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If we work together
We can do it better

This thing called research

This endeavour. 

Simon Denegri (2014)1

1  Part of the poem from Simon Denegri as published in Intensive Care Medicine (2014)
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SUMMARY

Introduction 
Our health research system is under pressure. Patients and other knowledge 
users have expressed concerns, as newly produced knowledge and drugs often 
do not address their needs. In addition, many research findings are not accessible 
to people who need to make decisions about their health. On the other hand, the 
research community experiences difficulties with finding research participants. 
Those who are eligible to participate in clinical trials often decline due to public 
mistrust and study inconvenience. Low participation rates can lead to bias, delays 
in bringing new technologies and therapies to market, and increased costs. 
Research that aims to solve health problems, needs to be appropriate, accessible, 
and valuable for end-users. 

In the health research system, decisions have traditionally been made by academics 
and medical scientists and the system is therefore characterised as being ‘supply 
driven’. There has been a growing call to engage patients in decision-making in 
health research to move towards a more needs-oriented research system. Since 
the 90s, patients in many settings have been involved in various phases of the 
research cycle. Over the past decade, government agencies across the world have 
formalised the concept of patient engagement and implemented initiatives to 
support the transformation from a supply-driven towards a more needs-oriented 
research system. 

Despite global efforts to promote and support patient engagement in research, 
institutionalising this remains difficult. Consequently, patient engagement is not 
yet ‘business as usual’. Adding a new actor (patients) in decision-making processes 
about health research can be characterized as an innovation in the research system. 
Therefore, we have built on system innovation theory - described in Chapter 2 -  
which highlights that for system change a wide range of actors need to change 
their routines, norms, and values, to mainstream new practices. Changing the role 
of patients (also becoming research partners) as well as their power (involvement 
in decision-making processes) requires a radical change in the research culture, 
structure and practice. What is not known is how to best facilitate new practices 
and enhance cultural and structural embedding.

This thesis aims to understand and enhance the embedding of meaningful patient 
engagement in health research decision-making processes, to contribute to a shift 
towards a more needs-oriented health research system. We hypothesised that 
infrastructures are needed to facilitate the embedding of patient engagement. 
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We formulated three sub-questions, based on the needs of individuals and 
organisations implementing patient engagement:

1. How to facilitate connections between researchers and patients? 
2. How to facilitate competence building for meaningful patient engagement?
3. How to facilitate collective learning and strengthen patient engagement 

practices?

Methods 
An innovative characteristic of this thesis is that we worked with dominant actors of 
the health research system (research funders, pharmaceutical companies, medical 
scientists) and people with less power in the system but with expertise in living 
with or caring for someone with a health issue. The principles of transdisciplinary 
approaches - see Chapter 3 - were applied in the studies, such as mutual learning 
between stakeholders and knowledge co-creation. We followed a participatory 
research approach by actively involving various actors in the research decision-
making process. The studies were conducted as part of two real-world initiatives 
that aim(ed) to facilitate the change towards a more needs-oriented health 
research system. 

The first initiative concerned Canada’s Strategy for Patient-Oriented Research 
(SPOR), initiated by the Canadian Institutes of Health Research (CIHR). An essential 
component of this strategy is to build capacity for patient-oriented research, 
through training and career development opportunities. SPOR established 
provincial and territorial hubs to facilitate patient-oriented research through 
SUPPORT Units, Evidence Alliance, and the Canadian Data Platform. 

The second initiative concerned the Patients Active in Research and Dialogues 
for an Improved Generation of Medicines (PARADIGM) initiative, co-led by the 
European Patients’ Forum (EPF) and the European Federation of Pharmaceutical 
Industries and Associations (EFPIA). The objective of PARADIGM was to develop 
processes and tools for implementing patient engagement and a set of metrics to 
measure its impact. 

Results 
We identified and implemented three enabling strategies for system change: (1) 
matchmaking support for connecting stakeholders; (2) training to facilitate com-
petence building; and (3) monitoring and evaluation to facilitate collective learn-
ing. As part of these strategies, we built infrastructures to support patient engage-
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ment, such as recruitment services and training facilities, as well as a monitoring 
and evaluation framework, as a stepping stone towards an monitoring and evalu-
ation facility. The findings of this thesis are summarized per strategy.

Matchmaking infrastructure for connecting stakeholders
Due to the historic systemic features – described in Chapter 2 – there are seldom 
any connections between researchers and patients. Rules and regulations prohibit 
direct contact with patients to prevent ethical problems related to drug promotion. 
Stakeholders expressed that they experience difficulties in finding patient partners. 
Therefore, we looked for ways to facilitate connections between researchers and 
patients. Chapter 4 reports on recruitment strategies and infrastructures that can 
facilitate connections between stakeholders.

We identified three matchmaking infrastructures. One is on a case-by-case basis, 
the others involved directories where projects were posted and could be found 
by patients and researchers, or a third party matched patients with research 
projects. Infrastructures available to researchers and patients vary by country, 
province and/or context. In addition, four categories of recruitment strategies 
were identified and described in Chapter 4: (1) social marketing recruitment; 
(2) community outreach recruitment; (3) health system recruitment; and (4) 
partnering recruitment. Furthermore, we found that there are many influences on 
finding, selecting and retaining patient partners: patient characteristics, the local 
setting, the opportunity, work climate, education and support. At NL SUPPORT, 
we decided to offer ‘matchmaking’ services (following the third-party model) using 
multiple recruitment strategies to create a diverse pool of patient partners.

The matchmaking infrastructure resulted in more awareness among actors about 
the limited relationships between researchers and patients and the structural 
elements that hinder these connections. Matchmaking infrastructures save 
researchers time, resources and stress and thereby reduce some of the barriers 
to patient engagement. In practice, numerous relationships emerged through 
matchmaking services. In addition, we found that the attitude of researchers towards 
patient engagement changed during the collaboration. Matching infrastructures do, 
however, not necessarily result in the engagement of a diverse group of patients.

Training infrastructure to facilitate competence building
The literature suggests that capacity and competence building can accelerate 
change at an individual level. Chapter 5 describes the development of a national 
training curriculum to support people with engaging patients in research or 
becoming involved in research. 
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The curriculum was designed and delivered by a diverse group of people with 
different lived experiences and relevant expertise. It was decided to develop three 
modules: (1) Introduction to Patient-Oriented Research; (2) Fundamentals of Health 
Research in Canada; and (3) Building Partnerships and Consolidating Teams. A 
unique characteristic of this curriculum is the co-learning format. It was decided that 
the curriculum should model the environment and interactions in the real world, 
to help individuals see how their knowledge and experience differs from other 
individuals. Therefore, classes included individuals from all stakeholder groups – 
patients, researchers, health professionals and health system decision-makers. 

Our findings suggest that a co-learning model stimulates reflexivity and relational 
learning in practice. We noticed that actors who attended co-learning training 
sessions began to understand different sources of knowledge (e.g. scientific, 
professional, experiential) and the value of patient engagement. We found that the 
co-learning format exposes actors to other perspectives and thereby stimulates 
reflection on assumptions and values. Similarly, course developers and facilitators 
learned from each other and broadened their perspectives on concepts, knowledge 
and skills needed for patient-oriented research by co-producing and co-delivering 
the curriculum. We observed that participants, developers and facilitators built 
relevant knowledge, skills and attitude for patient engagement. Stakeholders’ 
attitudes towards building partnerships, mutual trust and shared value evolved. 
Furthermore, co-learning was found to be a catalyst for building relationships. 
Although a learning infrastructure was created, the structural embedding of 
training, and in particular co-learning, is less evident, as most programmes are 
offered as add-on modules and are not integrated into existing programmes.

Monitoring and evaluation tools to facilitate collective learning
The system innovation literature suggests that capacity for change is best built 
via networks and learning by doing. Collective learning can be considered as an 
expansion of individual learning taking place at a group level. It aims at building 
reflexive capacity by unpacking routines and shaping new practices with diverse 
actors as described in Chapter 2. Monitoring and feedback mechanisms are 
commonly identified strategies to stimulate collective learning and can lead to 
enhanced patient engagement. In both case studies, we encouraged stakeholders 
to collaboratively design, implement and use monitoring and evaluation to 
strengthen patient engagement practices. Chapters 6, 7, 8, and 9 focus on metrics, 
methods and tools for monitoring and evaluation to facilitate collective learning 
between actors. 
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We found that the value of patient engagement varies depending on the 
stakeholder group and the metrics of interest differ accordingly. Furthermore, we 
found that a participatory evaluation approach was helpful to decide on ‘what’ is 
being measured to answer questions relevant to local contexts. It was a challenge 
to find appropriate measurement tools; available tools vary in quality, do often 
not measure the metrics selected by stakeholders, and are mostly designed by 
researchers. Our findings suggest that a single questionnaire will not be able to 
capture the complexity and impact of patient engagement. We concluded that at 
that time the available metrics and methods are of some use in measuring impact 
but are not sufficient to understand the pathways to achieving impact, nor assess 
whether interactions between researchers and patients lead to change. Therefore, 
we co-developed an evaluation framework by reflecting on what different actors 
perceive as value. 

The framework presented in Chapter 8 represents the diverse perceptions on 
the value of patient engagement and is thus sufficiently stable to be used in the 
system while allowing flexibility to serve different communities and settings. We 
found that patient engagement practices differed widely in what they aim to 
achieve, which hindered standardisation of metrics. We concluded that there is 
no ‘one-size-fits-all’ set of metrics appropriate for every organisation or initiative. 
Therefore, we developed a tool that can be tailored to the context, including 87 
metrics and 15 contextual factors. The framework tool encourages individuals 
to reflect on organisational contexts and stakeholders’ perceptions to produce a 
meaningful set of metrics for those involved. 

We observed some cultural change; actors began to understand different 
perspectives on the value of patient engagement and ways of measuring this. 
Shifts were seen from predominantly impact-oriented evaluation approaches 
towards monitoring the process and progress over time. The structural 
embedding of monitoring and evaluation itself is less evident, as most companies, 
research institutes, and (patient) organisations lack the capacity, resources, and 
expertise needed for evaluation activities, impeding them from learning from and 
advancing practices. We argue that more supportive structures (e.g. platforms 
for collaborative monitoring, evaluation and learning) are needed to further 
foster collective learning and meaningful engagement. Our findings suggest 
that participatory evaluation approaches can stimulate collective learning on the 
practice, and the shared value, of patient engagement, and ultimately strengthen 
practices when feedback loops are implemented.
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Conclusion
The objective of this thesis was to understand and enhance the embedding of pa-
tient engagement in health research. We conclude that matchmaking infrastruc-
tures can facilitate the embedding of patient engagement by enabling connections 
between researchers and patients. We argue that it is important to address short-
falls in the existing infrastructures and acknowledge the patient perspectives that 
are missing. Furthermore, training, as part of a learning infrastructure, can facil-
itate the embedding of meaningful patient engagement, particularly when using 
co-learning models, but requires resources to experiment in practice. Integration 
within existing educational and organisational structures is needed to create a 
sustainable learning infrastructure. Monitoring and evaluation can enhance the 
embedding of patient engagement through feedback loops, provided it includes 
a participatory and reflexive approach. The evaluation framework developed with 
the PARADIGM consortium provides a tool to facilitate conversations between 
stakeholders about objectives of engagement and meaningful metrics. Further-
more, the framework provides a structure to understand the process of change. 
We found, however, that more work is needed to embed this structure in organi-
sations to allow reflexivity and ensure collective learning to integrate meaningful 
engagement. This thesis concludes with suggestions of strategies to further facil-
itate the embedding of patient engagement and possible metrics to track change 
over time (Chapter 10). Through the research conducted for this thesis we aimed 
to inspire and support the shift towards a more needs-oriented health research 
system. By collaboratively changing the research culture, structure and practice, 
we can create a system that co-produces knowledge that can be used for better 
health. 


