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General introduction

General introduction

Healthcare delivery is changing fundamentally. Transformations are being driven by the focus
on person-centered approaches in which patients become active partners in healthcare(1). In
this context there is an increasing emphasis on patient self-management(2). Despite the variety
of self-management support interventions and the available evidence, practical implementation
encounters significant obstacles. A paradigm shift is needed that focuses on the changing role of
healthcare professionals and the need to adequately guide them to provide effective support for
self-management. This transition is crucial to bridge the gap between existing knowledge and
actual care practice, with the ultimate goal of improving patients’ health and quality of life

outcomes.

Healthcare transformations

Worldwide, nearly one in three adults is diagnosed with one or more chronic diseases(3). With
increased life expectancy, attention to prevention of severe events and access to better
treatments, this number will continue to rise(4,5). All of this is contributing to a larger focus on
chronic care(6). In addition, healthcare systems are shifting from traditional disease-oriented
systems to more holistic, person-centered approaches that place the individual at the centre of
their healthcare journey(7). This profound transformation moves away from the conventional
medical model and embraces biopsychosocial paradigms, focusing on the individual as a whole.
The goal is to preserve patients’ dignity and enable them to lead fulfilling lives despite their
health challenges. This requires a holistic view of care, taking into account the physical,
emotional and social aspects of the person behind the patient(8). Such a person-centered care
approach is considered pivotal to improve patient satisfaction and treatment adherence(7).
Person-centered care recognizes that patients are unique individuals, with different needs,
values and preferences. It encourages them to actively participate in health decisions(9). To
ensure that no one is left behind, community-based healthcare systems are being developed to
actively involve each individual of the community in the care journey(10). Driven by patients’
desire to gracefully age in the comfort of their homes, alongside with growing health
consciousness and literacy(11), the goal is to reach out to a diversity of populations and create a
healthcare system that encourages people in the community to actively participate in their
care(12). Care professionals are no longer supposed to make decision for the patient, but
together with the patient(13). It refers to the principles of shared-decision making to emphasize
active patient participation, information sharing and respect for autonomy(14). It encourages

healthcare professionals to include patients as equal partners in treatment decisions by



General introduction

considering their values and preferences(15). In the midst of these changes, primary care and
primary care professionals play a central role in the evolution of healthcare. Primary healthcare,
as outlined by the World Health Organization (WHO), is a transformative approach to
strengthening national health systems and ensuring community-based access to essential
services(16). It encompasses a wide range of tailored health services across the lifespan and
addresses the underlying determinants of health through community action. By empowering
individuals, families and communities to take an active role in their health, primary care is

emerging as a cornerstone in the evolving health landscape(17).

Self-management and self-management support

As a result of above-mentioned transformations, roles in healthcare are changing rapidly.
Patients become more active players and there is a shifting of “power” from healthcare
professionals to chronic patients(18). The concept of self-management has become very

relevant.

Self-management is a form of self-regulation in which individuals take an active role in their
care(19). It refers to patients controlling their own disease and health by using appropriate
strategies, resulting in positive health and welfare outcomes(20). Several definitions have been
described in literature. For the purpose of this manuscript, we follow the holistic definition
established by Barlow (2002)(21). Self-management in chronic disease is defined as “the
individual’s ability to manage the symptoms, treatment, physical and psychosocial consequences and
lifestyle changes inherent in living with a chronic condition. Efficacious self-management encompasses
ability to monitor one’s condition and to effect the cognitive, behavioural and emotional responses
necessary to maintain a satisfactory quality of life. Thus, a dynamic and continuous process of self-

regulation is established”(21).

Three different components can be identified, inspired by Corbin & Strauss (1988) and Lorig &
Holman (2003)(22,23): medical management (coping with medical aspects), role or social
management (coping with lifestyle adjustments) and emotional management (coping with
emotional consequences). Engaging with these three components contributes to the
development of effective self-management strategies(19). In understanding the concept of self-
management, it is essential to discuss the complementary concept of self-management support,
which enhances the practical application and effectiveness of empowering individuals in their
healthcare journey(24). The correlation between patients’ self-management and their support

needs is represented in Table 1.
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Self-management support is widely discussed in literature. Adams et al. (2004) offer a holistic
definition that emphasizes the role of healthcare professionals, referring to self-management
support as “the systematic provision of education and supportive interventions by health care staff to
increase patients’ skills and confidence in managing their health problems, including regular assessment
of progress and problems, goal setting, and problem-solving support”(25). The goal is to provide
patients with knowledge and skills needed to accurately manage their health conditions and
adapt their lifestyle. (26). To engage in effective self-management, individuals need to feel
empowered to take control of their health and wellbeing. Empowerment focuses on fostering
self-efficacy and active participation in one’s own care journey. It shifts the focus from a deficit-
oriented approach to one that highlights strengths and potentials. In this context, empowerment
serves as a theoretical foundation for understanding the mechanisms underlying effective self-
management support interventions(27). Self-management support is a collaborative approach
between healthcare professionals, patients and their informal network, and the healthcare
systems in which patients are informed and empowered, thereby contributing to improved
health and quality of life outcomes(28,29). Collaboration is essential to tailor care to the unique
needs of individual patients and to increase the effectiveness of self-management support and
its impact on patient outcomes. This collaborative approach is visually represented in Figure 1,
inspired by the Co-Creating Health Model(30), which highlights the interconnected efforts of
patients, health professionals and health systems. Together, they strive to promote self-

management to achieve positive outcomes.

I

Informed and
empowered patients

Improved health
Trained collaborating

healthcare professionals as &
self-management partners  quality of life

outcomes T e
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guidance of support by
\ healthcare systems

<

Figure 1: The collaborative approach of self-management support, inspired by the Co-Creating Health Model(30)
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Table 1: Correlation between self-management and support needs(31)

Components of self-management Self-management support needs
(Lorig & Holman, 2003)(23) (Dwarswaard et al., 2015)(24)
Medical management Instrumental support

¢ Knowledge: information and instruction
e [nternalizing knowledge

e Adjusting daily life to the chronic condition

Role or social management Relational support
e Partnership

e Sympathy

Emotional management Psychosocial support
e Recognition of emotional aspects of the chronic
condition

e Building self-confidence and empowerment

Evidence and interventions

According to literature, effective self-management can have a positive impact on patient-related
outcomes (including patients’ activation and self-efficacy) and quality of life(32). In addition, a
positive effect is reported on healthcare utilization (including workflow and efficiency, reduced
long-term workload), cost of care, and clinical outcomes (including decreased mortality and
morbidity)(33-36). These findings confirm the intrinsic value of self-management as a strategy
that not only benefits the individual patient, but also brings broader benefits to the healthcare
system as a whole. It is considered senseless to include numerical data in this context, given
inherent limitations such as the heterogeneity of intervention studies, the emphasis on
qualitative research, and the need for long-term research to make statements about

effectiveness.

While focusing on self-management is crucial in the transforming landscape of healthcare, where
person-centered care approaches are central, it is equally important to explore the mechanisms
that help patients effectively manage their health conditions. In fact, chronic disease self-
management is a complex collaborative effort between patients and their formal and informal

healthcare networks, recognizing the diversity of self-management capabilities of
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individuals(37). More specifically, self-management of chronic diseases requires six patient
skills: action planning, decision making, patient-care professional collaboration, self-tailoring,
problem solving, and resource utilization(23). These skills are acquired through a continuous
lifelong learning process; they are not innate(19). Therefore, various interventions have been
developed to guide patients in the self-management process, and an upward trend in the number
and type of interventions has been observed in recent years. This increase can be attributed toa
growing awareness and recognition of patient engagement in the care process(38). In 2015, the
WHO explicitly articulated the need for evidence-based guidelines and programs to support
patient self-management(39). Furthermore, the increase can also be attributed to patients’
growing need for effective support to actually achieve self-management. Finally, the growing
trend towards more interventions highlights the importance of researching and implementing
innovative approaches. These developments are not only a response to changing dynamics of
healthcare, but also reflect the evolutionary shift towards a patient-centered approach to

healthcare, in which self-management is central.

Self-management support interventions come in different types and forms. Primarily,
interventions focus on educating patients to achieve effective chronic disease self-management
skills(40). Hence, further development and support of these skills are a prerequisite for achieving
desired health and quality of life outcomes. A minority of interventions target individuals other
than the patient in the health network, such as the informal caregivers or the healthcare
professionals. According to international research, many of these self-management support
interventions have shown promising results in practice(32). Specifically, several interventions
have demonstrated the potential to increase patient engagement, improve self-management

skills and contribute to improved health and welfare outcomes(41).

Challenges in implementation

Despite the evidence, the majority of interventions still encounter significant challenges,
complicating the full implementation of self-management support in practice(42). One of the
main challenges is the crucial requirement for healthcare professionals to act as companions of
patients and actively support them in acquiring self-management skills(24,29). However, this
essential companionship often clashes with a lack of knowledge among healthcare professionals
on how to adequately fulfil this role. The traditional consultation model, rooted in a hierarchical
approach in which the healthcare professional plays the lead role, often does not match the shift
to self-management(43). The lack of clear guidelines, models and frameworks for this new form

of collaboration complicates its implementation.
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In addition, research reveals a number of other challenges. First, interventions are often focused
on self-management support of one specific target group(44), making them inapplicable to a
variety of chronic patients with diverse health needs(32). More specifically, they are either
focused on one chronic condition, or they target only a specific group of patients. Secondly,
interventions mainly address the patient, as the research subject or intervention participant(21).
However, formal primary health- and welfare professionals and informal caregivers fulfill
significant supportive roles(45). Neglecting or failing to involve them in self-management
support programs may contribute to reduced effectiveness. Thirdly, the concept of self-
management remains ambiguous, complex and without consensus(19,46). This causes various
interpretations and misconceptions among healthcare professionals who, in most cases, are
responsible for implementing the developed interventions. However, clarity and understanding
are crucial for accessibility. As aresult, it can be challenging to present self-management support
interventions in practice. Fourthly, both patients and professionals struggle to access developed
tools and support needed to effectively manage chronic conditions. Finally, self-management
support interventions seem to fall short, also in the Belgian context. Although the significance is
emphasized in several reports(47), evidence for the effectiveness in chronically ill patients is
unclear (48). This complicates the impact of interventions within the national and international

healthcare environment.

To overcome these challenges, there is a need for a clearer understanding of the roles of both
the healthcare professional and the patient in the self-management process. A shift towards a
more cooperative and collaborative process between patient and healthcare professional is
essential. In this regard, conducting research to establish new models, develop support tools and
foster a culture of shared responsibility are crucial steps to facilitate the transition to effective

self-management support.

Knowledge-to-practice gap consequences

Within current healthcare practice, there is a clear gap between theory and practice of self-
management support(42). Although research demonstrates the positive benefits of engaging
patients in self-management, several challenges and barriers remain in the way of further
development and implementation in primary care practice. This gap results in a critical lack of
person-centered care in which the patient plays up an active role. This negatively impacts health
and quality of life. At the same time, this gap places an enormous burden on the healthcare
system and its healthcare professionals. Patients who experience inadequate self-management

support translate into reduced quality of care, poorer healthcare outcomes, increased
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healthcare utilization, greater costs and increased pressure on healthcare professionals. The
result is a disbalanced healthcare system with staff stretched to their limits, facing the

overwhelming challenge of meeting the increasing demands of patient care.

Thesis outline and objectives

To bridge the gap between theory and practice, namely to increase the uptake of self-
management support in practice, this thesis project aims to provide comprehensive insights into
effective self-management support. The aim is to gain practical knowledge by conducting both
qguantitative and qualitative research with all stakeholders (patients, informal and formal
caregivers, representatives of patient organizations, policy makers, etc.). The focus is on
developing a holistic model of self-management support, emphasizing the collaborative
approach. In addition, the thesis project aims to contribute to the translation of this model into
usable strategies. The ultimate goal is to empower healthcare professionals and promote a
seamless integration of self-management support principles into everyday healthcare practice.
The focus is on primary care because this usually serves as the initial gateway to the health
system(17). Moreover, for chronic patients, primary care plays a crucial role in ensuring

continuity of care.

The overall research question is defined as:

“How can we guide healthcare professionals to support people

with moderate complex care needs to achieve adequate self-management?”

13
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In order to answer this research question and to meet the objectives, the research is organized

into three integral parts, comprising seven chapters (Figure 2).

Part I. Providing clarity on the plethora of self-management support interventions and

their impact on patient outcomes

e Chapter 1. Characteristics of self-management support interventions and their impact
on Quality of Life in adults with chronic diseases: An umbrella review of systematic

reviews

Part Il. Mapping patients’ and professionals’ experiences of primary care and self-

management support

e Chapter 2. How do people living with chronic conditions and their informal caregivers

experience primary care? A phenomenological-hermeneutical study

e Chapter 3. Self-management support in Flemish primary care practice: the

development of a preliminary conceptual model using a qualitative approach

e Chapter 4. Self-management support in primary care practice: a qualitative focus group

study of care professionals’ experiences

Part lll. Developing a theory-informed, contextually appropriate self-management

support intervention

e Chapter 5. Co-creation of an intervention to facilitate self-management support in

primary care practice: online nominal group technique

e Chapter 6. Facilitating self-management support using the behaviour change wheel to

address healthcare professionals’ behaviour

e Chapter 7. Transforming healthcare: A pilot study to improve primary healthcare

professionals’ self-management support behaviour through blended learning

Figure 2: Thesis outline - visual representation

14
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Part I. Providing clarity on the plethora of self-management support interventions and their
impact on patient outcomes
This part of the PhD dissertation aims to provide an overview by performing an umbrella review

of systematic literature reviews.

Chapter 1. Characteristics of self-management support interventions and their impact on Quality of
Life in adults with chronic diseases: An umbrella review of systematic reviews

In this first research chapter, we mapped the literature on self-management support
interventions. The goals was to create an overview of existing interventions and their impact on

the patient reported outcome Quality of Life(49).

Part Il. Mapping patients’ and professionals’ experiences of primary care and self-
management support

This second part aims to gain insights into the concept of self-management support in Flemish
primary care practice. Firstly, the perspectives and insights of patients and their informal
caregivers have been explored. Based on their input, we developed a conceptual self-
management support model. Finally, we completed the picture of self-management support in
the “healthcare ecosystem” by exploring perspectives and experiences of healthcare
professionals. This sequential exploration is intended not only to enrich the theoretical model,
but also to facilitate the practical implementation of self-management support (interventions)

guided by the collective experience of all care stakeholders.

Part Il consists of the following three chapters:

Chapter 2. How do people living with chronic conditions and their informal caregivers experience
primary care? A phenomenological-hermeneutical study.

Within this chapter, we explored how patients and their informal caregivers experience primary
healthcare in Flanders. Dyadic interviews were conducted in order to gain a more

comprehensive understanding(50).

Chapter 3. Self-management support in Flemish primary care practice: the development of a
preliminary conceptual model using a qualitative approach.

In this subsequent chapter, we carefully analyzed the dyadic interviews on the topic of self-
management support. This study aimed to create a conceptual model of self-management
support, intended to serve as a starting point in the development of future support

interventions(51).

15
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Chapter 4. Self-management support in primary care practice: a qualitative focus group study of care
professionals’ experiences.

In this fourth chapter, we aimed to understand healthcare professionals’ experiences with self-
management support and learn from these experiences about the characteristics, support

strategies and barriers/facilitators of self-management support(52).

Part lll. Developing a theory-informed, contextually appropriate self-management support
intervention

In this third and last part, we move from theory to practice. Based on participatory research, we
created a contextually appropriate self-management support intervention tailored for primary
care in Flanders. To achieve this, we organized nominal brainstorming sessions in which we
actively involved patients, their informal caregivers, healthcare professionals and
representatives of health- and welfare organizations. These sessions generated insights, leading
us to the next chapter: a comprehensive analysis of healthcare professionals’ behaviour shaped
a behavioural self-management support intervention. In the final chapter, we piloted and

evaluated this practical intervention in primary care.

Part 1l consists of the following three chapters:

Chapter 5. Co-creation of an intervention to facilitate self-management support in primary care
practice: online nominal group technique.

Based on a co-creative process, we collect ideas for a self-management support intervention in
Flanders by organizing online nominal group sessions. We question what specific actions can be
organized to guide healthcare professionals in supporting self-management of chronic

patients(53).

Chapter 6. Facilitating self-management support using the behaviour change wheel to address
healthcare professionals’ behaviour.

Following the online brainstorm sessions, in this chapter we discuss the development of a
theory-informed, contextually appropriate self-management support intervention to address
the self-management support needs of patients, informal and formal care professionals. At the
core of this intervention lies an analysis of professionals’ behaviour using a behavioral change

wheel.
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Chapter 7. Transforming healthcare: A pilot study to improve primary healthcare professionals’ self-
management support behaviour through blended learning.

In this final chapter, we explore the impact of our developed intervention, namely a blended
learning program, on healthcare professionals’ reaction, learning and behaviour towards self-
management support in primary care. We do so by means of a pilot study in Flemish

multidisciplinary healthcare centers.

17
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Primary Care Academy

This research project is part of the Primary Care Academy (PCA). Through research and
teaching, the PCA aims to strengthen and support primary care in Flanders. The Academy
consists of a group of four universities, six colleges, the White and Yellow Cross and the Flemish
Patient Platform who join forces to achieve interdisciplinary impact in primary healthcare. Three
main research themes are addressed: interprofessional collaboration, goal-oriented care and
self-management support. Funding for the PCA projects is provided by the Dr. Daniel De
Coninck Fund, which is directed by the King Baudouin Foundation (Belgium).

18



Part I. Conducting a literature review of self-management
support interventions and their impact on patient outcomes



Chapter 1

Characteristics of self-management support interventions and
their impact on Quality of Life in adults with chronic diseases:
An umbrella review of systematic reviews.

Published as:
Timmermans L, Golder E, Decat P, Foulon V, Van Hecke A, Schoenmakers B; Primary Care Academy.

Characteristics of self-management support (SMS) interventions and their impact on Quality of Life (QoL)
in adults with chronic diseases: An umbrella review of systematic reviews. Health Policy. 2023

Sep;135:104880. doi: 10.1016/j.healthpol.2023.104880. Epub 2023 Jul 25. PMID: 37536047.
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Abstract

Objective

To provide an overview of types and characteristics of self-management support (SMS)
interventions in adults with chronic disease and to assess the impact on the patient reported

outcome Quality of Life (QoL).
Methods

An umbrella review of systematic reviews was conducted. We searched PubMed, Embase, Web
of Science, CINAHL and the Cochrane Library from January 2016 to November 2020 for reviews
on SMS interventions for chronic diseases, assessing the impact on the patient reported
outcome QolL. Quality assessment was based on the JBI Critical Appraisal Checklist for

Systematic reviews and Research Syntheses tool.
Results

28 reviews were included. The extensive literature review revealed a variety of SMS
interventions. The most frequently cited target group for the interventions were individuals with
diabetes. Interventions primarily took place in the home setting. Interventional components that
were often incorporated were education, eHealth and mHealth technologies, and coaching
techniques. Telephone communication was regularly reported as a type of intervention follow-
up. The impact on QoL was mixed and no firm conclusions can be drawn. However, our review

revealed a beneficial effect of education.
Conclusions and practical implications

Interventions including educational components seem promising for supporting self-
management and showed a beneficial effect on QolL. More research is needed to explore where,

by whom and how interventions are ideally delivered.
Keywords

Chronic conditions, Health policies, Self-management, QoL
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Introduction

There is a growing number of people worldwide with complex and long-term care needs due to
multiple chronic conditions, cognitive and functional disabilities, mental health issues and social
vulnerability(1,2). Over 50 million people in Europe were living with more than one chronic
disease in 2014(3). Chronic diseases, such as cardiovascular diseases, cancer, chronic
respiratory diseases and diabetes, are the major causes of death across Europe.(4) According to
the World Health Organization (WHO), they account for 77% of the total disease burden and
86% of all deaths(5). Chronic diseases also have a major financial impact, with an increase in
health spending from 8.8% to 9.6% of the Gross Domestic Product (GDP) account between 2008
and 2017(6).

The demographic changes in global health have a significant impact on healthcare needs and the
demand for long-term care. In 2015, the WHO proposed interventions focusing on
empowerment and self-management (SM) to engage individuals in their own care as a strategy
for integrated people-centered health services(7). Patient empowerment is expressed as a
mechanism to actively play a role in the chronic care process(8). SM is considered as essential
and inevitable because living with a chronic condition requires ‘self-managing’ the long-term
health condition to a certain extent(9). SM in chronic diseases is defined as “the individual’s
ability to manage the symptoms, treatment, physical and psychosocial consequences and
lifestyle changes inherent in living with a chronic condition” (Barlow et al. 2002)(10).
Empowerment and SMS are key elements of the Chronic Care Model (CCM)(11) , in which six
fundamental areas are defined to set up a system that encourages high-quality chronic disease
management(12). The support is defined as “the process of making and refining multi-level
changes in healthcare systems (and the community) to facilitate patients’ self-management”
(Glasgow et al. 2003)(13). This approach includes intensive collaboration between patients,

healthcare professionals and the healthcare system(14).

Literature shows a heterogeneity of SMS interventions(15,16). Unfortunately, many
publications report on a wide variety of outcomes(17,18). This diversity results in both ambiguity
and lack of focus. In addition, the reported interventions usually involve a specific target group
rather than chronic disease in general(19,20). As a consequence, the results are not
generalizable. However, focusing on multiple chronic conditions is of great value with the
increasing issue of multimorbidity(21). Moreover, while the existing literature often examines
SM as part of a larger picture(22), it is equally true that numerous systematic reviews break
down the concept into various components, focusing on specific aspect. As a result, a

comprehensive overview summarizing the breadth of SMS interventions is lacking. Finally, in
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addition to the diversity in outcomes and target population, the heterogeneity of interventions
prevents conclusions being made about the impact of SMS. Therefore, the effectiveness for new
and existing SMS interventions remains unclear(23). Given the exponentially growing number of
new SMS interventions since the WHO proposed their global strategy on integrated people-
centered care(7) (2015), the specific focus of earlier published literature and the abundance of
individual systematic reviews, there is a need for a systematic holistic overview of SMS
interventions, which specifically target chronic conditions in general and assess the impact on a
clearly delineated outcome measure. For this review, the patient reported outcome Quality of
Life (QolL) was chosen since recent research suggests that measuring QoL is invaluable
throughout the patient's journey and therefore essential in clinical decision making(24-26),
especially since measuring QoL ensures that an outcome important to patients is taken into
account(27). In the context of SMS as part of more integrated people-centered care, we believe
this outcome gives valuable meaning to this review. This paper is designed to set the scene, to
present current knowledge in a structured way and to highlight gaps in the field. This review is a

starting point to familiarize with SMS and their applications in healthcare practice.

The research questions addressed are: What types of SMS interventions in adults with chronic
disease exist and what are their characteristics? Do these SMS interventions result in an improvement
in the QoL?

Methods

This umbrella review includes an extensive literature analysis of different SMS interventions for
patients with chronic conditions. An umbrella review of systematic reviews summarizes
evidence from various systematic reviews and meta-analyses into a single review. Findings are
originated from original primary research data, which were summarized in the included
systematic reviews. Carrying out an umbrella review gives the opportunity to gain a clear
understanding of a broad topic area(28). The review process was guided by a modified Joanna
Briggs Institute (JBI) methodology for Umbrella Review. The protocol was uploaded in
PROSPERO for registration prior to conduction of the umbrella review (Registration ID -
CRD42020216728).

Search strategy

Relevant reviews were identified by searching PubMed, Embase, Web of Science Core
Collection, CINAHL and the Cochrane Database of Systematic Reviews for systematic reviews
published from 1 January 2016 to 24 November 2020. The starting date was deliberately

chosen since research has accelerated significantly since this time, due to health policies that
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advocated internationally for SMS, and increasing interest on the concept(7,29). More
specifically, in 2015, the WHO published their strategy for integrated people-centered care,
which highlighted the importance of SMS in healthcare and prompted notable changes in care
systems and policies. Therefore, to capture the subsequent advancements and emerging
interventions in SMS, we set the starting date for the inclusion of reviews at 2016. This approach
ensures that our review encompasses the relevant literature published after the WHO note,
while also acknowledging the comprehensive overview provided by previous studies such as
Flanagan et al. (2017)(22).

A predefined search string was composed with the help of a research librarian. In addition, a
manual search of the reference lists of relevant articles was conducted to select any studies
overlooked while using the default search strategy. The search strategy employed variations and
Boolean connections (AND, OR) of the following terms: “Self-management” AND “Chronic
conditions” AND “Systematic” (supplemental file 1). The search for chronic diseases in general
was supplemented with a specific search to the four main types of noncommunicable
diseases(30) (cardiovascular diseases, cancer, chronic respiratory diseases and diabetes) to

improve the relevance of the obtained research data.
Inclusion- and exclusion criteria

We included systematic reviews (with and without meta-analysis) since January 2016 focusing
on at least one SMS intervention for adults with a chronic condition. To ensure consistency of
SMS interventions within this umbrella review, the intervention must have explicitly stated to
support ‘self-management’ or to include supportive strategies for ‘self-management’. We
adopted an inclusive approach to capture the broad spectrum of SMS interventions by
intentionally not imposing a rigid definition of SM. No restrictions were placed on the content of
interventions or their support strategy. In addition, QoL was chosen as the outcome measure for
analysis of impact. Reviews were included if they met the following selection criteria: (1)
Systematic reviews (with and without meta-analysis) published in the English language. If a
review had been updated, the latest updated new version was included; (2) Participants included
adults, 18 years or older, suffering from at least one chronic disease. Chronic diseases were
defined according to the World Health Organization (WHO) as long standing and slowly
deteriorating diseases(31). Patients who survived cancer and did not undergo active treatment
were excluded since SMS interventions for this group of chronic patients differ due to the
complexity, multidimensional and dynamic nature of experiencing cancer(32); (3) Interventions
should be clearly defined and aim to support SM. For this review, we consider SMS as a

collaborative patient-centered approach, that encourages patient activation, education and
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empowerment(33). No restrictions were placed on the format, setting or delivery methods of the
SMS intervention (for example, group or individual, professional or peer led, ...), although the
intervention should be delivered primarily to the patient. Outcome measures needed to be

clearly defined and include a patient reported QoL measure.

Reviews were excluded if: (1) The review only included a care intervention related to end-of life
care in patients; (2) Authors did not specify the included population or findings related to adults
are not reported separately; (3) Authors incorporated theoretical studies or text and opinion as
their primary source of evidence; (4) Authors did not describe the search strategy, inclusion
criteria, or quality assessment; (5) The reviews were integrative reviews, scoping reviews,
critical reviews, rapid reviews unless the primary included studies were nevertheless critically
evaluated; (6) The reviews were withdrawn/retracted publications; (7) The reviews were
previous versions of systematic reviews that have been updated, to ensure the inclusion of the

most current data and to avoid duplication.
Data abstraction

The retrieved records were imported into EndNote and duplicates were removed. Titles and
abstracts were independently (LT and BS) screened in Rayyan database against the inclusion and
exclusion criteria using a screening template (supplemental file 2). Discrepancies were resolved
by discussion and if necessary, through the independent assessment of a third author (EG). The
following textual data on review characteristics were collected: Study details (Author/Year,
Study country, Main objective, Included interventions with details of description, delivery
method (included interventions), theoretical background/content/format (included
interventions), setting/context (included interventions), participants (included interventions),
key stakeholders/family members/professionals involved (included interventions),
frequency/intensity (included interventions), follow-up (included interventions); Search details
(Main databases searched, Range of included studies, Number of (QoL) studies included, Types
of studies included, Country of origin of included studies); Appraisal details (Appraisal
instruments used, Appraisal rating); Analysis details (Type of review, Meta-analysis yes/no,
Outcome(s) assessed, Results/Findings related to QoL, Included instruments for measuring QoL,
Article's conclusion on effectiveness QolL) and Comments. The data collection of each review
was guided by the customized JBI data extraction tool for Systematic Reviews and Research

Syntheses (supplemental file 3).
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Quality assessment

The JBI Critical Appraisal Checklist for Systematic reviews and Research Syntheses tool was
used by two reviewers (LT and EG) for the assessment of the methodological quality of the
included systematic reviews (supplemental file 4)(34). The appraisal checklist consisted of 11
questions labeled “YES”, “NO” or “UNCLEAR”. To ensure high quality of our umbrella analysis, a
cut-off on the inclusion of reviews was applied. More specifically, reviews were excluded if less

than seven quality questions were assigned a “YES” label.
Data analysis

Two authors (LT and EG) independently extracted and analyzed the data from the reviews. Due
to heterogeneity in terms of methodological approaches and included measurement
instruments, our evidence synthesis regarding the impact of SMS interventions on the patients’

QoL consists of a narrative overview.
Results
Study selection

An electronic search in November 2020 by consulting PubMed, Embase, Web of Science Core
Collection, CINAHL and the Cochrane Database of Systematic Reviews for reviews yielded a
total of 3254 articles. After removing duplicates and screening titles and abstracts, 189 reviews
remained. Further screening of the methodological sections identified 58 eligible reviews for
full-text screening. This screening yielded a total of 29 articles that were critically appraised
prior to the synthesis, resulting in the exclusion of one additional review. Ultimately, 28
systematic reviews were included in the umbrella review for the narrative synthesis. After
manually searching the reference lists of relevant articles, no additional articles were found. A

detailed study selection process is illustrated in figure 1.
Characteristics of included reviews

Of the 28 reviews included, 25 were general systematic reviews(18,20,35-57), two were
Cochrane systematic reviews(58,59), and one was a systematic integrative review(60). The
number of included studies per review ranged between 3 and 26 studies. No methodological
approaches were applied to investigate overlap of included primary studies. All reviews included
one or more RCTs. A meta-analysis of at least one predefined outcome was performed in 21
reviews(18,20,35,37-39,42-45,47-55,58,59). The articles were published between 2016 and
2020 with the majority published in 2020 (n = 8/28).
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Figure 1. Umbrella review selection process (Page et al., 2020)(61)
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The databases most frequently accessed were PubMed/Medline (n = 28/28), CINAHL (n =
25/28), Cochrane databases (n = 20/28), Embase (n = 19/28), PsycINFO (n = 12/28) and Web of
Science (n = 11/28). The reported search dates of the included reviews ranged from 1995 to
2020. The reviews were conducted in Europe (UK, Belgium, , Italy, Ireland, Denmark), Asia
(Taiwan, China, Singapore, Turkey, Japan), America (Canada, USA), Africa (Ethiopia) and
Australia. The most frequently cited country of origin was the UK (n = 7/28). Full details of the

characteristics of the included reviews can be found in supplemental file 5.
Methodological quality of included reviews

A total of 29 reviews were assessed for eligibility by critical appraisal using the JBI Critical
Appraisal Checklist for Systematic reviews and Research Syntheses tool (supplemental file 4).
However, one review did not meet the minimum quality criteria for inclusion after applying our
cut-off score. The 28 remaining included reviews all set appropriate inclusion criteria for their
predefined research question (Q2) and this question was explicitly stated in the methods section
of 10 of the 28 reviews (Q1). Most of the included articles formulated the search strategy
appropriately (Q3) and all included reviews consulted appropriate sources and resources for the
inclusion of primary studies (Q4). These primary studies were appropriately critically appraised
in all but one of the included reviews (Q5) and 24 of the 28 reviews did perform this appraisal by
at least 2 independent reviewers (Qé). In addition, all included reviews used methods that
appropriately combined the primary studies (Q8) and 25 of the 28 reviews also used methods to
minimize errors in data extraction (Q7). Unfortunately, only nine of the 28 reviews reported on
assessment of publication bias (Q9). Finally, 21 of the 28 included reviews gave
recommendations for policy and/or practice that were supported by the reported data (Q10). In

addition, only three of the 28 reviews gave appropriate directives for future research (Q11).
Critical appraisal of primary studies

The quality of the primary studies included in the systematic reviews was critically appraised
using several instruments. Table 1 presents an overview of appraisal instruments cited in the
included reviews. The choice of instrument depended significantly on the type of primary studies
included. The majority was assessed by the (revised) Cochrane Collaboration Bias Appraisal tool
(n = 22/28). Quality varied substantially among the primary studies and was not reported
textually in one review(53) . Comparison of quality in relation to the appraisal instrument used
is beyond the scope of this umbrella review. Blinding of the study population and investigators
(performance bias) and blinding of the outcome assessors (detection bias) represented the

highest risk of bias domains in most of the included studies.
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The absence or unclear description of allocation concealment (selection bias) was also
frequently mentioned as a quality limitation. The reported overall quality of evidence was very

low to moderate/acceptable in most studies.

Table 1: Appraisal instruments cited in included reviews

Appraisal instrument Number of reviews
Cochrane instruments 21
GRADE (Grading of Recommendations, Assessment, Development and 8

Evaluations)

JBI (Joanna Briggs Institute) checklists

CASP (Critical Appraisal Skills Programme)

MCHRI (Monash Centre for Health Research and Implementation) template
Caldwell framework

Modified Jadad Scale

CEBM (Centre for Evidence-Based Medicine)

Effective Public Health Practice Project Quality assessment tool

R P, R R R R RroU

PEDro scale

Characteristics of SMS interventions

The majority of included reviews analyzed a mix of different SMS interventions targeting
different SM skills. Aspects of these mixed interventions were patient activation and health
coaching (incl. information provision)(36-38,51), physical activity(36,38), support (incl.
providing feedback) and counselling(42,49-51,56,58), occupational therapy to develop coping
skills(54), problem identification/solving(49,58), decision-making(57), self-
monitoring(42,49,50,59), reinforcing support tools(50,58), lifestyle adaptations(38,59), goal
setting/developing action plans(49,58,59) and prevention(20,58). Two reviews exclusively
examined coaching interventions(45,55). Interventions specifically targeting education were
described in five separate reviews(18,39,41,43,44). These interventions mainly focused on
facilitating knowledge, skills and abilities. One review specifically explored the teach-back
method to support SM(41). Six reviews reported on eHealth technologies(40,42,47,50,52,59).
The reported internet resources were computer, mobile phone, smartphone, tablet or other

electronic equipment. Finally, one review(36) exclusively examined physical interventions.
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Target group and setting

The included SMS interventions involved adults with a wide range of chronic conditions:
COPD(18,38,39,42,45,51,59), metabolic diseases(52), stroke(46,54,58), chronic kidney
disease(35,49,53,60), cancer(36,37,47,48,57), liver cirrhosis(20),
diabetes(18,37,43,44,49,50,55), HIV(56), chronic respiratory disease(37) and cardiovascular
disease(18,37,40). Three reviews included patients with multiple health conditions(18,41,49).
The total number of participants recorded in a systematic review ranged from 299(20) to
10647(51).

Four reviews did not report their total sample size(37,52,53,55). The settings described for the
included interventions were inpatient(18,20,41,44,45,47,49) and outpatient care(20,42,49,58),
primary care(41,42,44,49,51), secondary care(42), community setting(42,58), specified primary
care settings such as general practices(18), the physiotherapist(42), community pharmacies(41),
education centers and churches(44), community health centers(18,44), home/non-healthcare
residential setting (remote)(18,36,40,41,44,46,47,56-59) or combinations of the above(42). In
two cases(50,52), the setting was not relevant to the intervention as it involved the use of the
internet. In 13 systematicreviews, the settings were not or only partially reported in the findings

section.
Delivery strategy and persons involved

The SMS interventions were delivered and/or supervised face-to-
face(18,20,35,37,41,45,49,51,55,58), by phone contact(18,20,35,37,41,43,45-
47,49,51,55,56,58), or by electronic assistance(36,40,42,47,49,50,52,55-57,59) (app, website,
wearable technology, etc.), or combinations of the above. Three reviews indicated that audio-
visual materials were employed to deliver the interventions(36,43,51). In addition, seven
reviews cited the use of written materials(36,38,41,49,51,56,58). SMS interventions were
delivered both individually(20,38,43,44,46,49,56-58,60) and in group
settings(20,38,43,44,46,48,49,56-58,60). A single review described self-study as a delivery
method(57). Three reviews did not report the delivery methods textually(39,53,54). The
professionals carrying out the interventions, included in the systematic reviews, consisted of
case managers(41,44), nurses(18,20,38,41,43,45,46,49,51,60), pharmacists(41,44,45), health
coaches(45,55), general practitioners(39,49,51), nurse practitioners(51), medical assistants(51),
psychologists(51), peers(49,51,56,58), laypersons from the community(20), social
workers(20,49,60), trained healthcare professionals(58), specialists(39,49,60), research
assistants(41), dieticians(41,43,44,49), community health workers(43,44), expert patients(43),
educators(44), occupational therapists(46), physiotherapists(46), trainees(49) and
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combinations of the above. Two reviews(50,57) did not specify the type of healthcare provider
in the narrative overview and six other reviews(35-37,48,53,54) did not or only partially report
the persons involved in intervention delivery of the original studies. In addition, five reviews did
not describe any stakeholder or healthcare professional as the interventions consisted of e-
health technologies(40,42,47,52,59) or self-study(57).

Theoretical background/rationale

Theoretical underpinnings for the SMS interventions were heterogenous. If reported,
behavioural frameworks were mentioned most often (n = 6/28)(43,46,47,54,55,57). Other
studies included in the systematic reviews indicated the use of the Self-Management
Programme of Activity(45), Coping and Education (SPACE)(45), the Control Cognitions
Theory(54), the Chronic Care Model(49,54), the Trans-theoretical Stages-of-Change(46), the
concept of health literacy(49), the Stanford Model(49), the Expert Patient Programme(49), the
Flinders Model(49)and psychosocial theories(46,54).

Intervention duration and follow-up

Duration of interventions included in the systematic reviews ranged between 2 weeks(42,43,52)
and 3 years(56). In addition, follow-up time varied between 2 weeks(40) and 4 years(51). In four
reviews(38,40,53,55) information about the duration of the included studies was absent,
inconsistent or unclear, while 10 others(35,37,42-44,46-48,50,57) did not report follow-up
time. Six reviews did not report duration or follow-up time in-text(18,36,39,41,54,60).

The effect of interventions on patient QoL

QoL measures were included as patient-reported psychological outcomes across all SMS
interventions in the systematic reviews. The number of studies examining QoL included in a
systematic review ranged from one(41,60) to 15(39). A median number of six studies per
systematic review reported QoL outcomes. In addition to QoL, the included reviews assessed
other outcomes such as behavioural outcomes, physiological and psychological outcomes,
physical outcomes, healthcare outcomes and learning outcomes. Analysis of the impact on these

other outcomes is beyond the scope of this umbrella review.
Instruments for measuring QoL

In total, the systematic reviews reported 41 different measurement tools to assess QoL. More
than half of the included reviews focused on health-related quality of life - HRQoL (n = 21/28).
The most frequently included measurement instruments, employed in the primary studies and

reported in the reviews, were the 36-Item Short Form Survey (SF-36) (n = 12/28) and the
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European Quality of Life-5 Dimensions instruments (EQ-5D) (n = 9/28). Table 2 presents an
overview of general QoL measurement instruments cited in the included reviews that are not
specific to any disease. In addition, QoL instruments for specific conditions were used to
evaluate the included SMS interventions. These disease-specific instruments to measure QoL
can be divided into the following categories: respiratory diseases-specific
tools(38,39,42,45,51,59), stroke-specific tools (46,54,58), diabetes-specific tools(44,49,50,55),
cancer-specific tools(20,36,47,48,57), kidney disease-specific tools(35), liver disease-specific
tools(20), and heart failure-specific tools(41). Four systematic reviews did not mention their

measurement instruments in the narrative overviews(37,52,56,60).

Table 2: General QoL measurement instruments cited in included reviews

Measurement instrument Number of reviews
36-Item Short Form Survey (SF-36)

European Quality of Life-5 Dimensions instruments (EQ-5D)
12-Item Short Form Health Survey (SF-12)

Short Form 36 Physical Component Summary (SF-36 PCS)
Short Form 12 Physical Component Summary (SF-12 PCS)
Assessment of Quality of Life (AQoL)

=
N

Hospital Anxiety and Depression Scale (HADS)

Kessler Psychological Distress Scale (K10)

Health-related General Health Questionnaire-28 (GHQ-28)

World Health Organization Quality of Life Questionnaire (WHOQOL)
WHO-5 Well-Being questionnaire (WHO-5)

Long-Term Quality of Life Instrument (LTQL)

Functional Assessment of Chronic lliness Therapy - Fatigue (FACIT-F)
Healthy Days Measure Scale

WONCA scores

P, P, P, P, P, P, P, P, P, P, R, ~r MO

Impact on QoL outcomes

Nine reviews cited a positive impact of interventions on participants' QoL. Four of them
demonstrated improvements related to educational interventions(39,50,56,60). Kuo et al
(2018) described significant improvements through Internet empowerment-based
interventions(52). Also, mobile and smartphone-based interventions were associated with
positive outcomes(40,50). Furthermore, physical and patient- activating interventions improved
QoL(36,37). Lin et al (2017) described a significant impact on HRQoL but the content of the

interventions was not textually specified(35).
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Eight other systematic reviews showed positive QoL trends for health coaching
interventions(45), educational interventions(44), and interventions employing computer and
mobile technologies(59). One review on group interventions found no significant differences,
but subgroup analyses favored the interventions(48). Two other reviews described mixed
positive results, depending on the measurement instrument used(38,46). Finally, two reviews
described potential for SMS interventions to improve dimensions of Qol, particularly global
HRQoL(57) in one review and mental components of QoL in another(53). Seven reviews found
no (significant) benefit of their included interventions on patients' QoL. The content of these
interventions varied: mixed SMS interventions(20), e-health interventions(47), health coaching
interventions(55), community-based interventions(51), and occupational therapy
interventions(54). Two reviews including heterogenous SMS interventions did also not observe
significant improvements in QoL(49,58). Four reviews could not conclude on the impact on QoL
because of inconsistency between the primary studies they reviewed(18,42,43) or a small

sample size regarding QOL studies(41).
Discussion and conclusion

Discussion

Content, target group and setting of interventions

The umbrella review revealed a heterogeneity of SMS interventions, even within a specific type
of intervention. This confirms the multifaceted complex nature of SMS and highlights that a
comprehensive approach that recognizes that SM goes beyond a checklist of core skills is
essential, allowing for more expanding descriptions of SM processes(62,63). Returning reported
components in the included studies were education, eHealth and mHealth technologies, and
coaching techniques. Unfortunately, in-depth information about their characteristics was often
missing. Behavioral frameworks were frequently described to scientifically support
interventions. However, these methodologies only facilitate SM partially(64). Therefore, it is
essential to consult models representing holistic SMS before developing interventions(65). The
most frequently cited target group for the interventions were individuals with diabetes. Only
three reviews included patients with multiple health conditions. However, assessing the impact
of interventions focusing on multiple health conditions is of great value given the increase in
multimorbidity(21). The interventions primarily took place in the home setting/non-healthcare

residential setting.
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Delivery strategy, duration and follow-up

The support was mainly delivered face-to-face. In case of e- and m-Health, electronic assistance
was provided. Telephone communication was regularly reported as a type of intervention
follow-up. Information on this follow-up was often under-reported or limited. However,
information on follow-up and drop-out of participants could provide valuable insights into the
sustainability of SMS interventions. Therefore, it’s valuable to include attrition as a secondary

endpoint in interventions(66).

The duration was also regularly not or inconsistently reported in text but when provided, the
interventions usually lasted no longer than one year. Interventions were delivered and/or
supervised by a variety of individuals, with nurses being the most commonly reported.
Remarkably, complex interventions were more likely to be conceptualized based on content,

rather than on specific characteristics (i.e.; delivery, duration, follow-up).
Impact on QoL

A total of 41 different measurement instruments were reported. This highlights the need to
develop standardized outcome measures related to QoL (22,67). The SF-36 tool was cited most,
as it is representative of general QoL research in medicine and health sciences(68). Reviews
describing positive outcomes included educational interventions, patient activation and health
coaching interventions, physical interventions, and lifestyle components. These interventional
components have also been reported as effective in more recent studies, not yet included in this
umbrella review due to their recent publication date(69-71). However, it is important to note
that the same recurring issues prevent drawing firm conclusions. One similar significant
limitation is the lack of comprehensive and detailed information, reported in SMS studies(72). In
addition, the implementation of theoretically effective components has many challenges, which
in turn hinder the attainment of statistically significant effects(69). Recent studies therefore
emphasize the need to draw more attention on understanding the implementation processes, as
well as addressing difficulties and deficiencies during the implementation phase(73). In our
review, most interventions associated with a positive impact on QoL included an educational
component(39,50,56,60). However, consistent with previous research on the effect of SM
education(74-76), further exploration should focus on whether education has added value on
its own or only as acomplement to other forms of SMS. In addition, ifimprovements on QoL were
reported, they were often only seen on components of QoL(53). This can be explained from the
perspective that QoL is a multi-faceted concept(77). In a more recent study, Song et al. (2021)
investigated the impact of including different interventional components to facilitate SM(78).

Their findings offer an insightful perspective on our own results, as blended interventions were
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found to positively impact QoL. However, their study encountered the common challenge,
namely the extensive heterogeneity in intervention approaches and outcome measures,

hindering meaningful comparisons between findings(78).
Quality of the evidence

The methodological quality of the included systematic reviews varied. Inconsistency in data of
the primary studies resulted in inconclusive systematic review findings, with consequently no
firm conclusions in this umbrella review. Further, concerns can be expressed about the number
of primary studies per systematic review. On average, fewer than seven primary studies were
included per systematic review to make statements related to QoL. For example, Boudreault et
al(20) (2020) concluded that there is no evidence for improvements in QoL based on the
inclusion of only two primary QoL studies. Furthermore, it should be noted that the impact on
QoL in the included reviews was often not thoroughly detailed. This lack of clarity raises
concerns, as it was often not clear if the improvements were seen across all aspects of QoL or
only in the HRQoL and its sub-scales. In addition, ambiguous or even incorrect reporting of
findings should be mentioned as a recurring problem in the included systematic reviews. Yau et
al(60) (2019) made no explicit statements but implied beneficial effect on HRQoL based on two
included primary QoL studies. However, the results they presented did not clearly show which
primary studies analyzed which outcomes. In addition, inconsistency between textual and
tabular presentation of data was observed in some of the included reviews. Massimi et al(18)
(2017) narratively underreported QoL relative to their tables and Areri et al(56) (2020) reported
for fewer studies than included. Another example is the review of Aminuddina et al(50) (2019),
since the bias reported in the text (as an indicator of study quality) did not accurately reflect the
bias reported in the table. These inconsistencies and ambiguities were the rationale for including

only information from the articles’ texts for this overarching umbrella review.
Limitations

Due to the large heterogeneity of the included SMS interventions, no firm conclusions can be
drawn on effectiveness and results need to be interpreted with caution. However, this
overarching review provides an extensive overview of existing SMS interventions. The limited
reporting of intervention characteristics with respect to QoL resulted in it not being possible to
disaggregate effects by intervention type. In addition, the included data was often of poor
quality. Concerns should be expressed regarding the methodology of the primary studies. Also,
meta-analysis was often not performed due to significant heterogeneity of data. This may
however be seen as a limitation of the included reviews, rather than a limitation of our umbrella

review. Furthermore, we did not analyze overlap between primary studies included in the
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systematic reviews, which biased our findings of the umbrella review. Moreover, the inclusion
process of the included systematic reviews was strongly influenced by the adopted definition of
chronic disease(31) and our comprehensive approach towards the concept of self-management
(support). This highlights the need for standardization of such concepts, prior to the
performance of new healthcare research(79,80). This issue is also repeatedly highlighted in
more recent literature research(63,71,72,78). Finally, since undertaking the literature search
and analysis for this review, numerous additional systematic reviews reporting on QoL
outcomes of SM interventions have been published. The time between conducting this umbrella
review and its subsequent publication may have resulted in omitting some additional
information relevant to this review. However, after consulting the latest research, we concluded
that these findings are consistent with our conclusions. To reinforce this umbrella review and
demonstrate the similarities, we have incorporated the most relevant new systematic reviews

into the discussion section.
Conclusion

This review provides a clear overview of the types and characteristics of recent SMS
interventions in adults with chronic disease. Heterogeneity in a variety of determinants (e.g.,
measurement instruments, definition of QoL and SM(S), QoL and Qol-related outcomes,
interventional types and characteristics, target populations, delivery methods and settings)
made it impossible to pool data and to provide clear evidence on the effectiveness related to
QolL. Nonetheless, the analysis did yield several insights. In particular, education seems a
promising component of SMS interventions and showed a beneficial effect on QoL. Where, by
whom and how interventions are ideally delivered remains unclear. Comparative analyses and
statements about effect are not appropriate until a standardized approach to defining and

evaluating QoL is adopted.
Practical implications and suggestions for further research

We believe that SMS interventions have the potential to positively affect patients’ QolL.
Clinicians should ensure that future projects include effective components from existing or
previous interventions. Incorporating educational components is highly recommended. In order
to determine effective intervention characteristics, there a is need for standardization of
terminology and measurement tools. Subsequently, efforts should be made for more high-

quality research reporting data unambiguously and consistently.
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Abstract
Aims and objectives

Gaining insight in how people living with chronic conditions experience primary healthcare

within their informal network.
Background

The primary healthcare system is challenged by the increasing number of people living with
chronic conditions. To strengthen chronic care management, literature and policy plans point to
a person-centered approach of care (PCC). A first step to identify an appropriate strategy to
implement PCC, is to gain more insight into the care experiences of these people and their

informal caregivers.
Design

A phenomenological-hermeneutical philosophy is used. The study is in line with the
Consolidated Criteria for Reporting Qualitative Research Guidelines (COREQ).

Method

In-depth, semi-structured interviews with people living with chronic conditions and informal
caregiver dyads (PCDs) (n=16; 32 individuals) were conducted. An open-ended interview guide
was used to elaborate on the PCDs’ experiences regarding primary care. A purposive, maximal

variation sampling was applied to recruit the participants.
Results

Based on sixteen PCDs’ reflections, ten themes were identified presenting their experiences
with primary care and described quality care as: ‘listening and giving attention to what people
with chronic conditions want, to what they strive for, and above all to promote their autonomy

in a context wherein they are supported by a team of formal caregivers, family, and friends.
Conclusion

To meet the PCDs’ needs, self-management should be addressed in an interprofessional
environment in which the PCD is an important partner. The findings may facilitate a shift to
encourage PCDs in their strengths by enabling them to share their personal goals and by working

towards meaningful activities in team collaboration.
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Relevance to clinical practice

Three strategies - self-management support, goal-oriented care, and interprofessional
collaboration - have been suggested to improve the PCDs primary care experiences. These

strategies could guide nursing practice in using more and improve high- quality of nursing care.

Keywords
Chronicillness, Lived experiences, Nursing practice, Phenomenological-hermeneutical, Primary

care, Qualitative study

What does this paper contribute to the wider global clinical community?

e Primary care providers and especially nurses play a crucial role in the lives of people with
chronic conditions and their informal caregivers as they support them in performing
essential activities (e.g., taking medication, showering, etc.). Our findings suggest the need to
reconsider the roles and responsibilities of primary care providers to encourage and also
support people living with chronic conditions in performing meaningful activities (e.g.,

gardening, knitting).

e Care for people with chronic conditions and their informal caregivers, should pay attention
to their needs, what they strive for, and promote their autonomy in a context where they are
supported by a team of formal caregivers, family, and friends. By addressing these elements,
people with chronic conditions and their informal caregivers can experience high-quality of

care.
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Introduction

As aresult of the increasing number of people with chronic conditions high quality and accessible
primary health care is required to improve coordination and continuity of care(1). Moreover, a
person-centered care (PCC) approach is needed since each individual has different experiences
towards primary healthcare(2). The main objective of this study is to gain in-depth insight into
the daily lives of people living with chronic conditions and their informal caregivers, support they

need regarding primary care, and the organization of primary care.
Background

In Europe, more than 50 million people have multiple chronic conditions(3). In Belgium, this is
estimated at one-third of the national population and is increasing each year(4). Chronic
conditions, defined as conditions lasting at least one year and requiring ongoing medical
attention and usually limiting daily living activities(5), are associated with higher mortality,
reduced functional status, and increased rate of consultations in health care and medication use

(1, 6).

In 2007, the World Health Organization (WHO) formulated a response to the increasing
prevalence of chronic conditions by recommending a reorganization of current healthcare
systems towards a PCC approach. This approach emphasizes the needs of people with chronic
conditions to be informed about their conditions and empowered in promoting and protecting
their own health(7). PCC is currently considered the key concept for primary health care
settings. It not only includes the person during the care process, but also guides the care
providers to respect choices and autonomy of people with chronic conditions(8, 9). Therefore,
PCC requires that health providers have good knowledge of their needs and preferences(8).
Scientific literature has shown the importance of being listened to, being appreciated, feeling
safe, and independent(10, 11). Numerous studies have analyzed people’s experiences of primary
healthcare using various research methods in a variety of populations(12). This has led to a large
heterogeneity and findings, many of which are context- and care-specific (e.g., end-of life care,
self-management, treatment, involvement in shared-decision making, health outcome
prioritization/ goal-setting, healthcare service delivery, and screening/ diagnostic testing)(13).
To our knowledge, Kuluski et al. (2019) are the only research group who have performed
gualitative research with people with multimorbidity and informal caregivers to capture their

priorities more broadly, without focusing on specific issues(11).
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In addition to the literature, the relevance of listening to people with chronic conditions is
expressed in governmental plans, local, and worldwide. In Flanders (the Dutch speaking part of
Belgium), the primary care system s currently undergoing a transition from acute to chronic care
including a shift towards PCC based on the WHO global strategy(14). This shift is based on three
pillars: 1) people must be empowered to participate in their care processes, 2) care delivery
should be adapted to the needs of people with chronic conditions, and 3) informal caregivers are
an essential pillar in the outpatient care processes, especially for vulnerable older
persons(15,16). Informal caregivers should be considered as full partners in care and should
have the possibility to provide input into the care process of their relatives(14). Including the
perspectives of both the people with chronic conditions and their informal caregivers could

contribute to integrated care systems that enable PCC(17).

Although, both the literature and governmental plans describe the importance of the PCC
system, the translation into practice has not yet been realized(14). To succeed in this transition,
an important prerequisite is to gain more in-depth insights into care experiences of people living
with chronic conditions and their informal caregivers. This applies not only to the Flemish
context, but also worldwide, as primary care is undergoing a shift from acute to chronic care(14).
In this shift, nurses are being given a prominent role, as they seem to be key figures in the lives of
people living with chronic conditions and their informal caregivers(18). In addition, nurses are
getting more and more involved in primary care (e.g., home environments, general practices) to
deal with the increasing number of people with chronic diseases and support them in living
autonomously for as long as possible(19). Because Flanders is currently undertaking a
reorganization of primary care, this context is a relevant opportunity to expand knowledge on
how people with chronic conditions and their informal caregivers experience primary care. In
addition, most available Flemish studies are performed in the hospital settings instead of primary
care settings(20) and of the diversity of people and conditions is poorly addressed, since most
studies focus on one specific disease or population(21). Therefore, our study aims to get a broad
picture of primary care experiences of diverse populations of people living with chronic

conditions in Flanders.

To support the shift towards PCC in Flanders, the Primary Care Academy (PCA), a consortium of
four universities, six universities of applied sciences, patient representatives and White-Yellow
Cross (Flemish home care organization), has been established. The PCA aims to strengthen the
capacity of primary care by developing interventions, optimal roadmaps, and hands-on toolkits
for primary care policies, practice, and education. The PCA adopted therefore the guidelines of

the Medical Research Council (MRC)(22). The study reported here is a first step in the entire
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project and aims to contribute to the identification of an appropriate theory to implement PCC
in the Flemish primary care context(22). The phenomenon under investigation in this study is the
daily life of people living with chronic conditions and their informal caregivers, what support
they need from their primary care providers, and how primary care is organized. The
corresponding research question is: how do people living with chronic conditions and their informal

caregivers experience primary healthcare in Flanders?
Methods
Design

This study used a qualitative study design with a phenomenological-hermeneutical philosophy
following Lindseth and Norberg(23). The combination of both epistemological backgrounds
(phenomenology and hermeneutics) allowed us to examine the meaning of the experiences of
people living with chronic conditions and their informal caregivers with primary care
(phenomenology) as well as to interpret the transcripts describing this phenomenon
(hermeneutics). In this study, the phenomenon under investigation is the daily life of people
living with chronic conditions and their informal caregivers, what support they need from their
primary care providers, and how primary care is organized. It responds to the ongoing transition
from acute to chronic care, especially in primary care. This study complies with the Consolidated

Criteria for Reporting Qualitative Research (COREQ) (Supplementary File 1)(24).
Research team

This study is conducted by a team of researchers with different professionals backgrounds:
occupational therapists (DB, F, Drs; DVdV, M, PhD & PDV, F, PhD), pharmacists (MMS, M, Drs &
LT, F, Drs), registered nurse (MLH, F, PhD), and gerontologist (PDV). This ensures a diverse and

broad perspective when analyzing the data of PCDs.
Participants and sampling method

In total 32 individuals, comprising 16 people with chronic conditions informal caregivers dyads
(PCDs), consent to participate. The informal caregivers were proxies of the people with chronic
conditions and provided voluntary support by helping them with essential or meaningful
activities. To recruit these PCDs, a maximal variation, purposeful sampling was used. The
sampling was based on the definition of people with complex care needs operationalized by
Iglesias (2018)(25). Participants were included when they met the following main criteria: a)
having a single severe chronic condition or multimorbidity, b) having the support of an informal

caregiver, and c) getting support from three or more primary care and welfare providers (e.g.,
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family doctor, pharmacists, social workers, etc.). Maximum variation was sought when the
participants met one of the following additional criteria: d) taking four or more different
medications related to their chronic conditions, or e) having a higher need of care, or f) having a
low socio-economic situation, or g) lacking health literacy, or h) showing the need for more care
according to at least one member of the primary care team. Inclusion criteria were selected to
recruit people with chronic conditions that could serve as exemplars due to their chronicity and
the frequent and ongoing interactions they have with a range of health professionals.
Participants were excluded when they were: a) under the age of 18, b) legally incapable, c)
incapable to reason about care (e.g., severe mental iliness, cognitive impairment), d) incapable of
being interviewed for 1 hour, e) unable to provide informed consent, and f) terminally ill. People
with chronic conditions were recruited using flyers distributed via health and welfare
organizations, and family doctors, the latter being the central contact point for the patients and
researchers. Upon giving oral informed consent to the family doctor, people with chronic
conditions indicated their main informal caregiver. All participants who were contacted were
interviewed. Then, researchers contacted the person with chronic conditions or informal
caregiver to introduce the study and schedule the interview. Written, informed consent was

obtained before the start of the interview.
Data collection

A qualitative, semi-structured interview technique was chosen to explore the PCDs' point of
view and their unique care experiences reflecting their care situation. Prior to constructing the
interview guide, gaps in literature regarding primary care were identified. Thereafter, several
brainstorm sessions were organized with the authors to develop this interview guide and to
collect sufficient data about the care experiences, preferences, and needs of people with chronic
conditions and their informal caregivers. Interviews were conducted with PCDs with the focus
on the care experiences of people with chronic conditions. The informal caregiver was able to
complete the answers or help to elaborate on the questions, which could possibly result in
deeper insight in the care experiences, as described by Morgan et al. 2013(26). The semi-
structured in-depth interviews started with the daily life and activities of the PCDs during the
last week using the question: ‘Tell me. What did your last week look like, and ‘What did you do?’.
These opening questions were followed by topics covering the care experiences of people with
chronic conditions, support they receive from formal and informal caregivers, the way PCDs are
involved in their care, and their care needs. By using eliciting probes, the PCDs were encouraged
to elaborate and deepen their answers. The interviews were conducted between January 2020

and August 2020; physical interviews at home environments of the person with chronic
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conditions, or by videocall due to COVID-19 measures imposed by the Flemish and national
government. The interviews were conducted by the three principal researchers who were
trained in qualitative research techniques (DB, MMS, LT). Data collection and analysis were done
simultaneously to confirm or refute the preliminary findings until data saturation. This strategy
allowed identification of specific gaps for which more information was needed and to tailor the
focus of the interviews with the remaining PCDs. No member check was performed and
transcripts were not returned to the participants. Before data collection and analysis, the
researchers performed reflexive bracketing to decrease the influence of pre-conceived
understanding. This approach reduced the risk of confirmation bias by the researchers and thus

increased the neutrality(27).
Data analysis

The interviews were audio-recorded, transcribed verbatim, and combined with non-verbal
observations such as emotions. No software program was used to manage the data and
interviews were coded manually. Analysis according to the three-step method of Lindseth and
Norberg (2004) was conducted: 1) naive understanding, 2) structural analysis, and 3)
comprehensive understanding. All steps were guided by an inductive logic. To describe the naive
understanding, the principal researchers (DB, MMS, LT) read the entire interviews and
formulated an initial and personal understanding. These individual naive understandings were
discussed with the co-authors (MLH, DVdV, PDV) and gave rise to one overall naive
understanding. Subsequently, a structural analysis was conducted for which data were broken
down into meaning units and condensations resulting in themes, as shown in Table 3. Meaning
units were parts of transcript containing information about experiences towards primary care.
The structural analysis was an iterative process containing three stages. First, one interview was
analyzed together by the three principal researchers to gain common insights in the data.
Second, five more interviews were analyzed simultaneously by two researchers to serve as
validators for each other. These analyses resulted in a preliminary overview of the themes and
were presented to the co-authors to serve as extra validation to increase credibility. Third, ten
more interviews were conducted, analyzed individually, and integrated with the first analysis.
Based on these three stages, preliminary themes were presented, discussed, and reformulated
in final themes by all the authors. In the last stage of the structural analysis, the themes were
presented to all senior researchers of the Primary Care Academy (PCA) and discussed until
consensus was reached. Finally, the comprehensive understanding was developed to create an
overarchingreflection of the results related to the themes of the structural analysis. All the three

steps were guided by an inductive logic.
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Ethical considerations

Approval was obtained from the Ethical Committee of Antwerp University Hospital with the file
number (B300201942302). The study was in accordance with the principles outlined in the
Declaration of Helsinki. The participants received verbal and written information about the
purpose and methods of the study. The informed consents were approved by the above-
mentioned Ethical Committee. People with chronic conditions and their informal caregivers
were informed that participation was voluntary, and that confidentiality would be ensured. All

participants gave written informed consent in advance.
Results

A total of 16 PCDs, comprising 32 individuals (16 people with chronic conditions and 16 informal
caregivers) were interviewed (characteristics presented in Table 1). No participants refused to
be interviewed. People with chronic conditions had a mean age of 67.5 years; of which 11 were
female, and 13 were retired. For informal caregivers the mean age was 66.8 years, and 11 of the

16 PCDs were living together.

Since this study is based on the shared input during the interviews from the PCDs, the results
are presented as shared views and experiences. Therefore, the word ‘PCDs’ or ‘participants’ are
used to emphasize that the results of both people living with chronic conditions and informal
caregivers. When their views were different, this is explicitly indicated using the words ‘people

with chronic conditions’ or ‘informal caregivers’.
Naive understanding

The interviews showed that the people with chronic conditions preferred to live at home and
stay engaged in meaningful activities despite their chronic conditions. Their informal caregivers
confirmed these preferences. The people living with chronic conditions expressed the needs for
regular support for performing meaningful and essential activities from their informal and
formal caregivers. In addition to the central (in)formal caregivers, the broader social
environment, such as family members and friends, played a significant role in terms of practical
support and for listening. Furthermore, the narratives showed that the independence of people
with chronic conditions increased by reorganizing activities and adapting them to their current
capabilities with or without the use of assistive devices. Elaborating on the competences and
skills of the care professional, PCDs expected a sufficient level of professional expertise of them,
encompassing both practical and emotional skills. In fact, PCDs longed for more personal contact
and the feeling of being heard, through open communication with formal caregivers. This open

communication seemed to be facilitated when PCDs were actively involved and experienced co-
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determination in care-related decisions. PCDs also mentioned that (interprofessional)
communication could connect different partners in their care to facilitate coordination. Finally,
PCDs experienced major barriers that impede caregivers to deliver high quality of care as they

face for example barriers regarding reimbursements.
Structural analysis

The structural analysis was based on condensing the meaning units and reorganizing into themes
(see Table 2 for an excerpt from an analysis) and resulted in ten themes, which are presented in
Table 3 and highlighted with illustrative quotations from different PCDs interviews. Each quote
indicates whether the information was from a person living with chronic conditions (P) or

informal caregiver (IC) and is added with the number as indicated in the table.

Table 1: Overview of the participants' characteristics

Characteristic Patients Informal
(N=16) caregivers (N=16)
Sex, N
Female 11 9
Male 5 7
Age in years (range) 67.5 66.8
(44-89) (45-82)
Civil registration, N
Single 4 1
Married 12 15

Relationship of informal caregiver with patient
(CH = cohabiting)

Partner 10(CH =10)

Parent 2 (CH=1)

Child 4
Employment

Employed 0

Unemployed

Unemployed due to disability 3 3

Retired 13 11

Inclusion criteria (multiple criteria possible)
Taking four or more types of medications 11
Having a higher need for care
Having a low socio-economic situation
Lacking health literacy

Showing the need for more care according to at least one
member of the care team 2
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Table 2: Example of structural analysis of a meaning unit

Meaning unit

Condensation

Themes

“Yes, the homecare nurse is coming
every week to help me shower, then
she puts me in the shower.”

“...in the morning, | always have to
wait for the homecare nurse. They
come always at different times to
help me dress. So, | always have to
wait...”

“We are knitting blankets for the
children hospital... | am looking
forward to Saturday... The hospital
has asked to make blankets in the
colors of the minions...”

Homecare nurse helps with
showering.

Waiting for the homecare nurse
who comes always at different
times.

Knitting blankets for the children
hospital and looking forward to
handing over them.

Performance of essential activities
supported by a team of (in)formal
caregivers.

Care coordination as part of care
continuity.

Meaningful activities to create a
fulfilling life.

Table 3: Overview of the themes

1. Autonomy to be in charge of health and welfare decisions

2. Meaningful activities to create a fulfilling life

3. Performance of essential activities supported by a team of (in)formal caregivers

4. Supportive network to participate in society

5. Practical and psychosocial support to manage meaningful and essential activities

6. Balance between practical and emotional formal caregivers’ skills

7. Patient-provider dialogue to achieve open communication

8. Involvement of patients to facilitate ‘care decision-making’

9. Care coordination as part of care continuity

10. Barriers to provide good care
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1. Autonomy to be in charge of health and welfare decisions

Autonomy was expressed as a main life goal for the patients and their informal caregivers. They
experienced autonomy as the ability to engage in activities they can carry out themselves, the
ability to make their own decisions, and the freedom to go wherever they want to go. The
analysis showed that PCDs strived to remain in charge of their own lives. When they felt no

longer autonomous, they experienced the fear to lose individuality and their uniqueness.

“ have always been someone who was independent, did everything myself, never asked for help. For
me, it is a huge step to ask someone, my son or family, for help [e.g., help with dressing]. Just putting
my walking aid downstairs for a moment is very difficult. | feel my independence slipping away, | find it
annoying. | try to do all that by myself, but then | am so tired.” (Patient - P14)

While the PCDs expressed their wish to stay autonomous for as long as possible, they also feared
to be placed in a nursing home. To experience a feeling of prolonged autonomy and independent
life, PCDs replied within the constraints of their own possibilities to stay home, for example

through acquiring assistive devices to increase mobility.

“I am afraid of going to a nursing home. You will no longer be independent. Everything is arranged for
you. Goh... As long as you live at home, you can do everything you want. Sometimes we [informal care
giver to partner] say to each other: ‘Let’s hope she [patient] doesn't have to go to a nursing home.”
(Informal caregiver - P4)

2. Meaningful activities to create a fulfilling life

When PCDs were asked to define a good day, they mostly reflected upon their engagement in
meaningful activities (e.g., from knitting blankets for the children’s hospital to going to flea
markets, etc.). These activities created fulfillment and purpose for both patients and their
informal caregivers. The performance of meaningful activities confronted PCDs with the
patient’s deterioration since the extent of disabilities played an important role in how these
activities were done. Therefore, patients and informal caregivers had to find mutual connection

in their activities, and were challenged to rearrange their activities, or discover new ones.

“We are still rearranging [e.g., restructuring activities]. Now | have to cook in several times while | used
to do once... | also do some woodwork for a few hours in the hobby room and do some gardening. We
rearrange ourselves to the things | am still able to do.” (Patient - P10)

It was mainly the informal caregivers who had a hard time maintaining his/ her meaningful
activities because they had to spend a lot of time providing care. A variety of coping strategies
were reported by the patients; some changed their lifestyles according to their abilities and
stated that this did not affect their happiness. They were grateful and are ‘taking the day as it

comes’ (Patient - P6). These PCDs showed a positive outlook and realistic vision on the future.
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“I’'m actually someone who always looks for the positive in the negative. For example, | say: ‘now | have
the chance to see the sun going down'. Instead of earlier, while | used to be working or helping at home.
Now this is no longer possible.” (Patient - P6)

Others experienced feelings of dejection, losing interest in activities and expressed that they
“had nothing to strive for anymore” (Patient - P5). These patients longed nostalgically for old times

and regretted that they were not able to perform the activities they used to perform earlier.

“My mood...is not to talk about. How do | have to call it... Close to depression. | fight against it. | said to
myself ‘there are people who are worse off’. Then | start thinking what could be worse... Right? It is not
fun. | am... sad...” (Patient - P5)

3. Performance of essential activities supported by a team of (in)formal caregivers
In addition to meaningful activities, PCDs also expressed they had to perform essential activities
to make it through the day. Essential activities included showering and dressing, but also, for
example, going to the physiotherapist and pain clinic. Some patients were able to perform these
essential activities autonomously, others needed support from their informal caregiver who was
seen as indispensable to cope with their situation in various ways. Informal caregivers offered
practical (e.g., household chores) as well as psychosocial support (e.g., offering a listening ear) but
also tried to entertain the patients by taking them out and going on excursions together. For
these reasons, informal caregivers were described as “key figures” (Patient - P2) for patients.
“Concerning showering. Since her fall, she [patient] never takes a shower by herself anymore and has

to use a chair. And if she had to bend down to wash herself | [informal caregiver] stood behind her and
held her like this [places her hands in her side].” (Informal caregiver - P2)

Although informal caregivers “did their utmost” (Informal caregiver - P2), support from formal
caregivers (e.g., physiotherapist, home nurse, general practitioner) remained inevitable. They
offer not only medical support, but also give advice and education (e.g., how to increase mobility).
Formal caregivers supported patients with essential activities (e.g., dressing). With some, PCDs
had bonded over the years, resulting in a strong connection. According to the PCDs, the good
formal caregivers aimed to assist PCDs to live their lives to the fullest and as autonomously as
possible. With the help of formal caregivers in essential activities, patients could use their energy

more efficiently to perform meaningful activities.
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4. Practical and psychosocial support to manage meaningful and essential activities
An important role emerged for practical and psychosocial support. Practical support was often
related to assistive devices (e.g., a walking aid, a wheelchair, handles in the bathroom, and a stair
lift). For PCDs, those devices were considered essential in remaining independent in their daily
activities. In some cases, greater adjustments, such as home-modifications, were essential to
allow patients to continue living in their own houses. For this reason, modifications were
positively received, but required financial resources or homeowners willing to make the
necessary changes.

“The homeowner has installed a walk-in shower, so | don’t have to climb [over the bathtub which was

removed] over and we have also installed a sauna [for the pain]. | think that is fantastic...l go in there
once or twice a week.” (Patient - P11)

PCDs expressed that psychosocial support, for example finding distractions in shared leisure
activities was equally important as practical support. Some PCDs found also support in talking
with peers through which “they found an equal (Patient - P4)”. Peers listened based on their own
expertise or were “companions (P4)” to undertake activities to forget about worries. In contrast,
other PCDs found contact with peers conflictive, because they were faced with their own
functional deterioration compared to the observed better functioning of these peers.
“I have a good contact with a fellow MS [Multiple Sclerosis] patient, who is worse off than me.
Sometimes | invite her to come over and relax in the garden. We are both interested in culture. We

exchange experiences, things we’ve been through [e.g., visit to a museum] ...We don’t talk about our
disease.” (Patient - P9)

Another aspect raised by the participants was digital tools for the treatment and control of
chronic conditions that have changed a lot. The use of applications, Internet, and social media
offered support. However, they often doubted the reliability of the outcomes. Therefore, this
innovative support was experienced by the participants as novel, but not providing yet enough

trust to consider reliable.

5. Supportive network to participate in society
The social environment of PCDs varied from family members and friends to neighbors.
Yet others had limited social contacts and had to rely mainly on themselves. The way this social
environment was organized determined the amount of support PCDs received.

“They all [family e.g., children] live nearby. Yes, otherwise | wouldn’t be able to live here, if they would

live further away [family is helping her with daily activities]. | would enjoy staying here until | die. In
my small house...” (Patient - P4)

The proximity of family members, in which the PCDs put trust, resulted for them in a sense of

stability and the possibility to live as autonomous as possible. However, the impact was strongly
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dependent on the availability, the work-life balance, the financial situation, and the health
condition of their family members.
“Because my sister has her own family, she must take care of her household and her work, she can’t

take care of me on her own. That’s a bit disappointing... I've already discussed with my mother...when |
will be alone later that | would like to have someone to support me in cooking...” (Patient - P7)

The social environment had a positive impact on the patients’ situations, but some PCDs also
faced a decrease in social contacts as the patients’ functional capabilities decreased. In addition,
PCDs experienced a feeling of being excluded from society due to external reasons e.g.,
inaccessible public places, family and friends who do not have the opportunity to invite PCDs for
a visit because their house is not accessible. These external factors hampered PCDs to
spontaneously interact with others and to go wherever they want to go, reflecting a lack of
autonomy. Also, not every PCD could rely on a supportive network and expressed to “living on an
island (Informal caregiver - P13)” hampering the management of meaningful and essential

activities.

6. Combination of emotional support and practical skills to fulfill patients’ needs

Previous themes illustrated the need for PCDs to be supported by formal caregivers in essential
activities. However, in addition to the need for practical information, PCDs required emotional
support from formal caregivers. They expressed the need for balance between practical and
emotional caregivers’ skills. From the narrative analysis, practical skills could be described as
having theoretical knowledge and skills to provide the appropriate and technical treatment,
expressed by PCDs as “formal caregivers have to do their job.” (Patient - P15). Whereas emotional
skills gave PCDs the feeling of being heard and treated as a person ‘who has anillness’ instead of

‘who is theillness’.

“The most important thing is to build a relationship of trust. This isn’t possible if there is no
understanding or empathy from the caregiver to the patient...Authenticity...That a caregiver also
shows a piece of himself, also show that he is human. Professionalism and knowledge are also
extremely important and that is where | set a high standard, the importance of education and
continuing learning.” (Informal caregiver - P12)

When reflecting on the emotional support, PCDs expected their formal caregivers to ask
adequate questions, have a level of increased empathy, be authentic as a person, and pay
attention to the person as awhole. Formal caregivers should also be able to use intuition to “intuit
patients’ needs” (Patient - P14)”, to “discover the unexpressed patients’ needs (Patient - P14)”, and to
adapt their treatment approach to the patient’s personality. When PCDs experienced a lack of

empathy they tended to change to another formal caregiver.
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7. Patient-provider dialogue to achieve open communication
“Communication goes both ways (Informal caregiver - P15)” reflects the need for a dialogue between
patients and their formal caregivers. Patients experienced that they want to share their story;
formal caregivers in turn must provide the right context for patients to share their concerns. For
this, trust was of utmost importance. PCDs gained trust when time was offered, when there was
a longstanding relationship with the formal caregiver, or when they gained a second opinion to
confirm a previous diagnosis.

“It is not that familiar as in e.g., the rehabilitation center ... You miss tenderness. In the rehab center

they take time to talk about how you feel and what you want to do. | think that is important. They
provide time and space to you share our problems.” (Patient - P16)

Open communication was also improved when adequate information was offered, expressing
honesty about the diagnosis, treatment options, treatment method, and medication regime. In
the following quote, a patient reflected on a situation when she did not receive adequate
information to share her own diagnosis with her family.

“How | was supposed to tell my husband and my children [just after receiving the diagnosis of MS]?

The doctor said: ‘there is Internet and a library Miss.’ So, | started looking on the Internet.”
(Patient - P6)

In addition, the physical context in which the communication occurs must allow and facilitate
open and personal communication (e.g., using a laptop to take notes was indicated as a main

obstacle hampering a trustfulness open conversation).

8. Involvement to facilitate ‘care decision-making’

Patients expressed the wish to be involved in their care processes, for example by participating
inthe search for the best treatment. Involvement gave patients a sense of safety that made them
feel respected and gave assurance that the treatment was for their own good, which in turn
increased the adherence. As a result, trust towards their informal caregiver and their decision-
making was facilitated.

“l am someone who enters a discussion with the medical doctor about my health... with my family
doctor and my neurologist. | want to hear the various options which | will go for.” (Patient - P6)

Participants were convinced that active involvement in their care process created different

prescribing by the caregiver.

“If | go to the family doctor, he asks whether we would try this medication, or we prefer something else.
So yes, I'm involved in the decisions.” (Patient - P3)
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9. Care coordination as part of care continuity
Participants received support from a broad range of providers to handle their conditions. It was
important for them that those formal caregivers worked together and communicate with each
other. This means that care must be “well-coordinated (Informal caregiver - P8)”. Coordination was
also mentioned as essential to ensure care continuity. This included communication among
(in)formal caregivers and patients. PCDs preferred interaction with the entire team that
contributed to better care and a more personal approach. Also, care coordination was
mentioned in the context of the follow-up of previous diagnostical tests. Nowadays, “it is all in the
computer (Informal caregiver - P2)” and facilitated by electronic and shared patients’ records.
“Caregivers must dare to broaden their view and look beyond their own discipline. They must open up

to have contact with other caregivers, so they become one. In that case, the patient would be
supported by a network of caregivers.” (Patient - P12)

Although participants expressed the need for coordinated care, they experienced a lack of
coordination and communication among professionals from different organizations and levels.
For example, they experienced too little communication from the hospital towards the family
doctor when patients were discharged. Patients desired better follow-up, especially from their
family doctor, who should be aware of recent events that patients experienced. The PCDs
suggested a home visit from their family doctor immediately after being discharged from the
hospital as a possible way to guarantee a better follow-up.

“And the family doctor comes on a home visit. He said to her: ‘see you in 4 - 6 weeks'. How is this

possible?!? She [patient] just left the hospital, with all her worries and he said, till 4-6 weeks! ....

Someone should, after leaving the hospital with a severe disease or so, warn the family doctor. Now
you have to call him [FD] yourself which can takes 2-3 weeks.” (Informal caregiver - P3)

In addition to better follow-up, PCDs needed structure and certainty from their formal
caregivers. In the case of home nurses, patients preferred the same nurse on the same hour to
help them with their morning routines. This contributed to personal contact and trust bonding
between the patient and the home nurse because they were continuously building on a

sustainable relationship.

10. Barriers to provide quality care

Administrative procedures (e.g., application for refunds) were expressed as the main barrier to
quality care. For example, PCDs got bogged down in bureaucracy when they applied for
reimbursements of assistive devices. The use of applications took too much time and effort and
were often too complex to understand resulting in inconsistent information to make the right

decisions.
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“Why should | prove that | have disabilities? It was not my first application. They [insurance company]
do not realize that my condition is progressive. It was only after the renovation of our bathroom that
they [insurance company] asked for a proof of invalidity...| got negative response...Then | had to
defend myself and all they asked was why | have chosen a specific system...Now | am already waiting
for nine months for an electric wheelchair...It always take so long...” (Patient - P15)

The struggle with administrative procedures led to sadness and frustration on top of the
negative feelings some PCDs already experienced as a result of having the chronic condition.
PCDs also experienced difficulties in finding leisure activities, contact with peers, or finding
advice for modifications to their house and transport. PCDs felt on their own in finding their way
through procedures and expressed this as “a full-time job (Informal caregiver - P15)”. If support was

provided, PCDs could focus on activities that give purpose to life.
Comprehensive understanding

The naive understanding and the identified themes from the structural analysis were re-read as
awhole to see how they interrelated and to formulate a comprehensive understanding. By doing
so, patterns between the themes and thus the lived experiences of people living with chronic
conditions regarding there care situation were articulated. This allowed us to visualize the
associations among the different themes, illustrated in Figure 1. When someone is diagnosed
with a chronic disease, this illness does not stop the person from being an individual human and
having needs and preferences. PCDs expressed that it is of paramount importance that health
care providers are capable to go beyond the level of purely functional and essential activities
(e.g., washing, bathing, and clothing) to the level of meaningful activities and encounters.
Although essential activities were necessary to get through the day - and for some it can even
mean the beginning of their day - it was very important to find meaning in several ways: meaning
in activities one performs, meaning in one’s relationships with family and friends, but also
meaning in the relationship with one’s caregivers, and finally meaning in life. The search for
meaning determined how people with chronic conditions interacted and coped with their
conditions; a constant balance between what was strictly necessary on the one hand and what
gave satisfaction and meaning in life on the other. The latter led to a satisfying care process that
emphasizes the diagnosis and treatment adding that extra level of being treated as a person.
Reading the person and being able to ask the unasked question to discover the unexpressed
needs of people with chronic conditions, determined a ‘quality caregiver’. PCDs expected formal
caregivers to change how they delivered care and required that they look beyond their
professional perspective of logical care solutions and assumptions. They should acquire skills to
intuit the needs of people with chronic conditions. This intuitive ‘reading’ made these people

feeling seen, heard, and committed in their care process. Quality care was described by the PCDs
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as listening and giving attention to what they want, to what they strive for, and above all to
promote their autonomy in a context wherein they are supported by a team of formal caregivers,
family, and friends. These elements could be found in care that starts from personal and
meaningful goals in which care was delivered based on the needs and preferences of people
living with chronic conditions and informal caregivers, while supporting their self-management,
as prioritized goals, and encouraging them to live their life regardless their chronic conditions.
Citing the PCDs, this could only be reached in a strong interprofessional collaboration in which
the team worked together - among each other and with the PCDs- to that what was important

to them.

Theme 6: Practical and emotional skills

Theme 1: Autonomy

@

heme 2: Meaningful activities

Theme 9: Care coordination
an3ojelq 17 away

Theme 4: Practical and psychosocial support

Theme 10: Barriers

Theme 8: ‘Care decision-making’

Figure 1: Schematic representation of the themes
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Discussion

This study provides a broad picture about the daily life of people living with chronic conditions
and their informal caregivers, what support they need from primary care providers, and how

primary care is organized.

PCDs reflected on the importance of being autonomous, demonstrated by performing
meaningful and essential activities. Therefore, PCDs needed support from a social environment
of family and friends, formal caregivers, and in some cases assistive devices. Throughout these
activities and relationships, their personal values should be mirrored. Consequently, PCDs
expected to be treated as an equal partner that includes open communication. All this should
take place in a context where collaboration among the PCDs and formal caregivers was
facilitated. According to the PCDs, quality care was described as: ‘listening and giving attention to
what the people with chronic conditions want, to what they strive for, and above all to promote their

autonomy in a context wherein they are supported by a team of formal caregivers, family, and friends’.

These findings confirm other recent studies exploring the needs and preferences of people with
chronic conditions. This is not surprising as the aim of this study was to start ‘tabula rasa’ and
truly explore the experiences from the PCDs themselves. Common themes seem to be the need
for person-centered open communication(28-30), involvement in the care process(29), a
supportive network(31), and adequate multidisciplinary coordination(32). Despite similarities in
results, these studies were slightly different since previous studies have focused on the
experiences of people with chronic conditions and not of PCDs. However, informal caregivers
should be considered as full partners in care and their presence could improve the research
process for people with chronic conditions who lack communication skills(1, 33, 34). Based on
our observations, the presence of informal caregivers allowed people with chronic conditions to
elaborate more on their care experiences, because they felt supported, which allowed us to gain
more insight. While most of the studies focused on specific components of care (e.g.,
collaboration, communication), we addressed the large majority of health and social needs of
people with chronic conditions from a wide range of chronic conditions(35). This was done
intentionally to recruit participants with diverse health profiles resulting in contrasting cases. As
far as we know, only afew studies such as Lim et al. (2017) have included broad study populations
and their needs. Lim et al. (2017) performed interviews with people suffering from multiple
chronic conditions and defined six domains essential for well-being and health (principles,
relationships, emotions, activities, abilities, and possessions). Their findings are similar to our ten
themes and also emphasize the importance of activities (e.g., reading, gardening, and self-care)

and having significant connections with others (e.g., family, friends, and the community)(36).
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Our findings show that PCDs want to engage in meaningful activities, going beyond what they
call the essential activities, to create fulfillment and purpose in life. Each “individual needs to
have the opportunity to engage in activities that foster meaning and satisfaction, the so called
‘occupational well-being’(37). Engaging in meaningful activities enables quality of life and - even
more - impacts morbidity and mortality(38). In other words, it is important that the care process
pay attention to meaningful activities and not only to essential activities(39). To create purpose
in life, autonomy appeared to be an important requirement. More specifically, PCDs expressed
the wish to stay autonomous by making shared decisions in which they take responsibility and
experience freedom by choosing where they want to go. This shared decision-making
throughout care delivery is one of the activities of a person-centered process of care and could
be facilitated by nurses, among others(40). These findings also correspond to the multiple
aspects of autonomy Basset and colleagues described such as having freedom of choice, taking
responsibility, retaining independence in daily activities, and living independently(41). The
feeling of autonomy could also be fostered by having agency over activities, and from a broader
perspective over health and chronic conditions. This means that individuals should experience a
sense of control over what, when, and how to engage in activities, including care activities(37,
42). PCDs found control in surrounding themselves by a broad supportive network, such as the
formal caregivers and their social environment of family and friends. To keep up in their
environments and to participate in society, they relied on practical support (e.g., assistive
devices). In addition to using practical support, they received psychosocial support from peers
who listened and made them feel safer and less lonely. These findings are in line with the
literature which indicates that the presence of these networks has a positive influence on
personal welfare status (e.g. loneliness)(43). Our research shows that psychosocial support is
necessary to remain independent in daily living. PCDs tried to reorganize their lives and reinvent
themselves by making use of their remaining capabilities, for example, by searching for activities
they are still able to perform. People with chronic conditions adapt their activities to compensate
their limitations and changed behaviors caused by their conditions(44). In our study, we found
that PCDs also tried to maintain, change, or create new meaningful behaviors in activities and
life roles. Based on this reasoning, PCDs could engage in role-management(45). This approach
corresponds with the SOC-model (selection, optimization, and compensation) of Baltes(46),
wherein ageing people carefully select activities they still can perform. Throughout these
meaningful activities and relationships with formal caregivers, we found that it is important that
the PCDs’ personality and authenticity is mirrored. Therefore, personal values of people with
chronic conditions should be highlighted in developing, sharing, and follow-up in the care

plan(47). This can be achieved by approaching PCDs as equal partners in care, although this is
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often hampered by a lack of time, among other factors, during visits with the caregiver(28, 32).
Being treated as a whole person, is beneficial for people with chronic conditions. It can increase
their satisfaction, enhance the relationship with their providers, and lead to better
understanding and more knowledge regarding their own health(48). To be treated as a person,
people with chronic conditions expressed the need for balance between practical and emotional
caregivers’ skills. To meet their needs and preferences providers should have a level of empathy
and pay attention to the whole person(40). PCDs want to share their story with their formal
caregivers. Gaining trust is a key achievement to perform communication between people with
chronic conditions and providers. In addition, the ability to be able “to intuit their needs” and to
recognize what they feel was indicated as an important skill, which can only be applied if an open
communication between them and the provider is achieved. These findings correspond with
findings from literature where communication skills and especially “empathy” are considered as

the most important skills that caregivers should master to perform ‘quality care(40).

Being in empathetic contexts allows people with chronic conditions to feel safer and to express
their thoughts and problems that concern them(49). In addition, Franklin et al. (2019) showed
that the caregivers’ communication style is important to collaborate and negotiate on what
people with chronic conditions prioritize(50). Formal caregivers are not exclusively
communicating with the PCDs, but they constantly communicate with multiple other (in)formal
caregivers. A recent editorial briefing by Kuluski explores these communication and
relationships themes, identifying them as the core components of PCC(51). When reflecting on
formal relationships, people with chronic conditions indicated that they receive support from a
broad range of providers to handle their conditions. They want well-coordinated care, which is
essential to ensure continuity of care. They also often experience a lack of coordination and
communication among professionals working in primary care and hospitals. They require better
follow-up after being discharged from the hospital(52). The importance of the care environment
to deliver PCC was also described by McComarck (2004), who indicates that the environment
has a major impact on the operationalization of PCC and has the greatest potential to limit or
facilitate PCC(53). Interprofessional collaboration facilitates the integration of health workers
and allows them to engage any individual whose skills can help achieve local health goals(54). To
do so, health professionals need a shared vision and goals(55) and can be enhanced by using a
PCC approach(16, 56).
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Strengths and limitations

This study has several limitations. Firstly, by sampling mostly older and retired participants with
certain functional limitations, our results could not be generalized to the entire population and
cannot be transferred to other populations and contexts beyond this specific group we
interviewed and met the inclusion criteria (e.g., working population or people with chronic
conditions transitioning to the labor market). However, this sample could be considered as a
clinical representative sample in the primary care context of Flanders, where most people with
chronic conditions are elderly people(4). Notwithstanding it might be interesting to include more
participants to capture the experiences of other ages, cultures, etc. Secondly, there are
limitations with the data collection. Due to the covid-19 pandemic, we had to switch to video
interviews which changed the context and created consequences (e.g. less non- verbal
observations, lack of concentration)(57). Furthermore, the performance of PCDs interviews
could have inhibited people with chronic conditions to share information that they would not
want their informal caregiver to know. This limitation was addressed by giving people with
chronic conditions the freedom to indicate their informal caregiver by which they felt most
comfortable. The strategy of PCDs interviews also enabled us to improve the fluency of the
interview for people with chronic conditions who lack communication skills. Through the open
nature of the interview questions, PCDs were enabled to reflect not only on their care
experiences, but also on their daily life with a chronic condition. Furthermore, interviews were
conducted by the three first authors, all of whom are experienced in qualitative interviewing
people with chronic conditions. No member check was performed and transcripts were not
returned to the participants. However, data collection continued until saturation was reached;
in the last interviews, no new information for the themes appeared(34, 58). It is common in
gualitative research that the presence of a researcher influences the interpretation of the data.
This risk of bias was minimized by triangulating researchers from different backgrounds (e.g.,
occupational therapists, pharmacists, nurses, gerontologists) and by conducting and analyzing
interviews together in team of at least two researchers. This triangulation and intensive
cooperationincreased credibility and reduced the risk of bias to interpret the data based on pre-
conceived understanding and personal opinions. Furthermore, the findings were debriefed in an
iterative process, increasing the reflexivity and critical awareness for members of the
consortium, whichincluded a broad range of healthcare professionals. In the first stage, the three
principal researchers (DB, MMS, LT) analyzed the interviews separately, afterwards they
compared their findings. In a second stage, these preliminary results were presented and
discussed with the co-authors (MLH, DVdV, PDV) until consensus was reached. In a third stage,

the findings were presented to other senior researchers of the PCA consortium and then the
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process began again if no consensus was reached. This stepwise approach decreased the risk of

confirmation bias.
Relevance for clinical practice

Primary care providers and especially nurses play a crucial role in the PCDs’ lives as they support
performing essential activities (e.g., taking medication, showering, etc.). Our findings suggest
reconsidering nurses” roles and responsibilities to encourage and also support people living with
chronic conditions in performing meaningful activities (e.g., gardening, knitting). From an
academic point of view, the shift towards the support of people with chronic conditions while
considering their strengths, listening to their goals, and collaboration with the entire team is
already being made(59). To support among others nurses in further implementation of this shift
into practice, possible strategies could include [1] a focus on self-management support to
achieve an autonomous life(60), [2] care processes with a focus on personal and meaningful life
goals of people with chronic conditions(61), and [3] interprofessional collaboration including the

individual as a partner to ensure care continuity(62).
Conclusion

For people living with chronic conditions and their informal caregivers, it is important to be
supported in their autonomy enabling them to engage in activities, both meaningful and
essential. They should be supported in their self-management to deal with the consequences of
chronic conditions. To meet these needs and to enable self-management at its fullest, care
should be tailored to the individual with a focus on personal and meaningful life goals. Care
should be organized in a context of interprofessional collaboration in which the person with
chronic condition should be considered as an important partner and a whole person. This entails
paying attention to what the person with chronic conditions want, to what they strive for, and to
promote their autonomy in a context wherein they are supported by a team of formal caregivers,
family and friends. Only then we are moving towards the translation of the basic PCC principles

into practice.
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Abstract
Background

Coping with a chronic disease can be really challenging. Self-management represents a
promising strategy to improve daily life experiences. The role of primary healthcare
professionals cannot be underestimated in supporting self-management. Due to a shortage of
theory, implementation of self-management support is hindered in primary care practice. The
aim of this study is to create a conceptual model for self-management support by analysing

patients’ care experiences towards self-management support.
Methods

An explorative-descriptive qualitative study was conducted in Flanders, Belgium. Semi-
structured interviews were performed with 16 patients and their informal caregiver (dyads)
using a purposive sampling strategy and processed by an inductive content analysis, according

to Graneheim and Lundman.
Results

Interviews revealed in-depth insights into patients’ care experiences. A conceptual model was
developed for primary care practice, including five fundamental tasks for healthcare
professionals - Supporting, Involving, Listening, Coordinating and Questioning (SILCQ) -

contributing to the support of self-management of chronic patients.
Conclusion

This qualitative paper emphasises the use of the SILCQ-model to develop optimal roadmaps and
hands-on toolkits for healthcare professionals to support self-management. The model needs to
be further explored by all stakeholders to support the development of self-management

interventions in primary care practice.

Keywords

Self-management, Patients, Primary health care, Health personnel, Qualitative research
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Background

There is a growing number of people worldwide living with multiple chronic conditions(1,2).
Approximately one on three adults has to face the challenges of living with multimorbidity(3). In
Europe, this number of people is estimated at more than 50 million(4). Chronic conditions are
defined by the World Health Organization (WHO) as long standing and slowly deteriorating
diseases(5). Due to this chronic character, the impact on a patient’s daily life cannot be

underestimated.

The consequences of chronic diseases are generally reflected in limited capacity, reduced
functionality and productivity, reduced quality of life and increased healthcare costs(6,7). As a
result, chronic diseases require intensive management. Multiple interventions have been
developed in order to support people with chronic diseases(7-9). Key roles are mainly reserved
for the healthcare professionals and the social environment of the patient(10-14) but even more
important in the care process is the role of the patient himself(15). By taking charge of their own
chronic diseases, patients fully commit in their own care(16). This responsibility helps them to
function in daily life activities, to experience interdependency throughout the care process, and
offers the possibility to optimize patient’s own care(17). In addition, taking charge of their own

health contributes to the development of self-management(18).

Self-management is defined as “the individual’'s ability to manage the symptoms, treatment,
physical and psychosocial consequences and lifestyle changes inherent in living with a chronic
condition” (Barlow et al. 2002)(19). Patients can be assisted in this process of taking ownership
by healthcare professionals. Health care systems are gradually changing as to support these
professionals in taking up this role. This change is defined as “the process of making and refining
multi-level changes in healthcare systems (and the community) to facilitate patients self-
management” (Glasgow et al. 2003)(20). Self-management support implies intensive
cooperation among patients, healthcare professionals and the healthcare system(21). Primary
healthcare professionals are well-positioned to help patients developing the ability of self-
management, since primary care often serves as the first point of contact in the care system(22).
They have the opportunity to encourage patients to take part in their own care process. As a

result, patients feel empowered and can actively be involved in their health care(23-25).

Several models have been developed to guide self-management support interventions for
patients with chronic conditions. For example, the WISE-model (Thompson et al., 2018) aims to
support patients by focussing on active counselling by trained healthcare practitioners(26). The

model seeks to encourage practices to incorporate patient-centred care. The five A’'s Model
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(Glasgow et al., 2003) also focusses on patient counselling(20). In this model the creation of a
personal action plan informed by 5 A’s elements (i.e., assess, advise, agree, assist and arrange) is
central, whichis considered as essential to facilitate patient self-management(20). Various other
approaches to self-management support are presented in literature. In 2017, the strategic
international chronic condition self-management support framework (Mills et al.) formulated
guiding principles and strategic directions prior to the establishment of self-management
support initiatives(27). A comparative overview for different support frameworks exists and
aims to create a platform for researchers to operationalise frameworks (O’connell et al.,
2018)(28).

Although they are designed to be applicable in primary care practice, self-management support
interventions are not yet optimal in use and their effectiveness is questioned(29-32). The
models and frameworks described in literature tend to focus on the implementation of self-
management support rather than on underlying mechanisms, such as the interaction between
healthcare professionals and their patients. However, understanding these mechanisms is of

great importance in effective self-management support(33).

In addition, existing models are drawn up by researchers based on cooperation with healthcare
professionals, instead of with patients. Since patients act as equal partners in a collaboration on
shared responsibility(34), the importance of involving them in research cannot be
underestimated. More insights are required to explore patients’ experiences towards this
partnership to self-manage a chronic condition(25). Therefore, there is a need to investigate not
only the underlying mechanisms that help people to self-manage a chronic condition, but also to
listen to the voice of the patients themselves. These understandings should supplement insights
from existing models and orientate the further development of new self-management support

interventions.

This study offers an exploratory view on patient’s self-management and on the support by
primary healthcare professionals. The aim is to create a conceptual model for self-management
support by analysing patients’ experiences. The research question addressed in this study is,
“What do we learn from patients’ care experiences about the interaction with care professionals
related to self-management support?”. This study is part of a larger research project of the
Primary Care Academy (PCA) that aims to explore patients’ experiences towards primary care

in Flanders (Belgium).
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Methods

Study design

This qualitative study explored experiences of chronic patients and their informal caregivers, so
called dyads, with primary healthcare in Flanders. The aim of the study was to explore specific
experiences regarding self-management support by healthcare professionals. For this purpose,

a qualitative content approach was used to analyse the transcripts (Graneheim et al., 2017)(35).

Study participants

The dyads were purposively sampled. The inclusion criteria applied to the patients and were
defined based on the definition of patients with complex care needs operationalized by
Iglesias(36) and adapted to the specific research question. We did not set out specific criteria

for the informal caregivers.

Inclusion criteria

The interviewed patients were purposively recruited and had to meet all the following criteria:
(1) aged 18 years or above, (2) suffering from a single severe chronic condition or two or more
stable chronic conditions (defined as multimorbidity), and (3) receiving support from at least

three primary healthcare disciplines, in addition to the support of an informal caregiver.

To achieve a heterogeneous maximal variation sample, the patients had to meet one of the
following additional criteria: (1) taking four or more different medications related to their
chronic condition(s), (2) demanding a higher need of care, (3) living in a low socio-economic
situation, (4) estimated to have limited or low health literacy, or (5) tending to need more care

according to at least one member of their primary care team.

Exclusion criteria

Exclusion criteria were defined for either ethical or practical reasons and assessed by the entire
research team: (1) patients legally incapacitated to participate, (2) patients incapable to reason
about care for various reasons (e.g., severe mental illness, cognitive impairment), (3) patients
incapable of being interviewed during the predetermined time frame, (4) patients unable to give

permission by the informed consent form, and (5) patients with terminal illness.

Dyads were approached by health and welfare organisations or by their General Practitioner
(GP), who provided general information on the study. Oral permission of the dyads to their GP

was required for the research team to contact the participants. The researcher explained the
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informed consent form and provided additional information on the project. The dyads were
assured participation was completely voluntary and their informed consent was obtained before

the beginning of the interviews.

Data collection

Semi-structured interviews were organised with dyads in their home setting or due to the
COVID-19 pandemic by using video conferencing platforms. The interviews were conducted
between January 2020 and August 2020 and were supported by an open-ended interview guide.
Questions focused on patients’ primary care experiences and their interaction with healthcare
professionals. More specifically, open-ended questions in the interview related to 1) daily
experiences of living with a chronic condition; 2) structure and functioning of the care network;
3) empowerment, involvement, and participation in care processes; 4) needs, goals and wishes
towards primary care and 5) guidance and support strategies in primary care. Every interview
was scheduled to last no more than one hour a half. The interviews were addressed to the
patient, but the informal caregiver was offered the possibility to add input or support the
conversation to improve patient understanding. The collection of data was pilot tested, and the
first interviews were conducted by two researchers of the team (DB, MS, and LT) together. The
subsequent interviews were conducted independently by one researcher of the same team,

individually recorded and transcribed verbatim.

Data analysis

To address the research question in this paper, a qualitative inductive content analysis was
undertaken by the main researcher LT (Graneheim et al., 2017)(35). First, transcripts were read
multiple times to gain an overall naive understanding. Afterwards, the data were reduced into
meaningful units addressing patients’ self-management support experiences. Subsequently,
units were condensed and labelled with codes. Thereafter, the codes were compared and
allocated into subcategories by classifying the codes according to similarities and differences.
Similar subcategories were merged into each other and categorized into main categories. Finally,
a reverse approach was used, and the overall main categories were tailored to the initial data.
Data analysis was conducted using an Excel spreadsheet. Meaningful units, condensations,
subcategories, and categories were checked by the principal investigator (BS) and confirmed to
increase the credibility of the results. We considered data saturation as the end point of data

collection and analysis, meaning no new data were generated from the interviews.
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Trustworthiness

To prove trustworthiness of the data, the criteria of credibility, transferability, dependability
and confirmability were applied in this study (Guba and Lincoln)(37). To enhance credibility of
the analysis, we used member-checking to ensure accuracy. Member-checking of the findings
was performed by presenting the model and findings to a minority of participants. In addition,
maximum variation sampling was applied to recruit the interview participants. To increase the
transferability, participants of different age, socioeconomic level, educational level, living and
health status were chosen. Moreover, we tried to ensure this transferability of the data by
including direct quotations in the manuscript. To enhance dependability of our data, the
interviews were carefully recorded and transcribed verbatim. In addition, the analysis was
checked by qualitative experts in the field, which has also contributed to the confirmability of
our data. The latter criterion was further increased by including appropriate samples with

maximum variation.

Research team

The interviews were collected by DB, MS, and LT; the analysis of the experiences towards self-
management support was performed by the main researcher LT in close collaboration with the
entire research team. Before the project initiation, the team received a training on the principles

and methods in qualitative research to assure a certain level of standardization.

Ethics
Ethical approval for the original study was obtained from the Ethical Committee of University of
Antwerp (B300201942302). All methods were carried out in accordance with relevant

guidelines. The entire study was in accordance with the Helsinki Declaration.

Results

In total, 16 interviews with a patient-informal caregiver dyad were performed. The interviews
lasted from 58 to 90 min. Although the interviews were conducted with patients in the presence
of their informal caregivers, the results presented in this paper entirely focus on the patient’s
experiences towards self-management support. Involving the informal caregivers helped

patients in formulating their story and to feel at ease.
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Characteristics of study participants
A total of 32 persons were interviewed, including 16 patients and 16 informal caregivers. Most
patients were living together with their informal caregiver (11 out of 16 patients). The

characteristics of the participants are summarized in Table 1.

Table 1: Characteristics of the participants

Patients Informal caregivers
Gender
Male 5 7
Female 11 9
Mean age 67.5 66.8
Additional inclusion criteria
Patients taking four or more different medications 11 -
Patients demanding a higher need of care 6 -
Patients of low socio-economic situation 3 -
Patients estimated to have limited or low health @ 3 -
literacy 2 =
Patients tending to need more care according to at
least one member of their primary care team
Employment
Employed 0 1
Unemployed
Unemployed due to disability 3 3
Retired 13 11

Structural analysis

The inductive content analysis of the interview data resulted in five main categories regarding
the role of healthcare professionals in reinforcing patients’ self-management: supporting,
involving, listening, coordinating, and questioning. The main categories are the result of breaking
down the interview transcripts into meaning units, further condensed into multiple
subcategories, and finally encapsulated into main categories (Table 2). In some cases, a
subcategory applies to multiple main categories since the main categories are not strictly
delineated and overlap slightly. Table 3 provides an overview of the main categories and
subcategories. The categories exclusively focus on interactions between patients and their

healthcare professionals.
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The healthcare professional network consisted in many cases of the same key actors including a
GP, a pharmacist, a home nurse, and a medical specialist related to a specific disease. Typically,
the primary care professionals acted as the first and central point of contact for patients.
Depending on patients’ case, other primary healthcare professionals were also involved like
social workers, physiotherapists, speech therapists, members of the pain clinic, dietitian, etc. A
patient with Parkinson’s disease, for example, would be additionally supported by a
physiotherapist and a speech therapist. In a limited number of interviews, there was also

guidance by a psychologist or psychiatrist. In the following section, the different categories are

presented with examples of verbatim quotes.

Table 2: Example of the inductive content analysis

Meaning unit

Condensation

Subcategory

Main Category

“She [GP] helped me... | can always go to visit
her or call if | do not feel okay. Not for the
prescription of my medications, but to meet
for a talk.” (Patient - P4)

“I have balance problems. If the
physiotherapist comes at home, our first
exercise is on it.” ... “We walk around. She
stands behind me when she sees me shaking

so she can quickly grab me.” (Patient - P2)

“When | was first diagnosed, | had many
questions. And | gave them to him [doctor].”
... “That doctor just answered the questions
he wanted to respond. And when the
doctor’s appointment was over, | never
received the answers on the questions, he
did not likely formulate a response on. So
yes, that was a mess ... and | did not feel good
about it.”

(Patient - P6)

The doctor is both physically and
by telephone accessible for not
only the prescription of
medication, but also for a listening

ear.

Treatment of the physiotherapist
with supportive exercise (balance

problems)

Patient used to write the

questions down before an
appointment. The doctor just
answered the questions he
wanted to answer and then the
appointment was over. Patient

didn't feel good about it.

Accessibility
Understanding

Practical support

Formal support

Dialogue

Information

Coordinating

Listening

Supporting

Questioning
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Table 3: Overview of subcategories and main categories resulting in an overall core category

Subcategory

Main category

Core category

Practical support
ADL support

Physical support
Household support
Medical support
Information exchange
Clinical expertise

Follow-up

Communication tools
Shared decision-making
Participation
Cooperation

Care continuity

Freedom of choice

Taking time

Empathy

Understanding

Listening ear

Dealing with help requests
Emotional support

Listening to questions
Listening to expectations
Listening to wishes and goals

Listening to care barriers and facilitators

Accessibility

Care continuity
Deliberation
Stability
Collaboration
Time management
Support network
Teamwork

Point of contact

Follow-up

Dialogue

Information

Questioning expectations
Questioning experiences
Questioning wishes and goals

Questioning care barriers and facilitators

Supporting

Involving

Listening

Coordinating

Questioning

The role of healthcare professionals in

self-management support
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Supporting

Within our study context, we defined supporting as all elements supplied by a healthcare
professional related to treatment, follow-up, and guidance. The participating patients indicated
to be accompanied by a team of healthcare professionals. According to the interview data, the
main actors involved in the active support were nurses, GPs, and physiotherapists. Their support
was experienced as essential to fit the chronic condition into daily life. In essence, essential to

self-manage the disease.

“For my care... | don’t think other persons are involved beside my physiotherapist,
the home nurse and my GP.” (patient)

Besides delivering physical care (e.g., diagnosis, treatment, symptom control), various other
support elements came up in the interviews. More specifically, supporting was about actively
guiding through the delivery of practical tools (e.g., a wheelchair), health-related information,
medical assistance (e.g., medicines) and the set-up of home care. Home health care represented
most of the support. The frequent visits by home care nurses ensured a better disease

management.

“And then in the evening, the physiotherapist comes to visit at home. And he provides exercises for my
back and my neck and he applies a bandage with a tape.”
... "It really helps me. He supports me well.” (patient)

“The purpose of the nursery is to make the physical condition as good as possible.
That goal has been realized.” (patient)

Involving

Involving was defined as working in (co-)partnership with patients. Participants described
explicitly the wish to be involved in their care. Patients experienced feelings of respect and
equality when being actively engaged in health care. It gave them a chance to participate in their
own care and to self-manage their chronic condition. The involvement seemed to be mostly
related to medical decision making. For example, patients longed for a freedom of choice related
to medical treatment options. In addition, the wish was expressed to be involved in decisions
concerning the support of daily life activities. Well-informed decisions did arise when there was
room for open conversation and discussion. The extent to which patients wanted to be involved

depended on the patient.

“If I have an appointment with D. [the doctor], he asks me if | want to try the proposed medicine or
if | prefer something else. So yes, I'm taking part in the decisions he makes.” (patient)
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Moreover, patients strived for involvement throughout the entire care process. To overcome
the pitfall of a provider-centred management, patients indicated empathy and understanding as
essential components of good collaboration. The participants expressed the wish to share their

concerns to feel comfortable in the care they receive.

“No, | make decisions together. Uh, for example... They have asked me a couple of times what | think
about a DBS [Deep Brain Stimulation]. Uh, | am quite reluctant towards it
and therefore, | have made it clear to the doctor.” (patient)

Listening

Listening seemed one of the most talked-about components, defined as the act of giving an
audience and paying attention to someone. Patients expected from their healthcare
professionals to listen to what they need, what they want and to what they strive for. Only in this
way patients felt supported to manage the chronic disease. In addition, the interviews
emphasised the importance of encountering a professional with a listening ear to be able to
express concerns. The interview participants pointed towards the home care nurse, a

psychologist, or the GP as the ideally positioned sounding board.

“She [GP] helped me... | can always go to visit her or call if | do not feel okay.
Not for the prescription of my medications, but to meet for a talk.” (patient)

Listening to patients was defined as taking time and being into an accessible mindset.
Furthermore, listening means patients felt heard. Participants clearly mentioned that plenty of
opportunities can arise from open-minded interactions between care professionals and care

receivers.

“You have the feeling that those doctors are making time for you. It's not that you walk in their
practice and they immediately start looking at the clock... If the doctor comes here for a home visit,
and he always comes here, he'll just sit down for half an hour, at least, and tell you all kind of things.
He is also a nice person... and he listens to you and gives advice.” (patient)

The listening aspect was also mentioned in the interviews when talking about emergency
situations. Patients were in need to contact their care professionals if they experienced
problems. Dealing with help requests included active listening to all actors involved. The GP

mostly acted as the central contact person in these cases.
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Coordinating

Coordinating was defined as guiding responsibilities in the entire care process. According to the

participants, coordinated care contributed to coping with their chronic condition, and

consequently, to self-manage the chronic condition. Patients expected healthcare professionals

to assume responsibility to keep the care network running. An effective follow-up was

fundamental by means of coordination between the professionals. Furthermore, patients

expressed the importance of being able to make an appeal to their formal network. Again, the

central connection was the patients’ GP.

“They work well together. P. [GP1] is the one who coordinates everything a bit. J. [GP2] has been away
for a year because she had a baby. P. and J. used to come around. During the holidays we received a

letter that someone is stepping in. They are all good doctors.
They coordinate with each other very well.” (patient)

According to the participants, the act of coordinating involves communication and discussion
between different actors through the entire care process. Participants experienced benefits of
information exchange since it guaranteed care continuity. In addition, coordinating included
collaborating among the healthcare professionals with a focus on the chronically ill patient. This
could be facilitated using digital tools (e.g., digital patient file, electronic health platforms). The
interview conversations highlighted the significance of a well-functioning structured care
system, in which effective and clear agreements are made. Finally, coordinating also meant that
there was good overview of all care actors involved.

“Doctor X [GP1] and doctor Y [GP2], they come here for a home visit. And they have their computers

with them. They contain the entire patient file. Everything is written inside that has happened. And if

someone [one of the two central GPs] cannot come to us, there are always others doctors available.
You see, that’s how our doctors are here.” (patient)

Questioning

For the current analysis, we defined questioning as a type of communication giving raise to
conversation by using interrogation. Patients expected the care professionals to ask them
questions. Posing questions created a genuine momentum between care professionals and
patients. It resulted in an interactive conversation about patient’s wishes, goals, and
expectations. Furthermore, formulating questions to the patient initiated valuable
conversations about the care process: what goes well and what could be improved? Do patients
feel comfortable in their care, do they understand the medical treatment or are there any
ambiguities? Additionally, a question could boost the mechanisms of information transfer

between patients and their care professionals.

“A great healthcare professional takes time, poses question and talks.” (patient)
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Conceptual model

Using in-depth interviews, insights into patients’ primary care experiences related to self-
management support were gained. We learned that patients could manage their chronic disease
more effectively if they feel supported, involved in the care process, listened to, if their care is
coordinated and if they are questioned. Based on these five main categories, we were able to
identify and formulate concepts to describe the key characteristics in the support of self-
management. The conceptual model for primary care practice includes five fundamental tasks
that need to be performed by healthcare professionals - Supporting, Involving, Listening,
Coordinating and Questioning (SILCQ) - that contribute to efficiently supporting chronic
patients’ self-management. These tasks were incorporated into the model as the acronym
‘SILCQ’ (Figure 1).

SOCIAL ENVIRONMENT CARE PROFESSIONALS

~

~
' Partner 0

Informal
caregiver(s)

" ke
7 ;
Friends & @
Peers (NE

Family

CARE NETWORK
Figure 1: Conceptual model on the support of self-management

Abbreviations: S = Supporting; | = Involving; L = Listening; C = Coordinating; Q = Questioning
Icon made by Freepik from www.flaticon.com

Patients are in most cases connected to a social network. We defined this network as ‘the social
environment’. According to the participants, the social environment consists of the closest
surroundings of a patient. The composition of the social environment varied and was different
depending on the patients. Possible members were relatives, friends, and partners. This network
was reinforced by peers in some cases. In this close environment, someone had taken upon the

role of informal caregiver.
“I am in contact with the health insurance fund.
Also, with my parents, of course, and my friends and family...

And the nurses for appointments and to accompany me to scans etc.
And my home help... And the family doctor.” (patient)
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“I think that fellow sufferers are important. Like the pain society...
That's very good because there you get to know people who also understand you and who are also
going through the same thing to some extent. | find the support of those people enormous.” (patient)

Being able to manage a chronic condition s closely related to support by the entire care network,
including the social environment. The proposed model considers these interactions in a patient-

centred care network.

“And if she suddenly has a disease flare, | call the medical practice to ask for help.

Afterwards, | can get a medicine from the pharmacist, because in those situations she is out of
medication. When | call, the doctor says: 'Yes, go ahead.' So, | call the pharmacist and | say to them: 'l
have a problem, but | don't have the prescription for the medication yet. Can | already pick up the
medication?' I'll bring it later, and that is not a problem.” (informal caregiver)

Discussion

The findings highlight healthcare professionals’ role in supporting self-management of chronic
conditions. These roles are reflected in the proposed SILCQ-model. Unfortunately, important
components such as arranging follow-up are often ignored in practice(38). Due to the high
demands for time and attention, the focus during clinical encounters is mainly on the current
problems of patients(39). The adoption of follow-up with healthcare professionals is additionally
challenged because it may be difficult for patients to understand the concept or may be
considered an unacceptable intrusion into daily life(40). Nevertheless, our study emphasises the
importance of active support from healthcare professionals during both treatment and follow-
up. Providing medical information and tools is part of the support. Our study demonstrates that
supporting means that the necessary guidance is provided or built up around a patient. In this
environment, healthcare professionals and patients should act as equal partners. Fu et al.(41)
also revealed the importance of patients’ partnerships with healthcare professionals on the
ability to self-manage. Our interview participants expressed the desire to be involved in the
entire care process. The challenge seems to shape this collaboration and define the contribution
of the patient himself(15,42). A balance must be achieved between respecting patients'
autonomy and encouraging their active contribution in healthcare(43). A recent systematic
review on patient involvement identified factors that determine involvement in medical
performance, namely the attitudes of the individual healthcare professional, the patient
characteristics, the understanding of the purpose of involvement and the key relationships (i.e.,
doctor-patient relationship and the profession-public relationship)(44). According to our
interview data, the extent to which involvement contributes to self-management depends very
much on the individual patient. Consequently, determining patients’ wishes and goals is an

important component of self-management support. Several studies confirm this association with
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goal-oriented care(45,46). Because of the strong association, healthcare professionals are
challenged to actively question patients to determine goals. Conversation is shaped using
interrogation. This questioning aspect was strongly emphasised in the interviews. Open-ended
guestions enable physicians to obtain crucial and sufficient health information from
patients(47). An essential condition for this is that healthcare professionals commit to active
listening. Unfortunately, healthcare professionals are used to telling, rather than actively
questioning, what patients want or what feels good for them(48). Miles et al.(49) confirms these
findings by identifying communication as crucial for effective self-management. The study
analyses patients’ experiences and reveals that patients expect to be listened to. Remarkable,
our interview participants consider listening to patients as a natural one-way behaviour in
providing good care, which also includes supporting self-management(50). However, being in
the position to listen to patients depends on various aspects. These aspects are not only related
to the commitment and skills of healthcare professionals. In primary care practice, listening is
additionally hampered by various factors, such as limited skills of patients and limiting
contextual factors (e.g., doctor’s mood, workload, lack of time)(51,52). Moreover, asking
question and listening are not stand-alone elements to facilitate dialogue(53). Integrating
moments of silence and paying attention to nonverbal communication significantly contributes
to patient-centred communication(54-56). In addition, dealing with patients’ cues and concerns
is a foundation listening skill for GPs(51). Unfortunately, there is evidence that these cues and
concerns are not picked up or even ignored in daily primary care consultations(57,58). More
training is needed to develop communication competences and skills of healthcare professionals
beyond asking questions and offering a listening ear. To optimally deliver self-management
support, a multidisciplinary approach is required. Tocchi et al.(59) described a positive effect of
multidisciplinary teams on self-management of symptoms. Our research emphasises the role of
a central healthcare professional to coordinate care. According to the interview data, the main
actor in supporting self-management is context and patient dependent. Nevertheless, we can
argue that in most cases the GP is mentioned as the pivotal figure. Unfortunately, not all GPs are
able to fulfil this pivotal role(60,61). This must be considered when organising care around

chronic patients. GPs must be taught the necessary competencies and skills in leadership(62).

Although our findings are in agreements with other studies regarding self-management support,
most studies focus on one single aspect of the support. Few comprehensive models have been
designed that include multiple aspects (20,26,27). In addition, most models don’t target
multimorbidity and only focus on self-management support from a specific healthcare
professional(28). Our SILCQ-model addresses this issue by providing insights into the

fundamentals of support strategies, independent of the type of disease and healthcare
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professional. Self-management support interventions are not applicable to every patient and
subject to change(63). Therefore, it is important to consult the SILCQ-model which represents

the foundation on which to build interventions.

Strengths and limitations

Some limitations should be mentioned. First, patients were interviewed in the presence of their
informal caregiver for additional support. This may have caused the participants withholding
personal stories resulting in some bias. However, involving the care network of patients resulted
in valuable insights. It should be noted that these insights only apply to patients. No conclusions
about informal care can be drawn from this study. To be as comprehensive as possible, we
continued to interview dyads until saturation of data was reached. Since in the last interviews,
no new information on the topic of self-management support appeared, we decided the stop data
collection after interviewing 16 dyads. Secondly, since participation in this research was
completely voluntary, volunteer bias can occur. However, our research sample can be
considered clinically representative in the international primary care context, when focusing on
patients with complex care needs (i.e., mostly an aging population). Thirdly, the SILCQ-model is
the result of discussions only with patients. Not including healthcare professionals allowed
patients’ voice to be the focus of the model. Involving healthcare professionals should be the
next step to validate the results. Fourthly, the SILCQ-model does not provide any
recommendations for future self-management support interventions. We aimed to provide
insights, rather than formulate specific guidelines because effectiveness of interventions is
highly context and patient dependent. In addition, we believe that the SILCQ-components are
the fundaments of every self-management support intervention in primary care. Lastly, the
choice to conduct a qualitative content analysis limited the generalisability of the results.
However, rather than generalising we aimed to undertake a proof of concept to understand the

features of self-management support more in depth.

Implications for research and practice

The SILCQ-model provides a holistic approach to self-management support, while focusing on
the central interaction in the care network between healthcare professionals and patients.
Programme developers are encouraged to keep the formulated elements in mind when setting
up new self-management support interventions in primary care. Further research is required to
understand how these SILCQ-elements are implemented in care practice and contribute to self-

management outcomes.
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Conclusion

This qualitative paper highlights the importance of the SILCQ-elements - Supporting, Involving,
Listening, Coordinating and Questioning - when reinforcing patients’ self-management. In
providing good care, healthcare professionals are expected to prioritize these actions. The
model should be further explored by all stakeholders to support the development of self-

management interventions in primary care practice.
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Abstract
Background

To support self-management of chronically ill persons, innovative approaches of care practice
are being developed. Unfortunately, many self-management supporting interventions struggle
to achieve reliable and consistent improvements at various levels (patient, provider and
healthcare system level). One possible strategy to facilitate translating theory into practice, is to
consider the healthcare professionals’ perspective prior to the development of new
interventions. An exploration of their knowledge and opinion about barriers and facilitators is
necessary before employing any self-management support (SMS) intervention. Therefore, our
study aims to explore care professionals’ perspectives about SMS within the Flemish primary

care setting.
Methods

This study used a qualitative study design to examine SMS in primary care setting. Five focus
groups were conducted, grouped into three waves. Participants were healthcare professionals
in Flanders representing different disciplines and settings. A maximum variation purposive
sampling was used to recruit participants. For the data analysis, the framework of thematic

networks by Attride-Stirling was applied.
Results

A total of 34 healthcare professionals participated. Three global themes related to SMS were
derived from the thematic analysis: (1) Characteristics, (2) Support strategies, (3) Barriers and
facilitators. SMS was characterised as a collaboration-based and person-centred approach. A
variety of supporting strategies were mentioned by the focus group participants. Most
strategies consisted of informing and educating patients. Complementary to individual
strategies, collaborative strategies were deemed necessary to support self-management.
Regarding barriers and facilitators, different patient-related factors were identified.
Additionally, competencies of healthcare providers and external factors seem to hinder the

implementation of SMS in practice.
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Conclusions

This focus group study highlights the importance of a collaborative, person-centred approach to
SMSinthe context of chronic diseases. Our findings point to the need for interventions that raise
awareness and address barriers associated with SMS. Since generic SMS does not exist, the road

to success is a growth process in which support must be adapted to the individual patient.
Keywords

Self-management support, Healthcare professionals, Primary health care, Qualitative research
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Background

The world’s population is undergoing a demographic shift. Over 70% of European citizens will be
over 65 years old by 2050(1). This poses many challenges to our healthcare system. The
evolution will result in an increasing number of people living with a chronic condition. At this
moment, chronic non-communicable diseases (NCDs) are among the most prevalent causes of
mortality and morbidity in Europe(2). In addition, chronic diseases substantially contribute to
the global burden of disease, with cardiovascular disease, cancer, type 2 diabetes, and chronic

respiratory disease being the most common ones(3,4).

Various approaches are adopted to prevent diseases, improve diagnostics, and provide more
effective therapies(1). In addition, the focus is on patients’ involvement and participation in the
care process. When provision of care becomes patient-centred, patients feel empowered and
become actively involved in their care process(5). Moreover, activating and involving patients
contributes to developing patients’ self-management strategies(6) and results in improved
health outcomes(7). The concept of self-management has been extensively explored in the
literature(8). Barlow et al. (2002) defined self-management as “the individual’s ability to manage
the symptoms, treatment, physical and psychosocial consequences and lifestyle changes
inherent in living with a chronic condition”(9). According to literature, self-management could
positively influence health service utilization, financial costs, and clinical outcomes (including
reduced morbidity and mortality)(10-12). Moreover, a positive impact on various patient-
related outcomes (including patients’ self-efficacy and activation) and quality of life outcomes is

reported.

The ability to self-manage chronic diseases requires six skills that patients should acquire: action
planning, decision making, development of a patient-provider partnership, problem solving, self-
tailoring, and utilization of resources(13). Various care interventions focus on the further
development of these skills in chronically ill patients. Hence, further development and support
of self-management skills are a prerequisite for achieving desired health and quality of life
outcomes. These skills are not innate and do result from a lifelong learning process and task(8).
Involving patients’ care team, and fundamentally, the primary care professional, plays a crucial
role in developing self-management skills(14,15). More specifically, healthcare professionals can
encourage and support patients to develop skills and knowledge needed to manage their
condition effectively, and thus engage in self-management(16). Furthermore, healthcare
professionals can assist patients in setting goals and developing personalized care plans(17,18).
By collaborating with patients, healthcare professionals can help optimise self-management

support (SMS) and contribute to improved health and quality of life outcomes. Therefore, the
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holistic definition of SMS by Adams et al. (2004), which defines SMS as “the systematic provision
of education and supportive interventions by health care staff to increase patients’ skills and
confidence in managing their health problems, including regular assessment of progress and

problems, goal setting, and problem-solving support”, was used for this study(19).

When implementing SMS approaches, different internal and external factors are taken into
account to achieve effective and sustainable interventions tailored to the individual patient’s
needs and preferences(20-22). Nevertheless, many interventions struggle achieving reliable
and consistent improvements in care practice(23). Often, these interventions are designed with
only the patient’s perspective in mind, without considering the perspectives of the care
professionals who have to implement and support these SMS interventions(24). This oversight
has led to a notable gap in our understanding, as the experiences, challenges and perspectives of
professionals are under-represented. To fill this gap, our study focuses on this caregiving
population, shedding light on their prior knowledge and opinions about SMS. Existing literature
exploring professionals’ perceptions often focuses on higher level concepts such as the provision
of beneficial support or the role of professionals(25,26). As a result, there is a distinct lack of
foundational insights from professionals at the conceptual level of SMS. In this study, we aim to
uncover critical insights that have been overlooked in the current literature, ultimately
contributing to a more comprehensive understanding of the factors that influence the successful
implementation of SMS interventions. By exploring the experiences of care professionals, our
goal is to make a significant contribution to the wider SMS puzzle. In doing so, we aim to create a
synergistic relationship where the care professional perspective complements and strengthens
the existing patient-centred literature. This study is part of the Primary Care Academy (PCA), a
research and teaching network that aims to strengthen the capacity of primary care by
developing interventions, optimal roadmaps, and hands-on toolkits for primary care policies,
practice, and education, built upon the principles of goal-oriented care (GOC), interprofessional
collaboration (IPC) and SMS.
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Methods
Design

This paper reports on the results of a study conducted in Flanders, Belgium, where qualitative
focus groups with healthcare professionals were carried out to explore the concept of GOC, IPC
and SMS. The study contributes to the aim of the PCA and was performed by their main PhD-
researchers (DB, LT and MS) under supervision of PDV and DVDV. This paper focusses on the
concept of SMS. The study obtained approval from the Ethical Committee of University of
Antwerp (B300201942302). The COREQ guidelines were consulted to report this focus group
study(27).

Recruitment and participants

A maximum variation purposive sampling was used to recruit the focus group participants,
following the principles of Patton et al. (2014)(28). The focus was on gathering insights from a
wide range of healthcare professionals. More specifically, the recruitment strategy aimed a
maximum variation in health and social disciplines, in academics and frontline professionals, in
Flemish regions and organizations of employment in primary care via announcements of the PCA
(e.g., network of the co-authors) and other healthcare organizations (e.g., the White-Yellow
Cross, Flemish Patients’ Platform). Professional contacts were used to recruit participants for

the focus groups by e-mail.

Five focus groups were performed in an iterative process of three waves among a purposive
sample of scholars, academics, and frontline professionals respectively. Participants were
included if they met the following predefined criteria. For the first wave, participants had to be
a member of the PCA consortium with a certain level of expertise in one of the central concepts
of GOC, IPCand SMSin primary care. Expertise refers to self-appointed theoretical and practical
knowledge gained from professional experience, including research and practice. These
individual experts were contacted by the main researchers and composed a heterogeneous
group. For the second wave, our inclusion criteria consisted of being a frontline care professional
and having knowledge because of field experiences. This wave consisted of three homogenous
focus groups on GOC, IPC and SMS. Depending on participants’ expertise, they were included in
one of these three parallel focus groups. For our third and last wave, the participants of the
previous waves were contacted, and the final panel was heterogeneously composed based on
the principles of maximum variation and the level of engagement during the earlier focus groups.
The organisation of this last focus group with a mix of topics and expertise, including previous

participants, was crucial for refining and validating the ideas and themes. Participants did not
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receive a remuneration or compensation for their participation in the study and participation

was on voluntary basis.
Data collection

Data were primarily collected through the three waves of focus groups. The first focus group
took place at the start to test and finalize the interview guides. The second wave of focus groups
built on the first by zooming in on one care concept in more depth. The strategy of focusing on
one specific topic typically provides more information than combining multiple care topics
during the same amount of time. The third wave consisted of a focus group which was organized
to focus on the interactions and overlap between the three central care concepts (namely GOC,
IPC and SMS). During this final focus group, findings from the earlier waves were aligned with

the panel to validate our data.

Depending on the central concept(s) being covered, participants in the focus groups were asked
to answer questions about the application of the care concepts in primary care practice: (1) “How
do primary care professionals understand, define and describe GOC and how do they use it in
practice?”; (2) “How do primary care providers understand, define and describe IPC, who is
involved and how do they experience the collaboration?”; (3) “How do primary care professionals
perceive SMS in primary care practice, and what barriers and facilitators affect its
implementation?”. During the last focus group, the point of saturation was reached as no new

ideas emerged and earlier findings were corroborated.

Focus groups were conducted in Dutch between January 2020 and September 2020 by one of
the main PhD-researchers (DB, LT, MMS) of the PCA, using precomposed interview guides
developed for this study. These guides were meticulously developed through iterative
collaborative sessions between the researchers, incorporating evidence from practice and
informed by thorough literature analysis. The specific interview guide questions related to self-
management support can be found in Supplementary File 1. Dutch, the native language of the
participants, was used for the focus group sessions. Before entering the focus groups,
participants were asked to read and sign an informed consent form, in which they agreed to
participate in the study and approved to be audiotaped. In advance, the research group received
a training in qualitative research techniques to guarantee a certain level of expertise. The
training covered key elements of focus group facilitation, research strategies and ethical
considerations. It also provided a comprehensive exploration of different aspects of qualitative
research, covering study designs, methodological approaches and analysis techniques. This
training equipped the team with a diverse set of skills essential for effective qualitative research,

ensuring their ability to collect nuanced and rich data during the focus group sessions. The
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overarching aim was to address all facets of qualitative research and enhance the team’s

expertise throughout the research process.
Data analysis

The focus groups were audio-taped and transcribed verbatim. Analysis of the data on the topic
of SMS was done by the main researcher (LT), in close collaboration with the other investigators
(AVH, BS, MV, PD, VF) by means of gatherings to discuss the interpretations. After drafting
narrative reports of each focus group, the transcripts were coded and divided into quotations,
answering our research question. For the thematic analysis of the data(29), the framework of
Attride-Stirling (2001) was applied(30). This method is characterized by a representation of the
results in the form of themes. A thematic network was developed by exposing significant themes
at different levels. More specifically, we identified basic themes, organizing themes and global
themes. The analysing process was built on the principles of grounded theory (Corbin and

Strauss, 1990)(31) and contained three different stages comprising 6 iterative steps(30).
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A total of 34 participants took part in this qualitative focus group study. Table 1 presents the

characteristics of the focus groups, including the professional backgrounds of the participants

and their distribution across each wave.

Table 1: Characteristics of focus groups, organized in three waves

First wave

Focus group 1
Focus group

with experts of the

PCA consortium

Second wave

Focus group 2a

In-depth focus group with
frontline professionals
with knowledge of SMS

Focus group 2b
In-depth focus group with
frontline professionals
with knowledge of IPC

Focus group 2c

In-depth focus group with
frontline professionals
with knowledge of GOC

Third wave

Focus group 3

Final focus group to
validate with selection of

previous participants

Duration Number of participants

123 minutes 5

Duration Number of participants

68 minutes 7

90 minutes 8

119 minutes 8

Duration Number of participants

107 minutes 6

Professional backgrounds
Speech language pathologist
Nurse

Occupational therapist
Pharmacist

Physiotherapist

Professional backgrounds
Nurse (n = 2)

Pharmacist (n = 2)
Psychologist

Social worker (n =2)

General practitioner
Sociologist
Pharmacist (n = 4)
Psychologist

Social worker

General practitioner
Nurse (n = 2)
Occupational therapist (n = 3)

Social worker (n =2)

Professional backgrounds
General practitioner
Sociologist

Nurse

Psychologist

Social worker (n = 2)

GOC: Goal-oriented Care; IPC: Interprofessional Collaboration; PCA: Primary Care Academy; SMS: SMS.
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After applying the framework of Attride-Stirling, three global themes related to SMS were
derived from the thematic analysis: characteristics of SMS, support strategies, barriers and
facilitators. We will present each theme in detail, supported by relevant quotes from the focus

group discussions.
Characteristics of SMS

The first organizing theme that emerged from the thematic analysis is related to characteristics
of SMS (Figure 1). Participants described SMS as a collaboration-based approach (first basic
theme), which is person-centred (second basic theme) and starts based on dialogue (third basic

theme).

Exploring the informal and
formal care organisation

Communication between Collaboration-based
all stakeholders support

Coordination by a

central healthcare professional
Considering individual capacities,
needs, wishes and goals

Respecting patients' environment
Person-centred

Questioning patients' wishes approach

and goals Emphasising trial and error

Focus on emotional and

Assessment of patients' needs for
social self-management

(self-management) support
Dialogue-based

starting point
Assessment of patients’ &P

competences and capacities

Assessment of knowledge and
understanding of chronic diagnosis

Figure 1: Thematic network: Characteristics of self-management support

During the focus group discussions, the question was raised whether patient care could be
delivered ‘in tandem’ or in collaboration with the whole care team. In the care process,
supporting self-management was seen as ‘part of the journey’. Participants stated that healthcare
professionals are in charge during the care process but the responsibility for the direction of care
belongs mainly to the patients themselves. Although patient-healthcare professional one-to-one
interactions were strongly emphasised in the context of SMS, the support is not exclusively
restricted to individual consultations. Group education, peer support and e-health were also

mentioned.
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“But when you start from a context of people who are chronically ill,
to me that’s [SMS] really part of the journey.

Where you start from a set of goals that are important to the patient,
and then where you start supporting them.” (Wave 2 - Social worker)

Participants perceived supporting self-management as a dynamic, personalised process. They
indicated that this process is driven by wishes, needs and goals of the individual patient, which
may change over time. Therefore, healthcare professionals must engage in dialogue to explore
patient’s goals as a first step towards establishing SMS. Throughout all the conversations, the

importance of providing a listening ear was highlighted by the participants.

“It [self-management] is not something black, white, positive, or negative.
It changes. And | think support plays a very important role in this.” (Wave 1 - Physiotherapist)

The human factor strongly emerged in the focus group discussions. Participants indicated the
importance of paying attention to the patient behind the chronic disease. Healthcare
professionals emphasized that a patient is ‘a person who has received bad news and needs to deal
with this news’. According to the participants, interpersonal communication and guidance should
be central to SMS. The focus should be on social and emotional management, on top of medical
management. For them, there is a need to shift away from somatic and technical care as a
fundamental premise in the delivery of chronic care.
“We need to be able to make that mental switch as a health care provider
from not sitting there looking at a patient

but looking at a person who has actually received bad news and has to deal with that.”
(Wave 2 - Nurse)

SMS strategies

The second theme that emerged from the thematic analysis is related to SMS strategies (Figure
2). Four different types of strategies were identified: individual strategies, collaborative

strategies, strategies related to guidance and follow-up, and practical tools.
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Informing patients

Educating patients Interdisciplinary collaboration

S Individual strategies o
Coaching patients Multidisciplinary interactions

Collaborative strategies ©
Training skills Informal network

involvement and support

Peer support

Digital apps & tools

Questionnaires
Management &

Tracking systems S Practical tools Self-reflection

Visual tools Guidance & follow-up & Skills raining

Informational resources .
Feedback practices

and strategies

Figure 2: Thematic network: Self-management support strategies

The strategies discussed in the focus groups focused mainly on the direct individual support that
professionals could offer to facilitate patient self-management. According to the participants,
healthcare professionals were expected to function in a coaching role to support self-
management. Regardless of their discipline, participants agreed that every formal care

professional should learn to take on this coaching role.

“I think the role of coach ... whatever care provider it is,
that’s a role that we must learn to take on.
And that’s different than acting and providing medical care.” (Wave 2 - Nurse)

Specific support strategies to offer one-on-one guidance in healthcare practice were mentioned.
Most examples given by participants consisted of informing and educating patients. Apart from
utilizing teaching and coaching methods, participants indicated that efforts should be made to
train patients specific self-management skills (e.g.; managing medication, monitoring health
indicators). Practicing specific skills under the supervision of a formal caregiver assures timely

adjustment according to the needs and capabilities of the individual patient.

Besides individual support strategies, the strength of collaboration in supporting self-
management was discussed in the focus groups. According to the participants, healthcare
professionals should join forces inter- and multidisciplinary to achieve stronger support for
patients’ self-management. Central actors cited included the general practitioner, social worker,
nurse, pharmacist and medical specialists. In addition to the formal support network, the role of
the informal network was highlighted. Participants emphasized on involving the patient’s closest

environment when supporting self-management. They further stressed that the level of
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involvement should always be aligned with patients’ values and needs. Involving informal

caregivers in the care process was pointed out as an added value in information exchange,

education and skills learning. According to the participants, mapping the social network also

provides insights into patients’ lives. Therefore, it was identified as an essential component of
SMS.

“And | think maybe you also need to start looking,

and it is not only the family or household context that needs to provide support,

but just looking at who is relevant here for that person, who can be helpful here.”
(Wave 2 - Social worker)

Additional to the patient’s closest environment, the importance of peers was also emphasized in

the focus groups as part of informal network support. More specifically, the added value of peer

supportwas mentioned in exchanging information on coping with chronic disease and in learning
various self-management skills.

“l would like to add that patient associations also play a very important role

in learning to take care of yourself, and in self-management.

Through contact with peers, a lot of information can be obtained,

and | think especially in addition to professional knowledge.
Especially around quality of life.” (Wave 3 - Sociologist)

Since SMSis adynamic process, participants indicated that attention should be paid to continued
guidance and follow-up of patients’ self-management skills. Different follow-up strategies were
discussed in the focus groups. The use of standardized questionnaires to assess self-
management is one such strategy. Moreover, different self-reflection strategies were
mentioned to gain insights into patients’ self-management skills and to evaluate support. In
addition, several feedback strategies were discussed to question patients’ experiences
regarding SMS. Finally, it was mentioned that practicing skills under supervision of a formal care

provider is a low-threshold technique to evaluate patients’ progress and identify difficulties.

“I think we also have to be able to let the person that we want to help,
to have them look at themselves ... So, to speak, check in with themselves
about how far do they think they've progressed ...” (Wave 2 - Nurse)

Complementary to individual and group techniques to support self-management, several
practical tools were discussed in the focus groups. These included digital apps and tools that can

contribute to better follow-up and guidance of self-management. More specifically, practical
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tools to support knowledge and information sharing were discussed. For example, the use of
visual techniques during medical consultation (e.g., whiteboard, drawings) were mentioned
conveying information to the patient in a systematic and accessible manner. Furthermore, the
importance of providing reliable sources of information (websites, medical records, leaflets or

booklets) that can be consulted to supplement health appointments was highlighted.
Barriers and facilitators to SMS

The last theme addressed in the focus groups concerns barriers and facilitators to SMS (Figure
3). More specifically, several factors were discussed that hamper the implementation of SMS in
daily care practice. These factors were grouped into three different basic themes: patient-

related factors, competencies and attitudes of healthcare providers and external factors.

Empathy
Health literacy Attention to emotional/social management

Personality and attitude personalized communication

Patient-related factors Competencies and attitude

Needs and priorities of healthcare p'DWderS Lifelong learning mindset

Digital and technological skills Holistic personalized attitude

Obsenving & listening competency

Time-related factors External factors

Primary care policy and system

Figure 3: Thematic network: Barriers and facilitators to self-management support

According to the participants, difficulties often arise from patient-related factors. To overcome
these barriers, several key elements were identified that are important for SMS. First, attention
should be paid to information transfer in patients with lower health literacy. Assessing full and

proper comprehension and interpretation of information was cited as an essential part of SMS.

“I think that's just very different for each patient, what they need.” (Wave 3 - Sociologist)

To facilitate understanding, the message must be tailored to the health literacy of the patients.
Second, the use of modern support tools requires different digital and technical skills.
Consequently, participants in the focus groups concluded that high-tech support tools are only

accessible to a limited patient population.
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“And of course, with a digital tool, you immediately end up with
the digital divide. And the accessibility of that app, and the information around it
and whether everyone can work with it.” (Wave 2 - Social worker)

Further, participants indicated that patients should be open to SMS. More specifically, specific
circumstances (e.g., major life event) may contribute to different care needs and priorities.
Besides time-dependent needs and priorities, participants stressed that the patient’s personality
should always be considered when providing SMS. For instance, some patients prefer outcome-
driven support strategies (e.g., setting personalized goals), while others have a greater need for
process-oriented strategies (e.g., improving cooperation and communication in the care team).
Therefore, SMS should always be tailored to the individual needs, wishes and capabilities of the
patient according to the participants.

“If clients/patients are tackling problems, they need to be able
to talk about them before they can be open to new ideas.” (Wave 2 - Nurse)

In addition to patient-related factors, a variety of professionals’ competencies that contribute
to good SMS were mentioned. First, the role of empathy was emphasized. Healthcare
professionals are expected to be able to empathize with the person’s feelings behind the patient.
According to the participants, these emotions can be explored through an observing and
listening attitude. They pointed out that communication is key. Second, several clinical
competencies were discussed. Participants argued that these competencies make up only a
limited part of SMS. More specifically, they are taught in basic education and further refined in

daily care practice.

“I think tailoring communication. Sometimes using some complex words,
otherwise simple words. But | think that’s a very important one.” (Wave 2 - Social worker)

“Especially listening/hearing/reading/... | do think that’s important
to not fall into the trap of imposing your goals in a manipulative way.” (Wave 1 - Physiotherapist)

Participants stated that SMS extends far beyond the good use of clinical skills. The need to shift
away from a purely problem-solving mindset in primary care was emphasized. To provide holistic
support, attention must be paid to contextual factors affecting patient’s ability to self-manage a
chronic condition. Creativity and innovative thinking empowering care professionals to tailor

each patient’s unique situation could contribute to personalized support strategies. Finally,
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participantsindicated that support is a growth process in which care providers must engage with

awillingness to learn and optimize their support.

“Surely a competency could be to move away from purely problem-solving thinking.
And learn not to think in somatic or technical terms, but rather yeah...
have the ability to assess the mental status of the person.” (Wave 2 - Nurse)

In addition to patient and care provider-related factors, external factors contributing to SMS
were also discussed. For instance, policy-related factors in primary care that hamper good
support were discussed. According to the participants, becoming familiar with self-management
and support strategies takes time and effort. Therefore, it was indicated that the short duration
and low frequency of patient-provider encounters impedes sustained SMS. In addition, limited
financial resources were also mentioned as an obstacle. Finally, participants indicated that there
are still too few communication channels to support multidisciplinary SMS.

“But I think there should also be room for patients to
become familiar with some tools or resources.” (Wave 1 - Speech language pathologist)

Discussion
Summary of results

An in-depth understanding of how professionals perceive SMS in primary care practice, and
what barriers and facilitators affects its implementation is invaluable for achieving effective
sustainable SMS in healthcare practice(32,33), especially since care professionals play a crucial
role in self-management(14). Therefore, this paper aimed to explore in detail healthcare
professionals’ perceptions of SMS before developing new interventions and optimising existing
ones. The goal is to expand upon prior research that theoretically investigated the ingredients of
effective SMS in practice(10,34). We learned that self-management is a collaborative, person-
centred approach that starts with dialogue, and that this support does not take place exclusively
inface-to-face consultations. SMSis part of a bigger picture, is a dynamic concept, making proper
follow-up and temporary adjustment of care essential. SMS starts with questioning the patient’s
goals and the focus should be on the person rather than the case, moving away from medical
management. The role of the professional is described as that of a coach applying different
supporting strategies depending on the person. Collaboration with the informal support

network is considered invaluable. Finally, the use of practical tools to support self-management
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was discussed, as well as other barriers and facilitators to SMS. External factors such as policies

and health structures were mentioned as additional challenges for SMS.
Comparison with literature

According to the focus group participants, SMS is described as a personalised process. This is
also reflected in previous research emphasising support is highly patient-dependent, since ‘the
patient’ does not exist(35,36). In addition, professionals in the focus groups discussed that
supporting self-management is a learning process. An essential starting point seems a good
understanding of the concept as no uniform description emerged from the focus groups. On one
hand, for example, it is suggested that healthcare professionals are ‘in charge’ of self-
management. On the other hand, it is emphasized that SMS should be delivered collaboratively,
in tandem, with the entire care team. Unfortunately, even in literature, the concept of self-
management (support) seems ambiguous, complex and even without consensus(8,37). This can
cause different interpretations and misconceptions among healthcare professionals. To monitor
SMS, focus group participants emphasise the use of practical tools and devices. Although this can
be very useful, it is important to approach it cautiously(38,39), especially since several support
techniques require digital skills from patients(40). In addition, the use of questionnaires to guide
this dynamic process is well-described in literature and was also mentioned by the focus group

participants(41,42).

When developing interventions to encourage self-management in care practice, the needs of
patients, the care receivers(24,43), must be considered in addition to the input of professionals,
the caregivers(32). According to the participants, support is ideally tailored to the goals,
capabilities and needs of each patient. In a previous qualitative study, we developed a conceptual
model, the SILCQ model, which describes ideal SMS from the patient perspective, based on
dyadic interviews(15). Five actions of care professionals are presented as fundamentals: the act
of supporting, involving, listening, coordinating and asking questions to patients. Different
parallels can be drawn when considering the voice of the professional in the focus groups. For
instance, the act of supporting and coaching patients is mentioned several times by our
participants. More specifically, emphasis is placed on supporting social and emotional
management as part of SMS, on top of medical support. However, when discussing SMS
strategies, medical approaches were primarily cited, such as learning practical techniques and
practicing skills. Regarding the involving fundament in the SILCQ model, this aspect to
encourage self-management similarly emerged from the focus group discussions. It was
suggested that for perfect cooperation, care should be organized in tandem by providers and

patients. Finally, the focus groups highlighted providing a listening ear to the patient. This is
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reflected in many other studies, which emphasises the importance of listening to both patients
and their informal network(44,45). Paying attention to and engaging this informal network is an

essential part of SMS(46,47).

As noted by our participants, SMS strategies mainly consisted of informing and educating
patients. The effectiveness of education has been thoroughly researched in recent years and
seems promising(17,48,49). Participation of peers and expert patients yielded positive
outcomesin previous research(50,51). When discussing challenges, three main requirements for
SMS were expressed in the focus groups: patient readiness, professional’ competences and a

supportive health system. The latter in particular is a much-debated topic in Europe(52).
Strengths and limitations

Some limitations should be mentioned. First, due to a high pressure on healthcare professionals
generated by the COVID19-pandemic, the number of participants in the focus group discussions
was rather limited. Last-minute cancellations due to illness or high workload was a remarkable
barrier for conducting this study. Despite this, we were able to gather a sufficient number of
participants to conduct the focus groups. It is worth noting that having more participants may
not have necessarily been beneficial, as it can reduce the dynamics and effectiveness of the
discussions. Second, the duration of the focus groups varied widely and different topics were
combined. This may have affected the depth of discussions. However, our subsequent analysis
of the data revealed a wealth of information and made us decide not to further investigate the
topics among professionals after the third wave. Also, participants emphasised the value of
exploring issues that are related to each other such as GOC, IPC and SMS. We strongly believe
that optimising care is only possible through cooperation. One possible strategy is to consider
care from a more holistic approach. An approach that transcends individual care concepts. Third,
since participation in this study was completely voluntary, volunteer bias may occur. However,
our research sample can be considered clinically representative with a variety of healthcare
professionals included. Finally, applying the method of thematic analysis poses some challenges.
The main one is the challenge of inconsistency when developing themes. However, thematic
analysis provides the advantage of flexibility and promotes richness of data(53). The Attride-
Stirling thematic analysis method is strengthened by its iterative process and ongoing validation

by multiple researchers, which enhances the credibility and reliability of the analysis.
Implications for research and practice

Our study provides in-depth insights into healthcare professionals’ experiences related to SMS.

To address the identified gaps and challenges, an appropriate next step is to brainstorm and
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develop new SMS interventions that build upon the insights gained in the focus groups. In
addition, more awareness and understanding of the concept of SMS is needed, as well as the
barriers and facilitators associated with it. To this purpose, interventions should be developed
to raise awareness among healthcare professionals and patients and to equip them with
knowledge and skills needed to apply self-management strategies effectively. The
implementation of SMS can only be successful if all persons involved have a good understanding
of the concepts and of what barriers and facilitators affect implementation in the intended

setting.

Conclusions

This focus group study highlights the importance of a collaborative, person-centred approach to
self-management in the context of chronic diseases. Our findings point to the need for
interventions that raise awareness and address barriers associated with SMS. Since generic SMS
does not exist, the road to success is a growth process in which support must be adapted to
patients’ individual goals, needs and capabilities. When developing new interventions, it is of
utmost importance to build on the strengths of current approaches and addressing identified

gaps and challenges.
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Appendix Chapter 4

Supplementary file 1: Precomposed interview guide questions on self-management support

Wave 1 ¢ How do you define and experience the concept of self-
management/support?
o (Setting the stage)
o Exploration of different domains
e What specific strategies do you employ to support self-management in
patients?
e List one competence that healthcare professionals need to develop to
support self-management in patients. (Repeat until saturation is reached)

Wave 2 e What do you understand by the concept of self-management?
(Setting the stage)
o Exploration of different domains
o Ourresearch group defines self-management in individuals with chronic
diseases as their ability to integrate their disease into their lives. Do you
recognize your understanding of self-management in this definition?
e What specific strategies do you employ to support self-management in
practice?
o Isthis approach applicable to other target groups or patients?
o Barriers/facilitators?
e How do you evaluate self-management?
o How do you recognize whether it is successful or not?
o How do you adapt your support accordingly?
e Discussion on the proposition: “Self-management is something you never
do alone.”
o Agree or disagree? Explain.
e List one competence that healthcare professionals need to develop to
support self-management in patients. (Repeat until saturation is reached)

Wave 3 There were no predefined questions. Findings from the two previous waves will be
aligned with the panel to validate the data. Questions will be drafted after the
results from the first waves are processed.
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Chapter 5

Co-creation of an intervention to facilitate self-management
support in primary care practice: online nominal group
technique.

Methodology published as:

TimmermansL, Huybrechts |, Decat P, Foulon V, Van Hecke A, Vermandere M, Schoenmakers B.
Recommendations for Researchers on Synchronous, Online, Nominal Group Sessions in Times of COVID-
19: Fishbone Analysis. JMIR Form Res. 2022 Mar 25;6(3):e34539. doi: 10.2196/34539. PMID:
35225814; PMCID: PMC8963262.

Output co-creation provided in the annexes of chapter 5
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Abstract - methodology co-creation
Recommendations for Researchers on Synchronous, Online, Nominal Group Sessions in Times of
COVID-19: Fishbone Analysis

Background

In times of COVID-19, we are challenged to experiment with alternative platforms or software
to connect people. In particular, the struggle in health research arose to interact with patients
and care professionals. The latter is additionally faced with an extreme workload to fight the
pandemiccrisis. Creative strategies are developed to continue research among patients and care
professionals to improve quality of care. This paper addresses the issue of synchronous online

nominal group sessions, a common consensus method used for group brainstorming.
Objectives

The purpose of this study is to share our experiences with performing online nominal group
sessions using the video conference software Microsoft® Teams. In addition, we aim to create a

practical guide with recommendations for researchers.
Methods

We critically analysed the procedure of the online nominal group technique, according to the

Fishbone methodology.
Results

Performing synchronous online nominal group sessions is challenging but offers opportunities.
Although interaction with and among the attendees complicates the process, the major
advantage of online sessions is their accessibility and comfort because of reduced barriers to
participation (e.g., lower time investment). The role of the moderators is of major importance
and good preparation beforehand is required. Recommendations for future online nominal

research were formulated.
Conclusions

Online nominal group sessions seem to be a promising alternative for the real-life commonly
used technique. Especially during the COVID-19 pandemic, the benefits must be highlighted.
More expertise is needed to further refine the practical guide for using digital software in

research and to achieve optimal performance.

Keywords COVID-19, Fishbone diagram, Nominal group technique, Video conferencing,

Primary health care, Qualitative research
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Introduction

The outbreak of the coronavirus disease 2019 (COVID-19) has posed multiple challenges. Not
only has the pandemic caused a major loss of human life globally, the impact on mental and
psychosocial health should not be underestimated(1-4). Apart from the major impact on human
health, it also has an impact on health research. More specifically, the limited accessibility of
research sources and participants obliges researchers to seek for alternatives to pursue
research projects. Due to strict regulations to control the virus transfer, researchers have to rely
on creative strategies to involve the research population(5). In-depth interviews and focus
groups are conducted by using video conferencing software and platforms but more complex
group-based participatory methods have not yet been fully explored online(6-9). The nominal
group technique is one of these unexplored methodologies in research. This technique is
commonly used to solve problems, determine priorities or generate ideas(10). The main
challenge is cooperation in a strict and formal procedure(11). Guidance is provided to a limited
extent for face-to-face sessions but the online set-up remains unclear(11-13). There are two
different strategies for organising online sessions: asynchronous sessions using of an online
platform to communicate in a non-simultaneous way, or synchronous sessions using a video
conference software in which participants join simultaneously. Since the nominal group
methodology has not yet been extended fully online, very few researchers have utilized
it(14,15). Guidelines for recruiting participants, giving informed consent and doing qualitative
research with individuals are all based on the assumption of in-person interactions(16).
Therefore, there is a need to investigate in-depth the methodological issues of the online set-up.
In this paper, we describe the challenges and opportunities of the online form based on our
experiences with three synchronous virtual nominal group sessions. In addition, participants’
experiences were explored. Finally, a practical guide with recommendations for researchers has

been created.

The online sessions were part of a larger study of the Primary Care Academy (PCA) that aims to
implement self-management support into primary care practice. Self-management is “the
individual’s ability to manage the symptoms, treatment, physical and psychosocial consequences
and lifestyle changes inherent in living with a chronic condition” (Barlow et al. 2002)(17). Self-
management of a chronic disease is a process in which healthcare professionals play a crucial
supportive role(18-20). The COVID-19 pandemic highlights the importance of self-
management since the lock-down of many services resulted in more responsibility regarding
handling of chronic diseases(21). Online nominal group sessions were organised to brainstorm

on how healthcare professionals can support patients in this self-management process.
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Methods

We critically analysed different aspects of synchronous online nominal group sessions,
according to the Fishbone methodology. The nominal group sessions aimed to formulate specific
actions to support patient’s self-management and were part of research to reinforce Flemish’

primary care.
Data collection

Data were collected during three online nominal group sessions with healthcare professionals
and experts by experience (i.e., patients with knowledge based on personal experiences). Two
qualified moderators conducted all the sessions, by use of the video conference software
Microsoft® Teams. With the participants’ consent, all three sessions were (audio and video)
recorded and transcribed verbatim afterwards for qualitative analysis. At the end of each
session, participants were offered the opportunity to share their experiences verbally, by use of

the chat box or by e-mail afterwards.
Online nominal group sessions

Similar to the classical nominal group technique, the online sessions were structured in four key
stages: silent generation, round robin, clarification, and ranking(22). A PowerPoint presentation
was used to support this structure and the accompanying storyline. In advance, this slide show
was uploaded in Microsoft® Teams instead of sharing the presentation, with the advantage of
seeing the participants on the call. The protocol was developed specifically for online use and

based upon comprehensive debate within the research group.
Sampling and recruitment

A maximum variation purposive sampling was used to recruit the nominal group participants by
e-mail or through healthcare organisations and practices. A flyer was embedded with a
registration link. In addition, a call for participants was announced on the internet (website of
the PCA). Participants included healthcare professionals and experts by experience from around

Flanders. The aim was to have a minimum of 5 and a maximum of 10 participants per session(23).
Procedure

Each session started with a short introduction, including explaining ground rules (which had also
been communicated in advance by e-mail) and a roundtable introduction by the attendees.
Afterwards, information was provided on the topic of the session (self-management support)

and the brainstorming procedure. These initial stages took 20 minutes and were followed by the
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active nominal group brainstorming. It started with the presentation of a specific question,
related to self-management support, that gave rise to the formulation of ideas during the silent
generation phase. This idea generation question (i.e. “What concrete action/interventions can
be designed to help patients fit chronic disease(s) into their lives in the most optimal way?”) was
the impetus for brainstorming. Participants were asked in advance to have their pen and paper
ready while brainstorming. To keep everyone’s attention, no more than 15 minutes were
provided for generating ideas on self-management support. Additionally, the round robin stage
in which ideas were exchanged filled in the next 20 minutes. Both moderators took notes during
this stage. The formulated ideas were then rephrased by the moderators to make sure everyone
gained a full understanding. Then, during a 15-minute clarification phase, there was time to
clarify the ideas upon request of the participants. Finally, the nominal group sessions ended with
a ranking stage of 5 to 10 minutes, depending on the number of ideas formulated. More
specifically, a ranking system created with the online service ‘Poll Everywhere’ (San Francisco,
CA), was included in the slide show to prioritize the ideas generated according to the
participants’ preferences. A short break of 10 minutes after the generation of ideas gave the
moderators the opportunity to process them in the ranking system. The second and third session
had an additional phase just before the polling in which the ideas previously formulated were
quickly reviewed and included into the ranking system. Each session was planned to last no

longer than one hour and a half.
Analysis of the content related to self-management support

Processing the output of the brainstorm sessions (i.e., formulated ideas on self-management
support) was performed analogous to the regular methods of the nominal group technique. In
summary, the generated ideas were (after performing three brainstorm sessions) organized in
themes by qualitative coding of the transcripts and processed in a survey. Participants were
asked to identify their favourite idea and to rank the ideas based on their preferences by defined
theme. Afterwards, ideas were grouped by the main researcher (LT) following a self-
management support model into 5 categories according to the type of primary care action (i.e.,
supporting, involving, listening to, coordinating or questioning patients). Ideas that were not
chosen as favourites were excluded. Subsequently, the table was reviewed by the research team
during multiple rounds to reach a consensus on the categorisation. Finally, ideas were further
refined according to the survey results and processed for use in a primary care practice
intervention related to self-management support. The results of the analysis related to the
formulated ideas of the online sessions are beyond the scope of this research paper and will be

reported elsewhere.
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Ethics

Ethical approval for the brainstorm sessions was obtained from The Ethics Committee Research
UZ/KU Leuven (5S63890). An informed consent document was sent to the participants in advance
by email. It explicitly stated that conversations were (video and audio) recorded during the
online sessions. In addition, participants were informed that the content remained internal for

scientific research purposes.

The return of a signed copy was required to participate in the online sessions. After confirmation
of participation and signing the informed consent form, attendees obtained an invitation link to
a Microsoft® Teams live event. Access to the recorded sessions (audio, video, and shared slide
show) was limited to the research group. The entire study was conducted in accordance with the

Helsinki Declaration.
Outcome measures

We defined 6 different process outcomes to characterise the online nominal group sessions:
guidance, engagement, interaction, timing, technology, and participants’ experiences. These
categories were initially described by the main researcher based on literature analysis and

further refined by the research team.
Analysis of the online nominal group procedure

Audio and video recordings, together with written data (i.e., transcripts, Teams chat and e-mail
data) of the nominal group procedure, were analysed for the purpose of this study. A deductive
“top-down” approach was applied to collect meaningful data from these sources, by exploring
the predefined outcomes. More specifically, the Fishbone diagram was used to explore all
possible challenges researchers and participants faced when performing/attending the online
nominal group sessions, as this methodology helps team members visualize the potential
problem sources. The analysis starts by defining a central problem, which is then deeply
examined by formulating several causes, organised in different categories(24). A literature
search revealed that an online nominal group technique has rarely been performed (and
reported); only very few research articles explored this online methodology. This resulted in the
definition of our central problem: low uptake of synchronous online nominal group sessions in
research practice. The final Fishbone diagram incorporated in the study was reviewed by the

entire research team to manage bias and ensure the validy of our findings.

123



Chapter 5: nominal group study

Trustworthiness

To ensure rigor, we applied different strategies to increase trustworthiness of the data. First, a
maximum variation sampling was applied to recruit the participants for the nominal group
sessions. Participants of different age, sex, region, educational level, and employment were
chosen. Second, the three nominal group sessions were fully recorded and transcribed verbatim.
In addition, field notes were taken. Third, dependability of the findings was established by
providing a detailed description of the online nominal group procedure. Finally, the analysis was

checked by qualitative experts in the field.
Research team

LT and IH performed the online nominal group sessions and collected the data. Data analysis and
design of the Fishbone diagram was done by LT, in close collaboration with supervisor BS. The
entire research team (IH, PD, VF, AVH, MV and BS) reviewed the final diagram, incorporated in
this manuscript. This group consists of experienced members in qualitative health research.
Before the project initiation, the moderators received an additional intensive training on the
principles and methods in qualitative research to assure a certain level of standardization. Both
moderators had previous expertise in quantitative and qualitative data collection in a group

setting.

Results

After performing three synchronous online nominal group sessions in which individuals
brainstormed on specific actions to support patients’self-management, a Fishbone analysis was
undertaken. A total of 24 persons participated in the online sessions and therefore contributed

to the data collection.

Various causes were identified that positively or negatively challenged the online performance.
These causes were clustered under the predefined outcome measures: guidance, engagement,
interaction, timing, technology, and participants’ experiences. Each outcome measure was
thoroughly examined by audio and video analysis, supplemented with input from the chat and
via e-mail, to identify the potential causes of the low uptake of online nominal group sessions in

research practice. Figure 1 represents the final Fishbone diagram.
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Figure 1: Fishbone diagram representing identified causes challenging the uptake of synchronous online nominal group sessions.
Template retrieved from https://miro.com (online collaborative whiteboard)

Guidance

Moderating the online sessions challenged the research team in various ways. The moderators’
role was of major importance since they had to guide the discussion in an online setting. The main
barrier was managing participants in the brainstorm while not being able to interact directly,
both verbally and nonverbally. Participants were encouraged to provide input by elevating a
virtual hand using the hand icon of Microsoft® Teams. A moderator then appointed the person
to speak at an appropriate time during the session. The importance of guiding participants was
especially expressed during the round robin and clarification stage. To ensure everyone could
provide their input, participants were indicated one by one to express their ideas on the topic of
self-management. Examples of formulated ideas included the following: introducing a buddy
system among peers, organising interactive sessions on chronic disease coping strategies,
integrating communication aids and strategies in primary care practice, etc. This structured
approach while exchanging the ideas seemed to have positively contributed to an equal
involvement of all participants, even those who had told us beforehand to be not very articulate.
Questions to each other when sharing ideas could often not be answered immediately. In these
cases, the use of a chat box could act as intermediate communication medium. Although

instructed, this medium was rarely used by the participants.

During the entire nominal group session, attention was paid to expressing the scientific context
and methodology in simple terms - for example, the moderators did not use the word self-
management itself when guiding conversations and asking the idea generation question. This

resulted in an overall understanding of the background information, the set-up and aim of the
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nominal group technique. Based on the participants’ feedback we received, we can conclude that
the absence of real-life interaction emphasized the importance of strictly guided sessions. Also,
clear instructions before and at the start were necessary given the simultaneous use of the chat
box, hand icon, and PowerPoint presentation by the moderator, while interacting with the

audience.
Engagement

During the sessions, engaging participants was challenging because of the online set-up. Some
actions by the moderators were observated as a remarkable help, since they triggered the
audience to contribute to the conversation. First, the sessions began with a roundtable
introduction, encouraging participants to get to know each other in an accessible way. This
introduction revealed a variety of backgrounds: project officers of care organisations, general
practitioners, nurses, chronic patients and informal caregivers, responsibles of patient
associations, lecturers and researchers in primary care, etc. Second, the use of informative
PowerPoint slides during the idea generation phase seemed a welcome addition, since all
participants indicated to have a full understanding of the brainstorm procedure after displaying
a concise information sheet on the general topic and the idea generation question Third, to give
participants time to think and to feel at ease, they were asked to switch off the camera during
the silent idea generation phase. Fourth, regarding the engagement while exchanging ideas, the
use of a round-robin questioning format allowed each participant to provide input. Attendees
were motivated to actively participate by emphasising that all input was valuable. However, we
noticed the online set-up demanded extra effort from the participants. This was mainly observed
at the end of the sessions through a reduced active contribution to the brainstorming. This could

be attributed to the long period of attention on the computer screen.
Interaction

The online design challenged the interactive process of brainstorming since participants could
not rely on human interaction and the use of sticky notes, both key elements in real-life nominal
group sessions. Nevertheless, some elements did contribute to a relatively vibrant process.
Slides with strong visuals, including images to supplement content, engaged participants online
and resulted in virtual collaboration. Participants also used pen and paper to write down their
thoughts. In addition, the hand icon was used to interact with the research team. Unfortunately,
active interaction or conversation among participants was not enhanced by the online set-up.
The only stage where participants were able to communicate with each other in a coordinated

way, was the clarification stage.
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A remarkable aspect of the online set-up was how the camera use influenced the level of
interaction. A sense of interconnectedness was created when participants were asked to switch
ontheir webcams, determined on the observation that attention increased and the conversation
became more lively. Noteworthy is that when sharing the PowerPoint presentation, this
connected feeling diminished as the screen was taken up by the shared slides instead of the video
streams. To overcome this barrier, screensharing was interrupted while actively brainstorming

during the round robin and clarification stages.
Timing

Overall, the timing of the virtual sessions turned out well. Although, moderators were
challenged to stick to the schedule in the foreseen period. To maintain the timetable, the entire
nominal group session was precisely structured, and every part was delineated according to a
strict timeframe. The timing was tuned to the PowerPoint slides. For the moderators, staying
within the timeframe was rather challenging since they had to find a balance between providing
enough time versus sticking to the strict timeframe. To make sure sessions were not too
strenuous, a break of 10 minutes was incorporated in between and appeared to be sufficient.
However, the time frame was very tight resulting in a rushed feeling among the moderators and
reduced room for unforeseen circumstances (e.g., delayed start). We also noticed that there was
not enough time for prioritizing the ideas with the external ranking system. To resolve this, we
provided the opportunity to rank immediately afterwards up to a few hours after each session.

However, this function was rarely used.
Technology

The online nominal group design challenged the participants since they had to have access to
reliable technology to successfully engage within the sessions. In addition, the necessary skills
for using the various instruments (i.e., Microsoft® Teams, Poll Everywhere) were expected.
Likewise, the moderators had to be able to manage the interaction with the audience, the
processing of ideas (i.e., submitting in a ranking system) and the navigation through the
slideshow. This emphasized the need for guidance from two moderators. Unfortunately, due to
the large number of participants (between seven and ten in each session), not all the faces were
visible at the video bar while presenting the slides. This was a disadvantage because visual

interaction appeared to contribute to participants’ engagement.
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Participants’ experiences

“I would like to compliment you (i.e., the main moderator/researcher) on the way you took the lead in
the session. You gave enough guidance so that it was pleasant to follow at a smooth pace. That is not
always evident online.” (Participant)

Based on voluntary feedback in the chat, by e-mail or orally, participants’ experiences regarding
the online sessions were positive overall. Furthermore, participants explicitly indicated they
wished to cooperate further on the research project. The only negative feedback was received
regarding the large number of ideas that had to be prioritized using the ranking system (Poll
Everywhere). Participants verbally indicated that they did not have enough time to rank the
ideas in the foreseen time frame. This resulted in confusion for some participants and failure to
reach a full consensus at the end of each session, since consensus can only be reached when
everyone gives their input. It is possible that participants preferred to have more time in a
relaxed atmosphere to rank ideas. This resulted in the development of an additional short survey
in Qualtrics (Qualtrics, Provo, UT, USA) after completion of the three sessions, in which all
participants had the opportunity to cast their vote on the entire group of ideas (total of three

sessions).

Discussion

Guidance for performing online nominal group studies is missing. However, it has been stated
that results of the same quality can be achieved with an online approach(25). In addition, studies
show that there is no specific need to perform real-life sessions(26). We used a Fishbone diagram
to identify all possible challenges that researchers face when performing online nominal group
sessions. Based on our findings and experiences with the online setting, we developed a practical
guide with recommendations for researchers interested in this type of work. The
recommendations were pooled into the main stages of the nominal group: silent generation,
round robin, clarification, and ranking (Figure 2). In addition, some general recommendations

were formulated.
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Recommendations for online nominal group sessions

Silent generation Round robin Clarification Ranking

Ask to have pen and paper available 5 Provide enough time s Make sure everyone understands 5 Present a clear overview of the

Display initial question on screen . Stop sharing slideshow and focus on the ideas generated ideas

Make sure everyone understands interaction (camera on) . Rephrase the ideas 9 Include a user-friendly ranking

the concept . Discourage the use of the chat box 8 Stimulate the use of the hand icon system

Keep an eye on the chat box 2 Act as a neutral moderator A Check chat box regularly i Give clear and understandable

Ask to turn off the camera 3 Let each person passes his/her ideas % Determine the end-point in advance instructions

Set up a short timeframe to the group 4 Finish by reporting some results
Coordinate by indicating participants

Figure 2: Recommendations for planning and implementing synchronous online nominal group sessions.

Silent generation

At the beginning of the session, the moderators should clearly explain the concept. In the
brainstorm, pen and paper are indispensable. Taking notes helps the participants to explore
ideas. Instead of classical notes, an online platform or whiteboard can help participants
brainstorm but can be more complicated. Displaying the initial question on screen during the
generation process adds value. We recommend keeping this phase short, to avoid losing
someone’s attention. Moderators should encourage participants to use the chat box when
personal issues occur. Oral interventions are not recommended. This results in disruption of the
individual reflection. An exception should be made for communications that are relevant to the
whole group. In addition, switching off the cameras also contributes to thinking in serenity.
However, disabling cameras can be discussed as a negative element, as participant’s behaviour
can no longer be interpreted. In addition, seeing each other visually can result in increased

commitment to the idea generation.
Round robin

To engage participants during the round robin, we recommend stopping screen sharing.
Switching on the video camera leads to a more interactive conversation. To further increase the
level of interaction, try to minimise the use of the chat box while exchanging ideas. If still used
during this stage, motivate the chat box user to ask the question out loud. We suggest providing
enough time for exchanging the ideas generated so that everyone can have their say and the
moderators have the time to take notes. Furthermore, it is essential that moderators act as
neutral as possible to avoid judgment and criticism. They should monitor the participants’

engagement. Coordination is crucial for every person to pass on their ideas to the group.
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Clarification

Collaboration and interaction are highly affected in the online set-up since there is less non-
verbal communication. This challenges participants to speak more out loud during the
clarification round. Unfortunately, not everyone feels comfortable to do so. The use of the chat
box as an intermediate communication platform can counteract this but was rarely used.
Moderators should make sure everyone understands the ideas formulated. It helps to
reformulate ideas in different ways and to check that those present understand them. Make sure
the use of the Microsoft® Teams hand icon is encouraged to avoid a chaotic conversation.
Analogous to the regular methods of the nominal group technique, we advise to determine the
endpoint of this research phase in advance to prevent clarification from becoming an ongoing

process.
Ranking

Some participants are overwhelmed by a multitude of information. Providing a clear overview of
the generated ideas at the beginning of the ranking process is helpful. This procedure should be
user-friendly, and instructions should be incorporated into the accompanying slideshow. The
time it took to rank the ideas generated seemed to be person dependent. Therefore, it’s valuable
to familiarise with the audience while preparing the online sessions. To finish the brainstorm in
a pleasant way, let the participants take a sneak peek into the results. This can be done by

reporting the most favourite idea so far (i.e., ranked as number one).
General recommendations

Organising synchronous online nominal group sessions requires a thorough preparation.
Guidance by at least two moderators is necessary. Due to the online complexity, moderators can
benefit from a special training. Not only are skills required from the research team, but
participants also need to develop online competences. Unfortunately, not everyone is able to
deal with online platforms. In Belgium, more than 15% of the adult population has a low level of
health literacy and in addition, 10% of the households do not have internet connection(27,28).
This must be considered when setting up online research with lay participants. Communication
with the participants is essential to operate efficiently. More specifically, moderators should
provide clear instructions before, at the start and during sessions. Furthermore, it is important
to make a detailed schedule and monitor time. To engage participants as much as possible, more
emphasis should be put on enhancing human interaction. The format of the nominal group
technique is well adapted to empower attendees(26,29). However, it should be mentioned that

due to a strict pattern and guidelines, the nominal group technique never allows a lot of

130



Chapter 5: nominal group study

interaction. Not being able to ask each other questions immediately, due to the strict design,
might also challenge participants’ patience. Starting with a roundtable introduction, switching
on the video cameras, and using interactive slides with visual components seem to make
attendees feel comfortable. In addition, the possibility can be offered to contact the research
team afterwards. Researchers should aim for a meeting moment that works best for the target

population and the importance of attending at the scheduled time needs to be emphasized.

Computer screens have been proven to negatively influence the activity of the human brain(30).
Therefore, the duration of the meeting should be limited. By contrast, online sessions are less
subject to distractions, which means less time is lost and researchers can better stick to the
schedule. Unfortunately, the strict timing can result in a rushed feeling. In our opinion, this
cannot be compensated by allowing more time for the brainstorm, as we noticed the focus

decreased the longer the session lasted. A second break could be a possible solution.

The main advantage of performing online sessions seems to be the flexibility and comfort for
both researchers and attendees. The online set-up increased the accessibility for participants
who otherwise might have experienced barriers to participation, such as feelings of discomfort
in group setting, transportation issues or time(26). Especially for healthcare professionals, who
were in the middle of the battle during COVID-19 pandemic, it was a great opportunity to
actively participate in research. The flexibility might explain the large turnout and few
cancellations. This is in striking contrast to real-life sessions where organisational issues seem

the main limitation(11).
Strengths and limitations

Some limitations should be mentioned. First, performing only three online sessions limited the
generalisability of the results. However, after performing three sessions we reached a point of
saturation regarding both the findings on the topic of self-management support and on the
methodological challenges/opportunities. Moreover, we did not compare our findings with real-
life nominal group sessions. This paper only elaborates on the synchronous online technique.
Based on the performance of three sessions, we were able to gain sufficient input to analyse
challenges. Knowledge of the real-life set-up was gained through literature analysis.
Furthermore, participants’ experiences were not deeply surveyed or explored. However, we
achieved a notion of participants’ satisfaction by voluntary feedback in the chat, by mail or orally.
In addition, the research team reflected critically about the objectivity of the observations
during multiple review rounds. Finally, the use of sophisticated online brainstorming tools was
not included in our brainstorming procedure. These platforms can increase engagement during

brainstorming. However, we deliberately chose simple operating systems (i.e., Microsoft®
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Teams, Poll Everywhere), because not everyone is able to work with such tools. By choosing low-

threshold systems, a wide target group could participate in the online nominal group sessions.
Practical implications

Online nominal group sessions seem to be a promising alternative for the real-life commonly
used technique. This paper provides researchers with recommendations to conduct online
sessions, considering the various challenges. In our experience, the online format is highly
recommended when looking for research procedures that are very accessible and little time-

consuming. Especially during the COVID-19 pandemic, the benefits must be highlighted.
Future research

Future research should focus on refining the online nominal group technique. More expertise is
needed to optimise the practical guide and to achieve optimal performance. Comparative
studies between the real-life and virtual set-up are required to make statements about the
efficiency. Researchers should consider participants’ experiences in the design of future online

sessions.

Conclusion

Performing synchronous online nominal group sessions is challenging but offers opportunities.
One should be aware of the differences between real-life and online sessions. Good preparation
is needed to overcome the barriers of the online technique. Our practical guide for researchers
offers recommendations to facilitate the process. The role of the moderators is of major
importance during brainstorming. Further research should refine the online procedure and

make it more accessible for both researchers and the research population.
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Annex Chapter 5

Annex |: Online nominal group technique - overview of voted ideas

Ideas nominal group sessions, grouped under SILCQ-model, with at least one vote in the final ranking system (survey)

Chapter 5: nominal group study

Supporting

(medical and practical)

Involving

(participation)

Listening

(needs, wishes and goals)

Coordinating

(guaranteeing continuity and cooperation)

Questioning

(progression, evolution and expectations)

Coaching patients on self-management: transfer
of patient knowledge, skills and motivation to
engage in self-management
(By professionals)

(3 votes)

Tool to support multidisciplinary
consultation: help patient
formulate wishes and goals
(aim = patient has a voice)

(5 votes)

Action to increase healthcare
professionals’ willingness to listen
(1 vote)

Patient-centred self-management
counselling (multidisciplinary)
(3 votes)

Communication starter tool:
measurement of treatment outcome
+ visualisation of patient goals and
wishes
(1 vote)

Guiding patients at the beginning of their
diagnosis: helping them learn what self-
management is, setting goals and expressing
wishes (3 votes)

Educational sessions: patient +
family members (“What does the
patient need, what are the
wishes?")

(In nursing consultations)

(1 vote)

Short training for healthcare
professionals to create 'holding
space' with patients
(Being present without judgement,
allowing the patient to tell their
story freely).

(1 vote)

Tools that increase the mindset of
healthcare professionals to increase
collaboration and engagement
(2 votes)

Tool to support multidisciplinary
consultation: help patient formulate
wishes and goals
(5 votes)

Peer-to-peer interaction in general practice:
bringing people with chronic pain together,
letting them learn from each other and
moderating the conversation
(1 vote)

Tools that strengthen interaction
between patient organisations and
healthcare professionals
(2 votes)

Neighbourhoods systematically
screened for care needs by
volunteers
(1 vote)

Educational events: healthcare
professional collaboration (and
learning) around pathologies
(2 votes)

Establishing a buddy system among peers
(1 vote)

Organising interactive sessions on interacting
with peers and learning from each other
(1 vote)

Tools that strengthen interaction
between patient organisations and
healthcare professionals
(2 votes)

Organising a weekend around mindfulness for actors in healthcare (healthcare professional, informal caregiver with or without patient) (1 vote)

Making budget available for chronic patients (money for meetings, money to free up more time to listen/engage/support) (1 vote)

Note:

Although there was no consensus, the nominal group sessions provided valuable insights into self-management support and highlighted the need for more sustainable interventions, as we saw that a large
proportion of ideas were not innovative. This raised questions about why previous interventions were not sustainable and how to engage healthcare professionals in new interventions in the long term.
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Annex ll: Online nominal group technique - overview of all brainstormed ideas

A summary of all the ideas brainstormed during the nominal group sessions and additional information

is available online.
Available at https://drive.google.com/file/d/1UUXyH7HWOWLjTF60OhVAfJHWROoHOtmcg/view?usp=drive_link
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Facilitating self-management support using the behaviour
change wheel to address healthcare professionals’ behaviour.

Submitted and under review in the International Journal of Educational Research Open as:
Timmermans L, Decat P, Foulon V, Van Hecke A, Vermandere M, Schoenmakers B. Facilitating

self-management support using the behaviour change wheel (BCW) to address healthcare
professionals’ behaviour.

Adapted:
- Strengths and limitations
- Footnotes added to clarify behavioural terminology
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Abstract
Background

Supporting self-management in healthcare practice is essential to improve chronic patients’
daily life experiences. Primary care professionals play an indispensable role in this. Nevertheless,
supporting self-management in practice comes with many challenges. The aim of this study is to
identify determinants of professionals’ supportive behaviour and to develop an intervention

that facilitates self-management support in primary care practice.
Methods

Todevelop the intervention, the Behaviour Change Wheel (BCW) was used which involves eight
steps in three stages: (1) Understanding the behaviour using the COM-B model, (2) Identifying
intervention options, and (3) ldentifying content and implementation options. The theoretical
underpinnings for stage 1 included data from interviews, focus groups and brainstorm sessions,
incorporated beforehand in a self-management support model. Subsequently, literature

analysis, empirical research and expertise from the research group guided stages 2 and 3.
Results

We found that changes in “psychological capability”, “physical opportunity”, “reflective
motivation” and “automatic motivation” are required to optimize professionals’ behaviour
towards self-management support. The two key intervention functions identified were
“enablement” and “education”. Therefore, a blended learning trajectory that incorporated these
interventional building blocks was developed, integrating specific behaviour change techniques
(BCTs) including: (1) Information about social and environmental consequences, (2) Information
about health consequences, and (3) Social support (practical). The learning design was finalized

by applying the Absorb-Do-Connect learning framework developed by Horton.

Conclusions
Application of the BCW framework shaped a self-management support intervention to educate

and enable healthcare professionals. Future research will pilot and refine the intervention.
Keywords

Behaviour Change Wheel, COM-B model, Self-management Support, Intervention
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Introduction

More than one-third of EU citizens are facing the challenges of a long-term chronic health
problem, such as having one or even multiple chronic diseases(1). The aging population, along
with other factors, will even lead to an increase in this number(2). As a result, our healthcare
systems are significantly impacted(3). A variety of interventions have been developed in recent
years to support healthcare systems and to empower patients in their own care(4-6). With the

latter, we refer to the concept of self-management(7).

Self-management is defined as “the individual’s ability to manage the symptoms, treatment,
physical and psychosocial consequences and lifestyle changes inherent in living with a chronic
condition”(8). This multi-component concept requires different skills from patients, which can
be categorised into six groups: action planning, patient-provider partnership development,

decision making, problem solving, self-tailoring, and resource utilisation(9).

When confronted with chronic disease(s), self-management leads to better clinical outcomes
and improved patients’ quality of life(10,11). Given that primary care is often the initial point of
contact in the healthcare system, primary healthcare professionals are in a favourable position
to help patients self-manage chronic disease(s)(12). Their role is to actively collaborate and
involve patients in their own care process(13,14). Specific support strategies are described in the
literature encouraging patients to engage in self-management(15-17). Most frequently
discussed is the 5 A’s model(18). This model is developed to create a personal action plan based
on five behavioural strategies (i.e., Assess, Advise, Agree, Assist and Arrange), which are
considered essential to facilitate self-management by patients(18). Our previous research
resulted in the development of the SILCQ-model, breaking down the concept of self-
management support into five fundamental behaviours in primary care practice: supporting
patients, involving patients, listening to patients, coordinating care and asking patients
questions(19). While these frameworks offer valuable insights into the role of healthcare
professionals, their practical application faces numerous challenges(20,21). As a result,
successful implementation of self-management support tools and strategies is hindered, even
though self-management support interventions incorporating these strategies can yield
beneficial results in practice(22). To identify challenges, most research focusses on external
barriers and facilitators of implementation of self-management support(23). Beyond this, the

patient’s capabilities and behaviour are thoroughly examined(24,25).
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There is a notable gap in the literature on internal factors related to professionals’ behaviour
with regard to self-management support. Therefore, this article aims to strengthen existing
research by conducting a Behaviour Change Wheel (BCW) analysis, identifying fundamental
components underlying self-management supportive behaviour in practice. Complementing
previous valuable insights offered by the Self-Determination Theory (SDT) on challenges and
within-person factors affecting self-management support(26,27), the BCW has the potential to
provide amore comprehensive framework to delve deeper into all components of behaviour and
suggests practical interventional strategies. More specifically, the BCW presents a structured
approach to developing and implementing behavioural interventions by identifying three
fundamental components necessary to enable a specific behaviour: Capability, Opportunity and
Motivation (COM-B model). Each component is further divided into two subcomponents:
physical and psychological capability, physical and social opportunity, reflective and automatic
motivation. The BCW'’s strength to assess both capability, opportunity, and motivational
components that influence behaviour has the potential to enable a detailed examination of the
challenges faced by healthcare professionals when engaging in self-management support.
Moreover, the analysis promises to result in anintervention to increase the effectiveness of self-

management support strategies.

The research questions addressed in this study are, “What are the key components necessary to
enable self-management supportive behaviour among healthcare professionals? How can these
components be translated into building blocks of an intervention to create behaviour change among
healthcare professionals, to achieve more sustainable self-management support in primary care

practice?”
Methods
Global BCW approach and intervention development

The BCW was applied to analyse behaviours related to self-management support by primary
care professionals in Flanders, Belgium. The BCW analysis involves eight sequential steps in
three stages: (1) Understanding the behaviour, (2) Identifying intervention options, and (3)
Identifying content and implementation options (Figure 1). It is an evidence-based theory-driven
step-by-step approach to systematically design a behavioural intervention and it has previously

been successfully applied in healthcare.

The overall process of the BCW analysis was guided by a team consisting of researchers and care
professionals, within the PCA network. On a quarterly basis, gatherings were organised to share

research findings and receive input. Moreover, an annual meeting with members of the PCA'’s
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external advisory board provided additional feedback and strengthened the BCW analysis. The

latter group included behavioural experts.

The findings of the BCW analysis shaped an intervention for professionals in primary care
practice. Therefore, we aimed at maximum variation of participants across disciplines in health

and well-being during the full process of the BCW analysis.
Steps and stages of the BCW process

The BCW analysis was conducted in accordance with the guidelines outlined in the book of
Michie (2014)(28). The three stages and eight steps described in this book shaped the
development of our self-management support intervention (Figure 1). In the following
paragraph, we describe in detail the methodology that was followed for each phase. In
subsequent sections, the use of ‘we’ refers to the collective efforts and actions of the core
research team, consisting of LT, PD, VF, AVH, MV and BS.

Identifying content and

Understanding the
behaviour

Identifying

intervention options implementation options

1.Define the problem in
behavioural terms

2.Select the target behaviour
3.Specify the target behaviour
4.ldentify what needs to change

5. Identify intervention functions
6. Identify policy categories

7. Identify behaviour change
techniques
8. Identify mode of delivery

Figure 1: Flowchart to design behavioural interventions according to the Behaviour Change Wheel of Michie (2014)

1. First stage: Understanding the behaviour

Define the problem in behavioural terms

To gain insights into the implementation of self-management support in Flemish primary care
practice, we conducted an extensive exploration of the existing literature(29-32). Additionally,
we collected input by an online survey to explore the concept across academic programs and
courses in higher educational institutions in Flanders(31). By combining the literature insights
with the survey results (n = 95 training programs), we identified evidence-practice gaps and
formulated our problem statement related to the support of self-management. We then referred
to the literature on the concept of self-management support to delineate this statement into

specific behavioural components(19).
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Select the target behaviour

In a second step, we prioritized the behaviours underpinning self-management support to get a
clear focus for the behavioural analysis. We selected the target behaviour based on the criteria
proposed by the BCW framework of Michie (i.e.; effect size, likelihood of changing, behavioural
spillover score, measurability). This prioritisation was supported by a literature review

examining existing self-management support interventions and their impact(22).

Specify the target behaviour

We continued the behavioural analysis by breaking down the target behaviour. This process was
guided by six questions: (1) “Who needs to perform the behaviour?”; (2) “What do they need to
do differently to achieve the desired change?”’; (3) “When do they need to perform it?”; (4)
“Where do they need to performit?”; (5) “How often do they need to performiit?”; (6) “With whom
do they need to perform it?”. We discussed these questions thoroughly with all members of the
research team. To complement, we used data from qualitative interviews with patients and their
informal network (n = 16) and from focus groups with care professionals (n = 5) (19,33).
Additionally, we enriched the analysis with data from brainstorming sessions (n = 3) in which
different stakeholders (patients, informal and formal care providers) discussed interventional

strategies to strengthen self-management support in primary care practice(34).

Identify what needs to change

Following the BCW guidelines(28), we applied the COM-B questionnaire to structure data from
our self-management support studies. By integrating this questionnaire into our BCW analysis,
we gained a comprehensive holistic understanding of the factors influencing self-management
supportive behaviour among healthcare professionals. In addition, we explored to what extent
there is a need to change these factors referring to the most relevant barriers to self-
management support, using data from literature review, interviews, focus groups and
brainstorm sessions(19,22,33,34). We categorized these relevant barriers under the COM-B
(sub-)components (i.e., Capability, Opportunity, Motivation). As a result, combining qualitative

approaches with literature analysis informed the ‘behavioural diagnosis’.

2. Second stage: Identifying intervention options

Identify intervention functions

To identify possible intervention strategies, we followed the BCW guidelines(28). We used the
matrix proposed by Michie to link the relevant COM-B (sub-)components to nine possible

intervention functions (i.e.; Education, Persuasion, Incentivisation, Coercion, Training,
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Restriction, Environmental restructuring, Modelling and Enablement). Additionally, we applied
criteria (i.e.; APEASE criteria) to select the most appropriate functions. This selection was based
on literature analysis, findings from our studies on self-management support(19,22,33,34) and

input from expert researchers (both external and internal).

Identify policy categories

In addition to the intervention functions, we identified several policy categories. We questioned
which policies would support the implementation of the identified intervention functions. We
used Michie’s matrix to link the relevant intervention functions to seven candidate policy
categories (i.e.; Communication/Marketing, Guidelines, Fiscal, Regulation, Legislation,
Environmental/Social planning and Service provision). In addition, we used the APEASE-criteria
to select the most appropriate categories. The same supportive sources (literature, own studies,

experts) were used for selection as in the previous step.

3. Third stage: Identifying content and implementation options

Identify behaviour change techniques (BCTs)

As suggested in Michie’s book, we used the BCT taxonomy to identify content that could best
serve the intervention functions(28,35). Prior to the analysis, the main researcher (LT) actively
participated in behavioural techniques training. Again, we applied the APEASE criteria to reduce
the long list of potential BCTs by assessing accuracy of the individual BCTs. The identification
process was guided by three short workshops with patients, health- and welfare professionals
and representatives of healthcare organisations(34). The workshops were facilitated by an
expert in implementation research and a member of the PCA team. After completing this
seventh step, the main researcher drafted and specified the intervention strategy. This strategy

was presented to the research team and further refined in discussion.

Identify mode of delivery

The final step in the behavioural analysis involved determining an appropriate mode of
implementation of the intervention. Therefore, we used the taxonomy from the BCW book to
provide us with a wide range of delivery modes(28). The selection was reduced by applying the
APEASE criteria and deliberation with the research team. In addition, we sought external advice

from two experts.
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Results
The BCW analysis

1. First stage: Understanding the behaviour

Define the problem in behavioural terms

We identified a gap between the level of self-management support provided to chronic patients
in practice and the recommended level and strategies in literature. Therefore, self-management
support in primary care practice was identified as a problematic behaviour and was used as the
starting point for the behavioural analysis. Furthermore, we employed the SILCQ-model,
describing five sub-behaviours related to self-management support (i.e., Supporting, Involving,

Listening, Coordinating, and Questioning), to guide the analysis.

Select the target behaviour

The research team discussed the long list of potential behaviours, as captured in the SILCQ
model, associated with the problem (Table 1). Using Michie’s predefined questions in the BCW
guidance regarding effect size, likelihood of change, behavioural spillover score and
measurability, we prioritised the potential behaviours and recorded the target behaviour as

“support patients’ self-management by involving patients more and asking more questions to them”.

Specify the target behaviour
We broke down the target behaviours “involving patients more” and “asking more questions to
patients” into specific details addressing the actors involved, content, setting, timing and

frequency. Table 2 presents the detailed analysis, informed by six predefined questions(28).
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Underlying behaviours

Sub-behaviours

Supporting

Involving

Listening

Coordinating

Self-management support behaviour

Questions

Providing practical support

Providing ADL support

Providing physical support

Providing household support
Providing medical support

Exchanging information (including the concept of self-management)
Transferring clinical expertise
Arranging follow-up

Transferring skills, tools & motivation
Using communication tools

Making shared decisions

Ensuring participation

Ensuring cooperation (including peer organisations)
Maintaining care continuity

Creating freedom of choice
Exchanging information

Tailoring care to need and wishes
Taking time

Being empathic

Showing understanding

Providing a listening ear

Dealing with help requests

Providing emotional support

Listening to questions

Listening to expectations

Listening to wishes and goals
Listening to care barriers & facilitators
Being without judgement

Listening to nonverbal cues

Screening for social and care needs
Being accessible

Maintaining care continuity

Directing and arranging deliberations
(sharing concerns/knowledge)
Creating stability

Gaining collaboration (with other healthcare professionals)
Managing time

Including the support network
Working in team

Being the point of contact

Arranging follow-up

Arranging contact with peers
Engaging in dialogue

Exchanging Information

Questioning expectations
Questioning experiences

Questioning wishes and goals
Questioning care barriers & facilitators

Table 1: Self-management support behaviours, as captured in the SILCQ-model, to define the problem in behavioural

terms
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Table 2: Selected target behaviours and their characteristics

Target behaviour

Involving patients more

Asking more questions to patients

Who needs to perform the

behaviour?
What do they need to do

differently to achieve the desired

change?

When do they need to do it?

Where do they need to do it?

How often do they need to do it?

With whom do they need to do it?

General practitioners & nurses

Actively involving patients in the care
process, by automatically including them
while making care-related decisions.
Creating freedom of choice. Accepting that
the balance of power is shifting to the
patient. Opening up for a more participative
approach of delivering care, while ensuring

cooperation with peer organisations.

During consultation

Primary care practice or in the home setting

Every (home) visit

Patients, surrounded by their informal
caregivers and in team with the other

healthcare professionals

General practitioners & nurses

Actively questioning patients’ self-
management, focussing on both medical,
emotional and role management.

Informing about the concept of self-
management, engaging in dialogue, and
asking questions related to patients’ care
expectations, experiences (i.e., care barriers

& facilitators), wishes and goals.

During consultation

Primary care practice or in the home setting

Every (home) visit

Patients, surrounded by their informal

caregivers

Identify what needs to change

We structured our data from interviews, focus groups and brainstorm sessions into the COM-B
guestionnaire to inform the behavioural diagnosis. Barriers to self-management support
(specifically to involving and asking questions to patients) were identified in all components of the
COM-B model. After determining which components required change, we concluded that
psychological capability, physical opportunity, reflective and automatic motivation were relevant for

self-management support to occur in primary care practice.

e Psychological capability?!
Three barriers related to psychological capability emerged from our data: having knowledge,
having confidence and having skills. First of all, it appears from our interviewed stakeholders
(patients, informal carers, healthcare providers, healthcare organisation representatives) that a

prerequisite for supporting self-management is having knowledge of both the concept and the

1 Knowledge or psychological strength, skills or stamina to engage in the necessary mental processes (Michie et al. (28))
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importance (including benefits and outcomes). A lack of knowledge results in several
misunderstandings and currently hinder implementation. Knowledge was identified as a barrier
not only among healthcare professionals but also among patients themselves. Supporting self-
management therefore needs clear guidance.

Secondly, little confidence in both professionals’ and patients’ capabilities hinder self-
management (support). For example, not all interviewed participants believed that the ability to
self-manage is something everyone can achieve. Finally, lack of sufficient skills was cited by our

participants as a barrier to self-management support.

“As healthcare professionals, we often say quickly and without much thought,
‘Well, that won't work for them...”
(Healthcare professional - focus group)

“Perfect care? Well, it's about being able to listen and assess.

Sometimes it's about unasked questions and understanding what the patient needs,
but that requires experience.”

(Patient - interview)

¢ Physical opportunity?
When it comes to involving patients as part of self-management support, we identified one
central barrier related to physical opportunity. According to our participants in the interviews,
focus groups and brainstorming sessions, a clear overview of self-management support tools and
interventions is missing. In addition, the accessibility and applicability of self-management
measurement tools is questioned.
“So much money is being allocated towards wonderful, innovative

(self-management support) initiatives, yet we are simply not aware of them.”
(Healthcare professional - brainstorming session)

e Reflective motivation®
With respect to reflective motivation, our data revealed that participants lacked motivation to
engage in self-management support. More specifically, the positive impact in the patient care
process was questioned. In addition, some focus group participants (i.e.; healthcare
professionals) expressed that they did not see the added value of training to strengthen their
personal support skills. The issue was mainly about learning to ask questions as a fundamental

part of self-management support.

2 Opportunities provided by the environment, such as time, location, cues and resource (Michie et al. (28))
3 Reflective processes involving plans and evaluations (Michie et al. (28))
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“There are some GPs who have become disengaged from initiatives such as multidisciplinary
collaboration (as a tool for stronger self-management support)

because they don’t immediately see the efficiency or positive outcomes.”

(Healthcare professional/healthcare researcher - brainstorming session)

“l assume that anyone who chooses to work in healthcare already possesses

competencies in that area.” (Referring to self-management support)

(Representative patient organisation - focus group)

e Automatic motivation®
According to our participants, future interventions should focus on awareness to target
automatic motivation. In their opinion, healthcare professionals perceive minimal necessity to
pay additional attention towards actions such as actively asking questions to patients and
involving them during consultation, although these are defined fundamentals of good self-

management support.

A minority emphasized that these self-management supporting actions requires extra effort and

thus needs habit formation.

“To empower patients, healthcare professionals must feel empowered. On the one hand
psychologically, they need to know what self-management support is and

they must have skills to engage in self-management support.

But on the other hand, they also need to be structurally empowered”

(Healthcare professional - brainstorming session)

“Healthcare providers also need to be open to this (referring to self-management support initiatives)
(...) and be able to communicate the importance of it.”
(Healthcare professional - brainstorming session)

2. Second stage: Identifying intervention options

Identify intervention functions

According to Michie’s matrix(28), all nine intervention functions were candidates to target the
four components of the COM-B model that were identified as barriers to self-management
support and where there was need for change. After applying the APEASE criteria, seven
intervention functions were rejected because they were not Effective (n = 1), Practicable (n = 4)
or Acceptable (n = 2) in the context of Flemish primary care practice. This resulted in the selected

intervention functions of education® and enablement® (Table 3).

4 Automatic processes involving reactions, desires, impulses and inhibitions (Michie et al. (28))
5 Increasing knowledge or understanding (Michie et al. (28))
6 Increasing means/reducing barriers to increase capability or opportunity (Michie et al. (28))
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Identify policy categories

All seven policy categories could be linked to the selected intervention functions education and
enablement according to the matrix(28). Of these, five policy categories did not meet the APEASE
criteria for developing a self-management support intervention in primary care practice. The
final selection included communication/marketing’ and service provision® as policy categories
(Table 3).

3. Third stage: Identifying content and implementation options

Identify behaviour change techniques (BCTs)

A total of 17 commonly used BCTs were reported as potentially active components for the
selected intervention functions and policy categories(35). Only three techniques met the
APEASE criteria and were therefore incorporated for the development of a behavioural self-
management support intervention, including information about social and environmental

consequences’, information about health consequences®® and social support (practical)'* (Table 3).

Identify mode of delivery

To determine the mode of delivery, we summarised the behavioural analysis and formulated our
intervention strategy. This strategy aims to demonstrate how we can provide healthcare
professionals with ‘information about social and environmental consequences’, ‘information about
health consequences’ and ‘social support (practical)’, achieved by making changes to communication
and service provision. The goal is to educate and enable healthcare professionals to actively involve
patients more and ask them more questions, as essential fundamentals of self-management

support.

Description of the intervention and of the planned pilot study

To translate this strategy into a practical intervention, the development of a blended learning
program was chosen. The intervention aims to provide healthcare professionals with information
about social, environmental consequences and health consequences of self-management

support. In addition, it focusses on providing social support. By making changes in communication

7 Using print, electronic, telephonic or broadcast media (Michie et al. (28))

8 Delivering a service (Michie et al. (28))

? Provide information (e.g., written, verbal, visual) about social and environmental consequences of performing the behaviour
(Michie et al. (28))

10 provide information (e.g., written, verbal, visual) about health consequences of performing the behaviour (Michie et al.
(28))

11 Advise on, arrange or provide practical help (e.g., from friends, relatives, colleagues, ‘buddies’ or staff) for performance of
the behaviour (Michie et al. (28))
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and service provision, the blended learning program aims to educate and enable healthcare
professionals to deliver more effectively self-management support, fostering patient-
centredness and achieving better self-management outcomes for individuals with chronic

disease(s).

Following Michie’s guidance, the internet was chosen as the most suitable primary medium to
deliver the intervention at a population level. Therefore, the learning program was hosted on a
knowledge and service-oriented self-management platform. The blended learning program
consists of four modules, combining online education (by means of text, audio (i.e., podcasts) and
video), real-life reflection and discussion. The duration of the learning trajectory has been
estimated to be six hours over an 8-week period. Detailed characteristics of the intervention are

presented in the TIDierR-checklist (Supplementary file 1).

Healthcare professionals from different disciplines within primary care will be included for
piloting the learning program. These participants will be recruited by contacting community
health centres and multidisciplinary health and welfare practices in Flanders, Belgium. The pilot

study will enrol at least 5 centres, with a total of no less than 24 healthcare professionals.
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Table 3: Overview of identified COM-B component and barriers related to self-management support, linked to the selected appropriate intervention functions, policy categories and BCTs.

COM-B Identified barriers for involving patients and asking them Selected Policy categories BCTs to deliver
components questions, as essential fundamentals of self-management intervention through which BCTs intervention functions
support functions can be delivered
Psychological Lack of knowledge of the concept of self-management (including the Education Communication/marketing  Information about social and
capability benefits, the importance, etc.) Service provision environmental consequences
Information about health
Insufficient skills to ask questions consequences
(learn how, when and which questions need to be asked)
Limited knowledge of available tools to involve patients (communication
techniques, etc.)
Lack of confidence in yourself that you can collaborate with patients and Enablement Service provision Social support (practical)
have confidence in the patient's abilities
Lack of confidence that asking questions results in better healthcare
outcomes and benefits the care process
Strong urge to follow own judgement/opinion
Insufficient skills of empathetic questioning
Physical Inadequate access to or non-existence of necessary materials and tools Enablement Service provision Social support (practical)
opportunity
Reflective Doubts about the positive impact of involving patients and asking them Education Communication/marketing  Information about social and
motivation questions Service provision environmental consequences
Information about health
Limited belief in the need for improved skills to involve patients consequences
effectively
Automatic Lack of established habits for involving patients and asking questions Enablement Service provision Social support (practical)
motivation
Disregard for the necessity of involving patients and recognizing the
importance of questioning

COM-B: Capability, Opportunity, Motivation-Behaviour
BCT: Behaviour Change Technique
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Discussion

This paper describes the identification of the necessary building blocks of an intervention to
create a behavioural change in healthcare professionals to achieve more sustainable self-
management support in primary care practice. The BCW provided a systematic approach to
identify these building blocks and translate them into a practical intervention. We found that
“psychological capability”, “physical opportunity”, “reflective motivation” and “automatic
motivation” need to change to increase professionals’ behaviour towards self-management
support. The two key intervention functions identified were “enablement” and “education”.
Completing the BCW resulted in the development of a blended four-phase learning intervention
that incorporates three behavioural techniques, namely informing healthcare professionals
about social and environmental consequences of self-management support, informing about
health consequences and providing social support. Our preparatory work underpinned this
analysis based upon in-depth literature reviews and multiple qualitative
studies(19,22,31,33,36).

This paper corroborates previous research on behaviour in healthcare practice. Valuable
insights on the topic of self-management support were already obtained using the SDT. For
example, Duprez et al. (2020) investigated different ways nurses interact with chronic patients
while engaging in self-management support(27). The study highlighted the varying profiles of
nurses and their associated indicators, and contributed to a better knowledge of professionals'
interactions with patients regarding self-management support. Understanding these different
profiles can provide a nuanced perspective on how our proposed blended learning trajectory can
be adapted and tailored to the specific needs of a healthcare professional, depending on their

profile.

Our research introduces the BCW as a valuable addition to the field of Self-Determination by
providing a holistic approach that combines the theoretical depth of the SDT with the practical
applicability of behaviour analysis. By providing a systematic and comprehensive framework for
the development of behaviour change interventions, BCW analysis has the power of enhancing
the ability to understand, predict, and effectively influence human behaviour in different
contexts. To date, the application of the BCW has not been fully explored to analyse self-
management support behaviour in healthcare practice and only a very limited number of studies
focus on healthcare professionals’ behaviour. Nichols et al. (2017) launched a survey to explore
the components of the COM-B model capable of changing behaviour among diabetes care
professionals(37). They concluded that particularly capacity and opportunity to engage in self-

management support were lacking. This was confirmed by our study data, which additionally
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highlighted the value of motivation. Similar findings were found in other research in which
(controlled) motivation was associated with belief in the importance of self-management
support(38). In addition, Lee et al. (2021) investigated healthcare professionals’ perceptions on
barriers to implementing self-management support of asthma patients in primary care, also
using the COM-B model(39). Again, comparable findings were found in terms of barriers to
capability and motivation. Related to capability, the need of training self-management support
skills emerged. In addition, lack of awareness about the benefits of self-management was central
to motivation-related barriers. Coventry et al. identified barriers to patient engagement in self-
management in the context of multimorbidity by exploring the views of both patients and
practitioners(40). Although focused on self-management rather than self-management support,

similar COM-B related barriers were identified.

A broader analysis of self-management supportive behaviour in practice is found in the review
by Tharani et al(20). More specifically, their systematic mixed studies review provides a
summary of factors influencing the provision of self-management support by nurses. Their
research findings align with our study's results. However, they look at behaviour from a broader
perspective which transcends the COM-B model. In their review, they present a framework of
interdependent factors influencing nurses' behaviour regarding self-management support. The
emphasis is additionally on patient-provider collaboration, patient-related barriers to self-
management and impeding healthcare structures. Our analysis focused more in-depth on the
healthcare professional, regardless of which discipline, but examines the concept of self-

management support from a narrower perspective.

A small number of studies employed behavioural analysis to develop an intervention aimed at
empowering professionals. Wuyts et al. (2021) adopted the SDT to develop a multifaced need-
supportive training program in self-management support for nurses(26). Although drafted from
a different behavioural analysis, the objectives of their training are similar, namely to equip
participants with attitudes, knowledge, skills and reflection needed to provide patient-centred
self-management support. The similarities between both studies reinforce the value of the
blended learning trajectory proposed in our analysis. The added value of the BCW consists in
providing specific evidence-based intervention functions, policy categories and implementation
approaches to underpin the intervention strategy. Porcheret et al. (2014) described a case study
on the adoption of theory to inform an intervention to enhance self-management support for
general practitioners(41). Their theoretical foundation consisted of four different theoretical
models, including the Theoretical Domains Framework (TDF) in order to identify relevant

determinants of change. Although our study did not use the TDF, our results are consistent with
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their findings. Similar behavioural techniques related to information provision were
incorporated into the intervention developed to target the domains of knowledge and
motivation. This validates our intervention by suggesting that the learning program was well-
targeted to the key theoretical domains that influence behaviour of healthcare professionals

related to supporting self-management.

Interestingly, there are many other frameworks that can be used for behaviour change
interventions. For example, the Theory of Planned Behaviour (TPB) is often used in behavioural
research. A study by Anderson et al. (2019) applied TPB to explore views of healthcare
professionals on self-management support in long-term conditions and found similar results to
our study(42). More specifically, weak intentions towards the implementation of self-
management support were observed, as there was a lack of belief in their own professional
abilities. These findings suggest that, although using more technical frameworks such as the
BCW may not be the standard and comes with additional challenges, our analysis was effective

in identifying key behavioural factors influencing self-management support.
Strengths and limitations

This study is not without limitations. Bias in the selection of intervention functions and BCTs may
have occurred since they were informed by the judgement and experience of the research team.
However, we tried to involve as many experts as possible by intensively collaborating with the
network of the PCA and by appealing on an advisory board. In addition, we only focussed on
healthcare professionals’ behaviours, which may have limited the impact on patient outcomes.
However, patients’ experiences and input were incorporated in the BCW analysis. When talking
about professionals, we should also recognise that not all behaviours are universally applicable.
However, the analysis aimed to identify common themes and areas for improvement in different
contexts. Future research should build on these findings and target specific sectors within
primary care. Finally, there are some limitations to the use of the BCW framework. This approach
does not provide a detailed analysis of the theoretical structures and mechanisms at the
foundation of behaviour change, which can make it challenging to identify the precise factors
causing behaviour. Nevertheless, the BCW framework has the strength to provide a very
comprehensive and systematic approach, by which we were able to develop an evidence-based
intervention for a broad target audience. Further insights into the functioning and impact of our
blended learning intervention will be gained through a comprehensive evaluation of the pilot

study.
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Conclusion

Application of the BCW framework shaped a holistic self-management support intervention to
educate and enable healthcare professionals in primary care practice. This intervention
comprises three central BCTs, delivered via a combination of online education, real-life

reflection and discussion. Future research will pilot and refine the intervention.
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Appendix Chapter 6 _ -
T:DieR

Template for Intervention
Description and Replication

Supplementary file 1: TIDier-checklist (Template for Intervention Description and Replication)

Item Item

number

1. BRIEF NAME: Provide the name or a phrase that describes The MENTOSS intervention (More ENcouragement TOwards Self-management Support):
the intervention. a blended learning program.

2. WHY: Describe any rationale, theory, or goal of the elements Self-management of a chronic condition is a complex phenomenon, which has become increasingly important.
essential to the intervention. However, a supportive attitude and behaviour is hampered by a lack of awareness and knowledge among

healthcare professionals. Before launching specific support tools, it is time to clear up misunderstandings and
critically examine this concept. A blended learning program focussing on education and proficiency of care
providers is developed to strengthen self-management support in primary care.

3. WHAT: Materials: Describe any physical or informational The blended learning intervention aims to educate and enable healthcare professionals to support self-
materials used in the intervention, including those provided to  management in primary care. The learning program was created following the Absorb-Do-Connect model of
participants or used in intervention delivery or in training of !—Iorton. Thg theoretical‘underpinnings include cj.latfa from interyiews, focus groups and braingtorm sessions,
intervention providers. Provide information on where the integrated in the behaviour change model of Michie. The learning program was developed within the UCLL

. . . Platform and consists of four modules.
materials can be accessed (e.g. online appendix, URL).

4. WHAT: Procedures: Describe each of the procedures, The MENTOSS intervention consists of the delivery of three Behaviour Change Techniques, delivered via a
activities, and/or processes used in the intervention, including ~ combination of online education (by means of text, audio (i.e., podcasts) and video), real-life reflection and
any enabling or support activities. discussion. The first module is an online team-teased module in which participants get to know the program

and the basics of self-management support. The second module is an online platform with videos, course book,
and podcast to learn in-depth about self-management support. The third module is an individual reflection task
in which participants reflect on how they integrated the fundamentals of self-management support in a real-
life situation with a patient. The last module is a real-life group workshop in which participants discuss the
topic(s) and difficulties. The head coach will provide feedback and coaching to participants throughout the
intervention.

5. WHO PROVIDED: For each category of intervention provider ~The MENTOSS intervention is provided by a team of experts in self-management support and education. The

(e.g. psychologist, nursing assistant), describe their expertise,
background and any specific training given.

lead coach for the learning program is a researcher and expert in self-management support. Moreover, the
program will be practically supported by another coach, who is an expert in the field of education and works
for an educational institution. Additionally, there is an entire research team behind the learning program, with
experts in both the topic of self-management support and education, consisting of several healthcare
professionals.
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10.

11

12.

HOW: Describe the modes of delivery (e.g. face-to-face or
by some other mechanism, such as internet or telephone) of
the intervention and whether it was provided individually
orinagroup.

WHERE: Describe the type(s) of location(s) where the
intervention occurred, including any necessary
infrastructure or relevant features.

WHEN and HOW MUCH: Describe the number of times
the intervention was delivered and over what period of
time including the number of sessions, their schedule, and
their duration, intensity, or dose.

TAILORING: If the intervention was planned to be
personalised, titrated or adapted, then describe what, why,
when, and how.

MODIFICATIONS: If the intervention was modified during
the course of the study, describe the changes (what, why,
when, and how).

HOW WELL: Planned: If intervention adherence or fidelity
was assessed, describe how and by whom, and if any
strategies were used to maintain or improve fidelity,
describe them.

Actual: If intervention adherence or fidelity was assessed,
describe the extent to which the intervention was delivered
as planned.

The MENTOSS intervention is delivered through a blended learning approach that includes online and real-life
components. Participants are guided through the four modules of the intervention, starting with a group-based
online module, followed by an online platform (proceeding independently), an individual reflection task, and areal-
life group workshop.

The learning program can be delivered in any primary care setting where multidisciplinary practices are present.
No necessary infrastructure or features are required.

The intervention is estimated to take a maximum of six hours over an 8-week period. Participants can complete the
online modules at their own pace, and the real-life group workshop can be scheduled at a convenient time for the
participants.

The intervention was not specifically tailored or adapted to individual participants. Instead, the intervention was
designed to be widely applicable and suitable for all professionals in multidisciplinary primary care practices. By
developing a program that fits all professionals, the MENTOSS intervention can be implemented more easily and
evaluated more objectively. However, participants may still receive personal support and feedback from the head
coach and have the opportunity to reflect on their own experiences with self-management support, which can help
to facilitate a more personalized learning experience within the broader framework of the intervention.

N/A (intervention not yet delivered to all included participants).

Participants' progress will be monitored throughout the intervention, including their completion of online
modules and reflection tasks. To maintain or improve fidelity, the intervention was designed to be structured and
standardized, with clear learning objectives, materials, and activities. This was communicated in detail in the first
starting session. The intervention was also delivered by experienced coaches (self-management support,
education). The coaches followed a detailed implementation manual (behaviour change wheel), which outlined
the steps and procedures for delivering the intervention consistently.

N/A (intervention not yet delivered to all included participants).
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Abstract
Background

Self-management of a chronic condition is a complex but increasingly important issue. However,
a supportive attitude and behaviour among healthcare professionals is hampered by a lack of
awareness, knowledge and motivation. In addition, the role of professionals in supporting self-

management seems unclear.
Methods

A blended learning program for primary healthcare professionals was developed to strengthen
self-management supportin primary care. The program was piloted in community health centres
and multidisciplinary medical practices in Flanders. Using the Kirkpatrick model, the impact on
healthcare professionals’ reaction, learning and behaviour regarding self-management support

was evaluated.
Results

A total of 60 healthcare professionals registered for the educational program. Post-learning
guestionnaires and verbal feedback showed a positive response, with professionals highly
appreciating the innovative blended learning approach. In terms of learning, participants
showed a good understanding of self-management support, although nuances were observed in
the application of acquired knowledge to practice scenarios. Finally, preliminary insights into
behavioural change were explored, revealing a positive impact of the intervention on

participants’ supportive self-management behaviours in healthcare practice.
Conclusions

Our study provides preliminary insights into the outcomes of a blended learning program
designed to increase awareness and knowledge of self-management support among

professionals. The program needs to be refined for general implementation in primary care.
Keywords

Self-management, Primary healthcare, Educational intervention, Kirkpatrick evaluation model
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Background

Worldwide, our healthcare systems are undergoing continuous and fundamental changes in
response to various challenges, particularly to the increasing number of people with chronic
conditions(1,2). One of the key components of this changing healthcare landscape is the
emphasis on self-management support as an essential aspect of healthcare delivery(3). This
focus is not only driven by international policy, as evidenced by WHO recommendations(4). Self-

management support is also receiving increasing attention at national level, in Belgium(5).

Self-management of a chronic condition is defined as “the individual’s ability to manage the
symptoms, treatment, physical and psychosocial consequences and lifestyle changes inherent in
living with a chronic condition” (3). Engaging patients in self-managing their chronic condition is
beneficial for both health and quality of life(6-8). Healthcare professionals play a crucial role
here(9). Despite the clear benefits of self-management support, its successful integration into
healthcare practice remains a challenge(10,11). As the role of the primary healthcare
professionals is often underestimated, it is essential to empower this group by focussing on their
attitudes and behaviour towards self-management support to achieve effective support in

practice(12).

Therefore, our research group conducted an in-depth analysis of professionals’ behaviour
regarding self-management support in primary care practices. Using Michie’s behaviour change
wheel (BCW)(13), we concluded that to achieve supportive behaviour, there should be a focus
on ‘education’? and ‘enablement!® of professionals. Indeed, these two components emerged as
the key intervention functions from the behavioural analysis. To integrate both education and
enablement, we developed an interactive blended learning intervention. Recent research shows
that blended learning methods, especially applied to healthcare professionals, are more efficient
and lead to greater participant engagement and understanding(14-16). Our choice was also
influenced by the advantages of synchronous and asynchronous learning, giving professionals

the flexibility to adapt their learning pace to individual needs and time constraints(17,18).

12 Increasing knowledge or understanding (Michie et al. (13))
13 Increasing means/reducing barriers to increase capability or opportunity (Michie et al. (13))
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Based on these literature findings and on our own behavioural analysis, we developed a high-
quality, theory-based intervention called MEnToSS (“More Encouragement Towards Self-
management Support”). It’s a blended learning intervention targeted at all types of healthcare
professionals and created with input from different stakeholders (patients, informal and formal
caregivers, representatives of patient organisations, policy makers, etc). Detailed information on

the interventionis provided in the methodology section.

This paper reports on the impact of the MEnToSS intervention. The research question addressed
in this paper is: What is the impact of the MEnToSS learning program on healthcare professionals’

attitudes and behaviours to support self-management?
Methods
Study design

The present study is a pilot study with a mixed-methods design, integrating quantitative and
qualitative research methods to provide an in-depth understanding of the outcomes of the
MENToSS learning intervention. Ethical approval was obtained from the Ethical Committee
Research of UZ/KU Leuven (S63890). To ensure transparent reporting, this study follows the
CRISP (Consensus Reporting Items for Studies in Primary Care) reporting guideline(19)
(Supplementary file 1).

Participants

The intervention is tailored for primary healthcare professionals, both health and welfare, in
multidisciplinary practices or community health centres providing care to chronic patients with
moderate complex care needs, as defined by Iglesias (2018)(20). Participation was limited to
teams consisting of a minimum of four healthcare professionals, each of whom represented at
least two different healthcare disciplines. Information materials, such as leaflets and a video,
were used and distributed through our organisation (i.e., the Primary Care Academy) to recruit
participants. In addition, e-mail invitations were sent to various health- and welfare
organisations. The study sought to enrol of at least six centres, comprising minimally 24

healthcare professionals.
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MEnToSS intervention

a) Intervention
The intervention consisted of a blended learning program that combined asynchronous and
synchronous learning. The aim was to educate and enable healthcare professionals to more

effectively support self-management in primary care practice.

b) Learning objectives

The intervention was designed to help participants better understand the concept of self-
management, the importance of self-management support and define their role as a
healthcare professional init. In addition, they were encouraged to think critically about their
own actions in supporting self-management. These objectives contributed to the overall goal
of increasing professionals’ knowledge, attitudes and perceived behaviour towards self-

management support.

¢) Theory

The learning program was developed according to Horton’s Absorb-Do-Connect (ADC)
model(21). The theoretical underpinnings included data from literature analysis, interviews,
focus groups and nominal group brainstorming sessions, integrated in Michie’s behaviour
change wheel framework(22). This evidence-based approach consists of eight steps in three
phases to develop sustainable interventions, taking into account input from all actors in the
healthcare network (i.e.; patients, informal and formal caregivers, representatives of patient
organisations, policy makers). It also focuses on the practical aspects of implementation
related to context. This provided the intervention with a solid foundation for behaviour

change.

d) Learning materials

The MENnToSS intervention offered three different learning materials. First, a written course
provided an in-depth understanding of the topic of self-management, including its origins
and significance and the crucial role that healthcare professionals play. In addition, there
were informative short video clips that briefly addressed challenges and misconceptions
related to self-management (support). Finally, the learning materials included podcasts with

healthcare professionals that gave insights into the topic of self-management support.
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e) Learning strategies
The learning intervention consisted of multiple steps, represented in Figure 1. Participants

received a certificate after completion of the learning program.

WORKSHOP

Horton's Connect-level

EDUCATION ASSIGNMENT

Horton's Absorb-level Horton'’s Do-level

STEP 01 STEP 02 STEP 03 STEP 04

The learning program started with Participants were given access to Participants were asked to The learning process ended with a

a kick-off where participants were the Learning Management System complete an assignment in which one-hour live group workshop in
introduced to the concepts and (LMS), where they could individually they reflected on their own actions which the application, challenges
learning strategies. This online educate themselves on self- in healthcare practice regarding and ethical dilemmas related to self-
group meeting lasted up to an management (support) through self-management support. management support in healthcare
hour. various learning materials. practice were discussed and

reflected upon.
Healthcare professionals were
allowed to choose which materials The reflection assignments served as
they consulted, all at their own pace. a basis for this interactive discussion.

Figure 1: Steps of the blended learning intervention
Template retrieved from ww.canva.com

f) Delivery

The intervention was delivered via a Learning Management System (LMS) (password-
protected) over a two-month period, from the starting point to the final workshop. The
intervention was initiated at the kick-off and concluded during the final workshop by the
main trainer (LT), a primary healthcare researcher and an expert in self-management
support. Moreover, this person remained available online throughout the entire learning
process to provide ongoing guidance and support. In addition, pedagogical support was
received from an assistant trainer with teaching experience (i.e., platform guidance, practical

issues, etc.).

Data collection

The Kirkpatrick model was used to evaluate the MENToSS self-management support
intervention at the levels of reaction, learning and behaviour. This choice was based on previous
successful and meaningful applications of the model in different healthcare settings, such as
primary care. Quantitative data were collected using electronic questionnaires (Qualtrics®) to
measure impact (Supplementary files 2-5). Responses were evaluated using a 5 or 7-point Likert
scale, with the possibility of making additional comments. To evaluate reaction, the Short
version of the User Experience Questionnaire (UEQ-S) was distributed immediately after the

intervention, complemented by questions on general satisfaction with blended learning (using a
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modified version of a validated blended learning questionnaire(23)). In terms of learning,
participants’ self-perceived knowledge and skills related to self-management support were
assessed immediately after, with a specific focus on the SILCQ-fundamentals(24), using
guestions compiled by the research group. These questions included both statements and
validations. Finally, participants’ self-reported behaviour was assessed using another
researcher-made questionnaire. These data were collected three months after the intervention.
Besides quantitative methods, qualitative verbal feedback was collected. More specifically,
participants were invited to share their experiences of the learning trajectory, its impact on their
healthcare practice, and any challenges and barriers they encountered in oral feedback sessions.
These sessions were organised half an hour before the concluding workshop and were set up as
roundtable discussions, using pre-defined questions to encourage in-depth interaction.
Discussions were organised by practice/centre, with each group consisting of all participants
from the same practice/centre. Although this set-up meant that the workshop itself could not be
included in the oral feedback sessions, this information was collected later through the
guestionnaires that participants filled in after the learning program. This gave us a full picture of

how the intervention was received and allowed us to complete the evaluation.

Data analysis

Quantitative data from the questionnaires were analysed using SPSS (descriptive statistics).
Medians and interquartile ranges were reported when there was noticeable variability and alack
of consistent agreement among respondents, ensuring a comprehensive understanding of
professionals’ experiences. Chi-square tests were performed to assess relationships between
variables. A p-value of 0.05 was considered as the level of significance. For qualitative data from
the feedback sessions, thematic analysis was applied. Input was collected, coded and grouped
into themes, which provided insights into participants’ experiences, how the intervention

influenced their practice and identified obstacles.
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Results

A total of 60 healthcare professionals from eight multidisciplinary centres/practices registered
for the intervention (Table 1). Of these, 56 participants fully completed the learning program,

while four participants (from one centre) dropped out.

Table 1: Information on registered multidisciplinary centres/practices

Groups Type Number of Background Note
participants
Group 1 Community healthcentre 6 1 x psychologist
1 x dietician
2xGP
2 X nurse
Group 2 Multidisciplinary GP 4 2 x GPin training Dropped
practice 2xGP out14
Group 3 Community healthcentre 4 1 x tobaccologist
1 x nurse
2xGP
Group 4 Multidisciplinary GP 6 1 x nurse
practice 2 x medical secretaries
3xGP
Group 5 Community health centre 9 1 x trainee (discipline unknown)
2 x physiotherapists
2 x nurse
4 x GP
Group 6 Community healthcentre 8 1x GP in training
3 x nurse
4 x GP
Group 7 Multidisciplinary 17 3 x nurse
healthcare practice 3 x GPin training
4 x nurse in training
7 xGP
Group 8 Multidisciplinary GP 6 3 x nurse
practice 3xGP

GP: General Practitioner

1. Quantitative user feedback

The first post-intervention feedback questionnaire, focusing on reaction and learning levels
according to the Kirkpatrick model, was received from 25 participants. Of these, 72% were
female respondents and 28% male respondents, with 64% general practitioners and 24% nurses,
as the two largest groups. In terms of learning preference, 24% took an integrated approach to
all materials, while 24% combined text with podcasts and 16% took a mix of text and videos. In
terms of prior exposure, the initial post-intervention questionnaire revealed that 77% of the

participants had previously been exposed to the concept of self-management support, albeit to

14 Reason: Discontinuation due to engagement challenges (small group size, self-study, podcast length, etc.) and logistical
difficulties in scheduling a concluding workshop.
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avery limited extent. This exposure was mainly through formal education and training, focusing
on goal-oriented care and positive health. The chi-square test showed no significant relationship
between years of experience (p = 0.165) or professionals’ background (p = 0.829) and previous
knowledge of self-management support. The second feedback questionnaire, which assessed
behavioural levels after three months, was completed by 17 participants. Gender and
background remained comparable with the first round of feedback, with female respondents and

mainly general practitioners or nurses as background.
Reaction to the learning materials and learning program

For the written learning materials (referred to as “text”), participants rated their experience on
average as 5 out of 7 using the UEQ-S (Supplementary file 2). The interquartile range (IQR) of
the dataset was 1. Relatively high scores were given to the level of support (Median (Med) = 5,
IQR= 1.5), convenience (Med = 5, IQR = 2), clarity (Med = 5, IQR =2.5) and interest (Med = 5, IQR
= 1). Opinions were mixed on the level of efficiency (Med = 4.5, IQR = 2), inventiveness (Med = 4,
IQR = 2), novelty (Med = 4, IQR = 2) and excitement (Med = 4, IQR = 1). Similar results were found
for the videos, but the scores were slightly higher. The median score for these visual learning
materials was also 5 out of 7 for the UEQ-S (Supplementary file 2). The IQR of the dataset was 2.
High scores were recorded for the level of support (Med = 6, IQR = 3), convenience (Med = 6,
IQR = 2) and clarity (Med = 6, IQR = 2). There was a positive trend for level of interest (Med = 4,
IQR = 1). Opinions were moderately divided on the level of efficiency (Med = 5, IQR = 2) and
strongly divided on inventiveness (Med = 4, IQR = 4) and novelty (Med = 5, IQR = 4). The majority
rated the level of excitement as rather neutral (Med = 4, IQR = 2). Finally, the podcasts were
rated by the UEQ-S with a median score of 4 out of 7 (Supplementary file 2). The IQR of the
dataset was 3. High scores were obtained for the level of support (Med = 5, IQR = 3), convenience
(Med = 6, IQR = 2) and clarity (Med = 5, IQR = 1). There were different opinions on the level of
interest (Med = 5, IQR = 5), inventiveness (Med = 4, IQR = 5) and novelty (Med =4, IQR = 3). A
slightly decreasing trend was observed in the level of efficiency (Med = 4.5, IQR = 2.5) and
excitement (Med =4, IQR = 4).

In terms of the learning program in general, the analysis of the modified blended learning
questionnaire gave a mixed picture of participants’ experiences (Supplementary file 3). More
specifically, opinions on the perceived effort in getting through the program were strongly
divided (statement 1). However, most participants (strongly) agreed that they were satisfied
with the level of effort (45%). In contrast, opinions about the collaborative methods during the

learning process were positive, with a large majority of participants (strongly) agreeing that they
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were satisfied with the process of collaboration (59%) (statement 2). In addition, the quality of
interaction between all parties involved was also reported as satisfactory by the majority of
participants (64%) (statement 3). Amixed picture emerged regarding the use of blended learning
technology (statement 4). Although the majority reported to be satisfied (54%), a few
participants (strongly) disagreed that the blended technology encouraged them to learn
independently (36%). The accessibility and availability of the learning program team was also
rated positively by the majority (59%) (statement 5). Finally, opinions were divided on the

willingness to recommend this learning program to others (statement 6).
Learning about self-management and self-management support

Learning outcomes were examined in the post-program questionnaire using statements and
validations grouped into three main categories (Supplementary file 4): Relevance of the
concepts, including the importance of the SILCQ fundamentals; Knowledge and understanding
of the concepts, including being able to unravel misunderstandings; Transferability of
knowledge. Medians and interquartile ranges are not presented for the levels of learning and
behaviour because participants’ responses to the 5-point Likert scale were remarkably
homogeneous. Clear consensus and consistent agreement were observed, resulting in minimal

variability between respondents.

Relevance. After participating in the learning program, healthcare professionals indicated that
they recognised the importance of actively searching for ways to integrate disease and health
into patients’ daily lives or the importance of supporting patients’ self-management (statements
7-8:76% strongly agreed, 24% agreed). The relevance of the fundamentals of self-management
support as described in the SILCQ-model was also widely recognised, with an emphasis on
involving patients in decision making, listening to them and asking questions (validations 1-5: 30-

65% important, 35-70% very important).

Knowledge. Participants in the MEnToSS intervention indicated that the learning program
contributed significantly to their knowledge (statement 19: 52% agreed, 14% strongly agreed).
Also, a significant percentage of participants reported having a good understanding of the
concepts, with the vast majority agreeing that they know what self-management is, what self-
management support is and what the SILCQ fundamentals are (statements 9, 11, 18: 48-76%
agreed, 19-24% strongly agreed). This knowledge extended to insights into self-management
and self-management support (statements 10 and 12: 76% agreed, 19% strongly agreed).
Misunderstanding and misconceptions about self-management (support) were effectively
debunked, with high percentages disagreeing or strongly disagreeing (statements 20, 21, 23 and

25), or agreeing or strongly agreeing in the reversed statements (22 and 24).
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Transferability. Participants expressed confidence in applying and communicating their
knowledge of self-management and self-management support (statements 13, 15-17: 62-76%
agreed, 19-24% strongly agreed). They reported a good ability to provide examples from
healthcare practice and to articulate specific ways in which they could contribute to self-

management support.
Behaviour related to self-management support in practice

Three months after the MEnToSS learning program, the majority of respondents in the second
guestionnaire indicated that they were able to actively search for ways to integrate disease and
health into their patients’ daily lives, referring to supporting self-management (statement 26:
82% agreed). In this supportive process, the majority of participants indicated that they were
aware of their patients’ social environment (statement 27: 24% were neutral, 75% agreed). Most
of them also reported being able to cooperate with this social environment (statement 28: 35%
were neutral, 65% agreed). In addition to the informal network, professionals reported having
knowledge of the formal health and welfare network around their patients (statement 29: 66%
agreed). Collaboration with this network was reported to be more moderate (statement 30: 29%

were neutral, 59% agreed).

The five specific self-management support behaviours from the SILCQ-model were also
examined. Participants reported being able to provide patients with practical tools, resources
and information in addition to medical support (statement 31: 76% agreed, 18% strongly
agreed). They also reported being able to make care-related choices together with their patients
(statement 32: 76% agreed). Furthermore, respondents indicated they could offer a listening ear
in healthcare practice (statement 33: 41% agreed, 53% strongly agreed) and play an active role
in coordinating care (statement 34: 76% agreed). Finally, they reported having the skills to
actively ask their patients questions about what is going well, what is not going well and what
their needs are (statement 35: 65% agreed, 29% strongly agreed). The behavioural results are

represented in the appendices (Supplementary file 5).

2. Qualitative user feedback

All 50 participants who had completed the MEnToSS intervention provided oral feedback in the
structured group discussions at the beginning of the concluding workshop. The intervention
received mostly positive responses, with ratings influenced not only by the background of
participants, but also by their personality traits, as everyone preferred different learning
strategies and methods. The intervention’s emphasis on the person behind the patient was

highly appreciated.
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“The trajectory provides a fresh perspective, and | have gained
more attention [for self-management support].” - Medical secretary
"I have learned to actively listen, observe the whole person, and not just the complaint." - GP
However, participants with prior knowledge expressed a desire for more profound insights due
to overlap with other learning programs. Nevertheless, participants indicated that the MEnToSS
learning program added value on several levels. The flexible format of self-study through videos,
podcasts and text was seen as a major strength. In particular, the flexibility of self-study allowed
participants to progress at their own pace with the learning material that was most appropriate
for each individual. As a result, participants indicated that the learning program provided a
deeper understanding of the concept of self-management support and its fundamentals (i.e.,
SILCQ-model). However, the extensive platform also posed challenges, with participants calling
for a stronger storyline, more structure and more case-based learning content.

“l open the platform, but if you only have a quarter of an hour,
it is not structured enough to motivate you.” - GP

With regard to the learning materials, participants praised the usability and clarity of the
podcasts, as well as the short and concise videos, which facilitated independent learning. A
minority of participants found the videos too academic and the podcasts boring. To address this,
participants suggested making summaries of these learning resources in advance. They wanted
to know in advance what would be covered in each video or podcast to assess its relevance, and

they also recommended shortening the length of podcast discussions for greater engagement.

“I found the videos concise and, therefore, useful.” - Nurse
The breakdown of self-management support in healthcare practice into five actions, referring to
the SILCQ fundamentals, received positive feedback for its simplicity and clear structure. In
addition, the assignments on these SILCQ actions, as part of the learning program, were well
received. This short, powerful reflection after going through one or more learning materials was

perceived as valuable.

“Breaking down the consultation into 5 actions makes it clear and manageable.” - GP
Finally, participants recognised that navigating through the learning program in such an
accessible way increased their awareness of the concept and importance of self-management
support. Theinclusion of take-home messages was described as a possible beneficial added value
in the future.

“This intervention opens our eyes to the importance of focusing
on these concepts (self-management, self-management support, etc.)” - Nurse
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Discussion

This study aimed to investigate how a blended learning intervention, the MEnToSS intervention,
influenced healthcare professionals’ reaction, learning and behaviour towards self-management
support in primary care practice. At the reaction level (level 1), participants responded generally
positive to the innovative approach of the educational program and recognised the importance
of self-management support. The reaction was found to be dependent on several factors,
including the learning materials consulted, the participant’s prior knowledge and individual
learning style preferences. In general, watching the videos seemed more appealing and, based
on the scores, was slightly better received than the other learning materials. Listening to
podcasts, in turn, was described as a considerable effort, although those with prior knowledge
found them a valuable addition and found more depth in them. This variability highlights the
importance of providing varied learning materials and individually tailoring educational
interventions to reach and satisfy a wide range of participants(25). At learning level (level 2),
results showed a good understanding of the concept of self-management (support). In addition,
the SILCQ-model seemed well understood and was described as a useful tool to reflect on self-
management support in practice. At behavioural level (level 3), participants’ confidence to apply
the acquired knowledge in their healthcare practice were generally positive. Notably,
comparisons between the levels of reaction, learning and behaviour reveals interesting patterns.
While the majority had a positive response to the learning program and a good understanding of
self-management support, responses on knowledge transfer to behaviour in practice showed
variation, indicating a possible gap between theoretical knowledge and practical application.
Future context analysis should focus on the mechanisms of knowledge transfer to gain deeper

insights.

The results of our study are consistent with the conclusion of the systematic review by Collins et
al (2021), which examined the impact of primary care professional education on patient self-
management in chronic diseases(18). Although our study did not directly assess the impact on
patients, we also evaluated a professional education program on self-management support.
Similar findings emerge, highlighting the critical need for high quality research to investigate the
optimal methods and conditions for training primary care professionals. This reinforces our
study’s emphasis on nuanced educational approaches. Our learning program differs from
previous interventions by using both asynchronous and synchronous learning approaches. We
use a variety of learning materials and organise an interactive workshop in a real-life
environment. This strategy has been shown to be effective and is in line with the findings of other

studies, which show that interactive learning is effective because it reflects the challenges of
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real-life situations. It promotes deep learning and intrinsic motivation and can potentially bridge
the gap between theory and practice(26). Furthermore, our use of asynchronous components
facilitated flexible learning and met participants’ preferences for learning at their own pace and
independent of location. The blended strategy benefits from flexibility and self-directed learning
and is in line with successful healthcare educational programs that focus on tailored, engaging
approaches(25). The variety of learning materials in our program, including both audio, visual
and written materials, improved accessibility and engagement. According to the literature,
offering different options accommodate different learning styles, making interventions more

inclusive and appealing to a wider audience(27).

Some limitations should be mentioned. First, the use of self-reported outcomes limits the scope
of information, preventing a direct translation of findings into practical implications. However,
this strategy focuses specifically on the perspectives and experiences of professionals in
supporting self-management. Understanding professionals’ perceptions is integral to improving
patient self-management support and highlights the importance of their voices in shaping
interventions. Secondly, there was no pre-program assessment, which meant that baseline
knowledge or behaviour prior to the intervention was not measured. In our case, the decision
not to conduct a pre-test was based on the results of an extensive literature review(28), which
provided an overview of previous self-management support interventions worldwide. This
analysis revealed that our intervention introduced novel approaches and content to self-
management support. Consequently, participants’ prior knowledge was likely to be minimal to
non-existent, making a pre-test insufficiently justified. In addition, our primary focus was on
evaluating the impact of the intervention on real-world outcomes, rather than comparing and
measuring improvements in participants’ skills or competencies. In addition, our study
encountered a limitation in that we could not use solely standardised questionnaires for
evaluation. Given the unique focus on SILCQ, a self-developed model, there were no existing
validated customised questionnaires for this purpose. However, we addressed this limitation by
using a combination of standardised questions and self-developed measures, with minimal
modifications. Furthermore, it's also worth noting that our evaluation focused primarily on
assessing knowledge acquisition and its appropriation, while behavioural analysis is still in its
early stages. Future research should aim to delve deeper into behavioural change in order to
draw more robust conclusions about the impact of the intervention. Finally, it should be noted
that the study may be subject to selection bias, as only a small subset of participants who had

completed the intervention provided feedback in the questionnaires.
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Above limitations highlight the need for cautious interpretation and point to areas for
improvement for future evaluations. Therefore, we recommend examining our learning
intervention over a longer period of time, with a larger sample size and a more comprehensive
behavioural analysis. In addition, future research should explore the nuances of implementation
in different primary care contexts to refine and tailor recommendations for maximum impact.
Finally, we recommend that future research should go beyond measuring effects on
professionals’ self-management support behaviour. It would be valuable to assess the direct
effect of our educational intervention in clinical practice by examining how the intervention
affects patients’ self-management outcomes. This extension would provide more insight into the

wider effects of the intervention and underline its value in practice.
Conclusions

The MENToSS intervention not only generated generally positive feedback and seemed to
promote knowledge acquisition, but also participants perceived the intervention as an
opportunity to critically reflect on and more effectively apply the learning to real-life situations
in healthcare settings. The success highlights the power of interactive educational programs not
only to deliver information, but also to trigger truly transformative learning experiences. As a
result, the use of the blended learning approach, with its flexibility and interactive components,
suggests that there may be greater awareness of the concept of self-management support
among healthcare professionals. This makes the intervention a promising step towards

continuous improvement of self-management support in healthcare.
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Appendix Chapter 7

Supplementary file 1: CRISP reporting checklist

Included
No. Reporting Item (Not all items apply to all study designs.) Y N NA  Section Notes
1. Include “primary care” and for discipline-specific terms in the title, abstract, and/orkey words, = O 0O I
2 Describe the study rationale and importance for primary care.
2a. Explain the rationale for the research question and how it relates to primary care. 800 I
2b. Describe the importance or relevance of the topic under study in the primary care setting. a2 I
2¢. Identify any theory, model, or framework used, and explain why it is appropriate to the research ques- £ 0 O I
tion in primary care.
3 Describe the research team’s primary care experience and collaboration.
3a. Describe the research team’s expertise and experience in primary care practice and/or research. 800
3b. Describe whether and how primary care patients, practicing clinicians, community members, or other 800
stakeholders were involved in the research process.
4, Describe the study participants and populations in the context of primary care.
4a. Use person-focused language to refer to the research populations and participants, or use terms based & 0 O R
on patient preferences.
4b. If reporting personal characteristics of participants, report the source of the data, the rationale for ooe R
using it, and the rationale for any classifications used.
4c, Describe the participants and populations in sufficient detail to allow comparison to other primary care & 0 O R
patient populations.
4d. Specify whether participants have preexisting therapeutic relationships with the clinical team or are oos& M, R Participants are healthcare professionals.
new patients.
5. Describe the conditions under study in the context of primary care.
Sa. Describe whether the condition under study is acute or chronic. 200 M, R
5b. Report how multimorbidity is considered and how it might affect interpretation of the study findings/ oosa M
results.
6. Describe the clinical encounter under study in the context of primary care
6a. Specify whether the study focus is an isolated clinical encounter or a longitudinal course of care. Ifitis £ 0O O M
an isolated clinical encounter, specify whether it is the first visit or a follow-up visit for the condition
under study.
7 Describe the patient care team.
7a.  If care is delivered by teams, describe the team members and their roles. 200 R ) o
7b.  For each clinician category, report profession, specialty,, and qualifications. o0& o R '"'":lma"l"" Ils Aot ralEvantinthis
8. Describe the study interventions in the context of primary care. smalkscale pllot project.
8a. Describe interventions and their implementation in sufficient detail to enable the reader to assess 00 M
applicability in their own setting.
8b. Describe any clustering or grouping of patients, participants, clinicians, teams, or practices,and how it & 0 O M, R
was addressed in the analysis.
No impact of syst interventi
8c.  Describe the health care system in sufficient detail to allow comparisons to other systems. o= 0 I,D d;;v":: ersystemon fntervention

9. Describe study measures used and their relevance to primary care.

L
o
o
=

9a. Report whether study measurement tools have been validated in primary care populations or settings.
9b.  Describe how the measurement tools used are meaningful to primary care patients and their care.

9¢c.  Report findings/results to be clinically interpretable by Erimary care clinicians and patients. €00 R
10. Discuss the meaning of study fin ingsfresulls in the context of primary care.

]
o
o
=

10a. Discuss implications of the study findings/results for research, patient care, education, and policy with 800 D
specific focus on primary care.

10b.  Discuss the implications of study recommendations on demands and priorities in primary care practice. & 0 O D

10c. Commenton any research processes that might influence the applicability of the study findings/results & 0 O
in diverse primary care settings.

CRISP = Consensus Reporting Items for Studies in Primary Care;
D = discussion; | = introduction; M = methods; N = no; NA = not applicable, R = results; Y = yes.

177



Chapter 7: pilot study

Supplementary file 2: Reaction outcomes (modified UEQ-S)

Left Column: Categories from the Short version of the User Experience Questionnaire (UEQ-S)
Obstructive/Supportive, Complicated/Easy, Inefficient/Efficient, Confusing/Clear, Boring/Exciting, Not Interesting/Interesting,
Conventional/Inventive, Usual/Leading Edge

Top Row: Participants’ rating (1-7) for written learning materials

Cells: Absolute counts with corresponding percentages in parentheses for each rating

Data is reported as medians and interquartile ranges (IQR)
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Left Column: Categories from the Short version of the User Experience Questionnaire (UEQ-S)
Obstructive/Supportive, Complicated/Easy, Inefficient/Efficient, Confusing/Clear, Boring/Exciting, Not Interesting/Interesting,
Conventional/Inventive, Usual/Leading Edge

Top Row: Participants’ rating (1-7) for videos

Cells: Absolute counts with corresponding percentages in parentheses for each rating

Data is reported as medians and interquartile ranges (IQR)
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Left Column: Categories from the Short version of the User Experience Questionnaire (UEQ-S)
Obstructive/Supportive, Complicated/Easy, Inefficient/Efficient, Confusing/Clear, Boring/Exciting, Not Interesting/Interesting,
Conventional/Inventive, Usual/Leading Edge

Top Row: Participants’ rating (1-7) for podcasts

Cells: Absolute counts with corresponding percentages in parentheses for each rating

Data is reported as medians and interquartile ranges (IQR)
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Supplementary file 3: reaction outcomes (modified blended learning questionnaire)

Percent

Percent

Strongly disagree Disagree MNeutral

Agree Strongly agree

Disagree Neutral Agree Strongly agree
Statement 1: | am satisfied with the level of effort this learning program required.

Statement 2: | am satisfied with the process of collaboration during the learning process.

80

S0

Percent

Percent

Disagree

MNeutral Agree Strangly agree

Strongly disagree Disagree
Statement 3: | am satisfied with the quality of interaction between all involved parties

Neutral Agree Strongly agree
Statement 4: The use of blended learning technology in this learning program encourages me to
learn independently.

50

30

Percent

Percent

Disagree

MNeutral

Agree
ibility and availabi

Strongly agree
Statement5: | am satisfied with the

Strongly disagree

Disagree Neutral

Agree
lity of the learning program team.

Strongly agree
Statement 6: | am satisfied enough with this learning program to recommend it to others.

X-axis: Agreement Level (Strongly Disagree to Strongly Agree) for statements 1-6
Y-axis: Percentage

Bars represent the distribution of respondents’ agreement levels, with percentages and absolute counts displayed on each bar for each of the six charts
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Strongly disagree  Disagree Neutral  Agree Strongly agree
Statement 7: | find it important to search with my 0 (0 %) 0(0%) 0(0%) 5(24 %) 16 (76 %)
patients/clients for ways to give disease and health a
place in their daily lives.
Statement 8: | find it important to support self- 0 (0 %) 0 (0 %) 0 (0 %) 5 (24 %) 16 (76 %)
= management of my patients/clients.
% Very unimportant  Unimportant Neutral Important Very important
<
g Validation 1: In addition to medical support, space must 0 (0 %) 0 (0 %) 2(10%) 10(50 %) 8 (40 %)
2 be made for the provision of practical tools, resources
=} and exchange of information in healthcare practice.
(=
g Validation 2: Care-related choices should be made 0 (0 %) 0 (0 %) 0 (0%) 9 (45 %) 11 (55 %)
8 together with patients/clients in healthcare practice.
= Validation 3: In healthcare practice, space must be 0 (0 %) 0 (0 %) 0 (0 %) 9 (45 %) 11 (55 %)
g‘ made for offering a listening ear.
@ Validation 4: Healthcare professionals should take an 0 (0 %) 0(0%) 0(0%) 13 (65 %) 7 (35 %)
active role to coordinate care around patients/clients.
Validation 5: Care professionals should actively ask 0 (0 %) 0(0%) 0(0%) 6 (30 %) 14 (70 %)
patients/clients about what is going well, what is not
going well, and what their needs are.
Strongly disagree  Disagree Neutral  Agree Strongly agree
Statement 9: | know what self-management is. 0 (0 %) 0 (0 %) 1(5%) 15 (71 %) 5(24 %)
Statement 10: | have insights into self-management. 0 (0 %) 0 (0 %) 1(5%) 16 (76 %) 4 (19 %)
= Statement 11: | know what self-management supportis. 0 (0 %) 0 (0 %) 1(5%) 16 (76 %) 4 (19 %)
g Statement 12: | have insights into self-management 0 (0 %) 0 (0 %) 3(15%) 13 (65 %) 4(20 %)
% support.
q% Statement 14: | understand the importance of self- 0 (0 %) 0 (0 %) 0 (0 %) 11 (52 %) 10 (48 %)
g management support in healthcare practice.
g. Statement 18: | have knowledge of the fundamentals 0 (0 %) 0(0%) 7(33%) 10(48%) 4 (19 %)
5 of the SILCQ model.
o
o Statement 19: The learning program has strengthened 0 (0 %) 3 (14 %) 4(19%) 11(52%) 3(14 %)
a my knowledge of self-management and self-
% management support.
é' Statement 20: Every person is capable of engaging in 0 (0 %) 1(5%) 4(19%) 7(33%) 9 (43 %)
o self-management to some degree.
=
= Statement 21: Self-management is achieved in 0 (0 %) 0(0 %) 0(0 %) 9 (43 %) 12 (57 %)
: cooperation with your environment.
g Statement 22: Self-management is exclusively about 6 (29 %) 10 (48 %) 3(14%) 0(0%) 2 (10 %)
§ “doing it yourself.”
s Statement 23: Self-management goes beyond taking 0 (0 %) 0 (0 %) 0 (0%) 13 (62 %) 8 (36 %)
responsibility in medical care and treatment.
Statement 24: Self-management is an innate skill. 2 (10 %) 13 (62 %) 4(19%) 1(5%) 1(5%)
Statement 25: It is the role of healthcare professionals 0 (0 %) 0 (0 %) 2(10%) 11(52%) 8 (38 %)
to guide patients/clients to increase self-management.
Statement 13: | can illustrate self-management support 0 (0 %) 0(0%) 2(10%) 13(62%) 6 (29 %)
—  Wwith an example from healthcare practice.
=
= tatement 15: now in what specific ways | can 6 b A A A
g S 15: | ki i h ifi | 0 (0 %) 1(5%) 2(10%) 13(62%) 5 (24 %)
8 4. contribute to self-management support.
s g
o g_ Statement 16: | can explain to my environment what 0 (0 %) 0 (0 %) 1(5%) 16 (76 %) 4(19 %)
& = self-managementis.
-+
L
]
™  Statement 17: | can explain to my environment what 0 (0 %) 0 (0 %) 2(10%) 15(71%) 4(19 %)

self-management support is.

Left Column: Statements 7 - 17 and Validations 1 - 5
Top Row (Statements): Agreement Levels (Strongly Disagree to Strongly Agree)

Top Row (Validations): Importance Levels (Very Unimportant to Very Important)
Cells: Absolute counts with percentages in parentheses representing respondents’ distribution for each statement and validation
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Supplementary file 5: Behavioural outcomes

Left Column: Statements 26 - 35
Top Row: Agreement Levels (Strongly Disagree to Strongly Agree)
Cells: Absolute counts with percentages in parentheses representing respondents’ distribution for each statement and validation
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General discussion

The adoption of person-centred approaches, in which patients are actively involved, have
triggered a fundamental shift in healthcare delivery(1). The support of self-management by
healthcare professionals has become a vital part(54). Numerous interventions have been
developed to promote self-management support and, as a result, improve patients’ health and
welfare outcomes(48,49). However, the uptake by professionals remains a challenge. There are
several barriers to successful self-management support in healthcare practice, including lack of
awareness and knowledge of the role of healthcare professionals, the traditional consultation
model, lack of clear guidelines and models, and limited accessibility and applicability of
supportive interventions(55-57). A thorough understanding of complex dynamics within this
fieldis needed to improve the implementation of self-management support. In this thesis project,
we therefore explored how we can guide healthcare professionals to support people with
moderate complex care needs (referred to as ‘chronic patients’) to achieve adequate self-
management by providing comprehensive insights and usable strategies for primary care
practice. In this final chapter, we discuss our key findings, formulate recommendations and

present methodological considerations.
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Key findings

In the following pages, we elaborate on the key findings of our studies. An overview is presented

Changing chronic care

in Figure 1.

landscape emphasizes _ 3‘
o patients’ power S%e
£, » %% o
& Ly )
N 225
S O 8 %%
S .2
S o PO 2iw . 0
FELEE %%
FFESE =
SIESD. O %5,. 0 O
> ~°,g:°°~s GO

&  Self-management %~
support in primary

2 i 2
3 care practice s
CRC S
) L.\ / ,b-\(g;o
2, %0 % (O TR
RN C&&ES S
A0, N SR
%, %% % TEers
e 2.6 LELLSQ
2o o % ~ e'c>$<z:$
2 %% S ]
2, %%  Self-management Yy

support unfolds and
integrates through a
collaborative approach

Figure 1: Key findings self-management support in primary care practice

We begin by discussing the changing landscape of chronic healthcare (key finding 1). In addition,
we address the challenges of the diversity of self-management support interventions (key
finding 2). Next, we discuss the SILCQ-model for self-management support (key finding 3),
before delving deeper into this concept as a collaborative approach (key finding 4). We then shift
the focus on the need for behavioural change among healthcare professionals (key finding 5).
Finally, we discuss the added value of a multidisciplinary educational intervention on delivering

self-management support in primary care practice (key finding 6).
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1. Changing chronic care landscape emphasizes patients’ power

Through our research, we have gained a better understanding of the rapidly evolving landscape
of chronic healthcare. Previously focused on medical treatment, we now see a shift towards a
more biopsychosocial model that focuses on collaboration with the patient, referring to the
concept of self-management. This concept was explored in depth in our review to better
understand its characteristics and effectiveness (Chapter one). We identified a variety of
support interventions for chronic patients with a mixed picture of their impact. The diversity of
interventions not only reflects a dynamic healthcare landscape, but also emphasises the power
of the patient in their own care process. Building on this understanding, we explored in our next
step the concept of self-management support from the patient’s perspective (Chapters two and
three). We found that patients increasingly value autonomy, in which they themselves actively
participate in their care process. Chronic patients seek activities that give them a sense of
fulfilment, and our interviews illustrated the growing demand for self-management support and
person-centred care in modern healthcare systems. To highlight the other side of the story, we
then looked at the changing landscape of chronic care through the eyes of healthcare
professionals (Chapter four). Discussions with professionals showed that they too were moving
with these changes. We learned that healthcare professionals must now provide a coordinated
and holistic approach, with patients taking a more active role in their own care process. New
models that differ from traditional approaches need to be embraced. In addition, challenges of
implementing these changes were revealed, with potential resistance in practice and the need
for education of healthcare professionals (Chapter six). Also, professionals indicated that these
challenges are forcing them to be more innovative and flexible in their approach to care. It
requires rethinking of structures and practices to make healthcare more responsive to the

changing needs of chronic healthcare, while focusing on supporting self-management.

Our findings confirm previous research indicating a dynamic phase of transformation in chronic
healthcare(58). These changes are driven by the ongoing development of various initiatives with
the aim of improving quality of care while focusing on the person behind the patient(59,60). The
evolutions reflect a shared ambition to improve modern healthcare systems(61), shifting the
emphasis from a traditional medically-oriented model to a more emotionally and socially
oriented care approach(62). Such a holistic approach to care emphasises that patient wellbeing
is not limited to purely medical treatment(63). In a changing chronic care environment, joining
forces and promoting research that works closely with healthcare stakeholders is a crucial step
in increasing quality of care(64). Moreover, a shift towards active participation has been

observed, with patients increasingly involved in research(65). In line with our findings, patients
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value maintaining their independence, making their own decisions and having the freedom to
engage in meaningful activities(66). This highlights the increasing emphasis on self-management
in modern healthcare, where patients are active participants in their healthcare process. More
specifically, our findings reflect a shift towards shared responsibility as an essential element of
the changing healthcare landscape(67,68). Our identified barriers and enabling factors to self-
management support highlight the complexity of this transition and stress the crucial role of
healthcare professionals in this process. However, as we move towards more person-centred
care with a focus on self-management support, it is essential to involve and engage all the actors
in care(69). Therefore, our dyadic interview study focused on the role of informal caregivers in
the chronic care network, reflecting the broader literature on redefining informal caregivers as
partners(70). For these reasons, the further development of care practices requires an ongoing
effort to realise healthcare that puts patients and their needs at the centre, with all stakeholders

actively contributing to the changing landscape of chronic healthcare.

2. Thediversity of support interventions introduces challenges in chronic care

In the context of developing new care practices, the heterogeneity of self-management
interventions is evidence of a dynamic healthcare landscape. A review of these interventions
revealed a wide range of approaches and methods used to promote patient self-management
(Chapter 1). However, as well as providing opportunities, this diversity also has limitations, as it
is not possible to compare interventions or draw firm conclusions about the most effective
interventions within this wide range. Nevertheless, the review highlighted the wealth of
approaches to supporting patient self-management and provided evidence that there is no ‘one
size fits all' approach. This finding inspired the next steps in our research project, where we
deliberately chose to involve all stakeholders in the healthcare network in order to develop the

best possible intervention that would appeal to a wide audience.

Our review highlighted a number of concerns. These findings are consistent with previous
research. Most of these relate to the integration of evidence into healthcare practice. One
concern is that many interventions are underreported in literature. This was also explicitly
mentioned in a previous review aimed at providing an overview of integrated care interventions,
of which self-management support is a component(32). In addition, follow-up information often
seems to be missing, which calls into question the sustainability of the positive effects
achieved(71). Quality remains important, as some interventions lack methodological rigor. The
fact that only a minority of the included studies rely on a theoretical framework highlights the

need to strengthen the scientific underpinnings of self-management support interventions(72).
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In addition, the ongoing development of numerous initiatives points to a challenge within the
chronic healthcare landscape, namely the lack of overview and applicability(73). This highlights
the need to synthetize information and research, with the ultimate goal of drawing informed
conclusions and providing practical recommendations(74). However, the fact that such a variety
of approaches and tools have been developed in recent years illustrates creativeness and
innovation in healthcare(59). In addition, the diversity and variability of interventions highlights
the need to focus on personalized approaches when developing and implementing new
interventions. This should take into account both the individual patient and the healthcare
context(75). To create synergy, research needs to be synthesized and collaboration needs to be

encouraged.

3. The SILCQ-model emerges as a comprehensive framework for self-management support
In the search for synergy, literature analysis identified the need for a comprehensive approach
to self-management support, achieved through co-creation. We therefore conducted semi-
structured interviews with chronic patients and their informal caregivers (Chapters two and
three). By exploring their needs and experiences, we were able to identify and formulate
concepts to describe the key features of self-management support. Specifically, we learned that
five fundamental roles for healthcare professionals - Supporting, Involving, Listening,
Coordinating and Questioning (SILCQ) - are essential for engaging chronic patients in their own
care, referring to self-management. These roles have given rise to our SILCQ-model. The model
creates clarity and simplicity compared to other interpretation-sensitive models, which s crucial
for finding a common language and breaking down barriers. Despite existing practices and
training, SILCQ emphasises the need to get all healthcare actors on the same page so that they
can work together to support self-management. Reflecting on actions in practice within the
SILCQ-model constitutes peer supervision and provides a basis or starting point for using
specific tools, resources and interventions to support self-management. The model was further
refined following discussions with healthcare professionals in focus groups (Chapter four).
Through co-creation, the SILCQ-model was enriched with additional input from patients,
informal caregivers, health and welfare professionals and representatives of healthcare
organisations (Chapter five). This extension builds on the principle of co-creation, where
different stakeholders work together to refine the model and develop practical applications.
While there may not be a ‘definitive model’, the SILCQ-model continues to evolve and adapt to

ongoing input from different stakeholders.
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This process of co-creation is essential because, in line with the dynamic changes in modern
healthcare towards more collaborative approaches, itincludes valuable input from both patients
and healthcare professionals(64). The SILCQ-model therefore emphasizes the importance of
mutual engagement and collaboration rather than a unilateral approach(76). It shows that self-
management is a shared responsibility and that both patients and professionals need to
contribute actively(26). Furthermore, our model emphasises the need for a support system from
primary healthcare professionals for chronic patients, as self-management often depends on the
availability and effectiveness of this supportive environment(29). In addition, the model adds
value to existing frameworks and models of self-management support, which are sometimes too
complex, vague or theoretical and often do not take into account the input of end-users (i.e.,
patients, formal and informal caregivers). As a result, the implementation in practice is
challenging. The comprehensiveness of our model can also be seen in the explicit addition of the
letters ‘Q’ and ‘C’. More specifically, the ‘Q” component accentuates the questioning aspect of
support. This is important because listening and questioning are two different activities that in
practice are often separate actions and unfortunately often taken for granted(77). In addition,
the model emphasizes the act of coordination (‘C’), which is essential in the context of chronic
care, where several health professionals are usually involved(78). A notable feature of the
SILCQ-model is its focus on the emotional and social aspects of self-management support in
addition to the medical aspect. Our model confirms that care is more than just medical
interventions and emphasises the importance of emotional and social support in self-
management supportive processes(19). In addition, the SILCQ-model acts as a connecting
framework, making links with other models of care such as goal-oriented care, interprofessional
collaboration and shared decision-making. The potential for reinforcement and connection is
invaluable for the profound anchoring of self-management support in practice. In summary, our
SILCQ-model of self-management support provides a powerful framework that clearly defines
the role of healthcare professionals in facilitating self-management. Through peer supervision,
the model encourages self-reflection on the essential tasks of support, involvement, listening,
care coordination and questioning. This provides a common language and understanding that
enables care teams to work together more effectively and, after reflection, to implement specific
tools or interventions to address identified challenges. In this way, the SILCQ-model promotes a
proactive approach to self-management support, where patients’ active contribution in the care

process is facilitated by effective support from healthcare professionals.
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4. Self-management support unfolds and integrates through a collaborative approach

This collaborative nature of self-management was emphasized in our umbrella review, which
showed that a wide range of stakeholders are involved in the delivery of interventions (Chapter
one). Patients in the dyadic interviews enriched these findings by highlighting the value of
establishing a relationship with healthcare professionals to enable self-management of a chronic
condition (Chapters two and three). This relationship is represented by the SILCQ-model, with
each component reflecting an important aspect of collaboration and co-management between
patients and healthcare professionals. Furthermore, participants in our focus group discussions
also described the concept of self-management support as a collaborative approach, that is
additionally person-centred and starts with dialogue (Chapter four). Suggestions for action to
improve self-management support interactions between healthcare professionals and patients

confirmed this collaborative nature (Chapter five).

Consistent with other studies, our findings emphasise that strengthening this relationship is an
essential step in improving self-management support(33). However, it isimportant to stress that
collaboration is not limited to formal healthcare professionals. Other actors in the patient’s care
network, such as peers and informal caregivers, also play a crucial role in self-management
support(79). The complex nature of chronic care requires a comprehensive and well-
coordinated team around the patient(78). Each patient is unique and this influences the nature
and extent of involvement(24). There is no universal approach to self-management support and
it is important to focus on the needs and preferences of the individual patient(75). Our SILCQ-
model provides guidance for healthcare professionals to tailor self-management support to the
individual patient. The model is not a practical tool, but rather a tool for self-reflection and
awareness focussed on defining the ideal support based on the needs and wishes of the person
behind the patient. In terms of implementation in practice, the SILCQ-model suggests five basic
roles: supporting, involving, listening, coordinating and questioning. These roles serve as a guide
for building an effective relationship with the patient, promoting mutual engagement and
collaboration. The model places the patient at the centre of the care process, reinforces person-
centred care and emphasises that effective self-management support requires a collaborative
approach between the patient and their (in)formal network. It encourages discussion and co-
creation between healthcare professionals, patients and their networks, which is essential for
effective self-management support. Confusion about the terminology of self-management can
give the impression that all responsibility lies with the patient(19). This misunderstanding may
result in professionals minimising their role in promoting self-management. For this reason, our

emphasis is on the importance of clear models, such as our SILCQ-model, to raise awareness of
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what self-management support really entails and the roles of professionalsinit. It opens the door
todiscussion and co-creation, where healthcare professionals, patients and their networks work
together to achieve effective self-management support. As self-management requires the
commitment and involvement of many, creating effective collaboration is a crucial step towards
better chronic care(80). This collaborative approach unfolds when self-management support is

put into practice.

5. Optimising professionals’ behaviour is integral to effective self-management support

Our review findings and the insights from the interviews and focus groups highlighted the
complexity of translating self-management support into practice (Chapters one, two, three and
four). In this, we learned that there is a need for evidence-based, context-specific interventions
to increase the uptake of support. We therefore organised nominal group brainstorming
sessions to collect ideas for a theory-informed, contextually appropriate self-management
support intervention in Flanders (Chapter five). Although many ideas emerged, we found that a
significant number of interventions were not innovative. Despite promising results in small-scale
pilot projects, most of these projects seemed to have stalled at some point in the past and did not
fully deliver on their promises(81). The brainstorming sessions therefore revealed the important
insight that there is a need to focus on why previous interventions were not sustainable and how
to engage care professionals in new interventions in the long term. To answer this question, we
must shift our attention to behaviour of healthcare professionals. The in-depth analysis of
professionals’ behaviour was the starting point for the development of a new, innovative

intervention to support self-management in practice (Chapter six).

This intervention strategy is reinforced by findings in the literature. More specially, previous
research indicates that to enable self-management, we need to look not only at what patients do,
but also at what healthcare professionals do or how they behave(82,83). Therefore, behavioural
analysis of healthcare professionals is essential(84,85). This analysis should be broader than a
specific target group or care setting. It should include a holistic approach that includes
professionals from different disciplines and care settings. The goal should be to cultivate a
common mindset to actively support self-management. A paradigm shift is needed in healthcare,
where self-management support is no longer seen as an additional effort, but as an integral part
of care(86). Unfortunately, health professionals face challenges that make behaviour change
challenging, ranging from habits and practices to lack of knowledge, motivation, appropriate
resources and systematic approaches(42,87,88). Misunderstandings of terminology make it

even more difficult to establish supportive behaviour(19,26). It is therefore crucial to explore
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behavioural models that take these different barriers into account when analysing behaviour. In
this perspective, models such as the Theory of Planned Behaviour (TPB) and the Self-
Determination Theory (SDT) are particularly relevant(83,84). The focus of the TPB is on
perceived behavioural control, subjective norms and attitude since these three are crucial for
behavioural change(89). The SDT, on the other hand, targets intrinsic motivation and the role of
autonomy, competence and relatedness in determining behaviour(90). In addition, the COM-B
model addressing individuals' capacity, opportunity and motivation is of great value when
analysing behaviour(91). In our research project, we deliberately chose to examine behaviour of
professionals using this COM-B model as it can capture the challenges and factors influencing
behaviour in the complex landscape of self-management support. This model provides a nuanced
understanding and addresses not only habitual and practical aspects, but also issues such as
knowledge, motivation, appropriate resources and systematic approaches, providing a holistic

framework for our analysis(92).

6. Multidisciplinary education adds value to increase self-management support in practice
The need for new innovative interventions for self-management support in Flanders shifted our
attention to healthcare professional’s behaviour in healthcare practice. As a result, we
conducted a behavioural analysis using the COM-B model and applied the Behaviour Change
Wheel (BCW) framework to translate this analysis into the systematic development of a
practical intervention (Chapter six). Using the BCW framework, we identified two potentially
effective intervention functions: ‘education’ and ‘enablement’ of healthcare professionals. The
intended outcome was to induce a shift in the behaviour of healthcare professionals, fostering
increased adoption of self-management support practices. This, in turn, aimed to enhance the
effectiveness of support provided, leading to improved health and quality of life outcomes for
chronic patients. These two theoretical intervention functions of the BCW were translated into
apractical intervention through the development and delivery of a blended educational program
in multidisciplinary centres and community health centres. A comprehensive evaluation of the
program showed encouraging results (Chapter seven). First, the blended strategy combining
online education, real-life reflection and discussion opened up the conversation and suggested
that there may be a greater awareness of the importance of self-management support. In
addition, the reflective tasks appeared to contribute to participants’ understanding of their
practice, while the gaining knowledge of the concepts and their practical applications seemed to
potentially enhance motivation to support self-management. Although the methods we chose
did not allow for objective measurement of behavioural change in practice, our preliminary

evaluation in which professionals reported self-perceived results regarding behaviour after
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three months seemed promising. Specifically, participants described improved perceptions of

self-management support and their actions in practice.

The value of integrating education to improve healthcare quality is well-established in the
literature (93). Distinctively, our learning program deviates from previous self-management
initiatives in healthcare in several ways. First, the educational aspect is innovative, as previous
efforts have mainly focused on educating patients rather than healthcare professionals(94). In
addition, the flexibility with which participants could assemble the content of the interventionis
a strength, as a standard approach may not be suitable for different healthcare settings and
professionals. Unlike many other educational programs, participants could choose from a variety
of learning methods, including podcasts, videos and text-based materials. This approach fits well
with the reality of healthcare, where there is no “one size fits all”(75). Another distinguishing
feature is the foundation of this intervention, shaped by the voices of chronic patients (dyadic
interviews) and reinforced by insights from healthcare professionals (focus groups) and other
healthcare stakeholders (nominal group sessions). This approach ensured that the intervention
matched the needs and challenges in primary healthcare practice more effective and
efficient(64,80). Finally, the intervention’s unique quality lies inits rigorous development, guided
by an evidence-based framework. More specifically, the BCW provided us with a step-by-step
approach in order to bridge the gap between theoretical knowledge on self-management
support and its application in practice(92). Although we cannot make definitive statements
about sustainability at this stage, the use of such well-informed methodologies significantly
increases the likelihood of stronger and more sustainable interventions. However, behaviour
change is a complex process that requires time and repetition, and long-term effects require
further investigation(95). Nevertheless, we conclude that, based on the distinctive nature of our
program compared to other self-management support initiatives, is that educating health
professionals in multidisciplinary settings, as implemented in our blended learning intervention,
is a promising approach and first step towards more self-management support in primary care

practice.
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Overview of recommendations

Based on the above key findings, we make recommendations on strengthening self-management
support for research, practice and education in the next paragraphs. The integration of policy
recommendations is organically woven into the proposed recommendations and is not
presented separately. This provides a holistic perspective in which the policy dimension is seen

as an inherent and inseparable part of efforts to improve self-management support.

Research

Supporting self-management is a complex, multi-behavioural and dynamic process. Before
developing new interventions, there is a need for a more detailed operationalisation of the
concepts of self-management and self-management support. The use of comprehensible basic
models, such as the SILCQ-model, is very important here. Also, a crucial first step is to identify
promising components from previous self-management support interventions and integrate
them into new initiatives. This integration should not only be practice-oriented, but also have a
thorough research-based approach to ensure impact and sustainability. Synthesising relevant
studies, as demonstrated in our umbrella review, is essential to provide future researchers with
a clear overview and the necessary context for further research efforts. It is important that
future research does not just try to create a new synthesis, but rather builds on this existing
knowledge base. When conducting research, it is also important to involve all stakeholders. This
will help to develop tailored interventions, as a ‘one size fits all’ approach is not feasible. Future
studies should aim to include diverse groups, including chronic patients with limited or no social
networks, as well as informal caregivers. In particular, there is currently a lack of evidence-based
recommendations for self-management support specifically tailored to the latter group. When
developing interventions, researchers should use rigorous evidence-based methods to ensure
quality when translating research into practice. Specific examples of useful methods in this
context are the BCW or the MRC (Medical Research Council), which can both serve as a
framework for integrating effective components into new interventions in healthcare practice.
The BCW is suggested since we believe that rethinking and optimising interventions by linking
them to behavioural interventions can be an important step towards sustainability. A particular
focus of research could be to identify the most effective strategies for integrating behavioural
interventions into existing self-management support. In addition, standardisation of self-
management (support) terminology and measurement tools, with possibly the development of a
fixed set of outcomes, are crucial for comparison and evaluation. The use of existing patients’
measurement tools, such as the Patient Activation Measure (PAM), for self-management itself is

well known, but there is currently no generic tool for measuring support by professionals. A
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specific line of research could focus on identifying and improving measurement tools that can
accurately capture the quality of support by professionals. In addition, reporting of
interventions, including follow-up data, is essential to evaluate and improve their success. A
specific area of research could focus on developing guidelines for standardised reporting of self-
management support interventions. Finally, future research should focus on assessing quality of
life (QoL) as an essential parameter for incorporating patient feedback. A specific research
proposal could be to examine the validity and reliability of existing QoL measurement tools and

adapt them for use in the specific domain of self-management support.

Practice

To seamlessly integrate self-management support into daily care practice, we propose strategies
based on the understanding and application of the SILCQ-model. The SILCQ-model identifies
five fundamental roles for healthcare professionals - Supporting, Involving, Listening,
Coordinating and Questioning - that are critical for actively engaging chronic patients in their
own care, or self-management. An essential step in this integration is the targeted training and
education of healthcare professionals to understand and apply the SILCQ-model in daily
practice. This integration can be further strengthened by incorporating the SILCQ-model into
existing chronic care protocols and guidelines. For effective implementation of the SILCQ-
model, we first propose a self-assessment by healthcare professionals to test their own
behaviour against the principles of supporting, involving, listening, coordinating and questioning.
The results of this self-assessment serve as a guide for identifying gaps and barriers in the
application of the SILCQ-model. These barriers are seen as critical starting points for further
improvement and are essential to raise awareness. It is important to look for existing tools and
interventions that are specifically designed to address these identified gaps and barriers in
practice. An equally important recommendation for practice is to raise awareness among
professionals about the crucial role of informal caregivers. Here we suggest organising
workshops and training sessions that promote collaboration between formal and informal
caregivers. The implementation of communication protocols can facilitate the effective
exchange of information between these groups. Furthermore, to promote an integrated
collaborative approach, we encourage regular meetings between different care disciplines. In
this context, it is crucial to underline the need for additional efforts to engage the social sector,
including all welfare actors, as we have observed limited active participation. To make this more
practically feasible, an online platform could be developed where different professionals on
different care approaches, such as self-management support, could learn from each other

through case studies and experiences. Establishing structured protocols for collaboration and
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promoting interprofessional teams within healthcare institutions, where each team member has
a specific role in self-management support, can also strengthen this interaction. Additionally, a
fundamental change in recognising patients as active partners in the care process requires
awareness raising and training for professionals. Developing and implementing awareness
programs and incorporating training in patient-centred communication and shared decision-
making into practice can contribute to this change. Regular evaluation moments with feedback
from both healthcare professionals and patients are crucial to assess and continuously improve
the implementation of self-management support. To encourage practices to successfully
implement self-management support, we suggest sharing best practices and success stories to

inspire other healthcare professionals to adopt similar approaches.

Education

To significantly improve education on self-management support, we are advocating a
comprehensive approach based on our developed blended learning program for healthcare
professionals, which has already been piloted with promising results. Strategically designed to
support different learning styles, this educational program integrates online modules,
interactive workshops and practical exercises. To ensure optimal use and effective transfer of
knowledge, train-the-trainer sessions should be organised to empower educators and equip
them with the necessary skills. Itis important to recognise that the specific needs of healthcare
professionals at different levels of training require a nuanced approach. We therefore suggest
tailor-made modules for both undergraduate and postgraduate education. We also recommend
that the self-management support cases used in educational programs be tailored to the specific
level and context of the health professional (in training). This adaptation of case studies ensures
that learning materials are more relevant and applicable to the different levels of education. It
also contributes to a better transfer of knowledge and skills to daily healthcare practice. In
addition to the use of our blended learning program, other educational content can be developed
with the same intention to increase understanding of the concept of self-management support
and to promote awareness among (future) healthcare professionals. All these learning materials
should include the basic principles of the SILCQ-model and pay attention to its practical
application. Notably, our approach goes beyond the classroom and emphasises the integration
of educational content into daily practice. Collaboration between educational institutions and
healthcare organisations is essential to embed learning in practice. Furthermore, it is
recommended to promote collaborative learning environments that actively involve patients in
educational initiatives. Incorporating patient perspectives into educational programs can

provide a more holistic approach and ensure a comprehensive understanding among healthcare
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professionals. Active engagement of healthcare professionals in discussion and reflection is
central to our educational philosophy, which goes beyond traditional education. We advocate
guided interprofessional supervision where discussions are guided by the principles of the
SILCQ-model. Our research confirms the transformative potential of such interactive
discussions, which act as a catalyst for behavioural change in healthcare professionals. In our
commitment to sustainability, flexible learning pathways are essential to our educational
interventions. We avoid a ‘one size fits all’ approach and offer adaptable learning pathways to

ensure lasting educational impact.

Methodological considerations
This final discussion section provides a comprehensive overview of the methodological
considerations in our thesis project. We address key aspects related to the population,

intervention, outcomes and context of this research.

Population

First of all, it is important to note that the number of participants in the interviews, focus groups
and other parts of the qualitative research was rather limited. However, our ultimate goal was
to achieve saturation rather than a specific number of participants, which was achieved because
we reached the point where no new information emerged each time. Also, there is a need for
reflection on the decision to use the same sample for patient interviews. While this method
ensures consistency in comparing different aspects of the study and facilitates participant
engagement in the research process, it does result in a smaller pool of participants, potentially
affecting the depth of the findings. Nevertheless, the validity of the findings has been
strengthened through subsequent validation steps involving different stakeholders in the
healthcare system. This iterative process ensures the robustness and representativeness of the
conclusions. In addition, interviews were conducted with patients in the presence of their
informal caregiver. This may raise some concerns about possible social desirability or power
dynamics in the responses. However, we emphasise that informal caregivers added value by
lowering the interview threshold and also provided valuable insights into self-management
(support). Another notable limitation is that our sample of chronic patients may have consisted

of the most accessible patients, which may have introduced some bias.
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However, by following the definition of patients with complex care needs operationalised by
Iglesias et al. (2018)(96) and adapted to include the most vulnerable patients!®, we aimed for
diversity in complex care situations. In addition, we aimed to include the voices of the most
vulnerable patients through professional representation in the focus groups, which allowed us
to include insights from those who may not otherwise have been physically present. In addition,
the relevance of our findings to the wider chronic patient population, particularly those with mild
or severe psychiatric conditions, needs to be considered. Our initial interviews excluded
psychiatric conditions due to specific data collection requirements. However, to gain insight into
the applicability of our approach across the chronic patient spectrum, the SILCQ-model derived
from our study was integrated into a learning program for healthcare professionals who also
treat patients with psychiatric conditions. Discussions with participants in these programs
revealed interestinginsights, suggesting that the basic principles of the SILCQ-model have wider
applicability and relevance beyond a specific subset of chronic patients. Also, another reflection
to mention is that chronic patients were generally under-represented in the brainstorming
sessions. This was a deliberate choice, as the focus at this stage was on co-creating an
intervention with healthcare professionals rather than patients. In moving from patients to
healthcare professionals, a notable additional limitation should be mentioned. Specifically, we
observed that not all professional disciplines were involved in our learning intervention, despite
our efforts to ensure broad representation, as our recruitment strategy included several
multidisciplinary approaches (by contacting healthcare networks and patient organisations).
GPs and nurses were strongly represented, but a wider involvement of social sector disciplines
could have provided more holisticinsights. However, we strongly believe in the concept of cross-
fertilisation between disciplines, where one discipline can offer insights and ideas to another. We
believe that this cross-fertilisation took place sufficiently, as evidenced by the survey results and
the discussions at the final workshop of our learning program. Not only in our intervention, but
also in the research project as a whole, we note an under-representation of certain research
participants, particularly from mental health services. We believe that this is not so much due to
a deficiency in our inclusion criteria, but rather to the individual willingness of participants to
take part in frontline research, as we recruited widely among health and social care

professionals. To increase the representation of participants, both patients and healthcare

15 Chronic patients in the interviews had to meet all the following criteria: (1) aged 18 years or above, (2) suffering
from a single severe chronic condition or two or more stable chronic conditions (defined as multimorbidity), and (3)
receiving support from at least three primary healthcare disciplines, in addition to the support of an informal
caregiver. To reach out for the vulnerable populations, the patients had to meet one of the following additional
criteria: (1) taking four or more different medications related to their chronic condition(s), (2) demanding a higher
need of care, (3) living in a low socio-economic situation, (4) estimated to have limited or low health literacy, or (5)
tending to need more care according to at least one member of their primary care team(96).
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professionals, we suggest targeted efforts such as outreach programs, targeted communication
with relevant (patient) networks and organisations, and explicit emphasis on the importance of
social caredisciplinesin supporting self-management. Identifying specific missing disciplines and
patients and actively involving them in future research can increase the value of different

perspectives.

Interventional strategies, frameworks and methodologies

Our research was shaped by the decisions we made regarding the formulation of our research
guestions and the selection of methods to answer these questions. These questions were
designed to gain a comprehensive understanding of self-management support and the
experiences of all those involved in the care process, guided by an exploration of the research
area and the aim of filling knowledge gaps. In order to gather a wide range of perspectives, we
used a variety of methods. These methods were deliberately chosen for their ability to elicit
nuanced insights and broad perspectives. Through this methodological diversity, we aimed to
gain a holistic understanding of self-management support, including its challenges and

opportunities.

Our research methodology led to the SILCQ-model, the result of an iterative process which has
its foundations from interviews with patients and their informal caregivers. A phenomenological
approach enabled us to gain in-depth insights into the concept of self-management support.
However, it is important to note that we start from our chosen definitions and concepts of
chronic patients, self-management and self-management support. This influenced the
interpretation of the phenomena we studied. In our case, our findings and conclusions were
formed in the context of the Flemish health care system with a specific focus on chronic patients
in the home environment. For the definition of self-management, we followed Barlow’s holistic
definition to get a comprehensive understanding from the interviews(21)1%. After the
interviews, the SILCQ preliminary model was further examined and strengthened through
interactive focus groups with a diverse group of healthcare professionals. Additionally, the
model underwent further discussion and refinement in brainstorming sessions with healthcare
professionals, healthcare organisations and patients. This co-creative process resulted in a rich
and contextually relevant framework. Despite the careful development of the SILCQ-model,

some limitations must be acknowledged. The model remains at an abstract level and cannot be

16 Self-management in chronic disease is defined as “the individual’s ability to manage the symptoms, treatment, physical
and psychosocial consequences and lifestyle changes inherent in living with a chronic condition. Efficacious self-management
encompasses ability to monitor one’s condition and to effect the cognitive, behavioural and emotional responses necessary to
maintain a satisfactory quality of life. Thus, a dynamic and continuous process of self-regulation is established”(21)
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directly translated into a practical tool. Instead, it acts as a conceptual tool for critical analysis of
self-management support behaviour by healthcare professionals. It does not offer specific steps
for daily use, but encourages peer supervision and identification of challenges in practice. While
it provides insight and clarity, the simplicity of the model can be somewhat daunting for
healthcare professionals challenged by complexity. These limitations highlight the importance
of guidance and implementation in practice. In our case, the SILCQ-model served as the
cornerstone of our intervention, a blended learning targeting healthcare professionals’
behaviour. To bridge the gap between theory and practice, we opted for a pilot intervention
design in multidisciplinary centres and community health centres. We deliberately chose not to
conduct a pre-post study, as such an approach would not be justified given the lack of precedent
for this type of intervention in the field of self-management support. Our primary focus was on
evaluating the impact of the intervention on real outcomes in the field, rather than comparing
participants’ skills or competencies before and after the intervention. Therefore, we used
Kirkpatrick’s method to assess reaction, learning and behaviour targeted by the learning
intervention. Finally, in the broader perspective of this doctoral research, we should emphasise
that our research project is not an implementation study as the title might suggest. More
specifically, our research project represents the essential first step towards the implementation
of self-management support in healthcare practice. The first pilot study, using the Kirkpatrick
model, provided (first) experiences into responses, learning effects and self-perceived
behavioural change. An additional study should be designed to explore the effectiveness of the
intervention. Observational studies can provide in-depth insights into the practical application
of learned skills, while longitudinal studies and quasi-experimental designs can assess long-term
effects and specific aspects of the intervention. This varied approach will provide a holistic
understanding of behaviour change and integrates quantitative, qualitative and long-term
outcomes. We emphasise the need for a step-by-step approach, with thorough evaluation and

optimisation at each stage leading to sustainable implementation in the future.

Outcomes

Our review study initially focused on measuring QoL. However, this was not the main outcome
of our intervention. Our blended learning focused on changing professionals’ behaviour
regarding self-management support. The rationale for choosing QoL in the review as an outcome
to measure effectiveness of interventions was based on the desire to stay as close as possible to
(the person behind) the patient. Therefore, we chose to capture the impact of self-management
on patients’ daily lives by using QoL as a valuable patient reported outcome throughout the

patient’s journey(97,98). Our choice was also further underpinned by the need to look beyond
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medical outcomes, as self-management encompasses much more than just the medical
aspect(19). On top of this, the importance of QoL was demonstrated in our qualitative dyadic
interview study which showed that patients have anintrinsic desire to take up a more active role
in their care, referring to self-management, with the aim of improving their QoL. Although our
intervention focused on behavioural change in the caregiving population, we believe that the
effect of this behavioural change will ultimately be reflected in patients’ QoL. Therefore, we
consider behaviour an essential intermediate outcome and the evaluation of QoL as the essential
first step in future research so that we can investigate how changes in healthcare professionals’
behaviour result in improvements in patients’ QoL. While we recognise that there are many
other important outcomes of self-management, such as satisfaction, engagement, and so on,
there was a consistent thematic line in our research that led us to seek to improve QoL in the
context of chronic care. As we did not conduct additional literature reviews for these other
parameters, we encourage future researchers to conduct more extensive research on these
additional outcome measures to gain a broader understanding of the impact of self-management

support.

Contextual factors

This thesis project is part of the Primary Care Academy, which results in an emphasis on the
specific context of Flemish healthcare, and more specifically Flemish primary care. This means
that our findings and intervention are specifically tailored to this environment. They reflect the
needs, challenges and opportunities of primary care in Flanders. Nevertheless, we believe that
our results are not only applicable to Flemish primary care, as the principles of chronic care and
self-management support (included in the SILCQ-model) are universal. We would say that our
research and its outcomes transcend national borders and sectors of healthcare, including
primary, secondary, and tertiary care. Consequently, we believe that our findings contribute to
a broader enrichment of healthcare practice. However, the specific healthcare context needs to

be taken into account when developing new interventions(73).

202



General discussion

Conclusion

This thesis project deeply explored the complex world of self-management support within the
context of chronic care. Table 1 summarises briefly what the thesis adds to existing knowledge.
The development and implementation of the SILCQ-model through an educational learning
program for primary care professionals resulted in an important contribution to bridge the gap
between theory and practice. However, our research is only one crucial step in a much larger
journey towards the implementation of self-management support. It will require ongoing
adaptation, expansion and refinement of the foundations from our research to facilitate self-
management support and to achieve the ultimate goal of improving the quality of life for people

with chronic conditions.

Table 1: Thesis insights vs existing knowledge

What was already known? What does this thesis add?

To achieve better healthcare, we need to put
patients first and focus on self-management to
achieve better healthcare.

Self-management and self-management
support are complex concepts, with multiple
models elucidating their principles.

Self-management is realized through effective
patient education.

Existing interventions temporarily contribute
to improved self-management.

Emphasis that self-management depends on effective support from
healthcare professionals and that highlights the central role of
healthcare professionals in guiding and facilitating the self-
management process.

The SILCQ-model offers a response to the challenges of
complicated models and provides an accessible framework for self-
management support, bridging the gap between theory and
practice. In addition, the model serves as the foundation for peer
supervision, a crucial aspect of change.

Effective self-management begins with the education of
professionals on self-management and self-management support.
Discussion and reflection should always be at the heart of this
education and different learning strategies should be implemented.

Sustainable implementation of interventions requires a change in
the attitudes and behaviour of the ones delivering support, namely
the healthcare professionals.

As we navigate the complex landscape of chronic care, this research reminds us that progress is
only possible by working together with all stakeholders in care to bring about meaningful
change. We therefore believe that the findings and experiences in this thesis will inspire further
research, dialogue and collaboration, and ultimately contribute to the full potential of self-
management support in healthcare. The journey continues, and it is through collaborative
efforts, an unwavering commitment to person-centred care and the promotion of self-
management support that we can truly make a difference to the lives of people with chronic

conditions.
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Personal statement to end with...

“As our knowledge continues to evolve, | believe that developing new tools to support self-
management and refining existing methods is only half the battle. A profound shift in our mindset as
healthcare professionals is imperative. Existing tools may even not be useful yet.

To make real progress, we must first take a step back and critically reflect on our behaviour as
healthcare professionals in practice, especially regarding self-management support.

The foundation of self-management support needs to be reconsidered not only technologically, but
more importantly, conceptually. It begins with looking at the patient and interventions with a different
perspective, as they otherwise may not be effective. A change in mindset is the key to the success of
self-management support.”

- Lotte Timmermans
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Summary

Background

In a rapidly changing landscape of chronic care, there is a significant shift towards person-
centred care, where patients are actively involved. With this evolution, self-management
support by healthcare professionals has become a crucial part of healthcare. Despite the
development of numerous interventions to promote self-management and thereby improve
patients’ health and well-being, practical implementation remains challenging. These challenges
are compounded by several barriers to the effective implementation of self-management
supportin healthcare. Barriers such as lack of awareness and knowledge of the role of healthcare
professionals, adherence to traditional consultation models, lack of clear guidelines and models,
and limited accessibility and applicability of existing support interventions require thoughtful
solutions. This thesis project therefore specifically explores how healthcare professionals can be
guided to support patients to achieve adequate self-management. A deep understanding of the
complex dynamics within this areain the Flemish primary care context is essential to effectively

improve the implementation of self-management support.

Methods

This thesis used a stepwise, evidence-based approach to explore and strengthen self-
management support in primary care practice. First, an umbrella review was conducted to map
the existing literature and provide a comprehensive overview of different self-management
support interventions, their characteristics and their impact on patients’ quality of life (QoL)
(Chapter 1). Second, a phenomenological-hermeneutic study provided insights into the
experiences of patients and their informal caregivers, so called dyads, in relation to primary care
and self-management support (Chapters 2 and 3). Based on these findings, a qualitative
approach was used to develop a preliminary conceptual model describing self-management
support in primary care practice. In addition, a qualitative focus group study provided deeper
insights into healthcare professionals’ experiences of self-management support and enriched
our model (Chapter 4). Third, we gathered all available knowledge to co-create an intervention
with input from all stakeholders to strengthen self-management support in practice, using
nominal group sessions (Chapter 5). These sessions generated insights that led us to the next
crucial step: a comprehensive analysis of healthcare professionals’ behaviour in relation to self-
management support (Chapter 6). We used the Behaviour Change Wheel (BCW) to design a
practical intervention, which we then piloted in multidisciplinary health centres. In the final
chapter, we examined the outcomes of the developed intervention using the Kirkpatrick

framework (Chapter 7).



Summary

Results

In Chapter 1, the umbrella review of self-management support interventions provided a multi-
faceted overview, the diversity of which presented both opportunities and challenges. This
diversity highlighted the richness of approaches, but also the complexity of not being able to
adopt a ‘one size fits all’ approach to self-management support. In Chapter 2, our findings from
the dyadic interviews showed that patients seek autonomy and active involvement in their care
process, illustrating the growing demand for self-management support and person-centred care
in modern healthcare systems. By exploring patients’ needs and experiences of self-
management support in Chapter 3, we learned that five basic roles for healthcare professionals
- Supporting, Involving, Listening, Coordinating and Questioning (SILCQ) - are essential to
engaging chronic patients in their own care, with reference to self-management. These roles
have led to our SILCQ-model. In Chapter 4, this model was refined following discussions with
healthcare professionals in focus groups. These caregiving population described self-
management support as a collaborative approach that starts with person-centred dialogue. In
Chapter 5, ideas for strengthening self-management support were brainstormed in nominal
group sessions with all healthcare stakeholders, based on input from the previous research
parts. Due to the large number of ideas, it was not possible to reach a consensus. The sessions
emphasised the importance of innovation and sustainability in self-management support,
revealing the need for behaviour change among healthcare professionals. Chapter 6 presented
an in-depth analysis of self-management support behaviour using the COM-B model within the
BCW framework. This analysis led to the identification of two potentially effective intervention
functions: ‘education’ and ‘enablement’ of healthcare professionals. As a result, we developed a
blended interactive educational program for professionals in primary care practice. The final
chapter (Chapter 7) provided insights into this program, which was piloted in eight different
multidisciplinary health centres in Flanders. It suggested potential improvements in perceptions
of self-management support and greater motivation among healthcare professionals. In
addition, participants reported self-perceived improvements in their supportive behaviour in

practice.
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Summary

Conclusion

This thesis contributes to the growing understanding of self-management support by
highlighting that the success of self-management depends on effective guidance from healthcare
professionals who play a central role in facilitating the self-management process. The SILCQ-
model addresses the challenges of complex models and provides an accessible framework for
self-management support that bridges the gap between theoretical concepts and practical
application. It not only serves as a guide for self-management support in practice, but also forms
the basis for peer supervision, a crucial aspect of change. In addition to good understanding and
evidence, this thesis emphasises that sustainable implementation of self-management support
requires changes in the attitudes and behaviours of healthcare professionals. This can be
achieved through educational blended strategies. By focusing on discussion and reflection,

combined with the use of different interactive learning materials, greater impact can be gained.
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