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Learning to Cope Together
Mental Health Today

Heather Straughan

It is now commonly accepted that bipolar disorder is a complex mental illness’ that is
influenced by and impacts on all areas of an individual’s life, often with devastating
consequences. Hence, a multi-faceted intervention is needed’ to help people in their recovery
from it. Integrating various therapies for which evidence of effectiveness exists might surely
create a more complete therapy? that might better ‘encapsulate its complexity’® and address
more fully the multi-faceted needs.*

The NICE bipolar guidelines® indicate some treatment effect for a variety of psychological
therapies. Recommendations include a wide variety of strategies to enable people in their
recovery: self-monitoring of triggers and warning signs; coping strategies; lifestyle advice,
including regular sleep and stable and structured social and work patterns; diet and exercise;
support after significant life events; increased social support, including improved family
support, and participation in user groups and befriending.

IlIness management skills may be the cornerstone of moving on from a diagnosis of bipolar
disorder and dealing with the illness, but recovering one’s whole life is not about illness
management alone. Baker® found that, for members of the Mood Swings Network, only 25%
of coping strategies used involved medication and services, whereas 75% involved essentially
non-medical aspects. This points towards a holistic approach whereby family and friends,
support groups, positive thinking, exercise, sleep, education, mood monitoring, routine, work,
hobbies, understanding the illness, talking, space, self-management, good food, socialising
and faith are used in order of importance, depending on individual need.

In-Sight training

The components of the Insight training reported here were compiled from my own
experiences of bipolar disorder, and from professionally-delivered therapies that have found
some success with the illness. A focus group of five people with a diagnosis of bipolar
disorder commented on the draft training manual and their suggestions for improvement were
incorporated.

The programme ran over 12 weekly sessions of three hours duration, and comprised two
main components: lifestyle and skills training, supported by a range of tools (see insert).

Lifestyle components included recovery, linking behaviour-thoughts-mood, sleep, diet and
weight, exercise, meaningful activities, good basic living skills, medication and adherence,
family and social relationships, financial management, suicidality and perfectionism.

Skills training included relaxation, counteracting negative thoughts, positive thinking
and maintaining optimism, coping strategies, problem-solving and goal setting. The tools
included a life events chart, a personal mood signature, a self-monitoring behaviour-thoughts-
mood diary, a self-monitoring activity schedule, a well-being activity diary and advance
directives.

** NB: This paragraph could be removed and readers signposted to the adjacent box where
the training contents from the slide (attached) are represented**



The training was first piloted with a group of eight participants (without a control group),
who included one person with a diagnosis of schizophrenia and two people with a diagnosis
of schizo-affective disorder. The training was then run again with five participants, and their
outcomes after six months were compared with those of six people in a control group (who
received normal care). All had primary bipolar disorder diagnoses. | delivered the pilot
training on my own, but recruited a pilot group participant to co-facilitate the main group
training.

The ages of the participants ranged from 24 years to 76 years. Length of time with the illness
varied, although many had experienced bipolar disorder for over 20 years. All had a variety
of secondary mental health difficulties, including general anxiety, panic, agoraphobia,
claustrophobia, obsessive-compulsive disorder, substance abuse, sexual difficulties and
developmental issues.

Self-report questionnaires were used to measure mood, empowerment, coping and quality of
life. Semi-structured interviews were also conducted with the participants pre-course, and
immediately post-course, and six months post-course. Clinicians with knowledge of the
participants were also interviewed throughout the study, including consultant psychiatrists,
day centre workers, social workers, community psychiatric nurses, a clinical psychologist, a
befriending group organiser and a home support worker.

The quantitative self-report questionnaires provided a rough ‘group snapshot” of general
tendency in outcomes.’ Participants became more mood stable, improved their coping
strategies, increased their sense of empowerment and improved their quality of life six
months after the course had finished. The people in the control group generally fared less
well over the same time period. They reported seasonal fluctuations in mood, worse coping,
fluctuation in empowerment dependent on seasonal mood, and variable improvement in
quality of life. A third of the people in the control group relapsed and a further third
experienced deteriorating health with risk of relapse.’

Thematic analysis of the self-reports from the 13 participants produced rich qualitative data
describing how the training had benefited participants.

User-led

That the training was user-led and situated within a self-help group format with socialisation
and group sharing increased and deepened participants’ knowledge of the illness and enabled
them to establish a wider social network and friendships within the group. Self-expression
and communication were also enhanced through this peer support. These benefits in turn
were seen to enhance participants’ general coping strategies.

‘Before the course I wouldn’t really have been... aware of my mood... I have become better
at the kind of emotional exchange with people. | found it easier to do in a group, that | had
come to know, that you trusted in that way.’ (Participant, post course)

‘I think the group helped get things into perspective... people learn from other people’s
experiences, 'cos we all have highs, we all have lows. It was a common core of experience
there. How you deal with it, people have different strategies... people can learn what other
people do, and that’s good”. (Participant, post-Ccourse)

These changes were also remarked on by mental health professionals:



‘[He] felt very isolated before the group started... now he doesn’t need to rely on me so
much. He can discuss it with his friends and his new social network, instead of looking to me
for answers.” (Day centre worker)

Therapeutic alliance

This improved self-expression and communication helped to improve relationships between
participants and their mental health professional team and improved the therapeutic alliance.
Coping with a mood swing with the help of the group support enhanced participants’ general
coping strategies. Participants became more responsible for themselves, more independent
and less reliant on their mental health professionals. They had more distance on the illness.
All of these changes enhanced their general coping strategies:

‘The conversations I have with him are more constructive and it is more about how I can help
him rather then listening to him get things off his chest and not come up with any solutions or
answers for himself... I wouldn’t say he needs less input but it is a different kind of input,
and it is two-way now, rather than one-way.’ (Day centre worker)

‘I think the course gives me a better vocabulary to talk to [my psychiatrist]... to describe a
high, or a low... [ haven’t had conversations like that with other people and so when I am in
the situation, I go along to talk to psychiatrist, | am actually trying to figure out what on earth
he is talking about in order to answer the questions. Well, I have kind of gone beyond that.’
(Participant, post-course)

Lifestyles

Participants reported healthier lifestyle (healthier diet, weight loss, more exercise, better sleep
patterns, healthier attitude towards food and alcohol, more knowledge about medication,
more relaxation, healthier living situation and resolving money situations), improved
structure to their life (better balance and routine, better schedules, more breaks and better
planning around stressors) and personal goals that were often about a healthier lifestyle and
structure to their life:

‘And now | can probably deal with it more, by relaxing, or going out for a walk... not to go
to bed, that was my failing. I just went to bed to shut everything out.’

‘One of the goals I set myself was to improve my social circle and I have done this by
starting up a social group... | now feel that if | want to go out and do something | have always
got someone to call on to go with and need never be stuck in on my own bored.’

Relationships

The practice of assertiveness and anger management skills enabled participants to improve
their relationships with others. Addressing past traumas in a positive light and challenging
ingrained patterns of behaviour resulted in a greater sense of responsibility for self and
greater independence from mental health professionals:

‘I just thought, I don’t want to do this anymore. If people are going to say stuff to me, they
should know how I feel about it... the emotional confidence now is there. It just fed into a
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new sense of “I am worth it”.



‘He used to have frequent angry outbursts when he would get very upset with people and he
would make threats, or say he was feeling threatened. We haven’t had any of that. Generally,
his mood has improved a great deal. He is obviously managing his mood better than before.
He is certainly picking up and recognising things.” (Day centre worker)

Better boundaries

Challenging deeply-seated beliefs and ingrained patterns of behaviour led participants to take
a more considered approach to work and activities, and to feel less responsible for others, and
less guilty about this:

‘I used to be self-critical that you’re down, so try to do something, but don’t do it particularly
effectively, and then criticise yourself for that. That kind of cycle, whereas by letting go, |
don’t worry too greatly about my level of accomplishment. I just get on with things and then
actually find the enjoyment comes along with it... that keeps you in that stable area.’

‘I think I learned that a lot from all the discussions I had in the group... ’Cos you can’t make
everything right all the time, can you? I think that’s taken off a lot of pressure off me... I just
felt that I’ve got to keep rescuing them [her parents], but I can’t *cos I need rescuing
sometimes.’

One mental health professional summarised this change:

‘Better boundaries. .. he has been empowered to get what he wants — a job or social group...
He now takes a step back and thinks before saying. He copes by taking time out. He has self-
restraint, especially with boundaries, and therefore he is quite well.” (Befriending organiser)

Mood management
Participants reported improved mood recognition and swifter mood management, helped by
the self-help and user-led format of the training:

‘I now know what the first steps of my mood are now... I feel that I can actually stop my
moods swinging and I’ve controlled this upswing within in a week, so I don’t lose contact
with me friends. If I would have been in a job, | probably would have been able to get
through it and still have the job at the end of it. So it’s given me a lot more hope for the
future.” (Participant post-course)

‘He has been much more responsive in trying to change it [medication]... if he changes it, he
tends to change it in sensible fashion... in a way that is helpful to him... And he has been
much better at reading what is going on... he has got more of his own resilience.” (Consultant
post-course)

Mind-set
Through success in challenging ingrained patterns of behaviour, a different ‘mind set’ was
achieved:

‘I didn’t know there was even any coping strategies. I just thought, you just get down and
depressed and have got to pull yourself out of it, and then it happens again. It was like the
best thing that had happened to me, coming to something where | could see that just by taking
responsibility for actions, you can actually change your behaviour to help yourself...



Because, no one is going to do it for me, they are not actually going to be inside my head,
doing it for me.’

‘A massive change from how I felt last time we spoke. Just having belief in yourself, and
what you now know, and that you can cope. | think that dealing with things like suicide,
suicidal thoughts, if that ever comes about again, | believe that | will have many more tools to
handle it, and much more resilience. It certainly made me review the fact that, in the end,
whatever is said about it, this is my shit, and I have to take responsibility for it.’

Hope for the future
Throughout the process, the improvement in general coping resulted in greater hope, and
improved outlook for the future:

‘If you look through my diary, the word “enjoyment” has actually cropped up quite a lot,
whereas in the last 20 years, I didn’t know what enjoyment was. I am just going out and
enjoying myself.’

‘... [to] know that despite feeling depressed a lot of the time in the past I have still managed
to achieve quite a lot. So if | can do that feeling dreadful, then there is hope that feeling a bit
better will be more positive and therefore I’ll feel even better in myself.’

Negotiating the health system

Maintaining wellness meant that, in order to continue to move forward, participants had to
use their new skills of communication and assertiveness to renegotiate their care plans with
their mental health team:

‘They tend to listen more to what I have got to say... Not just the day centre manager — my
social worker, my consultant psychiatrist, they give me more leeway, they agree with what |
am doing and they think I am actually doing the right thing most of the time.’

‘I think he sees us [his mental health team] as being on the same side... it has been much
easier going the last few months because he’s been well. His social worker at the last Care
Plan Approach meeting, she was sort of giving a gentle prodding, which is different than
saying, previously where we have said: “Don’t do it, that’s it, just don’t do it”. (Consultant)

Conclusion

Participants used a range of techniques from the training to attenuate and avoid a mood
swing, thereby improving situations in their lives or coping successfully with fluctuations in
their mood. This skill-building enabled participants to draw on these various components at
different points in their illness cycle, while the range of techniques had a knock-on effect,
each enhancing the effect of other techniques. The overall effect was a more rounded, stable
resilience in recovery, and better equipped, skilled and knowledgeable individuals more able
to deal with situations in their lives. For further information, please contact Heather
Straughan (h.straughan@btinternet.com).
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Chapter 13 — Influencing Change

User or Researcher? Elitism in Research

Heather Straughan

Society expects qualifications

Whether we like it or not, society demands and expects qualifications that attest to the level
of education or training required to do a job well. It is usual in whatever field to expect a
certain experience and competence in the skill acquired. When we speak of putting “our lives
in their hands”, I know of no one who would go happily into the operating room without the
assurance that their surgeon is suitably qualified, having previously carried out the procedure

with success for several years. Undertaking research has these same implicit expectations.

Whether it is research from a user perspective or not, research must stand by the quality of
the work, not by the quality or meaning of the standpoint alone. That we make a distinction at
all might lead non-user researchers into considering that our work, although worthwhile and
perhaps slightly fashionable at the moment, lacks the traditionally accepted standards, levels
of training and competence of traditional research, and hence the quality of the outcome
might be doubted. It might wrongly mislead others into considering that “user-research” is a
somewhat subordinate, second-class field whereas “researching from a user standpoint” is
simply announcing our values plainly where all can see them

Whether we like it or not, when users and mental health professional teams meet together,
although the user viewpoint might be given weight in the debate, the conclusions are often
drawn by the professionals with their status of “Doctor”, their extended knowledge of
training in mental health and their experience in the field. Whilst user expertise is viewed as a
useful although perhaps rare input on a client’s case review meeting, it is the professional
who takes the direction, leads the debate and makes the conclusions. How then, as users, can
we meet professionals on equal terms and ensure that our standpoint is not put aside, albeit

with reasoned politeness, in the final summing up?



Living the hypothesis

I had never considered re-training in the field of mental health until I was diagnosed with
bipolar disorder. Doing a BSc (hons) in psychology seemed a cheaper and more convenient
way to work through issues of mental health whilst gaining a qualification than 3 years of
private counselling would have offered. I had never considered pursuing an MSc in social
research methods nor undertaking a PhD until I realized that my ideas for living a more
balanced and happier life with the illness might be put to the test and, if successful, might be

made available to others to enable them to also live more fruitful lives.

It seemed that since I had got my life back on track after two manic episodes with psychotic
features, lost 4 stone in weight and stopped drinking for a year whilst building a new life in
England after 14 years spent abroad, that I was effectively living this healthier lifestyle. It
also seemed plausible that I could formulate my ideas for a lifestyle development training
into a course manual that could be taught to others. It seemed a plausible hypothesis that this
might also result in tangible benefits for the group participants. It seemed reasonable that if I
could change for the better, if successful, the training could help others to change and I might
influence the adoption of the training by services so that it could be offered more widely to

those who might benefit from it.

This then was my aim: to influence change from a standpoint of equality, from within the
group not from without and equipped with tools to make that influence stronger. Effectively,
to win them over or to beat them, I had to join them. I had to achieve the similarly highly held
status of ‘doctor’. In order to influence change, I had to take account of what perspective they
had in evaluating the research they considered worthy. I also had to sell my perspective by

being a walking advertisement for it. I had to ensure a presence amongst them.

Researching with an eye on others’ perceptions

A number of issues naturally cropped up: design, methodology, outcome measures, analysis,
my own standpoint, validity of findings, etc and how the training would be presented to both
participants and mental health professionals I intended to engage in the study. All these issues

were considered with an eye on what I considered to be of value but also what would be



considered of value by the ‘professionals’ both in the field of research and of mental health,
so that the study would be taken not only as a piece of user-research but as a piece of research

in its own right.

Indeed, why make the distinction of user-research as opposed to just plain research from a
user standpoint? I do not see this as advancing our work from a user perspective, only
damning us to a separate, perhaps subordinate sub-group of researchers.. All research is
value-laden. Whether we admit it or not, we all start with a history, a perspective, a
hypothesis. Research from a user perspective is still research but with the twist of penetrating
that world where academia and mental health care professionals have until recently been
allowed free rein. Research is research and I was determined that my work would stand or
fall on the quality of the work, not from its standpoint alone. Indeed, whilst reading this,

some might question whether I am a ‘user-researcher’ at all?

The Training: Not throwing the baby out with the bath water

In writing the training, I took the view that whilst considering what techniques users had
found helpful in dealing with the illness, I must also look further afield at what techniques
were being used by professionals in their work with clients with bipolar disorder. A variety of
therapies were on offer from professionals — social rhythm, interpersonal, cognitive
behavioural therapy, family, medication, etc —and only illness management or more ‘soft’
self-help were provided by user groups. I felt that it was a didactic or taught training
encompassing a more holistic or ‘whole life’ approach to a person’s life that was needed, as it
touched all areas of life. I had decided on a more concrete taught approach as, with learning
any other new skill for the first time, like driving a car for example, it is traditionally
accepted, indeed required by law, that best results are acquired after a period of learning,

assimilation and practice with feedback.

Additional ‘common sense’ techniques derived through my own personal experiences of
getting the most out of life were incorporated so that the training now addressed a person’s
whole life. Whilst this seemed sensible to me, having had to rebuild my own from scratch, it
also seemed wise to incorporate tried and tested professional methods. Rebuttals for

acceptance of the training would be fewer as effectively many of the methods employed in



the training are currently available, although not widely on offer, from services and to date

are not presented in this more holistic form.

Called “In-Sight”, my training for people with bipolar disorder was named with a view to
helping others achieve greater awareness of the illness and a practical “can do” approach to
managing it. It was also so named because, from a professional standpoint, loss or
maintaining insight is often taken as a vital gauge in the assessment of a person’s mental

health or ill health.

Insider’s view outward - Qutsider’s view inward

A case study approach was chosen for the overall design as, working on my own, this
allowed for a minimum number of participants for the study. It also allowed multiple sources
of data - questionnaires and interviews from clients, professional interviews, medical notes,
my own observations. Triangulation of these sources of data would allow an overall picture
to be built up to establish any change in participants following the training. I was conscious
that whilst my aim was to clarify participant change through their own accounts, [ wanted this
change to be confirmed (or not) by mental health professionals, especially consultant
psychiatrists as team leaders, to act as a sort of ‘external validity’ to the findings. It was
important to me that both a subjective perspective from the participants and an objective
perspective from the mental health professionals triangulate to confirm validity, and for me to

attempt to explain any discrepancies in reports.

Whilst both professionals’ and participants’ reports on any change might be considered
subjective, this standpoint is taken to mean that objectivity is from the outsider’s perspective
looking in on the participant, and subjectivity the insider’s perspective of the participant
looking outward. In this way, external validity could be likened to an objective view on what
is a subjective state of mind and reports would likely describe detailed behaviours, rather than
changes in mood states or associated feelings or meanings connected to these. It was also
possible that participants might report changes that were not observable by or reported to

their team, and professionals report changes that had gone unnoticed by participants.

Again, as a researcher, and even more so as a researcher working from a user standpoint, |

needed this confirmation of findings in order to give more weight to my work and increase



the likelihood of having the training adopted by services, should it prove successful. This aim
of incorporating mental health professionals’ views would be encompassed within what was a
user-led piece of research, with my own participant observations making sense of the whole.
This sense of directing and making sense of the whole project I believe is vital to the final
understanding and emphasis that is placed on the findings. I hoped that this, coupled with the
research being carried out towards achieving doctoral status, would rule out any objections

about the work being a second class or weaker piece of research due to its user standpoint.

Incorporating others’ standards for greater change

Within this case study approach, an experimental design was adopted for the research. This
was both strategic and through choice. Society awards high status to randomised controlled
trials. Randomly allocating participants to either the training group or a control group (care as
usual) seemed the best way of appealing to those who would judge this work with an eye on
that benchmark. So, whilst the pilot group had 8 participants with no controls due to poor
recruitment, the main study group started with 8 participants and a control group of 6. It was
also my personal choice to use an experimental design; I know of no one who would consider
taking medications in any area of health without the assurance that these had been tested

rigorously and been found more effective than sugar pills alone.

Data collection methods were similarly chosen on the basis of techniques that are nowadays
given more weight, ie. quantitative data methods (questionnaires) were used together with
more user-friendly qualitative data methods (interviews, my own observations and medical
notes). Interestingly, I chose subjective participant views collected by quantitative methods

and objective professionals’ views collected by qualitative methods.

Outcome measures for questionnaires covered aspects of mood, coping, empowerment and
quality of life. It seemed that whilst mood stability and coping were essential to managing the
illness, quality of life was equally essential to gauge how the training might positively
influence many different areas of life impacted upon by the illness. Empowerment, the only
user-constructed measure, indicated for me enhanced belief in coping and personal

development.



Whilst quantitative analysis with SPSS for the questionnaires gave a good overall ‘group
snapshot’ on overall change following the training, the qualitative analysis with Nud*ist for
the texts enabled a more detailed and personal picture to build up for each participant and for
the group as a whole. Effectively, the numbers data gave me the broad brush strokes; whereas
the texts, some 160 in all, enabled me to fill these brush strokes in. The whole of the data
informed the case study and the emergence of an overarching model of how the training

appeared to impact on positive change.

Whilst working on the study, it was interesting that my two supervisors came from two
different backgrounds and different epistemologies. One, an academic, favoured a more
phenomenological approach and qualitative textual data; the other, a psychiatrist, favoured a
more positivist, quantitative, experimental approach. During the past few years, I have
happily sat in the middle of them and made up my own mind that both approaches and
epistemologies are useful and have much to add, hence a more eclectic approach to my work.
My own initial eclecticism and also the need to explore the different ‘tools of the trade’ of a

researcher were great motivators for putting this eclecticism into practice.

Validity of findings

I was conscious of the fact that this research was ‘user-led’ — in fact it was user inspired, user
developed, user written, user delivered, user analysed and user reported — it could in fact be
viewed as ‘user invented’. I wanted to dispel any doubt as to the validity of my findings and
as a student learning new research tools, have a second pair of eyes to check for any
mistakes. I therefore decided to have my quantitative data audited for the pilot and checked
thoroughly for the main study by unbiased University researchers (i.e. objective as outsiders’
looking in on the work). With one or two data errors, without resultant change to the findings,

my findings were confirmed.

In a similar manner, I had the opportunity to take on a research assistant during the study with
whom [ compared my analysis of the texts for one participant who was followed for 18
months. Similarities of categories and of emphasis given to changes were noticeable, as were
changes that were on-going. Joint interview preparation and joint interviewing with this non-
user research assistant and confirmation from a consultant psychiatrist on changes in this

participant confirmed validity of findings of this textual analysis.



Some interesting results, from within and without

You may be wondering what the study results showed? I am pleased to say that those who
participated in the training groups reported more stable mood, more good coping strategies
(such as instrumental and emotional support, positive reframing) and fewer bad coping
strategies (such as denial, substance abuse) They reported greater empowerment and
improved quality of life post-training in comparison to pre-course scores. The control group
showed no changes in these areas. Further, participants generally reported improvements in
the ‘skills’ area of the course (better communication, greater assertiveness and anger
management) which impacted on better relationships in general and interestingly on a change
in attitude towards their mental health professional team. Improvements were also reported in
the ‘lifestyle’ area of the course (more structure and balance, awareness of healthy eating and
weight management, more exercise and an improvement in living conditions). Participants
also reported a greater understanding and a more positive approach to viewing past traumas

in their lives and how this had impacted on their current behaviour.

They took more responsibility for themselves and less responsibility for others leading to
what one participant called ‘stepping a different way’ in her life. All participants who
experienced a mood swing coped with it successfully during the period of the study and these
improved coping strategies were fed into and reinforced by improved skills, lifestyle
development and the positive reframing of past trauma. These improvements in coping serve
to maintain mood stability, help a person stay well for longer and serve to move a person on
in their own development where he or she then starts to renegotiate the system to move on
further. The interaction between these improvements led to a sense of greater empowerment,
improved sense of self, a brighter future outlook and improvements in quality of life which in
turn fed back into the areas that would confirm the continued use of adaptive coping
strategies, helping to maintain greater mood stability and personal development. (NB please

refer to the diagram of the model at the end of this chapter).

Interestingly, mental health professionals also reported that participants showed a greater
understanding and acceptance of the illness, were more able to articulate their feelings and
differentiate between what was the illness and what were their ‘normal’ feelings. They

reported that participants were more stable in mood, better able to recognize signs of illness



onset quicker and quicker at putting into practice adaptive coping techniques, thus attenuating
a major mood swing. Professionals reported that participants acted more responsibly towards
themselves and towards medication and some were noted as having developed their
relationship with their professional team towards a more constructive partnership and away
from needing a more directive approach. Participants reported through their mental health
team that they had enjoyed the course, the vital ‘time out’ for themselves and found the group
of similarly diagnosed people to be supportive, de-stigmatising and enabling greater

socialisation.

Some mental health professionals reported that participants were more aware of symptoms,
although this initial post-course reaction to learning about mood management and gaining
more insight into the condition appeared to be quite natural and later faded as this new
awareness was integrated into a person’s own standards of what was ‘normal’ for them and
what was not. Like learning to drive a car, when every gear shift is a conscious action,
participants took time before assimilating this new knowledge into a more automatic and less
thought-demanding process. Whilst some mental health professionals were delighted that
their participants were more responsible for themselves after the course, others needed their
participants’ reassurance that they would not be sidelined in the event of a mood swing. As
the coping strategies also included consulting mental health professionals in the event of
becoming unwell, this had been incorporated into the training. Finally, it is worth mentioning
that in progressing along their own individual path towards recovery, participants had to
renegotiate their further progress with their mental health professionals and that these
professionals had to step back in order to give this process of development and responsibility
room to grow. Needless to say, the timing of this renegotiation of progress was not always

synchronised.

When researching for change, these ‘positive for the insider’ and ‘observable as positive by
the outsider’ perspectives triangulate to confirm benefits for both the participants in the
progress they wanted to make in their lives and for the mental health professionals in the
improved quality of their therapeutic alliance and the progress in the approach to the care
they might now offer. These double benefits are more likely to lead to the training being
offered to those with the illness. In research terms at least, it would appear that ‘further study’
is indeed warranted with a larger study sample. The fact that [ have remained mood stable for

the last nine years whilst living and writing this training might be considered by some



researchers as irrelevant. However, it might be considered by others to be the very crux of

the hypothesis itself and illustrative of what research from a user standpoint is all about.

User-Researchers as pioneers in the ‘grey zone’

Whilst I was conscious of working in an environment that might be difficult to penetrate as a
lone user-researcher, I was also conscious that I was crossing into some sort of grey area,
some pioneering zone that stretched between the users and the professionals, especially in the
field of mental health and mental health research. It was for this reason that, whilst I had
chosen for my base a day centre run by the voluntary sector, and had gained permission to
use their address on my personally created letterhead, I also felt I needed the logos of both the
University and the county NHS Trust. I felt that this piece of research would have a greater
potential for change if it was perceived to be interdisciplinary and collaborative. In addition,
as a prerequisite of doing the study, after an honorary contract signed with the Trust, the title
of Clinical Research Fellow was duly added under my name. To influence change, I believe
there has to be change. This initial change gave me status and my Trust identity badge gave
me membership of a closed circle that initially did not take to my presence comfortably at

their weekly case study meetings.

However, attend them I did, as these doctors would be those who would give me their
feedback on changes in participants (their patients) and I was aware I had to work at this
goodwill to win them over. Several were welcoming from the start, one or two took years of
my presence to accept me; thankfully a hostile response was rare. I knew that since I had
crossed over the professional boundary into the area called ‘mental health service user’, I
would always be perceived as the user first, and the researcher second, as unfortunately some
people’s perceptions would implicitly seek to prevent a person ever to make the ‘return

journey’.

I felt I needed to achieve doctoral status to make the user perspective somehow more valid,
for it to carry more weight in the debate and possibly to enable me to challenge this
incongruence from a viewpoint of equality. Being called ‘doctor’ would just make things
simpler and cut through the status of it all, making my point of view as important as anyone
else’s in the room, at the summing up of the case study meeting. I wanted the user standpoint

to have equality but that meant refusing the ‘user’ label, brushing off others’ perceptions as



inadequate and outdated, and trying to cross back over the boundary to re-enter the

‘researcher’ area.

I was grateful that my own consultant psychiatrist, who encouraged me in my work, was
comfortable with a patient who was fast becoming more of a work colleague. In my
discussions with him, I often referred to this as the ‘pioneering grey zone’ and we both
acknowledged that some were not as comfortable as others with this new challenge.
Fundamentally, though, I believe it is very much their problem, not mine. Even as I am
writing this, I am aware that the us/them dichotomy is still being imposed upon me; other
people are uncomfortable about allowing me to look any differently on an opportunity that
might not only be helpful for me in my own personal development, but might open up the

possibility of development in research in general.

User-Researcher: 2™ class researcher or ideal travel guide?

From the very beginning, I was conscious of this ‘user/researcher’ dichotomy — to
professionals I was the user, to my participants I was the researcher. This No-man’s Land
between the two became what I perceived to be this perfect bridge and unique insight that
could bring the two together to influence change. I believe that a more rounded and detailed
work can be rendered by users who are researching - more complete for having this
knowledge of the sensations, depths of feelings and meanings and the abject horrors of how
illness can impact on ones life. Textbooks on research can be read; personal experience is
lived real experience and no reading or memorising of texts or testimonials can ever hope to

make this a living and breathing experience for non-user researchers.

Unlike Schutz’s researcher who takes on the viewpoint of a ‘stranger’ who arrives for the
first time in a town and builds up his understanding of people’s actions through noting
patterns of behaviour through close observation, I believe that the user-researcher is the
perfect translator of understanding and meaning from a user perspective. The user-researcher
is the person who would guide Schutz’s stranger as he alights to take his tour of the town,
showing him local colour that he would miss in the recommended guidebook, exploring with
him the importance of the town and meanings for its people with the appropriate vocabulary

that he would not otherwise experience or indeed ever hope to truly understand.



Some might liken being a user-researcher to the stance of a native ethnographer who bridges
two cultures.. Native ethnography again picks up the theme of the identification between two
differing cultures, serving as bridge between two worlds or what I like to call the ideal cross-
cultural ‘translator-travel guide’. If we are to be mindful that academia may be elitist, we
must also allow for the possibility that as user-researchers working in this rare pioneering age
of cross-culturalism, we could also find ourselves as a somewhat small sub-group or ‘elite’

and whether this actually serves our purpose well?

User-researchers: their own elite?

In calling ourselves ‘user-researchers’, we are not well served by distinguishing ourselves as
a race of researchers apart from the rest, implying that we would tend to put our standpoint
first, rather than the quality of the work that would seek to emphasise this very standpoint.

We do not need to do this as our work is already doing that for us.

As perceived firstly as service users with the research quotient tacked on behind, we risk
being viewed by some as dabbling in research, not primarily as competent, trained and
experienced researchers who stand by the quality of their work. We risk being sidelined into a
sub-group whilst mainstream research maintains its super-ordinate status, into which we are

denying ourselves entry.

In announcing our standpoint first, we are perhaps unaware that the outcome of our work will
be initially considered on the basis of that standpoint and viewed from that perspective alone.
Resultant outcomes, like behaviours emitted from a person with a mental health diagnosis,
are then perceived in the light of this overriding theme, and the actual competence and quality
of the work, like clients’ behaviours, are only explained within the confines of this limited
view. We in turn might find this limiting. If we do not remove this primary emphasis, we are
not likely to achieve much nor very quickly as we are in fact boxing ourselves in, just as any
diagnosistic label might inhibit the person from achieving any more than the label will allow.
By standing outside that which we wish to influence and not putting our research skills first,
we are probably not making a good long-term choice. In as much as we try to refrain from
using nouns to describe people’s mental illnesses, i.e. we replace ‘schizophrenic’ with ‘a

person experiencing schizophrenia’, likewise 1 feel we might be better served if the



abbreviated ‘user-researcher’ was reversed to ‘researcher from a service user standpoint’ or,

as no work is value-free, simply ‘researcher’. I feel we would get more mileage out of that.

Whilst we may fear being assimilated into the overriding ‘traditional research’ identity, or
being sidelined by more traditional approaches not favouring our own, we are not allowing
ourselves the possibility of belonging to the wider research community. This participation
does not mean giving up our own user standpoint identity but being both within the wider
research community and separate from it in our own standpoint group. I find it interesting
that, at a time when the different sections of psychology are going through a period of
change, researchers engaged in work from a user standpoint might also benefit from the more
positive approaches to conflict and diversity management applied, so that we might position
our work for maximum benefit within a more organic pluralist approach. This would seem to
allow for the wider research community housing many different standpoints involving all in

the change and developmental processes which I feel sure we would wish to influence.

When we speak about engendering change, it is also the change of the whole group of
researchers from a user standpoint that must be aware that if our work is to have real effect on
mainstream research, we must influence it by participating in it. We must allow ourselves to
enter that wider ‘research’ group, not stand outside of it by announcing our differences, rather
than our similarities, first. As in my own research study, it is not easy to be allowed by
mental health professionals to cross back over the boundary and leave the ‘service user’
subordinate to the ‘researcher’ but it is a necessary journey for real change, for both service

users and mental health professionals.

For change there must be change

[ thought it a testimony to my consultant’s forward thinking that he was aware that these were
pioneering days in user involvement and research and that he was comfortable with this. For
those who were not so at ease, my attendance at these case study meetings had apparently
changed the tone of them. But I was aware that to engender change there must be change.
Coming from two different perspectives, two different standpoints, one medical, one user,
could mean that we would meet somewhere in the middle of this grey pioneering area, but
still remain with our two different and opposing views. That was not what I hoped for nor

how I see this story ending if we are indeed all to move forward together. I wanted not to start



from the ‘user perspective’ but to start from a different one, a fresh one that I hoped would be
more constructive. However, how to start from this fresh perspective if others are more
comfortable viewing you as the service user with its inherent standpoint? I realised that I
would meet professionals coming from their standpoint, defending their values, their training
and personal experience, their way of how things might be done, and up until then, how
things had been done. Effectively, they would be defending their power as unable to choose

from other more constructive behaviours.

It seems to me that we have a choice of how users, and researchers from a user standpoint,
might proceed. Either we start from opposing sides and achieve equality through hard-bitten
struggles, and we win out, as win out we undoubtedly will, or we start from a new
perspective which I hope my research is testimony to: we incorporate both perspectives to
move forward together. Therein lies the challenge: whilst some are willing to work in this
new pioneering area that lacks clarity, that makes you question what you do and how you do
it, some are unwilling or unable to leave their past behind, whether professional or user, to go
a new way. As my own research participant reminded me, it is a case of ‘stepping a different
way’ and for me that means change for all of us, as researchers from whatever standpoint,
and for mental health professionals and service users in general, else we limit our own

potential for real change.

Do we want change or transformation?

In these pioneering days of researching from a service user standpoint, a standpoint that is
theoretically at the heart of mental health services, those who have the skills and tools and the
lived experience, as well as the insight into the meaning and value attached to that lived
experience, have the chance to engender real change. The question is whether researchers
engaged in user viewpoint work would wish for permanent transformation and to lead on

good practice in allowing us all to ‘step a different way’?

In my work, in as much as I have incorporated both the outsider and insider perspective to
note changes resulting from my training, I also think that choosing one perspective above the
other is not much of a choice at all. It is neither the user viewpoint nor the more medical
traditional research perspective that should be given more weight than the other. As services

become increasingly ‘client-centred’ and indeed ‘client-commissioned’ it seems clear which



perspective will eventually win out. However, as in my own research, not throwing the baby
out with the bath water would mean improving on the old, not simply disregarding it.
Whatever route research from a user standpoint takes to develop and engender what I hope

will be permanent transformation, it is all hard work!

Like anything worth doing - academia means work!

Academia is all hard work, and that means that anyone can do it if they are prepared to put
the effort into it and want it enough. That means you. It is certainly not easy; working as a
lone researcher can be isolating and your self-reliance and thinking processes are always
developing, but it’s never boring. It is never without value and it never loses its motivating
forces for you, as you aim to drive through change in an environment that may seek to
question every move you make or decision you take and whose behaviours you naturally
question in turn. Your ultimate responsibility for the project resides with you. Whether the
work gets done or not is up to you, but ultimately the greatest motivator is that your work,
now validated as effective, may be offered (as in my case) to all the other service users with
bipolar disorder. The final act for change must be the aim to make practical use of your study
in making it available to all: hence my current challenge of establishing a new service where

the training might be offered - not another object on my shelf to dust!

As my study is concluding, there is a great sense of personal satisfaction that I have worked
hard at developing my skills and thinking processes to gain the status of a recognized trained
professional researcher with doctoral status. I feel that, as the ideal ‘translator tour guide’, I
am able to offer up a deeper understanding of the user perspective to those who will always
be without this vital component. As you may imagine, this has also been a time of much
personal development. The final impact of influencing change and increasing the swiftness
with which we have become accustomed to see this change take place is hopefully also likely
to increase. As I have consistently worked with this aim in mind, I would certainly hope that
to be the case. I find that an interesting hypothesis that I hope many of you reading this would

like to explore further. I wish you all the best in your future doctoral work!



A Personal Testimony on experience with Bipolar Disorder
For the NICE Guidelines on Bipolar Disorder, 2006

Square One — the Diagnosis
Heather Straughan

At 31 years old I had a “breakdown” in France where I had been living for some 10 years. I
was told by a French psychiatrist that “I would always be vulnerable, like a vase which had
cracked” but was offered no diagnosis or explanation of how this might have happened or
how I might try to make some sense of this experience. Whilst trying to come to terms with
the frightening experience that had shaken me to my very core beliefs and values and
questioned everything I had hitherto come to take for granted, and challenge any rosy future
that I had counted on until that point, this message of vulnerable and unrepairable self was
reinforced by all contact I had with French services. At 34 I had my second “breakdown”,
still without any diagnosis offered, but a consistent message of ever-growing vulnerability, an
increasing dependency on a system that offered no hope outside medication and a second
unnecessarily protracted section in a French asylum, which resulted in my father having to
come to get me out in person.

Returning to England, and no need for continued hospitalisation, after translations of medical
notes and a plain commonsense approach from a locum psychiatrist, I was given a diagnosis
and my hope of recovery and determination to understand the implications of this was
allowed to begin. It was initially a handy “hook to hang things on™ as I attempted to sort out
my two manic episodes with psychotic features, three sections in a foreign country and my
ensuing disrespectful treatment in a French asylum from a now British more forward-looking,
supportive, client-centred recovery-based approach in the community that offered hope,
empowerment and support in enabling me to move forward and out of a tangled mess, of my
life and my psychosis.

It is hard to describe psychosis. It is like a waking dream and reality that merge, slowing
leaving reality behind as you enter an increasingly frightening new ‘reality’ of seeing things
and people that aren’t there, hearing voices which don’t exist telling you to do ever
increasingly irrational, dangerous and injurious things. All this tinged with ever-growing
paranoia. As the psychosis takes hold, and this is combined with a manic mood swing, it is
possible not to feel hunger, not to need sleep, not even to feel pain, as the body is whipped up
to maximum motor output, the mind is racing at top speed making impossible connections
between evens and the heightened euphoric emotions all combine together to direct some
deluded ‘mission’ that you are convinced that you are on. The ultimate heights are when such
is the now ingrained belief of this mission, a personae is adopted at full mania. My adopted
personae thankfully tended towards the good ones: Mother Earth and God’s Daughter as the
second coming of Christ. I say thankfully as my psyche did not go for the Angel of Death or
other ‘evil’ characters.

Square One, I called it — the day I was given a diagnosis. Despite the horrors of psychosis,
believe me it is actually less frightening than not to have been told what the illness was and to
live in the fear of something you know nothing about happening again, and for it to actually
happen again, and having been given no hope to understand and no skills to be able to cope
with it. The fear of the unknown is always the worst. I’'ve faced my worst fears.



My psychiatrist could offer little practical help other than to mention the Manic Depression
Fellowship whom I contacted to join a local self-help group and follow their self-
management training course some years later. During this 6 week course, I learned to call a
breakdown an ‘episode’ and how to recognize and cope with them. I learned there were
others like me with the same illness and accepted it as such. I learned that people with bipolar
disorder were actually quite talented, intelligent, empathic individuals who had much to offer
society and I was one of them. Drug maintenance with mood stabilisers was discussed at
length with my psychiatrist although it was not until some three years after my second
episode that [ was given a 6 week psychological therapy dealing with becoming more
assertive in relationships, a weakness I wanted to strengthen. I had decided early on that
Square One would not be my Final Square and that the diagnosis, although much needed to
move forward, would not make up my entire person. [ was more than my diagnosis and
always would be.

I am sorry to say that what I needed was not on offer at the time. Nor is it still. I needed a
therapy that would teach me the skills and encourage me to rebuild my life, my ‘self” which
had been shattered by my experiences. Rather than dwell on this through possibly years of
expensive private counselling, I followed and gained an honours degree in psychology,
determined to improve my understanding. I worked for the Manic Depression Fellowship
coordinating their research into their self-management training programme whilst realizing
that, like me, people with bipolar disorder were much more than their illness and hence
needed a more holistic, comprehensive approach to training than simple mood recognition
and management, so I started to develop my own.

Following on from my masters in social research methods and now completing my PhD
investigating “In-Sight”, a lifestyle development training programme for people with bipolar
disorder I wrote, and have found effective, I can look back and honestly say that I have
turned this luck of the draw of having bipolar disorder into a benefit for others with the same
diagnosis. The training offers insight into the condition and a hopeful recovery approach that
is attainable. I wrote the training by living it to get better. But this training is still not
available to those who might wish for it, only piecemeal therapies leaving a holistic positive
approach, user-led in a group format for social support, untouched. Why is that? When
research points to bipolar disorder affecting every part of your life, often leaving it in ruins,
that a holistic therapy does not exist that would help people to rebuild it as a whole?

My relationship with my psychiatrist has been excellent. I could not have wished for a more
supportive, person-centred, empathic individual who has encouraged me in my understanding
and later research of this disorder. He often threw my questions back at me as he was aware
that I was now working in mental health and was regarded more of a ‘coach’ or my ‘sounding
board’. It was I who asked if my diagnosis was indeed Bipolar I, which he confirmed. The
initial rare visits from Community Psychiatric Nurse and Social Worker did nothing to
support my desired ambitions only limit them to cautious, lowly objectives combined with
opportunities for them to monitor. After a few visits of this nature, I felt I had to tell them that
I would telephone them if they were ever needed. Now discharged from secondary services, I
am reluctant to rely on primary care who are not yet equipped to deal with mental health
issues and so prefer to keep the door open with psychiatry, so that I might receive support as
and when I might require their valued perspective. My relationship with my GP is limited to
e-mailing requests for repeat prescriptions for Carbamazepine, 200mg/day, which I have fine-
tuned down to twice annually.



My PhD work has brought me into contact with many psychiatrists who in the majority are
genuinely striving to empower the client whilst having to balance this with the ultimate
power of being able to decide who is sane and who is not and to deprive of liberty in a
section. Not an easy job. My recent work as Chair of ViewPoint, the Hertfordshire charity
enabling mental health service users to put forward their views in order to shape services has
allowed me to encourage others to hope for a greater recovery and to take a greater part in
how they would wished to be treated. Empowered, I am empowering others.

Since Square One, I consider I have come a long way. I have had the painful but liberating
opportunity to discuss my upbringing with my now deceased mother and how her
expectations and protectiveness of her single daughter contributed to my hitherto
perfectionism, criticalness, self-doubt and need for approval. I learned to call this ‘expressed
emotion’ and know how much this plays a part in the illness and the recovery from it. I also
learned in her lifetime not to attribute blame to what were her good intentions for me and to
forgive.

As to the Final Square, I don’t believe there is one. I believe that although mood swings will
come and go — [ have experienced only minor short-lasting bouts which have been
successfully self-managed since my last episode over 8 years ago in France - I believe that
after a period of mental illness, there is the real possibility of growth. Not simply a return to
pre-morbid functioning, which was obviously not functioning that efficiently in the first
place, but a real opportunity to turn mental illness inside out and derive personal development
from it, towards self-actualisation. Now concluding my research to achieve the status of
‘Doctor’, I also believe that bipolars have a depth to their talents and their personalities, have
enriched society with them in the past and have much to offer society in the future. Such are
the life destabilising horrors of a full-blown manic episode with psychotic features, such can
be the potential for turning this psychic depth to a positive flip side. Like Piers Allott, the
NIMHE Fellow for Recovery, I too believe that recovery can mean moving on to achieve
more, not just recuperating what is lost.

It all starts with Square One.
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