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Abstract

Objectives. Fatigue can be a disabling symptom of inflammatory rheumatic diseases. LIFT
(Lessening the Impact of Fatigue in inflammatory rheumatic diseases: a randomized Trial) is a random-
ized ftrial of remotely delivered cognitive-behavioural approach or personalized exercise programme
interventions, compared with usual care. The aim of this nested qualitative study was to evaluate par-
ticipants’ experiences of taking part in the intervention, including their ideas about future service
delivery.

Methods. Semi-structured telephone interviews were conducted with a subgroup of LIFT participants
to discuss their views and experiences of the interventions.

Results. Forty-three participants (30 women) from six sites who had participated in the cognitive-
behavioural approach (n=22) or personalized exercise programme (n=21) interventions took part. Five
themes were identified in the thematic analysis. In the theme ‘not a miracle cure, but a way to better
manage fatigue’, LIFT could not cure fatigue; however, most felt better able to manage after participat-
ing. Participants valued ‘building a therapeutic relationship’ with the same therapist throughout the
intervention. In ‘structure, self-monitoring and being accountable’, participants liked the inclusion of
goal-setting techniques and were motivated by reporting back to the therapist.

After taking part in the interventions, participants felt ‘better equipped to cope with fatigue’; more con-
fident and empowered. Lastly, participants shared ideas for ‘a tailored programme delivered remotely’,
including follow-up sessions, video calling, and group-based sessions for social support.

Conclusion. Many participants engaged with the LIFT interventions and reported benefits of taking
part. This suggests an important future role for the remote delivery of fatigue self-management.

Lay Summary
What does this research mean for patients?

Fatigue can be a disabling symptom in inflammatory rheumatic diseases (IRDs). The LIFT study
(Lessening the Impact of Fatigue in inflammatory rheumatic diseases: a randomized Trial) looked at dif-
ferent interventions; a cognitive-behavioural approach (CBA), a personalized exercise programme (PEP)
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or usual care. CBA sessions addressed unhelpful thoughts and feelings. The PEP sessions supported
people with IRDs to increase their exercise levels gradually. People with IRDs were randomly selected
to take part in seven sessions of CBA, seven sessions of PEP or usual care. All sessions except the
first PEP session were delivered remotely by telephone. The aim of this study was to explore people’s
experiences of taking part. Forty-three people with IRDs (30 women and 13 men) were interviewed
from six UK locations. Twenty-two took part in the CBA sessions, and 21 took part in PEP. People
with IRDs who took part in LIFT told us about a range of benefits. These included feeling less fatigue
and more confidence. Those in PEP told us they felt stronger. People with IRDs shared that they liked
being able to talk about their fatigue with a supportive therapist. These are encouraging results for re-
motely delivered research to support people with fatigue.

Key words: patient perspectives, qualitative, fatigue, rheumatic diseases, exercise, cognitive-behavioural

approaches

Key Messages

o Patients reported benefits of LIFT interventions, including reduced fatigue, increased strength (for those in the
personalized exercise programme) and improved confidence.

o Many patients valued being able to examine their fatigue in a supportive patient-therapist relationship.

e These findings highlight the advantages of clinical implementation of a remotely delivered intervention to address

fatigue.

Introduction

Fatigue can be a common, persistent and disabling
symptom in inflammatory rheumatic diseases (IRDs), in-
cluding RA, PsA, SLE, AS, axial spondylarthritis (AxSpA)
and primary SS (pSS). Patients have described the ex-
tensive social, emotional, cognitive and physical impact
of the symptom on their daily lives [1]. Aside from pain,
patients report that fatigue is the most difficult symptom
to manage [2-4]. In RA, between 42 and 80% of
patients experience significant fatigue. In a study of
patients with AS, 66% of those surveyed reported se-
vere fatigue [5]. For those with SLE, ~86-95% of
patients with SLE experienced significant fatigue [5-8].
Patients with inflammatory arthritis have described fa-
tigue as ‘overwhelming’ and different from everyday
tiredness, which could make them feel drained. Many
struggled with everyday activities, having to reduce their
actions to a minimum in order to carry on with daily ac-
tivities, work and leisure [4]. Likewise, those with FM
also described overwhelming tiredness, feelings of
weakness or heaviness, difficulties in doing the things
they needed to do, and having to do things more slowly
because of fatigue or tiredness [9]. It is clear that for
patients with IRDs, fatigue has a substantial impact on
their day-to-day lives [5-9].

In the UK, >80% of patients with IRD have indicated
that they would like more support from health professio-
nals to manage the impact of pain and fatigue on their
lives [10]. Although rheumatology health professionals
are aware of the impact of fatigue, many are unsure
how best to support patients [11]. This could, in part, be
attributable to a limited understanding around the

causality and mechanisms of fatigue in IRD. However,
conceptual models recognize fatigue as multifaceted,
with contributory factors that are likely to vary within
and between individuals and change over time [12, 13].
Evidence supports interactions between disease activity
and treatment processes (such as inflammation and
medications), physical activity, psychological factors (in-
cluding emotions, cognitions and behaviour), sleep
problems, obesity and social factors (including work/car-
ing responsibilities and financial resources). Rather than
linear interactions, these relationships are likely to be
complex, dynamic and reciprocal, with individuals’
experiences of fatigue being influenced by their unique
factors. This suggests a role for interventions that ac-
knowledge these factors and tailor approaches to the in-
dividual. In rheumatology, most of the evidence about
fatigue management has focused on RA. This includes a
systematic review of non-pharmacological interventions,
which reported small to moderate effects for physical
activity and psychosocial approaches [14]. Given that
there might be a number of shared similarities in the
patterns of behaviour that maintain fatigue across
chronic inflammatory rheumatic diseases, the trial was
designed to be a broader intervention, applicable across
many chronic painful conditions [15].

Lessening the Impact of Fatigue in inflammatory rheu-
matic diseases: a randomized Trial (LIFT) is a multi-
centre three-arm randomized trial of remotely delivered
cognitive-behavioural approach (CBA) or personalized
exercise programme (PEP) interventions in addition to
usual care, compared with usual care alone [15]. Using
a computer-generated sequence, participants were allo-
cated to one of the two treatments (CBA or PEP) or
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usual care alone [15]. The CBA and PEP interventions
were adapted by the authors from previous cognitive-
behavioural and physical activity interventions to man-
age fatigue [16, 17] to ensure that they were applicable
to a variety of IRDs and appropriate for remote delivery.
The CBA intervention addressed unhelpful cognitive and
behavioural patterns, such as avoidance of activity or
boom-bust cycles of overexertion and enforced rest
(crash), by encouraging participants to consider the cog-
nitions and emotions associated with these behavioural
patterns. In the PEP intervention, individual programmes
to increase participants’ exercise levels gradually were
designed, based on their symptoms. The aim was to
modify participants’ perceptions of effort and improve
their exercise tolerance. Participants in PEP also tracked
their activity using fitness-monitoring devices (heart rate
monitors and pedometers). The interventions comprised
seven sessions, each lasting <45min, spread over
14 weeks and with a booster session at 22 weeks. They
were delivered by health professionals (rheumatology
nurses, occupational therapists and specialist physio-
therapists) via telephone, except for the first session of
PEP, which was delivered face to face. The aim of this
nested qualitative study was to evaluate participants’
experiences of taking part in the intervention, including
their ideas about future service delivery.

Methods

The study was approved by the Wales Research Ethics
Committee Number 7 (reference: 17/WA/0065). A sub-
group of LIFT participants who had been in the CBA or
PEP arm of the trial were invited to take part in a semi-
structured telephone interview after they had completed
their final set of outcomes. Qualitative methods were
chosen to explore participants’ views and experiences
of the LIFT intervention. Data were collected in semi-
structured interviews informed by a topic guide devised,
piloted and refined by the authors of the present study.
The topic guide included participants’ reasons for joining
the study, their views on the intervention and its impact
on their fatigue (Table 1).

Sampling and recruitment

Potential participants were sampled from six National
Health Service hospital sites taking part in the LIFT
study across the Northeast of England and Scotland.
Potential participants were eligible if they had been allo-
cated to an intervention arm of the trial and they had
completed their week 56 assessment visit [15]. A maxi-
mum variation sampling strategy was used to target
LIFT participants with a range of age, sex and IRD diag-
noses [18]. To achieve the maximum variation sampling
strategy, a minimum of 40 interviews was calculated as
being required, in order to explore a variety of experien-
ces of intervention training and delivery across a diverse
sample of participants and across two interventions [15].
All participants provided audio-recorded verbal informed

https://academic.oup.com/rheumap
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TaBLe 1 Semi-structured interview topic guide

Overarching

Areas to explore
topic

Fatigue Nature and impact of fatigue before the
intervention
Reasons for taking part in LIFT
Expectations of the intervention
Content and How much of the intervention was
delivery completed and why?
Usefulness, memorable aspects, most
helpful and least helpful elements
Views on intervention delivery and
duration

Acceptability Mood over the course of the intervention

of the
intervention
Challenges and benefits experienced
Ideas for altering the intervention
Impact on Changes to fatigue since starting the
fatigue and intervention (including physical,
daily life psychological and social wellbeing)

LIFT: Lessening the Impact of Fatigue in inflammatory
rheumatic diseases: a randomized Trial.

consent for the qualitative component. Participant codes
have been used throughout to maintain anonymity.

Data collection and analysis

Interviews were conducted between March 2019 and
September 2020 and lasted for 20-47 min (average
26 min). Before the start of their interview, participants
were reminded that the telephone call was being
recorded, and consent was audio-recorded. Data were
collected by two female research associates (C.A. and
S.B.), both with prior experience of conducting semi-
structured interviews via telephone. C.A. and S.B. were
not involved in the design or delivery of the CBA and
PEP interventions. A digital audio-recorder or speaker-
phone and in-line recording adapter was used to re-
cord the telephone interviews. The audio recordings
were transcribed by a professional transcription ser-
vice, checked for accuracy by C.A. or S.B., and
anonymized.

Data were analysed using an inductive thematic analy-
sis from a realist, semantic perspective, guided by the
six-step process outlined by Braun & Clarke [19].
Inductive thematic analysis was chosen owing to its
suitability for data-driven analysis comparing patterns
across a dataset [20]. The lead author (S.B.) imported
the transcripts into NVivo 12 (QSR International,
Melbourne, Victoria, Australia) qualitative data evaluation
software to manage the data. All 43 transcripts were
read and re-read, before being coded for sections of
text that were relevant to the aim of the research.
Related codes were grouped together to form sub-
themes, whereas others were promoted to overarching
themes within the data [19]. Co-authors (E.D., C.A,, L.P.
and A.W. with significant qualitative research
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experience reviewed a sub-set of transcripts indepen-
dently. Theme labels and content were discussed as a
group, and the final analysis was agreed by these five
research team members (S.B., E.D., C.A., L.P. and
AW.).

Results

A total of 43 participants were interviewed, from a possi-
ble 103 CBA and 90 PEP participants who had com-
pleted the trial and engaged with follow-up (week 56).

The sample comprised 30 women and 13 men from the
CBA arm (n=22, 21.35% of the sample) and the PEP
(n=21, 23.3% of the sample). Participants were purpo-
sively sampled to give variation in relationship to age,
sex, diagnosis and intervention allocation. They were
aged <50 (10; 23%), 50-65 (19; 44%) or >B5years (14;
32%). See Table 2 for participant characteristics. The
authors identified five themes in the data (Table 3).

The first identified theme, ‘not a miracle cure but a
way to better manage fatigue’, explored participants’
fatigue before the programme. The subthemes ‘not
knowing what was wrong’ and ‘not recognized by

TasLE 2 Demographic characteristics of the study sample (n = 43)

Age, range, years Sex Diagnosis
>65 M RA
>65 F RA
>65 F pSS
>65 M RA
50-65 M RA
>65 F RA
>65 F RA
<50 M AxSpA
50-65 F SLE
50-65 F RA
<50 M PSA
50-65 M RA
50-65 M PSA
>65 F PSA
>65 M RA
50-65 M RA
<50 F SLE
50-65 F RA
<50 F SLE
50-65 F SLE
<50 F pSS
50-65 F PSA
>65 F RA
50-65 F SLE
50-65 F RA
<50 F SLE
50-65 F SLE
50-65 M AxSpA
<50 M AxXSpA
<50 F RA
<50 F RA
>65 M PSA
50-65 F SLE
50-65 F RA
50-65 M AxSpA
>65 F RA
>65 F SLE
50-65 F PSA
50-65 F pSS
50-65 F pSS
<50 F SLE
>65 F FM
>65 F RA

Site Intervention arm Therapist code
1 CBA 01
1 CBA 02
1 CBA 03
1 CBA 04
1 CBA 01
1 CBA 01
1 CBA 03
1 CBA 04
1 CBA 03
1 CBA 03
1 CBA 04
2 CBA 05
2 CBA 05
2 CBA 05
2 CBA 06
3 CBA 07
3 CBA 08
3 CBA 08
4 CBA 09
4 CBA 09
5 CBA 10
6 CBA 11
1 PEP 12
1 PEP 12
1 PEP 12
1 PEP 12
1 PEP 12
1 PEP 13
1 PEP 12
1 PEP 14
1 PEP 15
1 PEP 14
2 PEP 16
3 PEP 17
3 PEP 17
3 PEP 18
4 PEP 19
4 PEP 19
5 PEP 20
5 PEP 20
5 PEP 20
5 PEP 20
6 PEP 21

AxSpA: axial spondyloarthritis; CBA: cognitive behavioural approach; F: female; M: male; PEP: personalized exercise pro-

gramme; pSS: primary SS.
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TaBLE 3 Themes, subthemes and supporting quotes from the thematic analysis

Theme

Not a miracle cure, but a
way to manage fatigue

Building a therapeutic
relationship

Structure,
self-monitoring and
being accountable

Subtheme

Not knowing what was
wrong

Not recognized by
rheumatology
professionals

Keen to try

Therapists who

understood IRD fatigue

Continuity of care

The value of follow-up

Setting achievable goals

Supporting quotes

| think the worst thing was not knowing what
was wrong but knowing that | had something
wrong [CBA 001]

I don’t think | really recognized it as being part
of the rheumatoid [PEP 43]

Fatigue ... there seemed to be a non-recogni-
tion on the part of rheumatology that this was
central to my condition [CBA 007]

I don’t think . .. fatigue . .. is very well under-
stood [CBA 016]

The GP wasn’t helpful, so | had to find my own
way, so when this came along | thought,
‘Right, I'll try. .. I'll do anything’ [PEP 041]

| knew it wasn’t a miracle cure, not like it would
suddenly, like, take the condition away. | just
felt [LIFT] was well, just another tool in my
box, sort of thing, that | could pull out when |
needed it, and that’s what it transpired to be
[CBA 004]

| was quite happy to take part in it, you know,
to try anything to get a benefit and see if |
could get a better quality of life . .. because
I’'ve tried everything else [PEP 034]

| liked the physiotherapist that | got allocated,
she was really good, and because she has a
family member that’s got RA she could relate
more [PEP 031]

| wouldn’t have liked to join a gym with some
super trainer there who has no idea about
medical conditions [PEP 026]

Because she was an OT and [part of the] team
that work with [RA] she understood [CBA
004]

They remembered things from your last visit
and just different things, and | think it was
due to the continuity of the same face and
the same voice and stuff like that makes a
difference [CBA 008]

It was really good having that support, on the
end of the phone okay, knowing that some-
one was there interested in what I’d managed
to achieve that week or that fortnight [PEP
029]

...because you know that person is going to be
’phoning you and asking you. So, you think,
‘Oh, well, I'd better make an effort. Better
make sure I’ve made an effort this week’, and
| think that’s quite a good thing [PEP 036]

I think if I'd been told just to get on with it and |
knew that nobody was going to be 'phoning
and checking up on me then | probably
would’ve ... I'd quite easily miss out days
and here and there [PEP 031]

We agreed them [goals] together on the basis
of where | live and what seemed suitable
[PEP 030]

[The LIFT therapist] said, ‘Don’t get upset or
frustrated if you don’t achieve the things that
you wanted to achieve, because you’re doing
okay’ [CBA 005]

https://academic.oup.com/rheumap
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TaeLe 3 Continued

Theme Subtheme
Better equipped to cope Greater understanding of
with fatigue the symptom

Feeling more positive in
the face of fatigue

Not as effective if already

active
A tailored programme Benefits of telephone
delivered remotely delivery

On-going support

Supporting quotes

| keep a diary each day now, and | find that bril-
liant, to be honest. It helps you understand
why | did feel the way | did that day [CBA
022]

| started keeping a fatigue diary and | still do
that now; I've kept it going. One of the things
that | noticed very, very quickly was a pattern
that | hadn’t really thought of, and having no-
ticed the pattern | was then able to alter my
working, my working regime to try and avoid
the boom and bust sort of idea [CBA 006]

What is different is that | have more enthusiasm
about doing things.. .. It’s given me my cour-
age back, | think [PEP 035]

| think it’s given me a lot of confidence, and the
fatigue’s a lot better [PEP 037]

Yes, on the whole, | feel more positive about
coping with fatigue [CBA 005]

| was walking daily anyway, and | still am walk-
ing daily, at least one and a half kilometres,
maybe two during the week, and much
higher at the weekend [PEP 026]

[The LIFT Trial’s] overall impact was limited be-
cause it did not show me anything that | was
unaware of beforehand [CBA 007]

| live out-with the city centre in a sort of rural
area ... just even getting myself organized to
go to appointments and things like that, |
found really hard, and it just added to the fa-
tigue [CBA 004]

| found it quite beneficial because it meant |
didn’t have to go travelling up to see them
[PEP 027]

It can’t be continual, on-going, but I think if you
had somebody ... almost like checking up on
you, because self-motivation’s okay, but af-
ter a while, you know, life just gets in the way
[PEP 031]

Maybe another couple of sessions further
down the line checking back in, if you’d fallen
off the wagon as it were, or just how are you
doing kind of thing, would have been quite
good [CBA 021]

| still have a sort of hankering of meeting with
other people to see how they were coping
because sometimes one feels quite isolated
[CBA 005]

CBA: cognitive behavioural approach; GP: general practitioner;

IRD: inflammatory rheumatic disease; LIFT: Lessening the

Impact of Fatigue in inflammatory rheumatic diseases: a randomized Trial; OT: occupational therapist; PEP: personalized

exercise programme.

rheumatology professionals’ addressed the disabling fa-
tigue experienced by men and women, and the lack of
support they experienced in their care. Many were ‘keen
to try’ the LIFT programme and, although recognizing
that the therapies would not cure their fatigue, many de-
scribed being ‘better able to cope with fatigue’ (theme
4), a ‘greater understanding of the symptom’ and feeling
more confident in their abilities after participating.
‘Building a therapeutic relationship’ explored the part-
nership between the LIFT therapist and their participant.
Participants also described in theme 3 how ‘setting

achievable goals’ and having their activity regularly fol-
lowed up gave them structure and accountability. Lastly,
benefits of the remote delivery of the programme are
explored.

Not a miracle cure, but a way to better manage
fatigue

Not knowing what was wrong
Participants were living with disabling fatigue, with sub-
stantial impact on their work and social lives.

https://academic.oup.com/rheumap
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Participants spoke of losing their identity, their reason to
get out of bed, and feeling ‘trapped’ by fatigue. Before
taking part in LIFT, some participants had not made the
connection between their IRD and their fatigue. Not
knowing about fatigue could be very worrying and was
described as one of the most distressing elements of
their experience. Men, particularly, worried about how
their fatigue affected their ability to work, and the need
for extra time off.

Not recognized by rheumatology professionals
Participants reported that health professionals often
struggled to recognize and discuss the association be-
tween IRD and fatigue. Other participants indicated a
perceived lack of interest or understanding from their
doctors about the impact of IRD-related fatigue. As a
result, some participants felt that there was a lack of
appreciation of the significant impact of fatigue on their
lives, with little support available.

Keen to try

Participants recognized that LIFT could not offer a mira-
cle cure, but the majority felt better able to cope with
their fatigue after taking part. Participants were moti-
vated to understand the associations between their IRD
and fatigue, to gain more information and support with
management and to help themselves to live well. Many
had already tried a range of self-management strategies
and were keen to see if LIFT would make a difference.

Building a therapeutic relationship

Therapists who understood IRD fatigue

Participants in the CBA and PEP arms reported feeling
validated by LIFT therapists who acknowledged and un-
derstood the impact of IRD fatigue. Those in the PEP
arm described how having their exercise directed by a
physiotherapist with comprehensive knowledge of IRD
and fatigue was reassuring, and they felt encouraged to
increase their activity levels safely. Participants in the
CBA arm also reported that it was reassuring to talk to
LIFT therapists who provided fatigue support and advice
in keeping with their individual goals.

Continuity of care

Participants valued interacting with the same therapist
throughout the intervention. Many reported that the
rapport they were able to build at the start of the inter-
vention made it easier to share more personal things
later. Participants in both arms cited the quality of their
relationship with their therapists and described feeling
encouraged and supported to push themselves to do
more. Having a good relationship with their LIFT thera-
pist gave participants the space confidently to tackle
how they felt about their fatigue in a supportive
environment.

https://academic.oup.com/rheumap
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Structure, self-monitoring and being accountable

The value of follow-up

Many participants liked the structured format of the
interventions, and most were happy with the seven ses-
sions. The inclusion of techniques such as goal setting
were described as motivating and helpful because they
included self-monitoring and being accountable to the
therapist. Participants in the CBA arm described how
keeping an activity diary enabled them to see the cause
and effect of their boom-bust cycles of activity and to
see new connections between their overexertion and fa-
tigue crashes. Filling out activity diaries and charts en-
abled those in the PEP arm to see their progress each
week. Knowing that they would be ‘checked up on’ and
accountable to a therapist via weekly telephone calls
helped PEP participants continue to try to achieve their
goals. Correspondingly, some described how it was
sometimes difficult to stay motivated when the seven
LIFT sessions had finished.

Setting achievable goals

Individual goal setting led by participants was acknowl-
edged as a helpful part of the interventions, although
learning how to set achievable goals could be challeng-
ing. Many were keen to set goals, but were cautioned
by their therapist in both the CBA and PEP arms to try
not to do too much at once. Some participants de-
scribed feelings of guilt when they had not been able to
meet the weekly goals that they had set for themselves.
However, this response was often used as an incentive
to set more realistic goals and objectives.

Better equipped to cope with fatigue

Greater understanding of the symptom

Many participants described feeling more confident and
empowered after the interventions, which they attributed
to a better awareness of the drivers and maintaining fac-
tors contributing to their IRD-related fatigue. As a result,
they felt much less isolated by their symptoms. Having
a better understanding of their fatigue empowered par-
ticipants to ‘take back control’ from their fatigue, rather
than feeling passive.

Feeling more positive in the face of fatigue

Some participants reported that the changes after taking
part in the interventions were as much psychological as
physical, highlighting a new attitude towards fatigue
self-management. Positive benefits included being more
motivated to socialize and to exercise and being able to
pace activity better. Many were so pleased at their
physical progress that they were continuing to exercise
after the programme had finished. Some in the PEP arm
reported enhanced muscle tone and physical stamina,
which almost all reported as making them feel ‘stron-
ger’, helping with physical mobility and improving joint
pain. Some CBA participants had carried elements of
the intervention into their everyday activities; using the
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activity diaries to track fatigue levels over the day and
modifying their actions to avoid boom-bust cycles of
activity.

Not as effective if already active

Participants in the PEP arm who reported high physical
activity levels before LIFT reported less benefit from the
intervention. This might be attributable to the pro-
gramme being targeted to the needs of patients with a
much lower baseline of exercise and physical activity.
There were some participants in both CBA and PEP
arms who reported being reluctant to keep an activity
diary, set written goals or complete questionnaires be-
cause they felt that there was nothing to gain from these
activities and tasks and that they would not provide any
new information, insights or help.

A tailored programme delivered remotely

Benefits of telephone delivery

Participants found telephone delivery an acceptable way
to interact with their therapist. Many described the tele-
phone calls as convenient, with less impact on their fa-
tigue compared with traveling to meet in person.
Several in the CBA arm reported that they felt more able
to be open, relaxed and honest on the telephone com-
pared with in person.

On-going support

Participants had a range of suggestions for delivery of
LIFT in clinical practice. This included further follow-up
sessions 6 and 12 months after the intervention, to pre-
vent a possible ‘slide’ back into less active behaviours.
With the recent changes in social interaction because of
the current coronavirus disease 2019 (COVID-19) pan-
demic, including reliance on video calling platforms,
many were keen to see this as an option to check in
with their therapist. Participants cited seeing facial
expressions as further strengthening inter-personal
bonds. In addition, a minority were keen to see LIFT
broadened to group-based sessions. The hope was that
by meeting others with IRD fatigue, participants would
receive social support, ideas and encouragement.

Discussion

These findings highlight the significant potential benefits
of remotely delivered CBA and PEP interventions. This
includes the value to patients of validating their experi-
ences and providing information, advice and reassur-
ance about fatigue from a rheumatology perspective.
The lack of recognition and acknowledgement of fatigue
by health-care professionals before the interventions
had left some participants struggling and unsure of the
best way to cope. This is in line with research showing
that patients with RA felt dismissed when trying to dis-
cuss fatigue with their general practitioner and perceived
health professionals as reluctant to provide support [4].
Our study findings also reinforce the importance of the
therapeutic relationship, rapport building and therapist

continuity, which have been shown to improve out-
comes for patients in several long-term musculoskeletal
conditions, including low back pain [21, 22] and OA
knee pain [23]. It also shows that the therapist-patient
alliance can work well via telephone. This is interesting,
because telehealth is becoming commonplace in rheu-
matology [24]. In some clinical areas, such as psycho-
logical therapy, there is evidence that therapists and
patients have reservations about telephone delivery, de-
spite comparable clinical outcomes [25]. These con-
cerns centre around the quality of the therapeutic
relationship and the ability to exercise professional skill
and judgement in the absence of visual cues. One pos-
sible explanation for the positive experiences of partici-
pants in the present study is the long-term nature of
IRD. Participants were used to coming into hospital as
part of managing their health. Taking part in the inter-
ventions was an opportunity to save time and energy,
while still accessing specialist rheumatology care.

Techniques such as goal setting, self-monitoring and
accountability were described by participants in our
study as motivating and helpful. Similar results have
been seen in a supervised exercise programme for
type 2 diabetes, in which participants appreciated the
encouragement, monitoring and accountability provided
by programme staff and were keen to push themselves
[26]. Although our findings showed support for the use
of key behavioural techniques to enhance participants’
self-efficacy, they also highlight the risk of patients fail-
ing to sustain positive behaviours when they are no lon-
ger reporting to others. This sense of on-going support
was mentioned by participants interested in group work
and sharing experiences with other patients. A buddying
system could help to transition participants from the
structured environment of the LIFT study to real-world
exercise routines post-intervention [27, 28]. Another
model of interest is the co-production of peer support
groups after pain management programmes. These
have been shown to be low-cost, provide helpful social
intervention, improve self-management skills and lead to
some reductions in usage of health services [29].

Those in the PEP arm reported enhanced muscle tone
and physical stamina after the intervention, which made
them feel ‘stronger’, and helped with physical mobility and
joint pain. Comparably, a recent randomized controlled
trial examining 3-month personalized exercise pro-
grammes for patients with RA found that participants had
increased grip strength, aerobic capacity and cognitive ca-
pacity and reduced fatigue scores on completion of the
programme, compared with the control group [30]. The
authors conclude that cardiovascular exercise has a signif-
icant positive impact on patients with RA [30].

Participants in the LIFT study were positive about the
interventions being delivered via telephone, but they
could see a potential role for the option of video plat-
forms. Recent research has indicated that consultations
using video calls in a musculoskeletal care setting were
well received by the majority of patients [31]. The bene-
fits include a reduction in waiting times, not needing to
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travel (which can exacerbate fatigue) and savings to the
patient in terms of travel costs [32]. Video consultation
also enables visualization, making the explanation of
tools, such as the colour-coded activity diaries, easier
for participants to share.

Strengths and limitations

A strength of this study is the range of participants who
took part in the telephone interviews, in relationship to
sex, age, IRD, study site and therapist. A limitation of the
study is that participants were only selected from those
who reached the trial study endpoint at week 56. Although
participants were invited if they had given the study team
permission to be contacted before their withdrawal, none
of those who had given permission responded to the invi-
tation. Therefore, we do not have any insights from partici-
pants who did not complete the study. Our findings might
give a more positive representation of CBA and PEP,
compared with those who failed to complete the interven-
tion. Future research could examine participants’ reasons
for non-completion of fatigue interventions.

Conclusion

This study found significant potential benefit of the LIFT
interventions and the use of PEP and CBA to target fa-
tigue in adults with IRDs. Many patients engaged with
the LIFT interventions and reported several benefits of
taking part, including increased strength (PEP), reduced
fatigue, improved confidence and being able to examine
their fatigue in a supportive patient-therapist relation-
ship. Many were keen to continue the activity diaries
and goal setting after completing the intervention, be-
cause these were described as an easy way to visualize
energy expenditure over time. Most participants were
happy with the remote delivery of the interventions and
pleased to interact with therapists who understood their
conditions and the impact of fatigue on their lives.
These results suggest an important role for the remote
delivery of fatigue self-management interventions, partic-
ularly as services respond and adapt to the current
COVID-19 pandemic.
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