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Background: Fatigue is difficult to manage. In addition to pain, fatigue is the
symptom reported to have the most negative impact on performance of daily activ-
ities by people living with rheumatoid arthritis (RA)1. At Haukeland University Hos-
pital in Bergen, Norway, an activity pacing group is therefore offered as part of the
rehabilitation program for people with inflammatory rheumatic diseases, to help
them cope with fatigue in their everyday life.
Objectives: To explore patients experiences with the group and if there
are unmet needs that should be addressed by health professionals.
Methods: Four to six months after attending rehabilitation, semi-structured
interviews were conducted with two men and eight women of working
age. Participants had a variety of inflammatory rheumatic diseases. The
interviews were recorded and transcribed verbatim. Thematic analyses will
be conducted.
Results: Preliminary findings indicate that persons living with rheumatic
disease and fatigue have several needs to enhance their coping of
everyday life, which can be described in three themes: (1) A need for
increased understanding of fatigue and recognition by health professionals:
Several informants reported feeling concerned, insecure and worried
because they were unable to understand why they experienced over-
whelming tiredness. Consequently, they wanted more knowledge concern-
ing to which degree their fatigue was caused by their inflammatory
rheumatic disease, or if it was caused by something else. They also
wanted the rheumatologists to pay more attention to fatigue in persons
with rheumatic diseases. (2) A need for information sharing with peers:
Such sharing enhanced their understanding of fatigue, motivated them to
consider trying out new strategies to manage their fatigue, and seemed
to be the most important outcome of the activity pacing group. (3) A
need for practicing specific self-management strategies: The informants
valued that an occupational therapist led the group. They further
described that the focus on activity balance and how to manage daily
activities increased their awareness of what to do to manage their every-
day life. Planning and prioritizing meaningful activities were the most fre-
quently reported strategy. Despite gaining more knowledge, several of the
informants seemed to struggle with changing their behavior and, thus,
continued to exceed their energy reserves. Therefore, a few informants
clearly expressed a need for follow-up over time and for practicing spe-
cific strategies, to be able to change their behavior.
Conclusion: The participants described seem to need information to
increase their understanding of fatigue and how to manage their everyday
life with fatigue. They also need rheumatologists to recognize fatigue
experienced by persons with inflammatory rheumatic diseases. However,
knowledge and increased awareness of self-management strategies alone
do not seem to enable the participants to change their behavior. There-
fore, there seems to be a need for follow-up allowing the participants to
practice and evaluate goalsetting and the use of activity pacing strategies
in their daily life.
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Background: Encouraging children and young people (CYP) with rheumatic and
musculoskeletal diseases (RMDs) and their families to adopt self-management
behaviours from the point of diagnosis is likely to positively influence the long-term
health and wellbeing of CYP. However, there is limited evidence of such interven-
tions targeted at CYP and families.
Objectives: Therefore, the aim of this study was to identify What works,
for whom, in what circumstances, and why.
Methods: The study was based on the logic of realist evaluation and the
Individual and Family Self-Management Theory. Realist evaluation is a
recognised model of theory-driven evaluation which enables an in-depth
appreciation of how complex health interventions may or may not work in
real-world settings. In this study, a realist evaluation was undertaken
using qualitative research methods to explore and refine theories regard-
ing self- and shared-management interventions. The realist evaluation
began with a set of initial programme theories, which were initially tested
through interviews with one group of stakeholders involved in providing
self- and shared-management support. Interviews were transcribed intelli-
gent verbatim and data were analysed in NVivo using a realist logic of
analysis to identify contextual influencers, interventions mechanisms and
outcomes.
Results: In order to refine and consolidate theories about the self- and
shared-management of RMDs by CYP and their families, theory was
gleaned from patient organisation representatives with experience of sup-
porting CYP and families. Contextual influencers discussed included the
characteristics of: i) individual CYP living with RMDs; ii) the family
dynamic; iii) peer and social interaction among both CYP and families;
iv) the educational environment; and v) Organisational processes and
structures. Patient organisation representatives highlighted the family
dynamic and navigating organisation processes and structures as key
influencers on CYPs willingness and ability to begin their self-manage-
ment journey in an age- and developmentally-appropriate manner.
Conclusion: Concepts gleaned during the first phase of the study, partic-
ularly around the influence of family dynamic, will be further tested,
refined, and consolidated with other groups of stakeholders, including:
CYP with RMDs; families; healthcare professionals from the paediatric
rheumatology multi-disciplinary team; school staff; and patient organisation
representatives. In time, it is anticipated that the findings will form a pro-
gramme specification detailing what works, for whom, in what circumstan-
ces, and why with regards to the self- and shared-management of
paediatric-onset RMDs.
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