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protocols, changing health behaviours, shared decision
making with healthcare providers),” ” along with evalua-
tion of the cost-effectiveness and resource utilisation.

The majority of studies did not identify a single
primary outcome but rather multiple outcomes. We
found that physiological outcomes (ie, blood pressure)
were the most commonly reported and symptoms were
the least mentioned. These findings demonstrate the
lack of patient-driven outcomes that may be important
to them, for example, a patient’s individual health goals
across a variety of dimensions (ie, symptoms, mobility,
social and role function in the family or community) that
could possibly maximise their quality of life. Work by
Tong et al (2015) highlights this concept, where patients
with CKD are more interested in treatment choices
that influence non-traditional clinical outcomes such
as impact on family and lifestyle.”? A holistic approach
should be considered where mental and psychosocial
outcomes are investigated, rather than just physiolog-
ical endpoints.

Our findings from the qualitative studies looking at
patient perspectives are inconclusive because of the
limited number of studies and the heterogeneity of
the interventions. Havas et al'* similarly reported a lack
of research related to patient perspectives on self-man-
agement in CKD." There is also a lack of qualitative
studies overall, which could provide valuable information
regarding attitudes and challenges of self-management
interventions from the perspective of both providers and
patients.

Strengths of our study include the comprehensive
nature of our search, inclusion of all study designs and
consideration of self-management features that have not
been investigated previously. We also engaged patient
partners in determining the research question, advising
us on search terms, grey literature sources and reviewing
the results to ensure we captured and reported the data
meaningfully. One of the main limitations was the chal-
lenge in synthesising the data given its heterogeneous
nature. To address this challenge, the two reviewers
used two standardised tools TIDieR' and the EPOC
tool® to independently extract data and independently
coded the outcomes into categories using the revised
Self-and Family Management Framework .° Also, we
were unable to assess the self-management outcomes in
terms of sustained changes in behaviour, physiological
and health status. A final limitation was our inability to
draw conclusions regarding the most effective self-man-
agement intervention for adult patients with CKD,
keeping in mind that our aim was to review the breadth
of the current literature and present the gaps that exist.

Overall, we found considerable variation in self-man-
agement interventions for adults with CKD with
respect to their content and delivery as well as the
outcomes assessed and results obtained. Major gaps in
the literature include the lack of patient engagement
in the design of the self-management intervention,
along with the lack of a behavioural change theory to

inform their design. Our future research will incorpo-
rate intervention frameworks to codevelop and eval-
uate a self-management intervention based on a sound
behavioural theory involving our national patient part-
ners, specialists, primary care providers and decision
makers.
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