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Abstract

Rights, preferences, needs and expectations of patients and citizens can only be respected and addressed if they are
well understood. As such, a continuous, systematic and formalised dialogue between patients, citizens and policy
makers is required to ensure ethical and socially appropriate cancer prevention, diagnostics, treatment and care.

Relying on donations and project-based funding is not a sustainable way to ensure patient involvement and repre-
sentativeness in policy. Patient organizations need long term, structural support to fulfil their role as patient repre-
sentatives and support network in order to deliver the best possible service and to play their role as a professional
representative of their disease-specific community.

Inequalities can only be tackled if they are properly identified. This requires the definition of appropriate determi-
nants fit for (inter)national comparison and extension and linkage of good quality data registries for cancer that allow

the monitoring these inequalities.
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Background

Introduction

The objective of this policy brief is to outline the major
activities and initiatives related to patient and citi-
zen engagement in cancer care, analyse and detail the
remaining gaps and their consequences, then conclude
with key recommendations for policy and decision-mak-
ers to improve the status quo. This brief is not a literature
review or a new study, but it represents the perspective of
different actors on the optimal use of patient and citizen
engagement in Belgium based on the experience of sev-
eral ongoing European projects.
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Methodology

This brief, including the key activities, persistent gaps,
and recommendations is the result of a participative pro-
cess, including group meetings and workshops with the
Citizen and Patient Engagement Belgian-EBCP Mirror
Group and patient organizations. During these meet-
ings and workshops, perspectives were gathered on the
current state of play, added value of ongoing Belgian
and European projects, and, building on the former two
points, persistent gaps in patient and citizen engagement.
These discussions were analysed to develop the following
policy brief.

The working group currently consists of more than 50
members, with representatives from patient organiza-
tions, NGOs, hospitals, industry, professional organi-
zations, research institutes, registries and universities.
A full list of members can be found on the correspond-
ing tab of the stakeholder mapping accompanying this
document.
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Main text

Issue overview

In many national and international funding programs,
including the EBCP and the EU4Health programme,
patient and citizen engagement is considered as an
important part of new projects. This is a step in the right
direction, but it needs to be complemented by a sustain-
able strategy to involve patients and citizens structurally
and continuously. This is particularly true as cancer con-
cerns the entire population; all individuals are suscep-
tible to cancer, and the entire population is affected by
screening, vaccination and prevention programs. Moreo-
ver, cancer care is a societal challenge that touches upon
many sensitive topics such as reimbursement of expen-
sive drugs, the use of genomic information, behaviour
change, surveillance, data protection, merging therapeu-
tics and research and even the very definition of what
it means to live a good or healthy life. Such challenging
topics require the engagement of patients and citizens to
determine what our values are.

Disease-specific patient organisations support patients
and their families by better understanding their disease
and by helping them navigate and use the healthcare
system. In this way, patients are more engaged in their
treatment process, receive better support and have both
better health outcomes and higher satisfaction of their
treatment.

Patient and citizen engagement is essential to prevent
‘shadowboxing’ between health professionals, policy
makers and targeted populations. When concepts like
privacy, consent, control, health, risk, care, survivor-
ship, dignity, etc. mean something different to each of
these parties, it is possible for everyone to fully intend
to respect each other’s rights and preferences and do the
exact opposite. Each stakeholder has by definition a dif-
ferent perspective and will have a different view on pri-
orities, gaps and best practices. Without a continuous
dialogue, perspectives may not align; this way we would
revert back to twentieth century strategies, like unidirec-
tional awareness-raising campaigns, persuasion and top-
down behaviour change campaigns that do not work for a
twenty-first century public.

Projects, gaps & policy recommendations

GAP: citizen engagement in health data management & use
The Healthy Data (TEHDAS) project aims to discuss
with citizens about the ethical, legal and societal implica-
tions of the creation of the European Health Data Space
(EHDS) and how they want to be involved in its govern-
ance. The Health Data Agency is a new federal health
data governance institute that aims to streamline the pri-
mary and secondary use of health data in Belgium and
the implementation of the EHDS. This project identified
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what citizens themselves believe to be the main ethi-
cal challenges of secondary use of health data and what
their role should be in data governance within the EHDS
framework.

With the TEHDAS project, an online communication
campaign covering social media, newsletters, blogs, mail-
ing lists, etc. supported by partnering patient organiza-
tions and civil society groups reached nearly 2 million
individuals were put in contact with informative materi-
als about the secondary use of health data. All informa-
tional materials invited citizens to share their opinion on
a free form online deliberative platform. 6000 citizens
contributions were gathered, mainly from Belgium, the
UK and France where the leading institutions were based.
This showcases that dialogue between citizens and deci-
sion-makers on contentious subjects to improve policy is
possible with engagement efforts. A qualitative analysis
of these citizens voices was used to construct 12 specific
policy recommendations for the EU [1].

However, even though the current EHDS proposal
explicitly refers to the need for stakeholder and patient
engagement, organized by the national health data
authorities and health data access bodies, no guidance
has been given for how this should be accomplished.

Policy recommendation—improve citizen participation

in health data

A continuous dialogue between patients, citizens and
policy makers is required to ensure ethical and socially
appropriate cancer prevention, diagnostics and care.
Rights and preferences can only be respected if they are
well understood, preferably by cancer type. Bottom-up
approaches to understand rights and preferences also
help avoid technology driven conversations, in which
rights and preferences of citizens may be lost.

In order to achieve this, we propose building a govern-
ance framework based on citizen’s values. For example,
in France, citizens are actively involved every 7 years in
a fundamental review of the law on Bioethics and policy
makers need to respond to their input in open parliamen-
tary sessions [2]. This governance framework is necessary
as citizens are both the source of the data and the ulti-
mate users (individual and societal benefit) of the EHDS.

Policy recommendation—address inequalities

through improved data use

Currently, existing health data are not used effectively.
When looking by type of cancer, inequalities, difference
in outcomes and best practices within Belgium become
immediately clear and can be remediated. National and
regional registries need to be able to collect, store and
link data on cancer prevention, diagnosis, treatment,
care organization, as well as survivorship to identify
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inequalities and their determinants. Decisions on when
and how to address inequalities are more challenging
for national registries that face limitations in data col-
lection, linkage and the creation of data dashboards by
type of cancer, ... If such registries and data collection are
defined at the European level (e.g. the European Cancer
Inequalities Registry), then it is important that these can
be tailored to be fit for purpose at national and regional
levels. Such data and dashboards would also facilitate
patient organisations in addressing these inequalities
through their work, alongside other health system actors.

GAP: patient & citizen involvement by design

Within the Joint Action on Networks of Expertise
(JANE), the goal of the transversal task force on patient
involvement is to design strategies and methods to
involve patients by design in the new European networks
of expertise on cancer. The methods designed in the
JANE project could produce case studies that improve
our understanding of how to strengthen this. Addition-
ally, the new networks of expertise in cancer facilitated
by JANE will be designed with structural patient engage-
ment in mind. This will empower patients and inspire
new collaborations, which can make care more relevant,
adapted, and sustainable, while also improving overall
quality of care in the health system.

Currently in Belgium, there are no formal structures
that facilitate the engagement of patients in discussions
held by networks of expertise. The willingness to increase
participation has been stated frequently, but no frame-
work has been established to indicate who should partici-
pate, when, at what level, and for what purpose.

Examples of patient involvement in design of projects
is present elsewhere. For example, at the EU level patient
organisations participated in the design of the care path-
way for colorectal and pancreatic cancer (iPAAC). With
the current collaboration models, patient organizations
play a role and are co-designing cancer care and research,
with hospitals [3]. Such collaboration and coordination
across patient organizations and NGO’s about cancer
exists infrequently in Belgium.

Moreover, patient organizations operate largely inde-
pendently from healthcare professional networks in
oncology. They are rarely involved in the design of can-
cer policies or research, but often consulted after the fact.
The consequences of delayed and diminished participa-
tion may be diminished trust, increases in health inequal-
ities, and care offered that is not adapted to needs, with
decreased quality of care experienced by patients [4, 5].
This includes important non-clinical aspects like nutri-
tion, physical activity or access to social services.

The one ‘patient organization’ does not exists. There are
many types that all strive to achieve different purposes.
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To achieve good governance in this domain does not
imply a strive towards unification or harmonization,
but a strategy that allows the harvesting of the wealth
of experiences and approaches and the facilitation of
collaboration.

Case study—building on citizen engagement initiatives

for cancer genomics

The CAN.HEAL project combined results from various
citizen engagement initiatives with the legal framework
designed within the BIMG project to create a trustwor-
thy data environment for secondary use of health data in
a cancer genomics data space. Results from iPAAC, the
‘My DNA, everybody’s business’ citizen forum, and the
DNA debate (all organized by Sciensano) give a clear
indication regarding the Belgian population’s attitude
towards the use of genomic information in healthcare.

Using the above engagement approaches, citizens’ val-
ues will be respected in policies on genomics use, and in
turn this will help increase public trust, improve under-
standing of genomics in cancer (benefits and risks) and
support for the investment in and implementation of
genomic technologies in oncology. As consequence,
this may contribute to the more successful roll-out and
scaling-up of the use of such technologies to improve
efficacy of care in Belgium. At the European level, CAN.
HEAL will help identify ethical, legal and societal chal-
lenges that other stakeholders do not, but that are rel-
evant to determine the acceptability of certain practices
and technologies.

Despite these advances on engaging with citizens on
sensitive topics such as genomics, results from citizen
engagement initiatives, even when they produce clear
policy outputs, are rarely really taken into account when
new policies are designed [6, 7].

Policy recommendation—improve involvement of patient
organizations in care and care organisation

Most patient organizations need further financial and
technical support to contribute to bridging the gap
between scientists, health professionals, policy makers
and the patient, and even the general public. There are
not enough incentives for patient organizations to par-
ticipate in steering groups, patient committees, think
tanks or other projects with high relevance for govern-
ance. Without their participation relevance of policies,
and their smooth uptake will decrease. The way of involv-
ing patient organisations should be co-constructed with
patient representatives or patient experts, to develop a
culture and framework where participative methods are
implemented by design.

Abbreviations
CANHEAL  Building the EU cancer and public health genomics platform
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EBCP Europe’s Beating Cancer Plan

EHDS European Health Data Space

iPAAC Innovative Partnership for Actions Against Cancer
JANE Joint Action on Networks of Expertise in Cancer

NGO Non-governmental organization

TEHDAS Towards the European Health Data Space (Joint Action)

About this supplement

This article has been published as part of Archives of Public Health Volume 82
Supplement 1, 2024: Coming together to fight cancer: a series of policy briefs
taking stock of the implementation of Europe’s Beating Cancer Plan (EBCP) in
Belgium” The full contents of the supplement are available online at https://
archpublichealth.biomedcentral.com/articles/supplements/volume-82-suppl
ement-1.

Authors’ contributions
All authors contributed in writing the manuscript. All authors read and
approved the final manuscript.

Funding

WVH and GS are funded by « Convention entre I'lNAMI et Sciensano pour le
financement de la recherche de soutien politique sur les méthodes de con-
tréle du cancer en Belgique (art. 22, 21°) (2012-2025)». The funding agency
did not play a direct role in the conceptualization, design, data collection,
analysis, decision to publish, or preparation of the manuscript.

Availability of data and materials
Not applicable.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publications
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Received: 10 July 2023 Accepted: 12 August 2024
Published online: 26 August 2024

References

1. Menager K, Maddocks J, Mathieu L, Richards R, Saelaert M, Van Hoof W.
TEHDAS consultation: Citizens support the secondary use of health data
when it matches their ethical values. Brussel: TEHDAS Consortium Part-
ners; 2023 Mar. Available from:https://tehdas.eu/results/tehdas-consultati
on-citizens-support-the-secondary-use-of-health-data-when-it-match
es-their-ethical-values/.

2. CCNE. Rapport de synthese du comité consultatif National d‘éthique ;
Opinions du comité citoyen. 2018. Bruxelles: CCNE; 2018. Available from:
https://www.ccne-ethique.fr/sites/default/files/2022-05/Rapport%20de%
20synthe%CC%80se%20CCNE%20Bat.pdf. Cited 2023 Apr 23.

3. iPAAC. Patient pathways for Comprehensive Cancer Care Networks.
Available from: https://www.ipaac.eu/news-detail/en/59-patient-pathw
ays-for-comprehensive-cancer-care-networks/. Cited 2023 Apr 2.

4. O'Mara-Eves A, Brunton G, Oliver S, Kavanagh J, Jamal F, Thomas J. The
effectiveness of community engagement in public health interven-
tions for disadvantaged groups: a meta-analysis. BMC Public Health.
2015;15(1):129.

5. Brunton G, Thomas J, O'Mara-Eves A, Jamal F, Oliver S, Kavanagh J.
Narratives of community engagement: a systematic review-derived
conceptual framework for public health interventions. BMC Public Health.
2017;17(1):944.

Page 4 of 4

6. Degeling C, Carter SM, Rychetnik L. Which public and why deliberate?-A
scoping review of public deliberation in public health and health policy
research. Soc Sci Med. 1982;2015(131):114-21.

7. Francoise M, Frambourt C, Goodwin P, Haggerty F, Jacques M, Lama ML,
et al. Evidence based policy making during times of uncertainty through
the lens of future policy makers: four recommendations to harmonise
and guide health policy making in the future. Arch Public Health.
2022;80(1):140.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.


https://archpublichealth.biomedcentral.com/articles/supplements/volume-82-supplement-1
https://archpublichealth.biomedcentral.com/articles/supplements/volume-82-supplement-1
https://archpublichealth.biomedcentral.com/articles/supplements/volume-82-supplement-1
https://tehdas.eu/results/tehdas-consultation-citizens-support-the-secondary-use-of-health-data-when-it-matches-their-ethical-values/
https://tehdas.eu/results/tehdas-consultation-citizens-support-the-secondary-use-of-health-data-when-it-matches-their-ethical-values/
https://tehdas.eu/results/tehdas-consultation-citizens-support-the-secondary-use-of-health-data-when-it-matches-their-ethical-values/
https://www.ccne-ethique.fr/sites/default/files/2022-05/Rapport%20de%20synthe%CC%80se%20CCNE%20Bat.pdf
https://www.ccne-ethique.fr/sites/default/files/2022-05/Rapport%20de%20synthe%CC%80se%20CCNE%20Bat.pdf
https://www.ipaac.eu/news-detail/en/59-patient-pathways-for-comprehensive-cancer-care-networks/
https://www.ipaac.eu/news-detail/en/59-patient-pathways-for-comprehensive-cancer-care-networks/

	Policy brief Belgian EBCP Mirror Group patient and citizen engagement
	Abstract 
	Background
	Introduction
	Methodology

	Main text
	Issue overview
	Projects, gaps & policy recommendations
	GAP: citizen engagement in health data management & use
	Policy recommendation—improve citizen participation in health data
	Policy recommendation—address inequalities through improved data use
	GAP: patient & citizen involvement by design
	Case study—building on citizen engagement initiatives for cancer genomics
	Policy recommendation—improve involvement of patient organizations in care and care organisation


	References


