Revista Colombiana de Reumatologia (English Edition). 2019; 26(4):227-235

Analysis of occupational performance for the promotion of
health in people with fibromyalgia. A phenomenological
study

Analisis del desempefio ocupacional para la promocion de la salud en personas
con fibromialgia. Un estudio fenomenoldgico

Alicia Sixto Sueiras®, Ana-lsabel Souto-Gomez®, Miguel-Angel Talavera-
Valverde®

a Programa de especializacion Master en Discapacidad y Dependencia. Universidad de A Coruiia, A
Corufia, Spain

b Escuela Universitaria de Trabajo Social, Universidad de Santiago de Compostela. Federacion Galega de
Esclerose Mdltiple (FEGADEM), Santiago de Compostela, A Corufia, Spain

¢ Unidad de investigacion Integra Saude, Departamento Ciencias de la Salud, Universidade da Corufa,
Xerencia de Xestion Integrada de Ferrol, Ferrol, A Corufia, Spain

Abstract

Introduction

An imbalance in the performance or occupational participation can be detrimental to health. To a large extent,
this is the case in people diagnosed with fibromyalgia.

Objective

This research study was carried out in order to determine the occupational performance in people diagnosed
with fibromyalgia in the Galician province of A Corufia (Spain).

Material and methods

A qualitative methodology was used, with data being collected through semi-structured interviews and a field
notebook. A total of 34 people participated, including those diagnosed, family members and professionals.



Results

Four themes were identified: (1) «everything costs», (2) «only | know what I can do», (3) «if I don’t feel well,
| stay», (4) «either they get help or breakdown».

Conclusion

Following the diagnosis of fibromyalgia people change the characteristics of their occupational performance,
both terms of influencing factors, in the way they conduct their activities, and in terms of their environments.

Resumen

Introduccion

Un desequilibrio en el desempefio o en la participacion ocupacional puede provocar una falta de salud, y esta
situacion se encuentra en una gran medida en las personas diagnosticadas de fibromialgia.

Objetivo

El presente estudio de investigacion se realizo con el fin de conocer como es el desempefio ocupacional en
personas diagnosticadas de fibromialgia en la provincia gallega de A Corufia (Espafia).

Materiales y métodos

Se utilizd una metodologia cualitativa, se recogieron datos mediante la realizacion de entrevistas
semiestructuradas y de un cuaderno de campo. Participaron 34 individuos, entre personas diagnosticadas,
familiares y profesionales.

Resultados

Surgieron cuatro tematicas: (1) «todo cuesta»; (2) «solo yo sé lo que puedo hacer»; (3) «si no estoy bien, me
quedo», y (4) «las apoyan 0 nada».

Conclusion

Las personas con fibromialgia tras el diagnostico ven modificadas las caracteristicas de su desempefio
ocupacional, tanto en factores influyentes, en la forma de realizer las actividades, como en los entornos.
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Introduction

The World Health Organization (WHO) defines health as “a state of complete physical, mental
and social well-being and not merely the absence of disease or infirmity”.! The WHO conceives
health a means to accomplish a dignified and productive life,> emphasizing the positive aspect of
this term and the relationship of the individual with his/her environment.® The Ottawa Charter for
the Promotion of Health highlights occupational performance and participation as factors that are
beneficial for people’s health and wellbeing.*

Occupation and health

Occupation is the activity whereby the individual relates to his/her environment,® and is based
on three levels: (a) occupation as an agent of change of the somatic and psychic characteristics of
the individual; (b) the ability of the individual to adapt to the environment or to adapt the
environment to him/herself; (c) occupation as therapy.® This latter concept relates to occupational
therapy (a profession focusing on the promotion of health and wellbeing through occupation).’
Therefore, we may highlight occupational therapy intervention —which works through occupation—
as a procedure become healthy through occupational performance.

Occupational performance is defined as the ability to perform and complete a particular task as
a result of a dynamic transaction between the individual, the context/environment and the activity.®
In other words, any activity that involves participating being occupied (self-care, instrumental
daily life tasks, rest and sleep, work, education, leisure, and social participation)® and being
healthy.” Hence, inactivity may compromise personal health.®

In terms of occupational performance and occupational therapy, the latter professional
discipline is the most appropriate intervention when both occupation and health are compromised.

Occupational performance of individuals with a diagnosis of fiboromyalgia

Health and occupation must work together, otherwise the result is an imbalance in occupational
performance as is the case in people with a diagnosis of fibromyalgia.

Fibromyalgia is generalized chronic pain in the fibrous tissues of the body, in the absence of
proven organic dysfunction. One of the most relevant characteristics of fibromyalgia is the
presence of tender points.® Other symptoms include: stiffness, fatigue, insomnia, abdominal
discomfort and hypersensitivity, inter alia.*

The prevalence of fibromyalgia in Spain is of 2.4%,' with a proportion of 7-9 females per
each male diagnosed.® 2

This pathology results in a significant impact on society because, among other factors, these
patients must be assisted to perform their regular activities,*® * high rates of absenteeism,*? high
medical costs,*® and in general excessive number of consultations.6

Due to all of these factors, and with a view to further elaborate on this topic, our general
objective is to study the occupational performance of people diagnosed with fibromyalgia. The
specific objectives are: (a) to explore que basic characteristics of occupational performance; (b)
learn about the individual performance-related characteristics, (c) analyze the individual
environments, and (d) identify the lifestyles, roles and routines of occupational performance.



Materials and methods

Study design

We tried to look for the human experience in every context and wanted to learn about the
vision of people diagnosed with fibromyalgia about their everyday life; hence, we framed our
qualitative research” within a phenomenological theoretical-methodological perspective.®

We integrated our research within a constructive-interpretative methodological paradigm,*® and
a contemporary paradigm of the profession,?® from the occupation therapy perspective.

Participants

The study was conducted in the A. Corufia Province because this region has the largest number
of Associations in Galicia (five associations).

To select the population, we implemented an intentional open theoretical sampling®® with the
participation of the individuals that met the selection criteria (Table 1). Moreover, in order to
accomplish the research objective, (study the occupational performance of the people diagnosed
with fibromyalgia), a triangulation by informants was conducted.’® The purpose of such
triangulation is not to compare results, but rather to enrich and contrast the information provided
by the participants diagnosed with fibromyalgia that are the object of this study.® The vortices of
the triangulation were: individuals diagnosed with fibromyalgia, family members of patients, and

healthcare professionals in the third sector working with fibromyalgia patients (Table 1).

Table 1. Sample selection criteria.

Inclusion

Exclusion

Persons diagnosed with fibromyalgia

Age equal or more than 18 years

Be registered in the Municipal Census of 2018 in the Province
of A Corufia

Having lived in such area for at least 5 years

Being diagnosed for more than one year

Relatives

At least 18 years old

Be a blood relative, affinity or adoption up to the third degree
of consanguinity, spouse, or in-law of a relative with
fibromyalgia.

Professionals working in third sector activities
At least 18 years old

Individuals working in agencies associated with
rheumatological diseases in the A Corufa

Province People working in agencies with headquarters in the
A corufia province

Present health problems that impair data collection. Have a
different diagnosis than may interfere with occupational
performance.

Not having a medical diagnosis of fibromyalgia

Having a health condition that impairs data collection
Not living in the same domicile of the person diagnosed with
fibromyalgia over the course of one year prior to the
interview

Having health problems that impair data collection
Professionals with less than 5 year experience in fibromyalgia
People that do not work for public or private institutions

Source: the authors, 2017



The final number of informants was n=234 (Table 2). We were able to access these people
through a liaison person®® (an individual who controlled field access, authorizing and facilitating
our entrance, assisted in identifying the participants, but did not influence the selection). We
discontinued the recruitment process after reaching the theoretical saturation.?

Table 2. Description of informants.

Code Sex Age Nationality Place of Residence Institution Role
UAC0150M M 50 Spanish A Corufia ACOFIFA User
UAC0255M M 55 Spanish A Corufia ACOFIFA User
UAC0366M M 66 Spanish A Corufia ACOFIFA User
UFI10452M M 52 Spanish Arteixo FIBROARTEIXO  User
UFI0548M M 48 Spanish Lafias FIBROARTEIXO  User
FF10666M M 66 Spanish Arteixo FIBROARTEIXO  Relative
UFI0743M M 43 Spanish Arteixo FIBROARTEIXO  User
UF10844M M 44 Spanish Arteixo FIBROARTEIXO  User
FFI0958H H 58 Spanish Arteixo FIBROARTEIXO  Relative
PAF1048M M 48 Spanish Ferrol AFFINOR Professional
UAF1154M M 54 Spanish Ferrol AFFINOR User
UAF1242M M 42 Spanish Ferrol AFFINOR User
UAF1355M M 55 Spanish Ferrol AFFINOR User
UAF1467M M 67 Spanish Caranza AFFINOR User
UAF1560M M 60 Spanish Caranza AFFINOR User
UAF1677M M 77 Spanish Ferrol AFFINOR User
UAF1736M M 36 Spanish Valdovifio AFFINOR User
FAF1819M M 19 Spanish Catabois AFFINOR Relative
UAF1919M M 19 Spanish Catabois AFFINOR User
UAF2057M M 57 Spanish Ferrol AFFINOR User
PAF2145M M 45 Spanish Narén AFFINOR Professional
UAF2258M M 58 Spanish Esteiro AFFINOR User
UAF2365M M 65 Spanish Cedeira AFFINOR User
FAF2465M M 65 Spanish Valdovifio AFFINOR Relative
UAF2557M M 57 Spanish Fene AFFINOR User
UAF2654M M 54 Spanish Narén AFFINOR User
PAF2745M M 45 Spanish Ferrol AFFINOR Professional
UAF2853M M 53 Spanish Caranza AFFINOR User
FAF2954H H 54 Spanish Caranza AFFINOR Relative
PAF3038M M 38 Spanish Ferrol AFFINOR Professional
FAF3122H H 22 Spanish A Corufia AFFINOR Relative
UAF3269M M 69 Spanish A Corufia AFFINOR User
PAC3327M M 27 Spanish Corufia ACOFIFA Professional
PAF3435M M 35 Spanish Narén AFFINOR Professional
Procedure

The research was conducted between October 2017 and June 2018 and we had the favorable
report of the Galician Ethics in Research Committee (2018/124). Thanks to the Liaison person we
had the support of the chairpersons of the Board of Directors of the third sector organizations. We
applied for the corresponding access permits and upon these were granted, we contacted the
potential participants that met the selection criteria.

Additionally, the sample was completed using the “snowball” strategy.'® After identifying the
key participants we used this strategy to ask them if they knew other people with the same profile
that could also participate. We then contacted these people and upon ensuring compliance with the
selection criteria, we proceeded to include them in the research. We used this strategy because this
is one of the best techniques to reach difficult to access or hidden populations.® All the individuals
who voluntarily accepted to participate, received an information brochure and signed an informed
consent endorsing their participation.



Data collection

We used in depth interviewing and field notebook. To protect participants’ privacy, we
assigned an alphanumeric code to each participant'® based on the following order: (a) the
triangulation group they belong to: U (individual diagnosed with fibromyalgia); F (family
member); P (professionals); (b) membership: AC (ACOFIFA); FI (FIBROARTEIXO); AF
(AFFINORY); (c) participant number; (d) age; (e) sex; (f) localization of the verbatim in the
transcription (page and line (s)). The interview recordings (audios) were made using a digital
recorder. Then the recordings were exactly transcribed, together with the sociodemographic
profile. Notes were entered into the field notebook just before the start of the interview and at the
end of each interview. We made methodological, theoretical and descriptive notes per event, topic
and period of time.

Analysis of the data

We used an inductive approach,19 doing an independent analysis using the Atlas Ti 6.0
software and organized data codes comparing notes and interpretations to reach a consensus. The
units were compiled into categories and then into topics. Different theoretical approaches were
used based on the results, since there were no pre-established methodologies.19 At the end of the
exercise, all recordings and transcriptions were destroyed.
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Fig. 1. Correspondence among topics, categories, sub-categories and codes, identified based on the analysis of the data
collected during the research project.



Results

The results indicated a change in occupational performance of individuals before vs. after they
were diagnosed with fibromyalgia (Fig. 1). The results included the verbatim of each vortex in
order to enrich and contrast the information of the people with a diagnosis of fibromyalgia, rather
than to compare points of view.

Everything has a cost

Occupational performance issues were experienced in activities of daily living, highlighting
rest-related experiences:

«And hours of sleep, these are individuals that have trouble falling asleep.» (PAF3038 M.2.30-
31)

They say they take medicine to reduce pain and be able to sleep:
«I am takin 13 pills in total... these pills help me to go to sleep.» (UF10743 M.1.18-21)

They underlined night panic, fear of the pain they may experience for hours, misery over a
sleepless night, inability to manage the physical space of the bedroom or difficulties to adopt a
position that avoided pain:

«In terms of sleeping, most days he/she sleeps in the sofa, because it is impossible to sleep in
the bed, unable to find the proper body position; it is constant pain.» (FAF1819 M.1.16-19)

The lack of rest and accumulated tiredness make it difficult to perform the normal everyday
activities, and requires them to sleep during the daytime:

«l may get out of bed at around 9 a.m., but by eleven | am already so tired and sleepy that |
sleep until around one or two in the afternoon... Then in the afternoon, by 4 p.m., again I feel tired
and sleepy and | wake up around eight until midnight and the cycle repeats.» (UAF1154 M.5.117—
125)

Along these lines, the second most difficult to perform activity is work. Although there are
some people that go on working just as they did prior to being diagnosed, many people have to
make changes in their activities, claiming that they experience an increased need to leave their
workplace or ask for a leave absence:

«I had to quit my job because | was always on a leave of absence; I could work maybe fifteen
days and had three months leave; | was so mad, the day | came back to work | was unable to sleep
because of pain.» (UAC0150 M.3.53-56)

However, this population cannot afford not to work because they need the money and this
results in several issues:

«There is a small percentage of people that works eight hours every day... and refer constant
pain.» (PAF3038 M.1.23-24)

This is also an issue for house chores. Cleaning, shopping, or cooking are all very painful
activities, particularly because they involve using their arms and frequently raising them:

«At home, she does not do that anymore, even when she feels ashamed of having the place in
such condition and that causes additional stress, but she cannot do it anymore.» (FAF1819 M.1.9—
11)

The pain is even present in selfcare activities:



«Washing your hair, raising your arms is so painful; she used to have long hair but decided to
cut it short because of her inability to comb her hair.» (FAF1819 M.2.27-29)

This pain forces patients to make changes in their daily routine and even change activities,
particularly recreational activities to focus on more relaxed activities that physically less
demanding.

«They do less things and limit themselves when performing certain activities... gymnastics,
walks, workshops... they hold back their activities even beyond what their disease requires.»
(PAF3038 M.2.42-45)

Moreover, pain makes then change their habits and routines:

«Very frequently when I am walking, I stop in front of shop windows (I didn’t do that before),
but I don’t do it to see the window display, I stop to take a break.» (UAF2057 M.4.96-99)

Only I know what | am able to do

A first group needs to structure routines in order to move on with their daily life:
«l think that routines are strongly established, though this depends on each individual person.»
(PAF2145 M.5.127-128)

A second group usually begins by saying “that depends” and they wait to the last minute before
doing an activity to decide whether to cancel or not:

«I used to be very busy every day, but not anymore; there are days in which I can’t move, and
others in which I feel find. But then, since | feel well, I overdo it.» (UAF1154 M.4.93-97)

Over the course of the day, they even need to stop the routine and think about the
consequences of what they are doing, which limits their performance versus what they used to do:

«As soon as you exceed the limits you will then spend three days in bed. Initially I don’t
realize what | am doing, but after one hour I start noticing symptoms and now | messed up again.
What happened? | let myself go out of excitement.» (UAC0255 M.4.96-101)

The tiredness and the pain, again limit my performance and occupational skills:

«Fibromyalgia is a complicated issue because it is a persistent pain which prevents you from
doing your normal activities.» (PAF2145 M.1.3-5)

This forces them to take breaks:

«lIt is too time consuming, | can see that; what | used to do very quickly, now takes me twice as
much; it hurts, so | have to stop, I feel tired and fatigued.» (UF10452 M.1.18-20)

If [ don’’t feel well, I just stay home

Usually they just don’t go out as often and their physical environment becomes their comfort
zone, adapted to their needs (and involves some expenses):

«Some furniture had to be adapted to her: the bed, the sofa...» (FAF2954H.2.30-32)

Pain and fatigue limit the number of times they go out and they mostly stay home:



«The people I know continue to go out, but much less; if they go out today, tomorrow they stay
home because they can’t stand it anymore.» (PAF2145 M.4.104-106)

Either they get help, or breakdown

The social environment of individuals with fibromyalgia (families, friends, professional
healthcare resources) will be crucial in terms of their absence or daily life relevance:

«The relationship is no longer the same because | can no longer do the things | used to do.»
(UF10548 M.4.95-97)

Moreover, the same happens with friends; some people with fibromyalgia feel the need to
breakup with their family environment;

«As a result of the disease everything was disrupted and vanished, even my partner.»
(UAC0255 M.1.15-16)

There may even be two contrasting situations; either your friends provide total support:

«lIt is indeed true that some of the people surrounding her stopped calling her to share a cup of
coffee or any other activity; but her lady friends, her real old friends, are still there.»
(FAF3122H.2.28-31)

.. or just breakup because of their inability to understand the everyday consequences of the
disease:

«The fact that you cannot lead a normal life is not understood by society, your parents, or
partner; whichever the reason.» (PAF2145 M.3.79-81)

And to conclude, there are two salient negative factors; pity for yourself:

«And then, sometimes pity; you should not feel sorry for anyone... I have what I have and I do
what | do, but well this is how it is.» (FAF2954H.4. 96-99)

... and barriers in public services (social and health), so the last resource is associations.

«This is a barely visible disease, so there is little social support; the only option is an
association that offers rehabilitation therapies.» (FAF3122H.1.27-30).

Discussion

The results show that most occupational areas (selfcare, instrumental daily life activities, rest
and sleep, work, education, leisure and social participation)5 experience changes; some activities
are discontinued because of generalized pain, low energy levels, poor motivation and fatigue. We
are aware that occupational performance is indivisible, but in order to explain the impact of the
changes experienced, the decision was made to explain them separately into two findings.

The primary finding shows occupational performance with a decline in the number of activities
performed due to physical, social, and psychological factors, similar to another study?® assessing
the quality of life-related characteristics of the disease (physical discomfort, depression, self-
efficacy, and social support). One of the factors that impacts occupational performance is the
organic consequences of the disease, reflected on household chores, work and leisure activities, as
well as the ability to rest.



Numerous studies emphasize the need to have healthy rest and sleep in order to be able to
perform our regular activities,?* 2 but this is not our case, since most people experience sleeping
difficulty as an issue that is consistent with the results of other research studies?®; sleep-associated
disorders seem to be one of the most relevant problems and are considered part of cognitive
disorders with significant impact on memory and affective behavior. Furthermore, in our studies,
participants claim that pain worsens during the night time, making it difficult to fall asleep (which
is similar in other studies),?” % when studying the characteristics of the disease in different
population groups.

Changes in occupational performance should also be stressed with regards to remunerated
work. Similar to this research, there is another study® using a qualitative methodology to learn
about the reality of persons with fibromyalgia with regards to labor and its negative effect on
performance, particularly because of the physical effort involved. Along these lines, other
studies?®: 30 31 with results similar to ours conclude that most individuals diagnosed with
fibromyalgia are on sick leave or unemployed (sometimes against their will), but if they are
working, they will need shorter workdays or a change of job.?” 32 33 This requires understanding
and support by peers as a key ingredient to be able to keep their jobs. This was also evidenced in
another study which showed that most people diagnosed with fibromyalgia fail to report their
condition for fear of rejection. Although, those who report their condition say that they do
experience more support and improved work environment.?

Another finding included that the activities that what the participants valued the most were
household chores, such as cleaning, cooking, or selfcare. These are the activities they spend more
time on every day, and need to restructure them, as was also the case in other studies.3® 34 These
studies compare the intervention with three different groups of people diagnosed with
fibromyalgia, and in all of them this is a common denominator: the population studied modified
their routines. In general, most of the people affected in our study are females, which in addition
lost their role as housewives, so they feel vulnerable because society blames them for not being
able to do their job. This was evidenced in another study,® that justified this exclusion behavior
based on cultural and historical reasons in global and neoliberal environments.

In terms of leisure, these activities seem to be neglected and their daily life is limited to
selfcare and household chores, and eventually, if pain are fatigue are not too extreme, they may
have some recreational activities. The result is occupational alienation since they are unable to
enjoy enriching activities and their option are now fewer, sometimes leading to less satisfactory
activities —as illustrated in other studies—3% 7; the main cause of occupational alienation is the
passive role endured by the individual diagnosed with fibromyalgia, particularly with regards to
his/her participation in various activities.

A common factor that is also a cause of the occupational performance issues discussed in our
study is fatigue and constant moderate pain, which in consistent with the reports from other
studies? 3; this situation means that they go out of their homes less frequently or adapt their
walks. One study®® measured the gait characteristics in this population and identified reduced
speeds and shorter distances traveled by a group of women with fibromyalgia, as contrasted
against another undiagnosed group.



The second finding is consistent with the presence and interaction of the participants in the
social fabric, including visiting healthcare centers. We stress the importance of bonding with
family members and friends in order to expand their social relationships and feel more
independent. As reported in another study*® conducted in elderly disabled individuals, this results
in improved health conditions. In our study, similar to other studies,? 30 33 4! families do provide
support to these individuals, although in some cases the relationships are difficult and sometimes
are even lost. With regards to the community, sometimes they feel like socially excluded and
discriminated victims, leading to stigmatization; this is consistent with another research study,
that reflected an even worse situation in case of males, probably due to a lower prevalence and the
psychosomatic component of the disease, in addition to the cultural component by the mere fact of
being a male.

Moreover, in our study — and other similar studies,?® 3% 42 the constant visits to the doctor and
the feeling of not being able to recover from the disease, causes such frustration that leads them to
repeated complains about the care received, and the need to become members of patient
Associations to feel that society understands and supports them.

Study limitations

There is a limitation in terms of being able to generalize the conclusions; this was not the intent
of the study, but rather to focus on considering similar settings or environments to which these
conclusions may be applicable.

Future lines of research

After this analysis of the reality of occupational performance of individuals with a diagnosis of
fibromyalgia, we suggest:

« Undertaking similar studies with comparable groups, based on the time elapsed since the initial
diagnosis.

« Studies limited specifically to females, since most patients diagnosed with this condition are
women.

Conclusion

The conclusions respond to the objectives of the research:

Following the diagnosis of fibromyalgia, patients usually quit their jobs or school, they no
longer participate in recreational activities, share with the community or friends. They also
experience difficulty to carry out other activities such as reaching for objects, walking, and moving
around the neighborhood. This is the result of impaired motor and executive skills, generalized
pain, chronic fatigue, and changes in their routines.

In terms of their environments, they make changes at home and go out less and for shorter
periods of time. Socially they join patient associations and sometimes get full support from
relatives or friends, or on the contrary, they decide to breakup close ties.
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