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1 Executive Summary

Background: With over 500,000 childhood, adolescent, and young adult (CAYA) cancer survivors in
Europe, there is a growing need for long-term follow-up (LTFU) care to monitor and treat late effects
after treatment. 75% of survivors of CAYA cancer develop physical and/or mental health problems
after cancer or cancer treatment that require follow-up care. Early detection, treatment and guidance
can help to minimise the burden of these late effects and their negative impact on quality of life.
Unfortunately, there are still huge differences within Europe in the availability and organisation of
LTFU care causing many survivors to not receive adequate LTFU care or no LTFU care at all.

The EU-CAYAS-NET project aims to enhance the quality of life for CAYA cancer survivors. Specifically,
Task 3.5 covers the priority areas of late effects and LTFU Care.

By providing resources and disseminating information through the Platform (www.beatcancer.eu), EU-

CAYAS-NET aims to improve the well-being of young cancer survivors and support their potential, while
also reducing the burden on healthcare systems and society as a whole.

Approach: A series of activities including workshops and surveys were conducted to gather
information on the current status of LTFU care in Europe and on the needs and preferences of CAYA
cancer survivors, as well as healthcare professionals. Additionally, resources such as e-learning
modules or information on late effects were developed to be shared with the community.

Results and recommendations: Based on existing knowledge and information gathered within EU-
CAYAS-NET, a series of recommendations for the implementation of optimal LTFU care was developed.
These recommendations cover five main themes:

- Access to LTFU care,

- Organisation of LTFU care,

- Personalised LTFU care,

- Collaboration, representation and improvement, and

- Support systems for CAYA cancer survivors and caregivers.

Conclusion: The activities within Task 3.5 of the EU-CAYAS-NET project identified the needs,
preferences, barriers and facilitators to organise and implement optimal LTFU care for all CAYA cancer
survivors in Europe. The activities were, together with existing knowledge from other projects and
initiatives, analysed and bundled into recommendations for LTFU care. These recommendations create
a clear picture of all aspects needed to set up LTFU care that will optimally contribute to the quality of
life of CAYA cancer survivors. Adoption of the recommendations will increase the empowerment of
survivors and guide healthcare professionals by providing insight into what is needed to establish and
deliver LTFU care.
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2 Introduction & Background

As EU-CAYAS-NET aims to improve the quality of life of CAYA cancer survivors, targeted actions and
initiatives were carried out, covering areas which are of demonstrated benefit to the quality of life of
young cancer survivors. This deliverable falls under the theme of Quality of Life, one of three themes
identified by young survivors throughout Europe as most important for equitable, lifelong care (along
with Adolescent and Young Adult (AYA) care and Equity, Diversity and Inclusion (EDI)).

D3.4 ‘Recommendations for LTFU care to be seen as the final step of successful cancer treatment’ is
part of WP3 — Quality of Life, under the priority areas of Late Effects & Long-Term Follow-Up Care (Task
3.5), alongside other areas related to Quality of Life in WP3 (Education & Career Support, Transition
and Mental Health & Psychosocial Care).

Background and aims

Over the past years, survival rates of CAYA cancer have increased drastically, leading to over 500,000
survivors of CAYA cancer currently living in Europe (Vassal et al., 2014) (Vassal et al., 2016). However,
treatment is harsh and causes many side effects, even long after cancer treatment has ended. 75% of
survivors of CAYA cancer develop health problems requiring follow-up care (Oeffinger et al., 2006)
(Geenen et al., 2007). These late effects vary greatly and depend on the type of cancer and the cancer
treatment received. Close surveillance of all survivors is the appropriate way to monitor survivors’
general health and detect late effects early and, if possible, intervene in a timely manner (Kremer et
al., 2012). Moreover, proper guidance can help to minimise the burden of these late effects and their
negative impact on quality of life. Unfortunately, there are huge differences in the availability and
organisation of LTFU care within Europe. This results in large groups of survivors not receiving
adequate LTFU care and many of those not receiving any care at all (Essig et al., 2012) (Saloustros et
al., 2017).

In recent years, LTFU care in Europe has been improved by national and international collaborations
of healthcare professionals, researchers and survivors. As a result, various guidelines have been
developed to address the surveillance and treatment of late effects and the organisation of LTFU care
as a whole. This includes the guidelines developed by the International Late Effects of Childhood
Cancer Guideline Harmonization Group (IGHG, https://www.ighg.org/), as well as the

PanCareFollowUp recommendations for surveillance of late effects (Kalsbeek et al., 2021) and the
recommendations for organisation of LTFU care (Michel et al., 2019). However, up to today, LTFU care
is not implemented in all European healthcare systems and even where there is LTFU care in place, it
often does not follow the latest guidelines and the accessibility is not optimal for many survivors.

The EU co-financed project EU-CAYAS-NET aims to improve this situation by identifying best practices,
gaps and needs for LTFU care in Europe. Using various methods, the current status of LTFU care in
Europe was researched, as well as the needs, preferences, barriers and facilitators for optimal LTFU
care from the perspective of both survivors and healthcare professionals. The results of these
activities, together with the knowledge from the previous projects and initiatives, have led to a series
of recommendations for LTFU care, as described in this document.

In addition, to address informational needs, 45 existing PLAIN language summaries on late effects were
refined and improved and made available to CAYA cancer survivors (https://www.pancare.eu/plain-

language-summaries/) (van den Oever et al., 2024). These PanCare PLAIN language summaries support
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survivors in their own health-management by providing them with understandable information about
late effects and their needs for LTFU Care.

3 Approach

The recommendations for LTFU care were developed within Task 3.5 of EU-CAYAS-NET. PanCare
together with CCl Europe, SIOP Europe, PMC, FSJD/HSID and MUW initiated a series of activities to get
a better understanding of the current status of LTFU care in Europe, the needs and preferences of
survivors, healthcare professionals and caregivers for LTFU care, and the barriers and facilitators in
implementing optimal LTFU care. Task 3.5 can be divided into sub-tasks each described individually
below.

3.1 Task 3.5.1 Identify best practices and lack of LTFU care

Gathering information about the perspectives of both healthcare professionals and survivors is crucial
for getting a deeper understanding in the type of LTFU care provided as well as obtaining meaningful
insights into the needs and preferences for LTFU care.

Two surveys were set out to CAYA cancer survivors and healthcare professionals working in the field
of LTFU care. The main aim of the surveys was to gain more insights into the current situation of LTFU
care within Europe, as well as identifying potential barriers and gaps in implementing appropriate LTFU
care. Participants were asked to give insight into the current organisation of LTFU care in their country.
This included the organisation of care, the content of care and who is involved in the provision of care.
Additionally, survivors were asked about the LTFU care they have received since the end of their
treatment. Both groups were asked about their level of satisfaction with the current LTFU care and
their vision of optimal LTFU care in their country.

For an overview of currently available LTFU care in Europe, PanCare has developed an interactive map
of Europe, available on the PanCare website (https://www.pancare.eu/european-map/).
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Figure 1. Map providing overview of LTFU care in Europe (https://www.pancare.eu/european-map/)
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3.2 Task 3.5.2 Webinar on LTFU care
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Webinar - Long-term Survivorship Care

On 30 Jan 2024, the webinar ‘Long Term Survivorship

) ..'vﬁ:{,i"ﬁ“(:h(m Care’ (https://www.pancare.eu/e-learning-
Webinar SURVIVORS . . .

modules/webinar-on-long-term-survivorship-care/) was

|-°“9.'Te|‘m' held to highlight the importance of LTFU care

SUI'VIVOTShIP Care (Survivorship Care) and how it can improve the quality of

January 30th life of CAYA cancer survivors. The webinar gave an in-

1700 CET depth overview of the sustainable solutions, tools, and

approaches available to implement effective LTFU care.

L Together with other healthcare professionals and

\ \\ d survivors, experiences and knowledge were shared

about the content and necessary steps for organising

= LTFU care. Participants were given the opportunity to ask

questions and share their ideas and priorities in LTFU
care. Speakers were: Dr. Helena van der Pal (survivorship
care specialist from PanCare/PMC), Jeroen te Dorsthorst and Cherine Mathot (PanCare members and
CAYA cancer survivors), Aneta Zackova (CAYA cancer survivor and EU-CAYAS-NET Ambassador) and Dr.
Tomas Kepak (survivorship care specialist from EU-CAYAS-NET Associated Partner ICRC). The webinar
was chaired by haematologist/oncologist Prof. Dr. Med. Katrin Scheinneman, who is also the chair of
the PanCare Board.

Webinar — Long-Term Survivorship Care: Navigating Intimacy and Fertility challenges

On 26 Mar 2024, the webinar ‘Long-term Survivorship

CUTH GNCER

Care: Navigating Fertility and Intimacy Challenges’”  \webinar S URVIVGRS

(https://www.pancare.eu/e-learning-

modules/webinar-long-term-survivorship-care-

navigating-fertility-and-intimacy-challenges/) was held,
focusing on how LTFU care can be of help to CAYA

Long-Term Survivorship
Care: Navigating Fertility
& Intimacy Challenges

. N . L March 26th 17:00 CET \/
cancer survivors when navigating fertility and intimacy

challenges. Together with experts, panellists and
attendees talked about how survivors can be supported
when facing challenges related to fertility and intimacy,
body
(intimate) relationships. Participants were given the
opportunity to ask questions and share their ideas and
thoughts related to these topics. Speakers included: Dr.

including topics like self-love, image and

Helena van der Pal (survivorship care specialist from PanCare/PMC), Simone Broer (gynaecologist),
Irene llgosse (nurse practitioner and oncofertility specialist) and the couple Iris Wilmink and Lon van
Keulen (CAYA cancer survivors). The webinar was hosted by haematologist/oncologist Prof. Dr. Med.
Katrin Scheinneman, who is also the chair of the PanCare Board.
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Task 3.5.3 Workshops to identify needs, preferences and barriers

European Network of

NCER
‘(g‘\ﬁ'v?vavgs

ONLINE WORKSHOP ON

For Survivors
April 9 & April 18

17.00 CEST

For Caretakers

April 1
17.00 CEST
For HCPs
April 16

17.00 CEST

A series of workshops titled ‘Getting Long-Term
Survivorship Care on Track’ was conducted to
identify best practices, preferences, barriers,
and facilitators for optimal LTFU care. To get a
broad perspective on this topic workshops
were organised with survivors (n=2), health
care professionals and caregivers of CAYA
cancer survivors.

All workshops started with a short discussion to
identify a sub-theme of optimal LTFU care and
identify related needs, preferences, barriers
and facilitators. After identifying the current
status of LTFU care in the participants’
countries, participants worked collaboratively

to determine the ideal situation for LTFU care related to this sub-theme. The participants were asked

to get this sub-theme ‘on track’ imagining a starting station where nothing is in place yet. Based on the

discussions, the participants designed a train track leading to the end station which represented the
ideal situation.

Moreover, in building the train track to the desired outcome, participants were asked to identify which

elements are needed to build the train track itself and the potential barriers and facilitators which

would slow down or speed up the process of reaching the train station, representing the ideal

outcome. The topics covered during the workshops were:

Appropriate LTFU care,

Support for CAYA cancer survivors during LTFU care,

Organisation of LTFU care from the healthcare professionals’ perspective, and

Support for caregivers during LTFU care.
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Figure 2. Example of train track developed during the workshops together with the participants

3.4 Task 3.5.4 Develop key recommendations for LTFU care implementation &
roadmap

Based on the outcomes of all tasks described above and existing knowledge, PanCare developed a set
of recommendations for the implementation of LTFU care and a roadmap providing a clear overview
of the results of the recommendations.

The recommendations are presented in the results section below.

3.5 Task 3.5.5 Focus Group Discussion on communication and full disclosure

Croreietml Another workshop focused on the communication of

oUTH (aNCER
YSURVIV"ORS late effects from CAYA cancer treatment was held to

discuss: i) whether and how this communication and

LET'S BREAK TABOOS: COMMUNICATION education are currently being done, and ii) what the

ABOUT LATE EFFECTS participants' experiences with this process based on
Q p— the current communication process. Based on this,
Mar discussions were held on how such communication

S and education should ideally be conducted, from the

perspective of survivors themselves, and what

| aspects should be taken into consideration.

The key points from these discussions will be used to
formulate  recommendations  for  healthcare
professionals to follow in the future, which will be
incorporated in D3.5 ‘Position Paper on Mental
Health & Psychosocial Care, Transition and Long- Term Follow-Up Needs during CAYA Cancer
Survivorship - Standard, not luxury’. These recommendations will aim to ensure that the
communication about late effects is as honest as possible, while also being empathetic and supportive.
This way, those affected can be provided with all the necessary information to help them manage their
own health and well-being as effectively as possible.
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3.6 Task 3.5.6 Patient advocate/survivor-driven communication
recommendations for HCPs

Based on the results of Task 3.5.5, an initial draft of recommendations regarding the communication
of late effects from cancer treatment during childhood, adolescence, and young adulthood has been
developed, which will be incorporated in D3.5 ‘Position Paper on Mental Health & Psychosocial Care,
Transition and Long- Term Follow-Up Needs during CAYA Cancer Survivorship - Standard, not luxury’.

3.7 Task 3.5.8 Peer Visits

To identify, understand and report on existing LTFU care practices, a series of Peer Visits was organised.
During the visits, CAYA cancer survivors, parents and healthcare professionals from 15 EU countries
visited three cancer centres in Europe. These centres were selected based upon their leading position
in providing LTFU care for CAYA cancer survivors. The institutions visited included the Princess Maxima
Center for Pediatric Oncology in Utrecht (Netherlands), Sant Joan de Déu Paediatric Cancer Center
Barcelona (Spain), and the Medical University of Vienna (Austria). During these visits, all peer visitors
completed a peer observation form reporting on the status of LTFU care in the visited centre. The main
topics address were:

e Organisation of LTFU care,

e Whoisinvolved in LTFU care,

e Training and education of LTFU care providers,

e LTFU care content,

e Personalised care and shared decision making, and
e Information provided to survivors.

These Peer Visits gave valuable insight about both the situation on LTFU care in the visited centres but
also about the perceived observations on this of the peer visitors (Figure 3).
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The five years after the treatment are the follow-up period.

Survivors then transfer to long-term follow-up care. Conl'exl'
A second transfer is to adult-oriented long-term follow-up

care. The transition process enables the survivor and the

parents to have a smooth transition, for they are prepared

for this step, after which many things change.

end of treatment

five year after diagnosis

UTH GNCER
SUReRs

transfer to LTFU 18-
transfer to LTFU 18+

|
Follow-up P /
Transition process Long-term follow-up

Transition

Organization of the transition process
= Survivors and their parents benefit from clear coordination (e.g. a transition coordinatar)
« A transition protocol makes transition easier
« The process should start early
« A joint consultation before the actual transfer is of great value
+ Early communication between the pediatric and adult setting is beneficial to the transition
process (and therefore an important prerequisite for effective LTFU care)

Information about the transition process

« The use of age-appropriate information is important

« Parents need specific information too

« Transitions programs could offer support and guidance

Long-term Follow-up Care
Organization of LTFU Care
» A holistic approach to LTFU care, including physical and psychosocial interventions is beneficial
for survivars
« A case manager to help the coordination of care for complex health issues
+ Involvement of survivors in shaping LTFU care is important
« Special multi-disciplinary care for specific survivor groups (e.g CNS-tumors) is needed
= Anindividual care plan tailored to specific needs and/or late effects
« Having tests related to LTFU care all on one day limits the burden for the survivor

Information about LTFU care and late effects
= Survivors should have access to documentation about their
o treatment history
o wisits to the LTFU care clinic and oher health related issues

Other observations
= Close collaboration between LTFU research and LTFU care is beneficial to the quality of LTFU care

sID children's Hospital, Barcelona
20 & 21 June 2023

Imprassion of Findings - Paar Visits WP - EU-CAYAS-NET
V1. September 2023
Jikka Wams. Jaap den Hartogh (Princess Maxima Centar): Cirine Mathot. Jaroen ta Dorstharst (PanCare)

Figure 3. Summary of findings from LTFU care Peer Visits

3.8 Task 3.5.10 Accelerate animation & graphics’ process for PLAIN language
brochures

PLAIN language brochures provide information about late effects and recommendations for LTFU care
in lay language for CAYA cancer survivors and non-specialist healthcare providers, as well as family and
friends of survivors. The PLAIN brochures aim to support survivors in their own health-management
by providing them with understandable information about late effects and their needs for LTFU care.
The PLAIN summaries are based on the 40 PanCare recommendations for surveillance of late effects
(https://www.pancare.eu/pancare-follow-up-recommendations-for-surveillance-of-late-effects/).
These recommendations are themselves based on the IGHG guidelines (International Group for
Guideline Harmonisation for Late Effects of Childhood Cancer) (https://www.ighg.org/) and on the
consensus of different national guidelines.

45 existing PanCare PLAIN language brochures were refined and supplemented with info boxes and
figures. They are available on the PanCare website (https://www.pancare.eu/plain-language-
summaries/). Within the scope of the EU-CAYAS-NET project, the PanCare PLAIN information group
developed 49 info boxes that provide additional information about medical terms and phrases, such
as ‘stem cell transplantation’ or ‘phantom pain’. This additional information makes the PLAIN language

brochures more accessible to readers with different educational backgrounds.

Furthermore, a total of 29 figures were created to make the information presented in the PLAIN
summaries more comprehensible and more visually appealing.

The PanCare PLAIN information group is a multidisciplinary group consisting of health-care
professionals, professional CAYA cancer survivor representatives, guideline experts, science
communication experts and partner representatives. To ensure optimal usability and clarity of the
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developed info boxes and figures, they were reviewed by survivors and caregivers and improved based
on their feedback.

m ABOUTUS ~ GROUPS ~ PROJECTS ~ MEETINGS ~ RESOURCES ~ -
PAnCARs

FIND MY PLAIN SUMMARIES

On this poge you can find out which PLAIN summearies may be relevont for FRegardless of your ireatment history., the following PLAIN summaries

you. For general information about the PLAIN summanes. please visit the (el
PLAIN summaries overview poge.

0 ABOUTUS ~  GROUPS ~  PROJECTS «  MEETINGS ~  RESOURCES ~ PLAIN SUMMARES v
By clicking on the nams of the medical conditions ar cancer tn PanCrna

balow. you will receive o list of the PLAIN summaries that may
y¥ou Your treatment summary con tell you which medical cond] oo / PLAIN kanrange stmecren / tore porobberna
and concer treatments you received. f you do not have o treot

o if you have ony questicns. contoct your treating hospital

BONE PROBLEMS

Cancer treatments

e I

Hypogonadism

The gonods are the testes in males ond the ovories in femcles and these produce the mole (lestosterone) ond the
fermoie vgen end proge
hormone o5 the body needs.

hormones. meons thot the gonods ore not producing os much

ABOUT US + GROUPS ~

PROJECTS v MEETINGS ~ RESOURCES ~ PLAIN SUMMARIES ~

Inside the bone are bone cells which are for keeping the bone healthy. They do this by constantly
removing old loyers of bone and producing new bone to toke its place. For this process. bone cells need oxygen ond putrients
from the bloodstreom.

Sometimes probiems con occur with the bones which mokes them easier

to break. Bone problems include: N 1
* Low bone mineral density, where the bone cells have too little ?;{5

can also leoad to osteoporosis where the bone cells make too fittle
new, healthy bone to replace the old bone.

* Osteonecrosis (avascular necrosis), where bone cells do not get 3
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Figure 4. Examples of PLAIN materials on the PanCare website (https://www.pancare.eu/plain-language-summaries/)

4 Results

Based on the outcomes of the activities described above, previous knowledge from the IGHG, previous
PanCare projects (PanCareSurFup, PanCareLIFE, PanCareFollowUp and PanCareSurPass) and models of
care recommendations, recommendations for the implementation of optimal LTFU care for CAYA
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cancer survivors in Europe were developed. The recommendations are divided into several main
themes to create a clear picture of all aspects needed to set-up and deliver LTFU care that will
contribute to the improvement of quality of life of survivors.

Access to LTFU Care
All survivors of CAYA cancer should have access to lifelong LTFU care to:
e Early detect late effects,
e Adequately manage late effects or the consequences of cancer treatment in general, and

e Provide guidance in life, coping with the physical, psychological and societal consequences
of cancer treatment.

The threshold for visiting the LTFU clinic should be as low as possible for survivors to ensure that
they are not lost to follow-up.

Access to LTFU care clinics should be easy and without barriers for all CAYA cancer survivors.

LTFU care should be free of charge for the survivor, e.g. covered by health insurance.

Organisation of care
e A dedicated LTFU care clinic is the preferred setting for receiving care:

o This centre should be closely connected to the centre where cancer treatment took
place.

o The centre should provide links to other healthcare providers to consult if
necessary.

o Dedicated infrastructure should be built around the organisation of LTFU care, to:

o Ensure adequate admission and referral of survivors and monitor the needs for LTFU
care

o Oversee the general needs of every survivor via digital tools, treatment histories
and survivorship care plans.

® LTFU care should be guideline based to create a standard of care:

o The PanCare and IGHG guidelines give guidance to the monitoring and management
of late-effects.

o Guidelines draw on the latest research and expert consensus offering clear
recommendations on when and how to monitor CAYA cancer survivors.

o Long-term follow-up care should be multi-disciplinary:

o Joint multidisciplinary consultations and a one-stop visit help to minimise the
burden on both the survivor and the healthcare providers.

o Long-term follow-up care should have a holistic approach covering all aspects of life:

o This support should include all aspects of quality of life, e.g. mental health and
psychosocial care, lifestyle advice and support in career and education.

e CAYA cancer survivors and caregivers should be proactively informed about late effects and
the available long-term follow-up care.
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o The PanCare PLAIN language summaries information brochures may help to inform
survivors and non-specialist healthcare professionals about late effects after cancer
treatment and the needs for long-term follow-up care.

Personalised care

e Long-term follow-up care should be a partnership between the healthcare professional and
the survivor:

o Having a strengthened relationship between healthcare professionals and survivors
enlarges mutual trust, openness and compliance.

e Survivors should be involved in their own long-term follow-up care:

o Survivors should be empowered to communicate their needs to the specialist
healthcare provider.

e The involved health care professionals should provide own long-term follow-up care
according to the treatment history and an individual care plan based on guidelines for own
long-term follow-up care. This includes the:

o Provision of a Treatment Summary,* and
o Implementation of a Survivorship Care Plan,? with
o Optional use of the Survivorship Passport (SurPass).3

e Personalised long-term follow-up care should focus on the individual needs and preferences
in all areas of life of the survivors:

o In communication to the survivor and/or caregivers, this should also be reflected,
being open about late effects and the need for ongoing health management helps
survivor to adapt to the new reality of life.

e Transition from paediatric to adult care and from follow-up to long-term follow-up care
should be facilitated and the survivors and their caregivers should receive guidance into the
new care system.

Collaboration, representation and improvement

e Collaboration between all stakeholders (e.g. healthcare professionals, CAYA cancer
survivors and caregivers, patient organisations, networks and researchers) is essential to
organise and implement optimal long-term follow-up care:

o Long-term follow-up care clinics should foster (inter)national collaboration to
exchange knowledge and further development.

e Advocating the need for long-term follow-up care and creating general awareness are
important to create a foundation for implementing long-term follow-up care.

o To promote the importance of personalised long-term follow-up care.

e Healthcare professionals should be thoroughly trained to provide long-term follow-up
care:

o Long-term follow-up Care should be acknowledged as a specialisation.

1 https://www.pancare.eu/pancarefollowup-care-intervention-replication-manual/treatment-summary-

template/

2 https://www.pancare.eu/pancarefollowup-care-intervention-replication-manual/survivorship-care-plan-

template/

3 https://www.pancaresurpass.eu/
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o Healthcare professionals involved in long-term follow-up care should be
empowered to stay up-to-date with the latest guidelines and knowledge.

o Healthcare professionals should have the opportunity to be actively engaged in
international networks for knowledge exchange.

Support system for CAYA cancer survivors and caregivers

e Peer-to-peer supports for both caregiver and survivors are essential to help navigate life
after cancer:

o Peer-to-peer support should be professionalised with resources, training and
capacities (workshops - caregivers).

o Peer-to-peer support creates a sense of belonging, decreases loneliness, increases
mental wellbeing and helps with coping with the experience of cancer and late
effects.

A visual summary of the recommendations for LTFU care as the final step of successful cancer
treatment is available on the Platform, in 8 EU languages. This visual summary offers an accessible
overview of the roadmap and key recommendation for LTFU care for young people living beyond
cancer.
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Translations are available in eight EU languages, accessible through the links provided below:

e English: https://www.pancare.eu/wp-content/uploads/2024/10/1-English-EN-final.png
e German: https://www.pancare.eu/wp-content/uploads/2024/10/2-German-DE-final.png
e Spanish: https://www.pancare.eu/wp-content/uploads/2024/10/4-Spanish-ES-final.png
e Dutch: https://www.pancare.eu/wp-content/uploads/2024/10/5-Dutch-NL.png

e Lithuanian: https://www.pancare.eu/wp-content/uploads/2024/10/7-Lithuanian-LT.png
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e HR: https://www.pancare.eu/wp-content/uploads/2024/10/8-Croatian-HR-final.png

e |talian: https://www.pancare.eu/wp-content/uploads/2024/11/Roadmap-Italian-IT-final.png

e French: https://www.pancare.eu/wp-content/uploads/2024/11/Roadmap-French-FR-
final.png
5 Impact & Conclusion

This deliverable report gives an overview of the activities executed within Task 3.5 to develop an insight
into the needs, preferences, barriers and facilitators to organise and implement optimal LTFU care for
all CAYA cancer survivors in Europe. The activities have, together with existing knowledge from other
projects and initiatives, been analysed and used to generate recommendations for LTFU care. This
document connects with the overall project as it gives an overview of how LTFU care contributes to
quality of life and survivorship in general. Adoption of the recommendations will help empower
survivors and guide healthcare professionals by providing more insight into what is needed to establish
LTFU care.
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