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2nd Amendment Update

Elements to include

‘ . Resilience replacement
« QoL Cluster change
« AUH / AU Affiliated Entity
« ALP Status change
« 14.4 lead change
« Correct inconsistencies between WPs description and
recapitulative tables at the end of the GA
« Add in-kind for ICO, CLB and CHUSE
« Adjust ICO’s budget
« Add a publication line in CHUA's budget




Resilience Update

Handover continuation

« Licence Ownership Agreement for the contents: in revision

« Resilience updated their claimed costs according to the CE's
feedback (PR1: 227 628,74€ + PR2: 70 447,06€ = 298 075,80€)

« 6 TERA of contents will be provided to the Coordination Team in a
hard drive within the next 2 weeks - a work group will need to be
constituted to revise them

« CHUA will launch a public procurement to identify the service
provider who will take over the contents’ finalisation and
production
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e-QuoL Project

WP2: State-of-the-art and Specification

e-QuoL Monthly Meeting
7 October 2025, Online



M2.1 Completion of the State-of-the-Art Review (MS1)
(1-3 months)

D2.1 State-of-the-art
(1-6 months)

needs Needs of children with cancer,

e children HUPON defining the specifications for
otential interventions to

. CAYA CLB P

consider future collaborative
o family UNILU projects for younger patients



("childhood cancer" OR "pediatric cancer" OR "paediatric cancer" OR "child* with cancer" OR "pediatric
oncology" OR "paediatric oncology" OR "childhood leukemia" OR "childhood leukaemia” OR "pediatric
leukemia" OR "paediatric leukemia" OR "childhood malignan*™ OR "pediatric malignan*" OR "paediatric
malignan® OR "childhood tumo*" OR "pediatric tumo* OR "paediatric tumo*™") AND ((patient* OR "Patient-
reported") AND (outcomes OR need OR needs OR requirement OR requirements OR want OR wants OR
preference OR preferences OR "information needs" OR "health needs" OR "health concerns” OR prefer* OR
motivation* OR expectation® OR attitude* OR experience* OR necessit* OR support* OR "Health Services
Needs and Demand"[Mesh] OR "Needs Assessment"[Mesh] OR "Patient Preference"[Mesh] OR "Attitude to
Health"[Mesh] OR "Consumer Behavior'[Mesh] OR "Motivation"[Mesh] OR "Delivery of Health Care"[Mesh]))

Flow chart selection
60,980 NO of records before the duplicate removal
47,400 NO of records after the duplicate removal
820 NO of eligible studies based on title and abstract
98 NO of eligible full-texts



Needs of children with cancer
* (1) Physical Needs

managing symptoms like pain, nausea, and fatigue

 (2) Emotional / Mental / Psychological Needs
addressing emotional suffer

* (3) Developmental Needs
addressing age-dependent developmental

* (4) Rehabilitation Needs
supporting in physical activity restoration, cognitive difficulties

* (5) Information Needs
delivering age-appropriate information and effective communication

 (6) Medical Needs
tailored follow-up, health promotion, and transition programs



Send out drafts @ November 2025
Submit manuscript @ December 2025

Top general pediatrics (very selective)
+ JAMA Pediatrics — Q1 (SJR 2024 = 5.085)
« The Lancet Child & Adolescent Health — Q1 (SJR 2024 =
4.289)

Pediatric oncology specialist
« Pediatric Blood & Cancer - Q1 (SJR 2024 = 0.994)

Survivorship / PRO / QoL / Supportive care
« Quality of Life Research — Q1 (SJR 2024 = 1.436)

Flagship QoL/PRO journal (ISOQOL)
« Journal of Cancer Survivorship — Q1 (SJR 2024 = 1.402)
« Supportive Care in Cancer - Q1 (SJR 2024 = 1.109)
« Journal of Adolescent Health — Q1 (SJR 2024 = 1.857)



UNIVERSITY OF FACULTY OF HEALTH SCIENCES AND MEDICINE
LUCERNE HEALTH SCIENCES

e-Quol

WP 3.4

A WEB-BASED INFORMATION TOOL FOR
SUPPORT NETWORK MEMBERS OF CAYACS

ANNE MAAS
CRISTINA MULLER
GISELA MICHEL
KATHARINA ROSER
NINA KAGI
VALERIIA BALAEVA

e-QuolL, October 7, 2025



UNIVERSITY OF
LUCERNE

AIM: A MULTILINGUAL WEB-BASED INFORMATION TOOL FOR
SUPPORT NETWORK MEMBERS OF CAYACS

. Integrated within PanCare website
. Generic evidence-based information related to CAYA cancer

. Country-specific information and adjustments

e-QuolL, October 7, 2025



UNIVERSITY OF
LUCERNE

DEVELOPMENT OF THE WEB-BASED INFORMATION TOOL

e Support network

* Needs expressed in
previous research

e Experts

¢ Involvement
PanCare workgroup
to keep the website

updated
Outline topics
I\ Finalize content, e eQuoL NS Y,
country-specific
adaptations e Systematic
review
Undat tent Create
pdate conten preliminary
e Based on content
4 feedback focus e Guidelines I
groups
e Peer-reviewed
¢ User panel research e Support network
¢ Delphi method: ¢ Focus groups:
quality assessment feedback on the
of content (presentation of)
content
\ J

e-QuolL, October 7, 2025



UNIVERSITY OF DOMAINS TO BE COVERED

LUCERNE
@ Cancer-related health information % Insurance and financial consequences
Cancer risk family members, supporting survivors with General consequences of cancer on finances and
|ate eﬁects’ cancer recurrence vs. Subsequent tumors insuranceS, the I’Ight to be forgotten, f|nd|ng aSSIStanCG
Psycho-emotional consequences @ Education and employment
Emotional & mental health, coping, talking about Potential challenges regarding education &
cancer, parenting a survivor and their sibling(s) employment for survivors and their network

A
Long-term follow-up care and surveillance EE?%{\ Service and finding support

Peer & professional support: what peer support can

What is LTFU and why it matters, how to support the and cannot offer, when to seek professional help

survivor with attending LTFU, and during the transition

to adult health care .
@ Sexuality

Impact of cancer treatment on sexual health and

Partners - . .
fertility, how to support the survivor, sexual counseling

e-QuolL, October 7, 2025



UNIVERSITY OF
LUCERNE

CREATING PRELIMINARY CONTENT

¢ Involvement * Needs expressed in
PanCare workgroup previous research
to keep the website

e ) . .
« Experts ( * Support network Prelimary generic content

« Easy-to-read, evidence-

updated based content
e Outline topics
\_ Finalize content, e eQuoL NS J « Systematic literature
country-specific
adaptations e Systematic searches completed
review
* 13 drafts scheduled: 10
completed; 2 in progress
Create
Update content S
preliminary « Other formats for
e Based on content \ .
e feedback focus N reviewing preferences:

e Guidelines

groups

e Peer-reviewed videos, factsheets

research e Support network

* Focus groups:
feedback on the

L (presentation of)

¢ User panel

¢ Delphi method:
quality assessment
of content

content

.

e-Quol, October 7, 2025 5



UNIVERSITY OF
LUCERNE

GATHERING FEEDBACK ON CONTENT: FOCUS GROUPS

-
e Experts e Support network « Fthical approval
¢ Involvement * Needs expressed in

PanCare workgroup previous research UNILU board
to keep the website

updated
: . « Start recruitment:
Outline topics
\_ Finalize conte.n.t, e eQuoL NS Y, 02.09.2025
country-specific
adaptations ° Systgmatic
e « Status: four parents
included
Create
Upcate content preliminary « Recruitment support:
@® Based on content i - .
4 feedback focus o Guidelines ™ Help with IﬂClUdIﬂg
groups
e Peer-reviewed parents, partners, and
* User panel research * Support network siblings is welcome

¢ Delphi method:
quality assessment
of content

* Focus groups:
feedback on the

L content: presenting

different formats

- J

e-QuolL, October 7, 2025 6



UNIVERSITY OF
LUCERNE

RECRUITMENT FOCUS GROUPS e Q \J 0 L

o Quality of life - Survivorship
« Target groups: parents, siblings, partners

e Enalish language i S e Was someone you care about diagnosed with cancer
g g g link below, to find out mars before age 252
and participate in the online We invite you o take part in 3 European research
e project (e-Quol) to help us develop an online

information tool for families and loved ones of young
CENCEr SUTvivors,

» Recruitment started 02.09.2025 via European
survivor and parent networks

Whao can participate?

« People close to someone diagnosed with. cancer
before age 25 {relatives, partners, friends,
colleagues, teachers; etc.)

Currently aged 16 and older

Living in Europe

Comfortable speaking English

Interested in cancer-related information

« Shared flyer via email

* Please share with parents, support network
. ] What will you do?
mem be rS, or Org an |Zat| ons Complete a short questionnaire

Review 2arly draft content

Join 3 90-minute online focus group with others
who have supported someone with cancer

Share yourthoughts on the content

» Tips for relevant contact persons or recruitment
are very much welcome

Have questions? Contact us equol-gmf@umniu.ch

Project funded by

~+ Sroarmenimiens i et Bt e Funded by
e-Quol., October 7, 2025 o Fimeisgisrerine ey the European Union



UNIVERSITY OF
LUCERNE

QUALITY ASSESSMENT CONTENT: DELPHI METHOD

e Support network

* Needs expressed in
previous research

e Experts

¢ Involvement
PanCare workgroup
to keep the website

updated
Outline topics
\_ Finalize contgqt, e eQuoL NS )
country-specific
adaptations e Systematic
review
Create
Update content preliminary
e Based on content
4 feedback focus )

e Guidelines

groups

e Peer-reviewed
research e Support network

* Focus groups:
feedback on the

L content: presenting

¢ User panel

¢ Delphi method:
quality assessment
of content

different formats

\ J

e-QuolL, October 7, 2025



UNIVERSITY OF
LUCERNE

DELPHI METHOD

Answers need to be:

User panel

Content - anonymous
After the first round,
participants evaluate if they
agree to the reformulation
and/or want to clarify their

- only visible by the moderator
specialists (PanCare psychosocial e view

I (re2)

working group) \ | / o
' or

- Support network representatives (e.g., Saturation @

parent, partner, friend)

« Pediatric oncologists

* Psychologists or psychosocial

Dissensus Analysis and reformulation

P rocess is done by a moderator

* Reviewing and rating the content and
its presentation Reformulation

of content

 |terative process

e-QuolL, October 7, 2025 9



UNIVERSITY OF

LUCERNE

ASSESSMENT TOOL - ADAPTING THE MAPPINFO CHECKLIST

KASPER ET AL., 2023

Domain, Item Assessment
itemno.

Diefinitions

1 The target group addressed by the health information is clearly defined. 0/l

2 The health information explains explicitly that an informed choice about a concrete | 0/0,5/ 1
problem should be facilitated.

Transparency

3 The authors of the health information are named. 0/05/1

4 The funding source of the health information is disclosed. 0/l

5 A strategy for managing conflicts of interest is disclosed. 0/l

6 The health information indicates how up-to-date it is. 0/05/1

7 The sources of information are named. 0/05/1

E: The systematic search strategies underlying the generation of information are 0/l
transparent.

Content

9 The health problem is explained. 0/l

10 Options are named and explained. 0/05/1

11 The health information makes statements about stochastic uncertainty. 0/l

Content / Presentation

12/16 The natural course (in the case of diagnostic problems: the prevalence) of the disease [0/ 1
is adequately presented.

13/17 The benefit is presented adequately. 0/l

14/ 18 The harm is presented adequately. 0/l

15/19 For diagnostic problems: Information on the quality of the test is presented 0/l
appropriately.

Presentation

20 The health information uses a neutral language throughout. 0/l

21 The health information does not use narratives that present relevant factual 0/l
information.

2 Where applicable, graphics are designed in a suitable manner. 0/05/1

23 Information about benefits / harm are supplemented with complementary 0/05/1

information (Gain Loss Framing).

e-QuolL, October 7, 2025

Focus difference: MAPPinfo targets health
information, our content is mainly psychosocial

Relevant items: e.qg., target group clearly
defined

Not relevant items: e.g., quality of the
medical test

Reformulated items: e.g., health problem
clearly explained

Missing aspects: e.g., completeness of
information (text covers all important aspects)

10



UNIVERSITY OF
LUCERNE

DELPHI METHOD — ASSESSMENT TOOL

Relevance for the target group It is clear which target group the information is
written for.
Completeness of information The psychosocial or medical challenge is clearly
explained.
Credibility The text is credible and supported by evidence
Clarity and presentation The text is understandable (plain, simple language).
« 17 items

* 4 response options: Strongly disagree, disagree, agree, strongly agree
 If participant does not choose agree or strongly agree, they are asked to give feedback on what to change

e-Quol, October 7, 2025 11



UNIVERSITY OF
LUCERNE

DEVELOPMENT OF THE WEB-BASED INFORMATION TOOL

e Experts

¢ Involvement
PanCare workgroup
to keep the website
updated

\_ Finalize content,
country-specific
adaptations

Update content

e Based on
4 feedback focus
groups

¢ User panel

¢ Delphi method:
quality assessment
of content

.

e-QuolL, October 7, 2025

( e Support network A

* Needs expressedin
previous research

Outline topics

e cQuoL NS J

e Systematic
review

Create
preliminary
content
o N
e Guidelines
® Peer-reviewed
research e Support network
* Focus groups:
feedback on the
(presentation of)
content
4

Country-specific content

Contact persons from
each country have
received a form via mail

Request to complete the

form by the end of
September

12



UNIVERSITY OF
LUCERNE

e-QuolL, October 7, 2025

Theme

Follow-up care

Name website or
organization

Link to website

Late effects clinics / follow-up
care for CAYACS

National guidelines for long-term
follow-up care

Support organizations for
patients, survivors, and their
network

Local networks for CAYACS and
their support network (indicate
for which group the network is)

Meetingother CAYACS and
support network members

Professional cancer-related
support

Professional psychosocial
support (individual support and
group interventions)

Professional support for health,
including lifestyle, exercise, and
fertility

Daily life support

Education assistance

Employment assistance

Practical support (informal care,
accessibility, housing,
transportation, legal aid)

Financial & fiscal support after cancer

Social security and financial
assistance

Insurance coverage (health,
disability, life, travel)

Other resources or cancer information websites

Local websites about canceror
other resources

13



UNIVERSITY OF
LUCERNE

e-QuolL, October 7, 2025

Contact person

The Netherlands
Finland

Croatia

Bosnia and Herzegovina
Slovenia

Switzerland

England
Germany
Denmark (preliminary)

Spain (preliminary)

Belgium (preliminary)

Hungary

Anne Maas

Paivi Lahteenmaki
Jelena Roganovic
Jelica Predojevic
Lorna Zaletel
Katharina Roser

Emma Potter
Eugenie Werbenko
Louise Henriksen

Isabelle Thierrychef
Maélle de Ville de Goyet

Miklos Garami




UNIVERSITY OF
LUCERNE

TIMELINE
2025

[ Outline topics _ ]

[ Preliminary content creation ]

[ Country-specific resources ]

o
N
(<))

[ Adjust content based on feedback ]

[ Finalize -content ]

[ Translations and localization ]




UNIVERSITY OF 0
LUCERNE e.. Q"o.lr

UPDATE E-QUOL NS (WP 2.4) . Vo g

Using a quantitative survey, this project:

1) assesses the information and psychosocial support needs in
CAYACS and their support network across Europe

2) analyzes the association with:
a) cancer-related and socio-demographic characteristics
b) knowledge, skills and confidence in managing their own

82525

INTERNATIONAL SOCIETY OF FPAEDIATRIC ONCOLOGY

c) quality of life

U pdate: AMSTERDAM, THE NETHERLANDS | OCTOBER 20-23, 2025
- Two analysis protocols prepared (survivors and support
network)

- Analysis completed, finalizing paper (survivors)
- Analysis in progress (support network)
- Results expected in the next meeting

- Signing up as co-author

e-QuolL, October 7, 2025 16



UNIVERSITY OF
LUCERNE

e-QuolL, October 7, 2025

THANK YOU!

Contact
equol-gmf@unilu.ch
Anne.Maas@unilu.ch

17
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epiconcept
smartheath

e-QuoL project - MyCare propositions

07/10/2025



Patient usage scenario



Patient usage scenario

1. Access to the app and
autonomous account creation

ncept

health

epico




Patient usage scenario

1 User profile - Data from the

! assport if available - =~
\ _p_ _p __________ 1 ~o
~
N\
Y
1. Access to the app and 2. Acceptance of conditions and
autonomous account creation approval of consent

n epiconcept
st heslt




Patient usage scenario

(T oo \ I Medical data - Data from the :
I User profile - Data from the - —— I passport if available l
I passport if available ==~o N e e e
| ~ =
e e e e e e e e e e e == ~ ~ N~
\~ =T =a -
3. Filling of the Needs
. t Medical data
1. Access to the app and 2. Acceptance of conditions and assessment provided by
. = - ne patien
autonomous account creation approval of consent and the medical profile = Seif- e
declared data once by the patient, which is e-CRF)

relevant in the selection of content.

epiconcept



Patient usage scenario

(T == oo \ I Medical data - Data from the :
I User profile - Data from the - —— I passport if available l
I passport if available =~o R el Gl
| ~ S
N e e e e e e e - ——— ~ ~ N~
\* =T =a -
3. Filling of the Needs
. t Medical data
1. Access to the app and 2. Acceptance of conditions and assessment ey
. = _ ne patien
autonomous account creation approval of consent and the medical profile = Seif- e
declared data once by the patient, which is e-CRF)

relevant in the selection of content.

/

_—

4. Access to MyCare e-QuoL
content

5. Monthly reminders : update of
the Needs assessment

n epiconcept




Patient usage scenario

fm—mm e m e —— -
(T oo \ I Medical data - Data from the :
I User profile - Data from the - —— I passport if available l
I passport if available ==~o N e e e
| ~ =
e e e e e e e e e e e == ~ ~ N~
\* =T =a -
3. Filling of the Needs
. t Medical data
1. Access to the app and 2. Acceptance of conditions and assessment provided by
. = - ne patien
autonomous account creation approval of consent and the medical profile = Seif- e
declared data once by the patient, which is e-CRF)

relevant in the selection of content.

_—

4. Access to MyCare e-QuoL
content

6.Completing the questionnaires
for the study
(PAM-13, QLQ-C30 + AYA items)

|’ Medical data for the study - |
[ Data from the passport if I
5. Monthly reminders : update of ' available !
the Needs assessment | T O T oo o oo oo e

. epiconcept
7 it i)




Ergonomics



Ergonomics

Reminder : Epiconcept develops web applications,
so MyCare e-QuoL would be a web application
adapted for mobile.

VOORZONO©
|Authen{iﬁcalion CPS

Epiconcept applications are responsive and offer a T—
mobile-adapted interface by default. This can be Lean
customized to adapt to the interfaces of each e
application.

epiconcept



Features



Features

Ireframe 1o represen efteatures -

does not correspond to the target

visual

_ Content Type Description Bookmark

My profile
How to track your fertility | Expert Lorem ipsum dolor sit amet @

My suggested video

COIILED. Understand your Expert Lorem ipsum dolor sit amet @
emotional state video Lorem ipsum dolor sit amet

Bookmarked

content Manage your visual Article Lorem ipsum @
health

My questionnaires Organize your screening | Article Lorem ipsum dolor sit amet @
tests Lorem ipsum dolor
My life as an employee Interview Lorem ipsum dolor sit amet @

Content library

after an amputation

My tools

epiconcept



Features

1
2

All content pushed to the patient depends
on their answers to the needs assessment
and their medical profile.

Content Type

How to track your fertility | Expert
video

Understand your Expert

emotional state video

Manage your visual Article

health

Organize your screening | Article

tests

My life as an employee Interview

after an amputation

epiconcept



Features

All content pushed to the patient depends
on their answers to the needs assessment
and their medical profile.

Content Type

How to track your fertility | Expert
video

Understand your Expert

emotional state video

Manage your visual Article

health

Organize your screening | Article

tests

My life as an employee Interview

after an amputation

The selection of content will be based on
matching criteria, which are currently being
defined.

We will notably rely on content tagging,
which has been started and will be
completed by Resilience.

epiconcept

é
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Pour nous

contacter
* 47, rue de charenton 75012
» Paris

. @Epiconcept

+33(0)1 53 02 40 60
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CINECA
SURVIVORSHIP
PASSPORT
PLATFORM

UPDATE

Latest advancements in the
deployment of the passport tool
in eQuol

MCM: 07/10/2025



CINECA PROJECT
OVERVIEW

Survivorship Passport Platform

The platform provides a detailed summary of cancer
treatments and personalized care plans for survivors.

Intention to Treat Protocol

Su rv,v& rgm Care plans are generated automatically using guidelines (ad
es. IGHG) and algorithms developed to ensure alignment with

therapeutic goals and outcomes.

) European Collaborative Effort
D 1" Five European countries collaborate to implement the
\ platform (Croatia, Denmark, Germany, Hungary, Italy, ).
“ N PN
o L -

eQuol MCM 07/10/2025



CURRENT STATUS OF
D EV E I_O PM E NT Platform Deployment

The survivorship passport platform testing environment is
deployed and accessible to all five countries, enabling broad
participation.

Structured Testing Guide

An Excel-based guide was shared to help partners
systematically test platform functions and expected
outcomes.

Bug Fixes and Final Testing

Bug fixes are nearly complete with final testing underway to
ensure all issues are resolved.

Collaborative Feedback Loop

- Active partner feedback drives iterative improvements,
e ~ 7N 4|\ enhancing platform robustness and user experience.

eQuol MCM 07/10/2025



Username

Password

<. Remember me

LOGIN

eQuol MCM

Forgot Password?

TRANSLATION AND
PERMISSIONS
ISSUES

Translation Challenges

Missing field exports caused translation gaps,
leading to inconsistencies across platform
language versions

User Permissions Errors

Incorrect permission configurations during user
profile creation limited access and
functionality in Croatia.

Issue Resolution and Monitoring

With Hungary problems were resolved to
ensure linguistic accuracy and secure system
operations; ongoing monitoring continues.

07/10/2025




PROGRESS IN PARTNER
COUNTRIES

eQuol MCM

Croatia's Progress

Croatia quickly provided user details for profiles to create,
resolved permission errors, and should now be able to operate
the platform in clinics.

Hungary's Engagement

Hungarian clinic engaged actively with guidance calls during
testing for effective platform use.

Italy's Testing Feedback

Italy received late access but is compiling initial feedback
and prepares for final bug fixes.

Initial feedback received from Germany

Germany provided inifial feedback very quickly and is yet to
provide list of profiles to create and further feedback for
platform improvements.

Pending Feedback from Denmark

Denmark has access to the testing environment but is yet to
provide feedback for further improvements including
translations.

07/10/2025



NEXT STEPS FOR CINECA

Final Testing and Translation
CINECA will support clinics in final testing and resolve

‘:‘ Survivorship Passport

peblesni. e translation issues for consistent platform interfaces.
# Data Entry v
SurPass manuscript

I D& Download v https://pubmed.ncbi.nim.nih.gov/30138773/
|™ Change language Available guidelines . . . .

e https:ff;}uif:'led.ncbi.nl*‘n.nih.ge\'134333209f’ User Profile Finalization
B ~dditional Resources https://pubmed.nchi.nim.nih.gov/34450551/ (patologia cardiovascolare) . . . . . ) )

e Fitpsy/pubmed ncbiim i gov33078672/ (umore mammaro secondare) Partner countries will finalize user profiles list, CINECA is ready

B -5 it i o i e N to receive the list and create the profiles in production

% Report Maltreatment https://pubmed.ncbi.nim.nih.gov/28214419/ (onadotossicita maschile)
https://pubmed.ncbi.nlm.nih.gov/29202445/ (tumore tiroideo secondario)
https://pubmed.ncbi.nim.nih.gov/30614474/ (ototossicita)
https://pubmed.ncbi.nim.nih.gov/32839902/ (fatigue)
https://pubmed.ncbi.nim.nih.gov/33845037/ (tumore cerebrale secondario)

https://pubmed.ncbi.nim.nih.gov/32502557/ (rischi ostetrici) Trqnsiﬁon ‘I'o Producﬁon
s e Testing in the test environment, giving feedback and providing
Download the Medical Device Dedaration of Conformity (ITA) “ST Of emOilS fOI’ prOfiIeS TO be CreOTed fOC”iTOTeS TI’CI ﬂSiﬁOﬂ TO

production environments.

Contact the support

eQuol MCM 07/10/2025



CINECA IGG
tr.ngidi@cineca.it monicamuraca@gaslini.org



WP3 Updates: Content

October Monthly Meeting



Complete 37 articles

34 videos (video scripts not
included)

Not Complete 1 article - needs review by PA

(Awaiting expert
Review) 6 videos - fertility and sexual
COntent health to be reviewed post-

production
Creation Still in What do we tell other
Planning students?

Stages How not to compare
yourself to others

Building new
relationships

Explaining my experience
to my own children

Talking about
survivorship with family
and friends




Example
Bulleted

Summary

Using AI - Ui0O’s ChatGPT and Hemmingway
Editor - to create a three-bullet summary
of each piece of written content (8% grade
level or lower)

Article: What 1s Fear of Recurrence?

*Understanding the Fear: Many people who
beat cancer worry 1t will come back or
that they will get a new kind. This 1is
normal and happens to many after
treatment.

eWhat Causes the Fear: Some survivors
worry more than others. Younger people
and those who felt very bad from
treatment often worry more.

eWhen the Fear Grows: The fear gets
stronger when treatment ends. Finishing
treatment can feel good but not seeing
the doctor as much can make survivors



* Sending new articles for
translation is currently
paused while navigating
Resilience shift

Content

* Kristen will send you a form
to document changes outside
of language and cultural
adaptations, made during
language translation checks

Validation




WP7. Communication, Dissemination and Exploitation

||||||||||||||||||||



|'IDJ|

We will contact WP leaders by email shortly to collect input

Planned for early December

Help us grow the GDPR-compliant mailing list —
please share with your contacts!

Equality - - Survivorship


https://equolproject.eu/newsletter/

ul Exceltemplate to be shared
o Please fillitin with your latest communication actions.
o Timeframe: May 2025 — November 2025.

Please remember to:
o Update us on the status of your publications.
o Use the survey when submitting to the publication committee.

Equality - - Survivorship



Thank you!

>Global




Quality of Life ' S

WP7 — QoL cluster

Dr Amandine Bertrand
Magali Girodet

M Funded by Project funded by
* .
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* 1st meeting : 22/04/2024
—>Common workplan for scientific collaboration under the QoL cluster

Existing tools to monitor the QoL situation (which tool, what countries, user feedback, best practices, why this
specific tool etc....) + Overview of the countries where we operate and in case there is similar needs in other
countries

To ease Health economics evaluations by providing experts consensus statements

“QolL”: what taking into account when preparing QoL call for proposal. Potentially focus on barriers and
difficulties when measuring QoL. The joint collaboration can provide recommendations about the tools used by
project members when measuring QoL.

Cost effectiveness: how to assess it? The different projects have for mandatory outcome to evaluate the
effectiveness of interventions.
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* Annual meeting : 28/11/2024 : Health economic analyses across
Europe
* Presentations of PREFERABLE-II project, PAINLESS project, RELEVIUM project
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proj integrates
patient-centred care into routine cancer care by developing and
implementing an innovative digital solution that fac
communication between patients, healthcare provide:
caregivers. MyFath’s technology-enhanced and evidenc =
patient-tentred care pathways will significantly improve the guality
of and access to treatment and care, reduce variations In
practice and optimise resources in different cancer care settings.
This will reduce the emotional and economic burden linked to
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have survived cancer with e-
and with them to help them manage their health.

project strives to
address the unmet physical, emotional, psychosocial, and practica
needs of older people with cancer and their family caregivers by
adapting, implementing, and evaluating patient _navigation
intervention for and with them in six EU countrie:
aims to promote hetter qualty of life for older people with ¢
and their family caregvers by improving their access
available services that they need through volunteers and soc
wml(ert who are trained and empowered to become patie

EU Navigate

Supporfing alder paopla with cur(a(
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PREFERABLE-Il _(https://www.preferable2.eu/) aims to
create a cost-effective, remote, and personalized exercise
program, supported by improved communication and shared
decision-making. The ect will conduct @ 350-participant
randomized controlled trial, develop guidelines for exercise-
oncology. address ethical, legal, and social barriers, and train
hesithcare professionals, ultimately improving the quality of
life for cancer survivors and vancing supportive care
access.

The  PAINLESS _(https:/palliativeprojects.eu/painless/)
project focuses on improving the uality of life of cancer
patients experiencing cancer-related pain developing an
Innavative, cost-effective, home-based neuromodulation
treatment. Through an international, multidisciplinary team,
the project addresses the challenges of pain management by
providing an alternative to pharmacoiogical relief. PAINLESS
aims to provide accessible and effective solutions to reduce
pain and improve weli-being.

RELEVIUM (https://www.releviumproject.eu/) project alm
&t Improvirg the quality of life of advanced pancreatic cancer
patients through an Al-guided multimedal ntervention.
Enabling patients to self-marage thelr disease and recelve
Improved dinician guidance re§UC|ng pain and cachexia with
Al-guided, personzlized care plans managing nutrition,
physical activity, and pain in addition to chemotherapy
treatment.
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* 1st meeting : 25/09/2025

Quality of Life - AYA cancer cluster
coordination meeting

To be continued...
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