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Course participants learn to shift their attention from disease to
health, from a critical to an accepting attitude about
themselves, and from despair to hope and belief in their own
ability to cope.
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Background: Fibromyalgia is characterised by widespread muscle pain and fatigue,
and can result in a significant illness burden, sickness absence and a need for health
services. Treatment options are limited, and many feel that they are met with little
understanding. The Vitality Training Programme (VTP) is a group-based course that
can improve a person’s ability to manage daily life in the presence of health
challenges, and thus bolster their health and capacity to cope with the disease.

Objective: The study is part of a larger research project that seeks to improve the
treatment options for people with fibromyalgia. The objective of this sub-study has
been to investigate the experiences of people with fibromyalgia with the VTP course
and the significance of the course for their daily lives.

Method: We conducted an explorative qualitative study comprised of individual
interviews with six people, all women from 20 to 50 years of age. The interviews were
held three to four months after completion of the VTP course. A semi-structured
interview guide was used. The analysis employed Malterud’'s approach for systematic
text condensation.

Results: The course was significant for the participants’ daily life. In particular, the
participants stressed the importance of recognising themselves in each other’s
experiences and feeling accepted by the group. The analysis resulted in three main
categories: 1) understanding oneself in light of the group, 2) the course as an arena
for learning to accept oneself, and 3) dealing with the challenges of daily life.

Conclusion: The study shows that the VTP course can help people with fibromyalgia
to relate to themselves and the disease in a more caring, accepting way. This entails
changing their understanding, attitudes and actions regarding their own situation,
which is especially crucial in the case of a complex, challenging illness such as
fibromyalgia. The VTP course can help participants to shift their attention from
disease to health, from a critical to a more accepting attitude towards themselves,
and from despair to hope and belief in their own coping ability. Participants continued
this process after completing the course. Group belonging was highly significant,
especially for feeling accepted, recognised and supported.

Musculoskeletal disorders cause significant health challenges and are among the
most frequent reasons for sickness absence and the need for health services (1, 2).
Fibromyalgia is one of the most common musculoskeletal disorders in Norway,
affecting 3-6 per cent of the population (1).

People with fibromyalgia experience widespread muscle pain, fatigue and sleep
disturbances, and they can also have cognitive difficulties, digestive problems and
depression (3). These challenges are described as an ongoing struggle that requires
adjustments in daily life (4).



Common coping strategies include planning one’s daily life, reducing stress,
employing distraction techniques and ‘putting on a mask’ in order to function normally
(5, 6). Social support is crucial in daily life (5). People with fibromyalgia are generally
in poorer health than the population as a whole (7). Women comprise almost 90 per
cent of those with the diagnosis (8).

Despite the prevalence and burden of fibromyalgia, the diagnosis has low legitimacy
(9). It is also controversial because the diagnosis cannot be confirmed with objective
findings. Patients find the lack of understanding among healthcare professionals and
in society to be a significant added burden (10).

International guidelines recommend that treatment focuses on improving the patient’s
health-related quality of life through a holistic approach and recognition of the
disease as complex and multidimensional (11).

Treatment should be personalised for the individual, and the patient should be
actively involved in choosing the treatment options. Non-pharmacological
interventions are recommended as first-line therapy. Research shows that the most
effective approaches are physical activity and cognitive therapy (8, 11).

Group-based interventions may be beneficial

Group-based interventions that focus on self-management can have a positive impact
on chronic disease, but more research is needed to ascertain which approaches work,
for whom and for how long (12).

The Vitality Training Programme (VTP) is a group-based course aimed at enhancing
the patients’ abilities to manage their lives with health challenges. It is conducted in
groups of eight to twelve people. The course employs mindfulness practices,
cognitive reflection exercises and various creative methods such as drawing,
movement, music and picture cards to increase participants’ awareness of their own
behavioural and thought patterns and of the potential to make new, more beneficial
choices.

Participants in the VTP course endeavour to enhance their self-understanding. The
course has been developed around ‘life topics’ that can be affected by living with
long-term health problems (Table 1) (13, 14). The basis of the course is the
relationship between thoughts, emotions and bodily experiences, as well as the
recognition of individuals as self-experts (14). VTP course leaders are certified
through a post-graduate education programme (15).



Table 1. Vitality Training Programme

Course topics
10 sessions of 4 hours each on the following topics:

¢ If my body could talk...

¢ Who am I? Self-perception and self-image

¢ \Values — what is important to me?

¢ What do | want? Setting boundaries

e Strengths and weaknesses

¢ Bad conscience

e Sorrow

* Joy

e Anger

¢ |ndividual resources, possibilities and choices

Importance of health promotion

The VTP course takes a health-promoting approach and is based partly on the theory
of salutogenesis, which addresses how health is created and maintained (16, 17). The
salutogenic model defines health on a continuum, focusing on the factors that
promote health rather than on those that create disease.

The resources available to individuals, groups and society for counteracting stresses
and strains are known as ‘resilience resources’, and include social support and active
adaptation (17).

Previous research on the VTP course

The effects of the VTP course on chronic musculoskeletal pain and inflammatory
arthritis has been evaluated in two randomised controlled trials (18, 19). These trials
showed that participants had achieved less stress, better pain-coping ability and
greater mental well-being. The effects continued or increased one year after the
course ended.

In addition, the group with inflammatory arthritis experienced greater self-efficacy
and less fatigue (18, 19). A qualitative focus group study showed that after completing
the VTP course, people with rheumatic diseases had an altered understanding of
themselves — both as a healthy person and as a person with an illness. They
acknowledged their emotions and needs, and valued participating in a group where
they were understood and taken seriously (20). Another qualitative study showed that
the participants coped better with their pain and developed a heightened awareness
of the relationship between their thoughts, emotions and bodily experiences and of
their own resources (21).
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Hallberg and Bergman note that people with fibromyalgia may benefit from group-
based courses that recognise and support their efforts to cope with disease (6). The
VTP may be such a course, but it has not been tested specifically in patients with
fibromyalgia.

Objective of the study

Our study is a sub-study of the research project Improved management of patients
with fibromyalgia: evaluation of an integrated care model’ (ISRCTN96836577)
conducted at the National Advisory Unit on Rehabilitation in Rheumatology in Norway
(22).

The main study is a randomised controlled trial in which patients from 20 to 50 years
of age with fibromyalgia attend the VTP course and then take part in personalised
physical activity at a municipal Healthy Life Centre. The objective of our study was to
investigate fibromyalgia patients’ experiences with the VTP course.

The research questions were as follows:

« How did people with fibromyalgia perceive their participation in the VTP course?
« What significance did the VTP course have for their daily lives?

Method

To gain insight into how people with fibromyalgia perceived and experienced the
significance of the VTP course, we chose a qualitative, exploratory design with
individual interviews (23, 24).

Recruitment

Participants from various course groups in the main study were invited via letter and
telephone to participate in an interview. Five of the 13 people contacted agreed to
take part. Those who declined said they had limited time or energy or that they did
not want to participate.

Due to the low response rate, we chose to include one additional person with
fiboromyalgia who had attended the VTP course outside of the main study (Table 2).
Following the interviews, we felt that the same themes recurred and that we had
collected a rich set of data. As a result, we decided to end recruitment to our study.



Table 2. Participant demographics

Participant Age Employment status Civil status/children

1 40-50 Employed In a relationship, has children

2 20-29 Employed Single, no children

3 40-50 Employed In a relationship, has children

4 40-50 Unemployed Single, no children

5 20-29 Student In a relationship, no children

6 30-39 Employed In a relationship, has children
Ethical perspectives

The study has been approved by the Regional Committees for Medical and Health
Research Ethics (REC, reference number 2015/2447). Participation was voluntary, and
participants signed a statement of informed consent. The participants were informed
that they could withdraw during the study. The interview texts were anonymised
during transcription.

We were intent on taking care of the participants and ensuring that we did not subject
them to pressure during the interviews. We offered to have a follow-up conversation
with the participants after the interview if they felt the need for it.

The interview process

We wanted to gain knowledge about the lasting impact of the VTP course, so we
chose to conduct the interviews three to four months after participants had
completed the course. We began the interview by giving the participants information
about the project, the purpose of the interview and the interviewer’s background, and
then told them that their critical reflections were important. We developed a semi-
structured interview guide focusing on the participants’ experiences, perceptions and
reflections (Table 3).

The interviewer, who is the first author, took an open approach in order to avoid
asking leading questions. The first author has training in VTP, but has not facilitated a
course herself. She works with fibromyalgia rehabilitation and has a preunderstanding
that fibromyalgia is a complex disease which can be difficult to live with and for which
finding good treatment interventions is challenging. The interviews lasted 60 to 90
minutes.
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Table 3. Semi-structured interview guide

Topics in the semi-structured interview guide

Topic: Background for participation in the Vitality Training Programme (VTP course)
* Background for participation in the course, brief life/disease history, motivation for and expectations of the VTP course

Topic: Open exploration of the participant’s experiences of the VTP course
* Feelings about participating in the course, perception of being in a group with others with fibromyalgia, experiences with
and benefits from the course

Topic: Significance of the course for the participant’s daily life after the course ended

* How the course may have been significant for the participant’s daily life and for tackling the challenges of the disease, what
has been useful and less useful, what the participant would like to apply in her daily life going forward, negative or difficult
experiences during or after the course. Anything else the participant would like to share about her own experiences.

Analysis

The interviews were recorded and transcribed verbatim, resulting in 90 pages of text.
After the interviews, we made note of non-verbal signals and impressions. We
employed Malterud’'s approach to systematic text condensation using a four-step
process (Table 4) (23).

The authors read each of the interviews separately and formed an overall impression
(step 1). The first author identified meaning units by systemising the material into
code groups (step 2).

All the authors took part in analysis seminars in which they discussed the code
groups and sub-groups, and then created abstract meaning content categories. Due
to our different backgrounds as researchers and clinicians, our comments and
reflections in the analysis process varied widely (steps 3 and 4).

In the last phase (step 4), we synthesised the results by revisiting the interview texts
and recontextualising the material (23).
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Table 4. Example of analysis

Meaning units Sub-group Categories
‘This topic of emotions, it was [...] then the lightbulb went on for me. Get to know and

I've never actually known what | have felt, other than that I'm sad or accept one’s own

happy. And it’s helped a lot to loosen up all of these tensions.” feelings

‘| feel like it has become more acceptable to me to give myself more Respect for and

breathing room in the middle of the day. It’s actually okay to sit down taking care of one’s

and not do anything and not be productive all the time/ own needs

The course as an
arena for learning to

‘I am not embarrassed anymore about being sick. It’s like it has become Attitudes about accept oneself
more normal. | was actually embarrassed about my illness because oneself, including
I've always been so big and strong otherwise. I'm the one who has been when ill

the boss, the one who works when others are sick, and then suddenly
I’'m the one who's sick. It’s not great, but it’s how it is. Now I've
realised it, and |'ve stopped being embarrassed about it.

That’s a big deal, really”

‘The course itself was exhausting. But | think that every time | completed a | Working on oneself
session, | came away with a small building block.

Results

The participants had different life stories, as well as common experiences of living
with a challenging disease and encountering a lack of understanding. Their reflections
on the course were positive overall, and it appeared that the significance of the
course for the participants was closely tied to their recognition of themselves in
relation to the experiences of others and to the feeling of support and acceptance
within the group.

The analysis process resulted in three main categories: 1) understanding oneself in
light of the group, 2) the course as an arena for learning to accept oneself, and 3)
dealing with the challenges of daily life.

Understanding oneself in light of the group

The participants talked about the importance of meeting others with the same
diagnosis, which made them feel recognised and created a mutual understanding.
This understanding and recognition were meaningful, especially because many of
them had seldom encountered such attitudes before.

«The disease had contributed to a negative self-understanding.»
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The disease had contributed to a negative self-understanding, and several of them
described it as a feeling that ‘something was wrong’ with them as people. They said
that the realisation that others in the group were ‘normal’ people with jobs, families,
plans and interests gave them hope for the future. This helped to create a new self-
understanding:

Just by meeting people with the same challenges, | saw that they were not abnormal,
they were people. There’'s nothing wrong with me, there are others who struggle with
this too. | saw there are people in full vigour who are struggling with the same things

as me.’ (Participant 1)

The group culture’s acceptance of differences was described as important, especially
when touching on sensitive topics. The participants had different perceptions of the
methods used in the course, such as picture cards, ‘uncompleted sentences’ and
mindfulness exercises. Several stated that the methods paved the way for
understanding new aspects of themselves.

Many admitted that they had put a great deal of pressure on themselves to cope.
They had ignored their body signals and had been hard on themselves, resulting in
more pain, fatigue and negative emotions. The participants said that they gained
better insight into how they had managed the challenges of daily life and that the
course showed them that change is possible.

Group belonging was significant

At the same time, they thought it was challenging to make changes and that it was
easy to fall back into old patterns. One participant found it difficult when the course
ended because she needed the group support to maintain her progress.

«The acceptance shown by the group leaders contrasted with

participants’ previous encounters with healthcare professionals.»

Participants said the group culture and the group leaders were important aspects of
the course experience and the benefits they got from it. They inspired, challenged
and supported one another. A positive tone, openness and a high degree of tolerance
created a sense of belonging and gave them the courage to work on themselves and
to see themselves in new ways. The group leaders were described as ‘genuine, open
and warm’. The acceptance shown by the group leaders contrasted with participants’
previous encounters with healthcare professionals.



The course as an arena for learning to accept oneself

The participants reflected a great deal on accepting their emotions and reactions,
including anger. Several acknowledged that they had to work on their feelings
because they had previously tried to block them out.

Several said that the course and the period afterward increased their respect for and
acceptance of their own needs, and they gave themselves permission to attend to
their needs and take themselves more into account. Many described how they had
downplayed their own needs in the past, and admitted that this did not work well.

Some struggled to accept themselves

Some drew parallels with their childhood and upbringing: they were supposed to be
smart, kind and not egotistical or angry. One participant felt embarrassed about being
sick because it did not fit well with the demands of her job. The process of accepting
oneself took time. It was not easy nor was it finished when the course was over.
Consequently, the participants continued working on this after the course:

‘Being aware of how you treat yourself, | think that's what has made me feel so much
better. I've seen how hard I've actually been on myself, it's not something | had
thought about before. | thought it was totally normal.’ (Participant 6)

‘In a way, I'm a little kinder to myself. I'm good enough just as | am, even though I'm not
perfect, so to speak.’ (Participant 1)

Difficult to work on oneself

Several said that it was both important and difficult to work on themselves. They
explained that the course required active engagement on their part, which could be
challenging.

Several emphasised that it is important to want to take such a course in order to
benefit from it. One participant said that she chose to open up in the VTP course
because it addressed her on a more personal level than other courses she had
attended.

Dealing with the challenges of daily life

Participants explained in various ways that they gained more confidence in their own
abilities and the potential to influence their daily life and health following the course.
Some had previously received medical treatment that did not help, and they had to
take matters into their own hands to improve their daily life.



During and after the course, several participants explored new ways of tackling their
challenges, such as pain and fatigue, by making adaptations at work, giving up tasks,
using a rucksack instead of a handbag, and taking breaks. They explained that making
adaptations required having respect for the body’s signals and one’s own needs:

‘It's good to know that the disease doesn’t get to decide everything, but that | can
actually decide some things as well. And make decisions that affect the disease, not
only that the disease affects me. This means that | myself have some control.
(Participant 2)

Mindfulness helped to relieve stress

All the participants talked about stress in the interviews, and the course made many
of them more aware of the factors that trigger stress in their daily lives. Several
mentioned mindfulness as a method they learned that helped them to manage their
stress, find calm and take more control. After the course, they used mindfulness in
various ways:

‘'ve learned to recognise signals that help me not to push myself too hard. That’s
perhaps the most important thing. Noticing my stress level when it comes. | didn’t do
that before. It doesn’t help for others to say it, you need to recognise it yourself. |
think the course was very good at this — learning to notice it yourself.’ (Participant 6)

Participants took more control themselves

By attending the course, many participants became more aware of what was
important to them and what brought joy to their daily life. They described how this
helped them improve their self-regulation rather than allowing themselves to be
controlled by external expectations and pressure to achieve.

They worked on finding a balance between what gives them energy and what takes it
away. In addition, they strived to gain more control over where they direct their
energy by setting priorities, saying no and risking the possibility of not meeting
expectations. It took determination and effort to maintain the changes over time.

Discussion

The results provide insight into how the participants perceived the course and how
the course was significant for their daily lives. Three to four months after the VTP
course ended, the participants said that it had been meaningful and had helped to
change their self-understanding, accept themselves better and engage in processes
to find new ways of handling daily life.



With respect to perceptions of the VTP course, the findings show that the support
and acceptance from the group had an impact on participants’ self-understanding. It
was important to meet others in the same situation, and although it was difficult,
focusing on their emotions and stress was crucial.

«It was important to meet others in the same situation.»

The understanding and attitudes that participants encountered in the group differed
from those they had previously experienced. This created an opening for them to see
themselves in a more positive light, and it highlighted how self-understanding is
coloured by the attitudes projected by those around us. Many used to feel that they
were ‘abnormal’.

This perception can be viewed in connection with the negative attitudes about
fibromyalgia within society at large, including among healthcare professionals.
Previous research has elucidated this type of burden (10, 25), and our study
emphasises the responsibility of healthcare professionals and the importance of how
patients are treated, for example, in a group-based course.

Participants changed their self-understanding

Understanding oneself and one’s life situation is important for health promotion (17). In
the interviews, participants made it clear that changing their self-understanding had
been important for them.

The women’s attitude about themselves evolved during and after the course, from
being strict and critical to more accepting. As a group, they established legitimacy for
taking care of and acknowledging themselves, which the participants found to be
extremely important. These findings correspond with other research on VTP (20, 21).

The study highlighted the challenges arising from the pressure to achieve, and
through the course the participants gained insight into how these challenges affected
them. Group support appears to be especially crucial for people with complex health
challenges, and this is seen in other studies as well (21, 26). Social support is
regarded as an essential resiliency resource in health-promotion efforts (16). Our
findings support this view.

Stronger belief in one’s own resources

Another principle related to health-promotion efforts that our study highlighted was
attention to ‘life topics’ as opposed to ‘disease topics’. This gave participants the
freedom to explore what feels valuable and meaningful and what they want and need,
which can enhance the perception that life is meaningful in spite of its challenges (17).



Our study showed that by being active in their own process, the participants
increased their belief in their own resources and the potential to influence their
situation. The women experienced a progression from despair to more hope and belief
in their own coping skills by discovering new perspectives, resources and possibilities.
They explained that they got better at dealing with challenges and taking control of
their daily lives, which impacted on their perception of and benefit from the VTP
course. The results show that change is difficult and takes time, and that the process
continues after the course ends. Participants may therefore need support over time to
sustain the positive changes they have made.

«They explained that they got better at dealing with challenges and

taking control of their daily lives.»

Previous research on recovery from fibromyalgia has shed light on this demanding
process. Recovery can occur through an individual, active and comprehensive
process of getting one’s daily life to function satisfactorily (27, 28). This research
aligns with international treatment recommendations regarding a personalised and
holistic approach (11). Studies have also shown that people with complex diseases
may benefit from a group setting to explore how to manage their daily lives (20, 21).

Weaknesses of the study

Although a group-based course may enhance a patient’s health and coping skills, it is
uncertain whether a group setting is suitable for everyone. One study on participation
in group-based courses showed a bias in participation towards women with a high
socioeconomic status and optimal health-related behaviour (29).

All participants in our study were women, which raises the question of why only
women wished to take part and whether the VTP course is less appealing to men.
Many of those asked declined to participate, and we do not know whether a different
sample would have given different results.

The informants believed that the group and the leaders were significant for how they
perceived the VTP course and the benefit they gained from it. However, they also
stressed that the content of the course was important for the changes they had
made.

In a study of 35 different group-based initiatives for chronically ill people, Nossum et
al. found that the group process and activation in group-based courses were more
important than the course content itself (30). In our study, it is unclear which factors
were most relevant for coping with illness, and more research is therefore needed.



Although we chose to conduct open interviews and stressed to the participants that
we wanted their honest feedback as well as critical reflections, the authors’
preunderstanding may have influenced the analysis process. The group of authors
represents different experiences, and the analysis emphasised critical perspectives
and new questions to create distance from our own preunderstanding. Although we
had a rich data set, a larger sample would have strengthened the study.

Conclusion

The study shows that the VTP course was significant for the women with fibromyalgia
because they learned to think about themselves and the disease in new ways. The
women found it difficult, but important, to work on their self-understanding, attitudes
and management of their daily lives, and they continued this process after the course
was completed.

The VTP course helped to shift the participants’ attention from disease to health, from
a critical to an accepting attitude about themselves and from despair to hope and
belief in their own ability to cope. The sense of group belonging contributed to
acknowledgement, recognition and support, and these findings correspond with
previous research on the VTP.

The study illustrates the vulnerability of groups with controversial diagnoses and the
importance of how they are treated by healthcare professionals. It also shows that
groups who struggle with chronic disease may benefit from meeting others in the
same situation.
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