-

View metadata, citation and similar papers at core.ac.uk brought to you by ., CORE

provided by Repository@Hull - CRIS

What factors influence physical activity participation in people with rheumatoid
arthritis?

Donna M. Riggs, Physiotherapist, Yeovil District Hospital, Yeovil, UK.

Clare Killingback, Faculty of Health Sciences, Department for Sport, Health and
Exercise Science, University of Hull, UK.

Word count:
Abstract 248
Text 3027

l1|Page


https://core.ac.uk/display/228321836?utm_source=pdf&utm_medium=banner&utm_campaign=pdf-decoration-v1

What factors influence physical activity participation in people with rheumatoid

arthritis?

Background: Rheumatoid arthritis (RA) is a chronic autoimmune disease characterized
by periods of inflammation and remission. Physical activity can reduce disease activity
and lower the risks of associated co-morbidities such as cardiovascular disease. Despite
the benefits, a high percentage of people with RA do not participate in regular physical

activity.

Objective: The purpose of this qualitative literature review was to explore and
synthesize the experiences of people with RA to develop better insight of the factors

that influence physical activity participation.

Method: A systematic search was conducted across five online databases; MEDLINE,
CINAHL, ScienceDirect, PsycINFO, Web of Science. Studies were assessed for quality,

data were extracted and analyzed using thematic synthesis.

Results: A total of 186 articles were identified and screened against inclusion/exclusion
criteria. Seven studies met the criteria and were included in this review. Five key
themes were identified as the most significant factors to physical activity participation:
professional knowledge and guidance; part of a community; knowing me, knowing RA,;
what’s in it for me; and where, when, how much? Professional knowledge and guidance

was the underpinning factor influencing physical activity participation.

Conclusion: The results identify several internal and external factors that affect
physical activity participation. To engage, facilitate and motivate patients to participate
in physical activity, ongoing education and support from health care professionals is
required. This will promote better symptom management and maintain functional
independence. Additionally, health care professionals need to consider individual
preferences and abilities when recommending physical activity.
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1. Introduction:

Rheumatoid arthritis (RA) is a progressive autoimmune disease affecting approximately
one percent of the population [1]. Disease prevalence and severity are linked to both
environmental and genetic factors [2], with women two to four times more likely to

develop RA than men [3].

People with RA experience unpredictable periods of inflammation and remission
[4] causing swollen and painful synovial joints, which if left untreated results in
permanent joint damage, bone destruction and disability [1]. Due to the inflammatory
nature of the disease, RA also increases the risk of premature mortality from co-
morbidities such as cardiovascular disease [5,6] As there is no cure for RA, current

treatments focus on reducing disease activity and symptom management [4].

Research shows that physical activity can assist in symptom management and
lower the risks of co-morbidities [7]. Yet people with RA often struggle to achieve the
recommended 150 minutes of moderate intensity exercise per week [8]. Approximately
67% of people in the United Kingdom (UK) with RA were found to be physically
inactive [9]. Changes to the recommendations of physical activity participation in recent
years may have provided conflicting information about what is safe and appropriate for

people with RA [9] and this could be a limiting factor in promoting self-management.

By understanding the physical activity experiences of individuals with RA it
can be enable opportunities to educate individuals and create positive experiences of
physical activity. This can be both empowering and beneficial in facilitating behavior

change, which is important to increasing physical activity participation [7]
The aim of this qualitative literature review was to explore the experiences of
physical activity participation in people with RA in order to identify factors that can

promote and support physical activity participation.

2 Methods

2.1. Search strategy
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A systematic search was conducted across five online databases (MEDLINE, CINAHL,
ScienceDirect, PsycINFO, Web of Science). No date limitation was placed on the
search. Records were searched to 11 November 2017. Using a Boolean search strategy,
key terms (e.g. ‘belief’, ‘exercise’, ‘rheumatoid arthritis’, ‘qualitative’) and their
alternatives were entered into the databases (Table 1). Articles identified by the search
were initially screened by title and abstract. Full texts were then assessed for eligibility
against the inclusion and exclusion criteria (Table 2). The search was limited to peer
reviewed journals and restricted to articles published in English. There was no
limitation placed on geographical region or study date as emphasis was on patient
perspective, therefore any findings meeting the criteria were deemed relevant.

2.2. Inclusion and exclusion criteria

Qualitative and mixed methods studies were included. Studies needed to report clearly
on the patient perspectives in relation to their understanding and experiences of physical
activity. Studies where people did not already participate in physical activity were not
excluded, as they may provide insight into the factors that limit physical activity. Papers
were excluded if perspectives were not the patient’s, the data was not specific to RA or

if the type of arthritis was not specified.

2.3. Data extraction

Data were extracted by one author (DR) and arranged into a customized table (Table 3)
using the following headings: study aims, study design, sample population, criteria and
themes. A three-stage thematic synthesis was completed, based on methods used by
Thomas and Harden [10]; line by line coding, developing descriptive themes and
generating analytical themes. Initial stages were completed by extracting quotations
from participants and coding them according to their meaning. From the extracted
quotes broad themes were identified across all studies based on similarities. Codes were
reviewed to ensure they accurately reflected the participants views in the original
papers. The descriptive themes were used to establish key meanings and create new

ideas which addressed the question of the review.

2.4. Quality assessment
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Quality was assessed using the Critical Appraisal Skills Programme (CASP) qualitative
checklist [11]. A numerical scoring system (yes=2, can’t tell=1, no=0) was awarded
against the ten checklist questions resulting in each study obtaining a score out of 20.
The number of authors who contributed to data collection varied throughout the
included studies. Two papers [17,18] had two contributing authors, two others had three
[13,16] and a further two studies used four authors [14,19] for data collection. The
remaining study [15] involved all five authors. To aid quality, one study was directed
by the checklist of consolidated criteria for reporting qualitative research [19].
Other studies used other authors [13,14,15,18] or independent individuals [16] to
re-analyse themes. Consensus of themes throughout were reached via discussion and

challenging ideas until agreement was reached.

3. Results

3.1. Included studies

A total of 186 articles were identified and screened against inclusion and exclusion
criteria. seven studies met the inclusion criteria and were included in this review. Fig. 1
presents a flow chart of study selection adapted from Preferred Reporting Items for
Systematic review and Meta-Analyses (PRISMA) [12].

3.2. Study characteristics

Data were collected via focus groups or semi structured interviews either face-
to-face or via the telephone. Data analysis consisted of general inductive approach, [13-
15] systematic text condensation [16,17] or thematic analysis [18,19].

Study size varied from eight to nineteen with a total of 106 participants across
the seven papers. One study included only female participants [14] the other six
included male and female participants. Participants were enrolled via self-referral in one
study [17] whilst the remaining six recruited patients attending outpatient rheumatology
or physiotherapy clinics. Three studies [16-18] involved participants who participated in
physical activity, one study [13] had a mixture of active and non-active patients and the

other two studies did not specify physical activity level.

Participants in all seven studies had a diagnosis of RA. Four of the studies

[13,15,18,19] recorded a diagnosis in accordance with the rheumatoid arthritis

5|Page



classification criteria [20,21], one study [14] had a diagnosis by a rheumatology
consultant and two articles did not specify how a diagnosis of RA had been made.

Geographically, the studies were carried out in; Denmark [17], Ireland [19],
Sweden [16,18] the UK [13,15] and New Zealand [14]. Study characteristics are
detailed in Table 3.

3.3. Quality of included studies

Purposefully collected personal perspectives offered with qualitative studies offer
valuable and diverse contributions to research, especially in health-related topics [22]. It
is suggested that the quality of qualitative studies should be assessed by appropriateness
of the design and methods used to address the research question [22]. Consistency
between data collection and analysis increase rigor [22] and can be assessed using the
CASP checklist. All of the studies scored > 16 on the CASP checklist [11]. Main
limitations were lack of clear ethical approval [16,18] and difficulties recognizing if the
relationship between researcher and participants had been adequately considered. No

studies were excluded based on quality.

3.4. Qualitative synthesis

Following the three-stage thematic synthesis [10] five themes were identified as the
most significant factors to physical activity participation: professional knowledge and
guidance; part of a community; knowing me, knowing RA; what’s in it for me; and
where, when, how much? Knowledge and guidance from health care professionals was
the overriding factor influencing physical activity participation. Findings are illustrated

in Fig.2.

3.4.1. Professional knowledge and guidance

All seven studies highlighted the importance of ongoing support from healthcare
professionals. Key features included providing advice and information about RA and
encouraging patients to be confident undertaking activity. Not understanding what was
meant by physical activity was a common factor, “The doctor said something about
staying active, but she didn’t say what...” [14,p.777]. This often coincided with fear of
causing damage or pain [14,15,18,19].
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Patients expressed the views that physical activity should be prescribed by a
healthcare professional [14,18], who should use their expertise to implement safe,
effective exercises [19]. Despite this, three studies [13,14,19] highlighted that although
overloaded with RA information, health care professionals appeared to lack knowledge
of physical activity “I have asked the doctors and they just say do as much as you can”
[14,p.776].

Health care professionals were considered a source of monitoring and
motivation [15-18] which was noted as being significant to the success of physical
activity programs [15]. Supervised classes were favorable overall [15,18] whist home
exercise plans were considered manageable with support such as follow-up

appointments [18] or via the telephone [19].

3.4.2. Part of a community

Six studies reported on social connections being a key factor to undertaking physical
activity. A reported sense of “belonging to a community” and “sharing the same
struggles” [17,p.294] indicating that acceptance and understanding were important.
Groups offered motivation and practical support for managing RA based on personal

experience [15].

Whilst social interaction facilitated most participants, others felt that being part
of an RA group labelled them as an RA patient and took away their identity [15,17].
One person reported “...for me it is important to be with ordinary people” [17,p.294].
Meeting people who had more advanced stages of RA evoked mixed emotions;
intimidation, fear and motivation [15,16]. A desire to limit disease progression,
alongside seeing the benefits in others with RA endorsed participation [15,16].

3.4.3. Knowing me, knowing RA

Pain and fatigue were consistently identified as barriers to staying active [13,15-17] and
caused uncertainty as to whether activity was appropriate or would make symptoms
worse [14]. Unpredictability of RA provoked safety fears, causing tension between
concerned loved ones. Despite this, patients felt it was “worth the risk” [13] and used

physical activity as a way of taking control.

7|Page



Patients accepted their role in managing their condition but highlighted the need
for support “I have my responsibility, but I must be able to get guidance...” [18]. For
some physical activity was a “duty” [13] whilst others considered it part of the
management plan. One person stated, “I am just considering physical activity as a

supplement to medication” [17,p.293].

Improved self-awareness through activity enabled patients to acquire better
understanding of their symptoms and limitations [17].
Consequentially, this enhanced self-efficacy and increased ability to cope with

unpredictable “flare ups” [17].

3.4.4. What's in it for me?

Physical and mental benefits of physical activity were a prevalent factor across five of
the studies. Patients reported increased strength, reduced pain and improved mobility
[13,16]. This enhanced function in everyday life “It becomes easier to get up from a

chair...” [17,p.293].

Promoting mental wellbeing was another recognized benefit. Physical activity
evoked feelings of pleasure and pride [17] which were necessary for prolonged
commitment. Participation in physical activity gave patients the satisfaction that they

were accomplishing “wellness rather than illness” [16,p.283].

Inactivity was associated with an increase in pain and stiffness [19] as well as a
fear of reduced mobility [13]. The fundamental incentive for patients was to counteract
disease progression and preserve independence [16], maintaining both self-identity and

role within society [17].

3.4.5. Where, when, how much?

Though not consistent in every study, practicalities such as location, cost, weather and
time were prime considerations. Lifestyle constraints such as children and employment
also had an impact [15], therefore patients preferred activity that fitted into their daily
routines “I don’t take the car...I take the bicycle... then I sort of get it for free.”

[16,p.287]
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Some patients described more flexibility when undertaking physical activity at
home [18], however lack of motivation or discipline led to a preference of pre-arranged
activity over home-based programs [15,18,19]. Regarding location, community settings
were preferred as they removed the stigma of being “a patient, rather than a person with

RA” [19,p.1684] which was negatively associated with the hospital setting.

4. Discussion

The aim of this review was to explore the experiences of physical activity participation
in people with RA and five key contributions emerged as a direct result. The themes
highlight a need to gain knowledge and acceptance both from patients themselves and

those around them. This helped maintain their roles within society.

Firstly, this review highlights the need for ongoing health care professional
knowledge and guidance as this appeared to impact the most on physical activity
participation throughout all included studies. Evidence from a systematic review by
Hurkmans [23] showed that both land and water-based exercises are safe and effective
for people with RA. However, four of the studies in this review stated that pain and fear
of damage through inappropriate physical activity were one of the biggest factors
influencing participation, highlighting a mismatch between patient views and the

evidence base on what is safe and appropriate with regards physical activity.

Patients expressed the desire for clearer guidance regarding the type of activity
to undertake but felt that health care professionals lacked the knowledge to deliver this
confidently. This view was echoed by healthcare professionals who felt that while they
recognized the benefits of keeping physically active, they had not received appropriate
exercise prescription training or did not consider its delivery to be part of their role
[24,25]. This highlights a possible difference in priorities between health care
professionals and patients [24]. This suggests that further education is required to
deliver education and advice to patients, something which should be provided as part of
their management plan in accordance with National Institute for Health and Care
Excellence guidelines (NICE) [26].

Once participating in physical activity, participants appeared to seek continued

support, including motivational support from health care professionals. Some patients
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preferred to access this via supervised groups, while others felt they could manage with
supported home programs, both of which have comparable adherence rates providing
there is some form of continued monitoring [27]. Evidence suggests that regular activity
increases self-efficacy [28] therefore, those patients who regularly participate in

physical activity are likely to require less external input [27].

The second contribution this current study makes to understanding experiences
of those who have RA is the impact of social interaction. This was a preference for
group activities amongst participants. Literature suggests that those in their 40’s and
50’s tend to prefer being in groups [29] and this may explain why, with an average age
of 58 years, it was favored by patients in this review. Whilst the above study was not
RA specific, the results were consistent with the similarity-attraction hypothesis [29],
suggesting that people are attracted to those similar to themselves. Therefore, the results
could still be relevant to RA groups. This was demonstrated by the patients in this
review who bonded over common struggles [19]. In support of this, the results of a
meta-analysis by Burke et al. [27] show that social interaction can promote initiation

and satisfaction of physical activity.

In contrast, this review discovered a differing opinion with some participants
who did not want to be labelled as someone with RA. Other studies express the desire
for people with RA to lead “normal lives” [30,31] and physical activity could be a way
of achieving this. Some may not classify themselves as being in the same situation as
others in the group [29] and do not want to be confronted with more advanced cases of
RA. Clearly not everyone wants to belong to an RA community, demonstrating the need

to consider personal preferences when encouraging participation.

Thirdly, participants acknowledge that managing RA is a shared responsibility,
an idea supported by NICE [26]. However, professionals need to play their part to
empower those with RA to make the changes needed to enhance the management of
their condition [32]. This idea complements that of the partnership paradigm [33]

whereby patients become the experts.

Physical activity increased participants body awareness and built confidence in
their abilities. This enabled them to adapt activities in response to their condition,
especially symptoms such as pain and fatigue, which as similarly reported in other

studies often presented as a barrier to participation [34,35]. This heightened self-

10|Page



awareness permits those with RA to remain active, promoting general health benefits
such as weight management as well as reducing the risks of associated co-morbidities,
such as cardiovascular disease [5]. This not only impacts upon quality of life for but

may also bring about positive financial implications for healthcare services [36].

In contrast to other literature [35] some acknowledged that physical activity
helped to rationalize and validate their symptoms [17]. People achieving regular
physical activity formed coping strategies, making them better equipped to deal with the
unpredictable nature of RA [31], thus reducing the stress to loved ones [13]. This is
important for overall wellbeing which in turn can reduce pain [35].

Fourthly, the physical benefits of physical activity for people with RA is well
researched [23,35]. Resistance and aerobic training have been proven to reduce
inflammation and improve fitness, strength and flexibility [35]. This correlates with the
benefits experienced by participants in this review, shown by enhanced function in daily

living, a key incentive for increased participation.

Positive feelings endorsed the psychological impact of staying active and helped
participants develop a sense of achievement. They could understand their RA, possibly
through enhanced coping strategies [31]. As such, they could make the necessary
adjustments to live with RA without losing purpose, resulting in an increased sense of
wellness [37].

Health care professionals should take a holistic approach, inspiring individuals
with RA to increase physical activity levels by letting them know “what’s in it for
them”. Interestingly, none of the studies in this review reported on the benefits against
associated co-morbidities. This differs to the quantitative findings of Henchoz et al.
[34], who found participants were aware of the added risks. Although it is unclear
whether this was due to a lack of awareness or outside of the scope of the studies

included in this review.

Finally, activities need to be accessible in terms of time, cost and location [15].
This was echoed by others when 51.6% of participants reported scheduling to be a
barrier to physical activity attendance [38]. Home exercises provided flexibility but

often there was a lack of motivation to pursue them, making them less effective [27]. In
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addition, professionally led physical activity held within a community setting was
preferred to hospital-based classes. Participants felt this was more accessible and
enabled them to build confidence in their abilities away from a clinical setting which is
important for long term engagement, especially when following on from an initial

hospital-based program [18].

4.1. Strengths and limitations

This review offers qualitative insight to the key factors that influence physical activity
levels amongst people with RA. Addressing these factors may increase physical activity
participation and retention which can lead to better long-term management of RA.
Limitations of this review include the fact that studies were limited to those published in
English and no grey literature was included. Reference lists of included studies were not
screened for additional references; therefore, some relevant articles may have been
omitted. Participant activity levels is not apparent in every study and views may differ
depending on current physical activity intensity and disease severity. The studies were
from similar socio-economic countries; therefore, attitudes may differ in cultures where

physical activity is not recognized as part of a management plan.

5. Conclusion
This review sought to explore the experiences of people with RA to develop better
insight into the factors that influence physical activity participation. Based on the

findings this review identified five key areas.

Ongoing education and support is required to engage, facilitate and motivate
those with RA to participate in physical activity. This will help promote better symptom
management for people who are often striving for independence and normality.
Additionally, health care professionals need consider accessibility, group dynamics and

individual preferences when recommending activity.
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There is some evidence to suggest that despite advocating its benefits, health
care professionals lack knowledge around physical activity prescription, therefore

further education would be beneficial.

More research to evaluate the differences in perspective between those who already
engage in physical activity and those who do not may help guide future interventions in

order to maximize participation.
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Table 1. Search terms applied

Key search term Alternatives

Experience*
View* Belief*
Perception*
Attitude*
Perspective*

Sport

AND Physical activit* | Exercise*

Fitness

Aeraobic training
Strength training
Cardiovascular training

RA
AND Rheumatoid Arthritis
arthritis
AND Qualitative Mixed method*

* represents addition characters used in truncation.

Table 2. Inclusion/exclusion criteria for study selection

Inclusion Criteria Exclusion Criteria

e Qualitative or mixed methods e Perspectives of anyone other than the
methodology patient

e Adults (18 years +) with a diagnosis | ¢ Grey literature
of rheumatoid arthritis e Studies not printed in English

e Peer reviewed studies published in e Studies where the type of arthritis
English was not clearly defined.
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Table 3. Study characteristics of included studies.

Study Aims Quality  Design Population Criteria Themes
Kamwendo To achieve a better  16/20 Qualitative design  Sample size: 10 Diagnosis of e Driving force
etal. (1999) understanding of using semi Gender: Male (4) and female RA. e Hindrance
how patients with structured (6) Walking, e Physical activity
RA perceive and interviews. Age: 42-68 years cycling or
relate to physical Disease duration: 1-28 years working in the
activity in their Employment status: home- (patient
everyday lives. Employed (3), sick leave (2), choice of
pensioners (5). activity).
Setting: Outpatient centres,
Sweden

Sample selection:
Consecutive sample of
patients with RA who had
attended an outpatient clinic
during the previous 2

months.
Swardhet  To explore and 18/20 Qualitative design  Sample size: 18 Diagnosis of e External control
al. (2008) describe ways of using semi Gender: Male (4) and Ra e Sticks and carrots-
understanding structured Female (14) Exercising 2+ (support/guidance)
exercise interviews. Age: 34-83 years timesaweek o Joint venture
maintenance Disease duration: 3-53 years  (either (inspiration/
amongst patients Employment status: organised variation)
with RA who have Employed (5), sick leave (4) activity or e The easy way
already started to pensioner (9) home-based (professional
exercise. Setting: Clinics or patients’ exercises). support)
work place, Sweden e One’s own terms
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Study Aims Quality  Design Population Criteria Themes
Sample selection: Purposeful
selection from 4 hospital or
primary care physical
therapy clinics.
Lawetal. Toexplore 18/20 Qualitative design  Sample size: 18 Under MDT e Health professionals
(2010) perceptions of using focus Gender: Male (6) and rheumatology show lack of
patients with RA groups. Female (12) care and exercise knowledge
regarding the Age: 23-76 years offered e Not knowing what
effects of exercise Disease duration: 2.5 Rheumatology exercise should be
on joint health. months- 33 years Exercise done
Employment status: Not Programme e Worry about causing
specified (REPS). harm to joints
Setting: Bangor University e Not wanting to
Sample selection: Purposeful exercise as joints
selection from Department of hurt
Rheumatology, Betsi e Having to exercise
Cadwaladr University Health because it is helpful
Board.
Loeppenthi  To describe the 16/20 Qualitative design  Sample size: 16 1 year + e Knowing and
netal. experience of using semi Gender: Male (4) and diagnosis of enjoying the body
(2014) physical activity structured Female (12) RA and e Responsibility and
maintenance in interviews. Age: 37-67 years participating challenges
patients with RA. Disease duration: 4-46 years in regular e Autonomy and
Employment status: physical social belonging
Employed (9), unemployed  activity for> o  strjving for a
(2), retired (5). six months.

transparent body and
participation
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Aims Quality

Design

Population

Criteria

Themes

Setting: Patients home or
authors office in Denmark.
Sample selection: Self-
referral open invitations
accessed via Danish
Rheumatism Association or
Outpatient Clinic of
Rheumatology.

Baxter et
al. (2016)

To explore the 19/20
perceived barriers,
facilitators and

attitudes to

exercise in people

with RA.

Qualitative design
using semi
structured
interviews via
telephone/ skype.

Sample size: 8

Gender: Female (8)

Age: 56-82 years

Disease duration: 5-29 years
Employment status:
Employed (6), unemployed
(2).

Setting: New Zealand.
Sample selection:
Convenience sample from
outpatient rheumatology
clinic of public hospital.

Diagnosis of
RA and able
to walk 200m
unassisted.

Social connections
Fear (of unknown,
known and for
safety)

Withall et
al. (2016)

To understand 17/20
motivators and

facilitators in

engagement of

physical activity,

identify key factors

Qualitative design
using semi
structured focus
groups.

Sample size: 19

Gender: Male (4) and
Female (15)

Age: 31-73 years

Disease duration: 1 month-
10 years

18 years +
with diagnosis
of RA within
past 5 years.

Why people join
exercise groups and
why they drop out
Venue and timing
What do people want
to do and hear?
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that may affect Employment status: e Who should deliver
recruitment and Employed (8), unemployed the programme and
retention to (2), retired (10) how
exercise Setting: University Hospitals
programmes and Bristol NHS Foundation
explore patient Trust and the Royal National
perceptions on Hospital for Rheumatic
physical activity Diseases, Bath. UK.
programmes. Sample selection: Purposeful
sample selected from
Rheumatology clinics.
Larkin et Togaininsightas  19/20 Qualitative design  Sample size: 17 Aged 18+ e Being active
al. (2017) to how people with using semi Gender: Male (5) and with diagnosis e Barriers and
RA view physical structured Female (12) of RA. facilitators
activity (to inform interviews via Age: 35-83 years e Advice and
design of future telephone. Disease duration: 1-47 years information
physical activity Employment status: Not e Supporting physical
intervention) and specified activity

explore how their
levels of activity
may be increased.

Setting: Urban hospital in
Mid-west region of Ireland
Sample selection: Purposeful
sample selected from
patients attending routine
outpatient appointments at
rheumatology clinic.
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Figure 1. Study selection flow chart.
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Figure 2. Thematic schema illustrating the main factors influencing PA.
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