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Abstract

needs were identified.

in the field of survivorship.

Background There is an increasing number of cancer survivors, including children, adolescents, young adults, indi-
viduals of working age, and the elderly, within the Belgian and European population. Yet, survivorship care and reha-
bilitation are often treated as an afterthought in care organisation. This not only directly affects the quality of life

of survivors and carers, but also puts the sustainability of the healthcare and social security systems at risk.

Methods We analysed the ongoing Europe Beating Cancer Plan (EBCP) to identify the actions supporting survivor-
ship (care) developments, then compared their weight in the EBCP to the other domains of cancer control. Following
this analysis, and comparison with related ongoing projects, and current infrastructure in Belgium, several unmet

Conclusion To better address these unmet needs, we recommend that Belgium incorporates survivorship care

and long-term follow-up in clinical guidelines and care pathways, and considers including indicators related to
cancer survivorship in the planning and design of quality insurance schemes, including certification of comprehen-
sive cancer centres. Furthermore, we suggest further investment and support for research and knowledge exchange

Keywords Cancer survivorship, Survivorship care, Quality of life, Quality of care

Introduction
The prevalence of cancer survivors is growing every year
(around 3% per year), and is now estimated at over 12
million survivors in Europe, with about 300.000 child-
hood cancer survivors [1]. The five year survival rates for
all cancers combined is 71% for the 2014—18 period in
Belgium [2].

Cancer survivors experience a wide range of prob-
lems related to physical and mental functioning, includ-
ing symptoms such as fatigue and pain, sexual problems,
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issues related to body image, distress, fear of recurrence,
in addition to cognitive, social and physical functioning
[3].

Improvements in prevention, diagnostics and treat-
ment are key elements for cancer control, leading to
increases in survival. However, relative to the medical
and technical developments, there is less focus placed on
adequately addressing the plethora of challenges associ-
ated with cancer survivorship.

In spite of relative recent attention attributed to sur-
vivorship, the work that remains is colossal [4, 5]. It is
urgent to address these challenges to ensure high quality
long-term care and quality of life for cancer survivors.
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Methodology

The issue overview, gaps, and recommendations were
identified in a participative manner with Belgian Europe’s
Beating Cancer Plan (EBCP) Mirror Group on Survi-
vorship. The group consists of more than 50 members,
with representatives from patient organizations, NGOs,
hospitals, professional organizations, registries and
universities.

Building off evidence-based recommendations on sur-
vivorship from the Joint Action CanCon [6], the Belgian
EBCP Mirror Group on Survivorship [7] developed con-
crete recommendations to improve survivorship care in
Belgium. They did so by reviewing the 42 actions of the
EBCP and assessing these actions for opportunities to
address cancer survivorship issues. They then compared
the actions in EBCP and the evidence based recommen-
dations from CanCon with current open calls and/or
ongoing projects at the EU-level in which cancer survi-
vorship is addressed. Synergies with the Belgian context
were then identified and the extent to which the EBCP
projects could benefit to the Belgian Handbook for Sup-
portive Care were assessed (Table 1). The main objective
of this work was to identify the challenges hindering the
rehabilitation and the quality of life of cancer survivors.

Issue overview

Survivorship has often taken a back seat to other ele-
ments in the patient pathway. Treatment toxicities, physi-
ological and psychosocial (late) effects, overconsumption
of drugs and drug interactions, management of comor-
bidities, etc., should be at the heart of survivorship ini-
tiatives in Belgium, but also at the EU level. Survivorship
remains important for the entire Belgian and EU popula-
tion; from youth, to people aged over 65 years. The lat-
ter remains particularly important as while Europe is an
aging continent, most Member States do not consider
survivorship care as a necessity in public health care
systems.

In 2017, under the framework of the Joint Action Can-
Con, EU experts worked together to develop evidence-
based recommendations to improve the integration of
cancer survivorship and rehabilitation in national cancer
control programs [8]. In addition to these recommenda-
tions, the Mirror Group’s review of the EBCP actions,
and discussions of opportunities for survivorship in Bel-
gium, resulted in four priority proposals:

I. Creation of a national cancer survivorship portal
to improve the ‘information and communication’
among professionals and patients

II. The development of a generic cancer survivorship
care pathway (SCP) and the setup of a recovery
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convention, ensuring equal and high-quality survi-
vorship care for all cancer patients

III. A pilot of the SCP and research efforts for its moni-
toring and evaluation

IV. Development of local networks of oncological
aftercare

The submission of these recommendations for action
to the Ministry of Public Health and the underlying dis-
cussions led to the decision to start with the development
of a Handbook for Cancer Supportive Care [9].

In the following parts of this policy brief we will (1)
examine the extent to which the activities in Belgium and
in the EBCP address the areas for development, and (2)
present recommendations for persistent gaps that are not
currently addressed.

Survivorship in the EBCP: results from a gap analysis

We screened the 42 actions of the EBCP on their oppor-
tunity and relevance to address cancer survivorship.
Three out of the 42 actions of the EBCP directly address
survivorship. Chapter 6 of the EBCP, ‘Improving the
Quality of Life for Cancer Patients, Survivors, and Car-
ers, includes the most initiatives related to cancer survi-
vorship. The first of these actions is the flagship ‘Better
life for cancer patients, which focuses on the develop-
ment of the Cancer Survivor Smart-Card (34.1) and the
creation of a framework for data storage and exchange
(34.2). The second is action 35, which foresees the devel-
opment of a code of conduct for access to financial ser-
vices, which can be regarded as a step back compared to
the Right to be forgotten. The third is action 36, which
concerns the legal frameworks of the work conditions for
cancer survivors and their social security status. It should
also be noted that the terms ‘survivors’ and ‘survivorship’
also appear in chapters 5.1 on ‘delivering higher-quality
care’ (for the creation of an EU network of expertise), 5.2
on ‘ensuring a high-quality workforce’ (for the training of
the health workforce), and 8 on ‘putting childhood cancer
under the spotlight’

Twelve other actions were identified that could poten-
tially have an impact on cancer survivorship. This offers
considerable room for manoeuvre, and to highlight
the topic of survivorship in future projects and work
programmes.

The following table presents the aforementioned
actions, their potential impact for survivorship, the possi-
ble impact of the action on survivorship care, followed by
a presentation of the existing infrastructure in Belgium,
and the gaps between the objective of the action and the
infrastructure in Belgium. This final column details the
gaps and is the basis of the policy recommendations pre-
sented in the subsequent section.



Page 3 of 6

(2024) 82:143

Mbengi et al. Archives of Public Health

S3IPNIS SSAUDAIIDIYD-1S0D pue
SUOIIUSAJSIUI JO 1USWIO|ASP 21 01
pa1e2IPapP 3q PINOYS S1IOYD IO
us1

10610} 99 01 1ybL Y1 Bunusws|dw
6107 AW Y197 J0 88103 [eA0Y BYL

uopewlojul [eposoydAsd Jo [edisAyd
S, JOAIAINS J0JUOW pue J1sI6al 0}
3|qe|IeAR 3B SPI0I3I DIUOIIDID ON

sKkemyied pazijeuos
-1ad Ul dIYSIOAIAINS JO UOISN|DUL Y|

S9SSe|D Ul 1ybnel S| A10ay3 Jaramoy
1UlD 12949 91e| Ul YIYs e 4o syualied
1B2160]02UO0 YIIM H40M 21inbas 10U op
ABoJ0dUO Ul suonezije1dads

SISpuUNy Jo
epuabe oy 1e 1nd aq 01 spasu winib
-19g Ul y21easal dIYSIOAIAINS JoduURD)

sawuweib

-014 318D [P21HOJODUQ JO SIseq
[e63] 83 ul 21D dIYSIOAIAINS (WD)
-buoy) 01 parejas sjuswaiNbal oN

uonewlojul parepdn pue 1ybu syl
Bulpuy sannoyjip 1odas ajdoad pue
SIOAIAINS J9DUED 01 paidepe 10U S|
uoneibaulRl YoM Joj ueld 3g sy

diysIoAIAINS 10}
winiB|ag Ul WiaisAs uoleuliojul oN

1

-Ued 1948 ALY O} Pa1ejal SaNsst 3y}
pue3sIapUN 03 3 Ul PaULIOad
U994 dARY SIIPNIS [RIIASS

610¢ 92uls wnibjag ul pa1usw
-9|dwi 1 u91I0BI0) 3G 01 YO Y|

odssed diysIoaAINS 3y Jo
uonoNposIUl 8yl Joj 10]id e st alay |

dIysIoAIAINS J3DURD SSaIppe
Way} JO 3UOU INQ 350Je 3 Ul SIAN
-B}UI SUPIpaW pazijeuosiad Auepy

39 ur diysIonIAInS
J195Ued Joj Bujulel) PasIojeA ON
wnibjag ul
4oJeasas dIYSIOAIAINS JDUED IO}
SOAIIR[}UI PR1BUIPIO0D [PUOIB3I 10
[BUOIIRU OU S| 219U} ‘22I0pyse] diys
-IOAIAING € sey OINSY oYl 3IYM
"SUOIINIASUL DY) Ul
SOIUIP dIYSIOAIAINS, 318310 0}
PapIRAP ApUsdal SgHO SWOS

suonNIAsuUl

11241 Ul $21uld dIYSIOAIAINS, 218310 O3
PapIdAP AjJUDIDI SdDO dWOS

(dD0)

weiboid aled [ed160j0duU0, paziubo
-D21 2q 01 suaWUINbal [ewulN

(oyI2ads Jadued Jou S| Inq)
AR 3215 (WI21-buo)) Ul syusned Jo
uoneibaulal oY1 Joj ueld sy

=2in1dnJisedjul oN

pulobup

bulobup

pujobup

pauiels bulyioN

pauie1s bulyloN

\Y2ieasal Uad
-ued 10} epuabe d1631e13s (13 BY3 UO
diysioainins ind Ne'NYONN

dIysIoAIAINS O}
pa1e2IPap SI 951149dx7 JO YIOMISN
V[ 943 Jo abexoed yiom auQ

Jfemyied
$10M-01-UIn1a1/dIYSIOAIAINS
Sassalppe INED f a3 JO ¥sel auQ

6,C0C

-1202 1om e A1394es pue yieay uo
ylomawes) o16a1eA1s N 3y

D3 sy ul

PIPN|DUI SI SIOAIAINS JO )1 JO Al
-lenb 1o dIysIOAIAINS ‘[eAIAINS
J95Ued 01 pale|al e1eP OU ApUaLIND

M LY Hoddns 01 suonn|os [ednoeld

700 pue
uoneIbauIRI WI-Buo| arocidw|

uoleisibal a1ed pue
spaau diysIoAIAINS JO JusWRA0IdW|

Spasu uol}
-eljigeyal ay3 a1edidiue o) papasn
Bulleys sbpajmouy pue

as3Jadxa a1e|De) pue uonel|iq
-eyal pue aJed d|YSIOAIAINS Ul S|e
-uoissajoud Jo Buluresy ay1 aunsug

sepuabe

2Jeasal N3 pue [euoleu ay3 uo
SIOAIAINS JO 31| JO Aljenb pue a1ed
diysioninins 1oy aoeid e ainsuj

dIYSIOAIAINS UO 251149dXa 21eYS

uonel|igqeyas pue
2182 dIYSIOAIAINS J9DURD Ul
SODD 10y saniebolid Jo uoisnppu|

3ouUBUIUIRW COf pUB J2DUBD YIM
SIIoM Jo uondalold ay) 1oy
siseq |ebaj bulpuig Jo uoisnpu|

SAOM-01-UIN3ai
‘UoIIeY|IqeYD) 01 SSaD2€ ‘aled diys
-JOAIAINS JO Aljenb ay3 ‘SIOAIAINS JO
10D 31 JO3UOW 0} SI0RDIPU|

Siom 03 uinjay

S9IAISS |eIDURUY O] SSo20k e

ENED)
|enbig 1ualieq Jadued) ueadoing

pIRD-1IBWS JOAIAING J2DURD)

SUPIP3|A UOISIDaIg Uo diysiauiled

wwelboidsbuiurely Ayeidads-1a1u)

(NS'NVINN) 19oued
pueIsIapUN 01 dAReIU| uesdoing

SHIOMIDN 2DU124Y J20ULd MIN

(s)2nUaD
J22UeD) dAISUSYRIdWOD) [euoleN

/202-120¢ Ylomawel dibaiens
yijeaH pue A1a4es jeuonedndnQ

,190UeD) UO 211U 3Bp3ajMouy,

L9t

13

[4723

L'ye

I'Le

14

S¢

[4Y4

e

€l

539 ui sdeo jualsisiag

pagul
Sa1)AIdR/RINNIIsRIHUL BUnSIXT

,diysioaiains buipnpui
s329foi4d Buiobuo 10 pauue|d

PEILA)
diysioninins uo ydedwi 3|qissod

euonoe Jo aaneniul ‘diysbey sayy uondy

OM] 3} Udam1aq sdeb ay3 pue ‘winib|ag Ul ainidniiseljul paiejal pue (a1ed) diysioaiains oy 1oedul] [elzuaiod J1ayl pue suolide 4dHg3 Jo isl| p1dass oyl | ajqer



Page 4 of 6

143

(2024) 82

Mbengi et al. Archives of Public Health

Jpd-zeor

-SND04-NI[e-19-A1ej0s-d113 aAneIul-ueadoing-e-na~ NYINN/L0/£20Z/speojdn/iualuod-dm/naruedsun//:sdny 'zz0z 19qWaAoN A19A0SIJ J9oue) UdNYD puelIsIapun 0l aAnelu| ueadoing e ‘na’NYINN ‘|e 19 '3 A1ejos |
\muuu.upoluxquOu.mr_u.C_.mv_h0>>umclr_ugmmmm._uvcm.mhmu|>u

1lenb-ybiy-03-ssadde-a|geinba-gdm/na yijeaypyauetd//:sdiiy 'sHJD) JO IXSIUO0D Y3 Ul YI0MIDU Yd1edsal 1 a1ed Aljenb-ybiy 03 ssady 3|qennb3 g4 'sa41ua) 19oue) aaisuayaidwo) Jo Y1o0MIaN ueadoin3 uo uoldy Jujofr y
N3

=WoNREZE0DA L Z0TZS:XTTID=1N¢/4Ad/LXL/NI/3Ua3u0d-[eha|/na'edoinaxa|-1na//:sd1iy iom jo pliom Buibueys e ul yieay pue A1a4es jeuonnednddQ £Z0Z-1Z0T Y10M e K19)es pue yijeay uo sjomawely d16a3elis N3 ‘[euy
€2€ (LZ0Z)WOD uo1bay Y3 JO 9a1IWWOD Sy} PUE 391IWWO)) [BID0S PUe dlwouod] ueadoing ay} ‘|IDUno) 3y} Jusweljied ueadoing ayl 03 UOISSILUWIOD) 3] WO UOHEIIUNWIWOD "L ZOZ dUN( 8 "UOISSIWOD) ueadoing g

IVLOL=U81HOWTTV=pul;A13unod-Ag-|001-e1ep/N3"ed0INS"D9DI['Sd

enbaul-1adued//:sdy :jool elep A1sibay saljenbaul sadued ueadoing 431U Yd1easay wior nia,

SUOI1EPUSWIWIODAI MO[3 31 JO SIseq a1 wioy sdeb asay] ‘wnif|ag ul a1n1oniisesjul uaiind pue s1aafoid HBuiobuo ay) uaalb ‘uoiide ay) 01 palejas winblag ul 1sixa [1s eyl sdeb sy sjie1dp uwn|od siy] 5

wnib|ag ui 3de(d buiyel uonde syi 01 pajejal s1oafoid Buisixs Aue sjtelap uwnjod siyj
diysioninins pue uoide syl 01 pajeai syd9foud Bulobuo Aue sy saqLIDSIP UWN[OD SIY] 5
2103 dIYsIOAIAINS UO sey uode 3y3 1oedwll 3|qIssod S SIGLIISIP UWN|OD SIY| o
diysioninins 01 parejal dJg3 ayi Jo uonode o diysbeyy syl saquIsap uwinjod siy| ,

payioddns sie saAleniul

1U9231 2WOS Yybnoyie ‘buiyde [11s si
218D J3dUPrd 150d pooyynpe 01 pooy
-pIIYy> Woly uonisuell paziuebio uy

JusW

-dojanap Japun S| ualp|Iyd 10§ 31ed
|erosoydAsd aziuebio pue poddns
1391199 01 UOIIUSAUOD e 10} 123(0ud v

A12100s
2JeDUBd 9Y3 JO $393(0id JUIRHIT  SYAVD JO 10D 2A0IdUll 01 SHIOYS pue SIOAIAING
uado aie sjjed [eloAdS  uolesadood [euolieusuel) anolduw| 192UBD) YINOA JO SIOMISN N3 Iy

539 ui sdeo jusisisiag

p3gul
sa1MAIdR/RINNIISRIHUL BUnSIXT

,diysioaiains buipnpui q1es
s1>3foud bulobuo Jo pauueld  diysioaiains uo 1dedwl 3|qissod  uolde Jo aaneniul ‘diysbeyy syl uondy

(Panuiuod) L 3|qel


https://cancer-inequalities.jrc.ec.europa.eu/data-tool-by-country?ind=ALLMORT&ft=TOTAL
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:52021DC0323&from=EN
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:52021DC0323&from=EN
https://crane4health.eu/wp8-equitable-access-to-high-quality-care-and-research-networks-in-the-context-of-cccs/
https://crane4health.eu/wp8-equitable-access-to-high-quality-care-and-research-networks-in-the-context-of-cccs/
https://uncan.eu/wp-content/uploads/2023/01/UNCAN_eu-a-European-Initiative_Eric-Solary-et-al_IN-FOCUS-2022.pdf
https://uncan.eu/wp-content/uploads/2023/01/UNCAN_eu-a-European-Initiative_Eric-Solary-et-al_IN-FOCUS-2022.pdf

Mbengi et al. Archives of Public Health (2024) 82:143

Policy recommendations

The EBCP funded projects and programs are still ongo-
ing and the overview provided in this policy brief is not
comprehensive. Cancer survivors are not forgotten in the
EBCP and several chapters include them in some extent.
In Belgium, several initiatives related to survivorship
have been identified. However, unmet needs among can-
cer survivors are still numerous [10]. In this section we
detail our recommended actions to overcome the chal-
lenges associated with these unmet needs.

First, through our analysis, it is clear that high quality
survivorship care and its organization are side-lined in
chapter 5 (high standards in cancer care). This creates
unnecessary partitioning between survivorship care and
the diagnostic and treatment phases. Even information
systems and monitoring between diagnostics and treat-
ment, and survivorship seems to be the purpose of an
distinct initiative (flagship 8). This does not lend to the
integration of survivorship care in future care organiza-
tion developments. This sends a wrong signal to health-
care authorities and professionals. Given that more
cancer patients will survive in the future, Belgium and EU
countries should implement best practices, and include
survivorship care in their clinical guidelines as well as in
their care pathways.

Second, at both Belgium and EU levels, the scarce
attention given to survivorship in the projects addressing
the organization of cancer care, represents missed oppor-
tunities to integrate survivorship care in standardized
care pathways. This is of tremendous importance as the
criteria and indicators being developed, such as those for
the certification of comprehensive centres, will exclude
survivorship care and rehabilitation from their scope.
Health authorities and administrations must pay atten-
tion to the provision of indicators related to cancer sur-
vivorship when planning and designing quality insurance
schemes, including certification of centres.

Third, although recently cancer patients are benefitting
from better treatments and care organization, the organi-
zation of supportive care is lacking, for various reasons
[10]. There is a need to ensure that cancer patients and
survivors also benefit from innovations, just as patients
under treatment do. In that vein, support is required to
foster more research and knowledge exchange, to con-
front the lack of evidence in many areas of survivorship.

In conclusion, cancer survivorship care remains an
afterthought in care organisation, as if it were an add-on.
Given the increase of cancer survivors, their unmet needs
may put the sustainability of healthcare and social security
systems at risk, and more importantly, their wellbeing and
social inclusion. The underlying glaring inequity between
survivorship and other cancer care domains is not accept-
able and decision-makers should concentrate the efforts in
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subsequent work programs to get back on track to guaran-
tee quality of life and access to high-quality survivorship
care for the 12 million European cancer survivors and their
relatives.

Abbreviations

EU European Union

EBCP Europe’s beating cancer plan
QoL Quality of Life

SCP Survivorship care pathway
JACanCon  Joint action on cancer control
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