
ar
n
in
g
si
gn
s
an
d
tr
ig
ge
rs
.

�
In
cr
e
as
e
d
u
n
d
e
rs
ta
n
d
in
g
o
f
p
ro
b
le
m
s
th
ro
u
gh

fo
rm

u
la
ti
o
n
d
ia
gr
am

s.

�
P
e
rc
e
p
ti
o
n
o
fp
o
si
ti
ve

ch
an
ge
s
th
ro
u
gh

th
e
ra
p
y.

�
A
n
sw

e
ri
n
g
q
u
e
st
io
n
s
in
as
se
ss
m
e
n
ts
th
at

ar
e

re
le
va
n
t
to

e
x
p
e
ri
e
n
ce
s.

�
R
e
d
u
ce
s
fe
e
lin
g
o
f
st
ig
m
a
k
n
o
w
in
g
th
at

o
th
e
r

si
m
ila
r
p
e
o
p
le
ar
e
in
th
e
tr
ia
l.

�
H
e
lp
in
g
o
th
e
rs

th
ro
u
gh

p
ar
ti
ci
p
at
in
g
in
a
tr
ia
l

gi
ve
s
a
p
o
si
ti
ve

fe
e
lin
g.

�
Se
t
h
o
m
e
w
o
rk

th
at

is
ap
p
ro
p
ri
at
e
fo
r
p
ar
ti
ci
p
an
t’
s
p
e
rs
o
n
al
go
al
s.

�
R
e
cr
u
it
p
ar
ti
ci
p
an
ts
th
ro
u
gh

ap
p
ro
p
ri
at
e
m
e
an
s
fo
r
th
e
ta
rg
e
t
p
o
p
u
la
-

ti
o
n
.

�
E
n
su
re

th
e
ra
p
y
se
ss
io
n
s
ar
e
ta
ilo
re
d
to

m
o
o
d
sw

in
gs

an
d
p
ar
ti
ci
p
an
t’
s

o
w
n
e
x
p
e
ri
e
n
ce
s.

�
N
o
rm

al
iz
e
th
e
e
x
p
e
ri
e
n
ce

o
f
B
D
sy
m
p
to
m
s
in
th
e
ra
p
y
se
ss
io
n
s.

�
E
n
su
re

q
u
e
st
io
n
s
as
k
e
d
in
as
se
ss
m
e
n
ts
ar
e
ap
p
ro
p
ri
at
e
an
d
re
le
va
n
t
to

b
e
in
g
at

ri
sk

o
f
B
D
.

�
U
se

cl
e
ar

fo
rm

u
la
ti
o
n
d
ia
gr
am

s
an
d
al
lo
w
p
ar
ti
ci
p
an
ts
to

h
av
e
a
co
p
y.

�
A
ll
st
af
f
sh
o
u
ld
se
e
k
re
gu
la
r
su
p
e
rv
is
io
n
fr
o
m

cl
in
ic
al
p
sy
ch
o
lo
gi
st
s.

Im
p
lic
at
io
n
s
ar
e
lis
te
d
fo
r
p
ar
ti
ci
p
an
ts
an
d
al
so

fo
r
cl
in
ic
al
p
ra
ct
ic
e
an
d
a
fu
tu
re

d
e
fi
n
it
iv
e
tr
ia
lo

f
co
gn
it
iv
e
b
e
h
av
io
ra
lt
h
e
ra
p
y
(C

B
T
B
A
R
)
fo
r
yo
u
n
g
p
e
o
p
le
at
ri
sk

o
f

b
ip
o
la
r
d
is
o
rd
e
r.

Experiences of the bipolar at risk trial 699

 20448341, 2021, 3, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/papt.12313 by T

est, W
iley O

nline L
ibrary on [03/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense



would have been preferable; however, the sample reflects the demographic of service

users in the area the trial took place. Furthermore, while checking of codes from a service

user perspective was done within the research team, member checking of codes and

themes byparticipantswould also have beenuseful to gain awider perspective of thedata.

Conclusions

Many aspects of the BART trial were valued by participants including the chance to open

up to an understanding RA about distressing experiences, the perceived helpfulness of

flexible, personally tailored CBTBAR sessions, and development of a close therapeutic

relationship. The CBTBAR provided as part of the trial was an acceptable intervention for

those meeting BAR criteria. The study suggests a larger trial of CBT focusing on mood
swings would be acceptable and feasible, and expansion of services to early intervention

in BD may be beneficial to young people at risk of BD. Additional trials are needed to

understand which treatments or interventions would be beneficial to this group and

further qualitative research is needed to understand the acceptability of these approaches.
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