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Once Upon a Time ... in 2003

* | met Ben, 16y... diagnosed with a brain tumor.

* No idea how to handle this situation...

* No idea where to find support...

 After some time transferred to a University hospital.

 Lost In transition (patient & healthcare

professionals)




‘I MAY NOT TELL YOU, I MAY NOT SHOW YQOU, BUT | HAD
CANCER"

. . During End of "
Diagn Transition!? Follow-up!?
agNoSIs treatment treatment NSO OHOWUP
l |
Not shared Unaware of Unaware of What is that?!
(read on my treatment steps late effects
file & & follow-up
Googled) Treatment decisions
— mainly medical
Only parents  team & sometimes

were informed  shared with carers




AYA experiences

Never . Rarely . Sometimes . Often . Always

| want time to speak one-to-one | want to be involved in
with healthcare professionals decisions about my care

| have time to speak one-to-one I feel | understand what healthcare
with healthcare professionals professionals are telling me

Source: Communicating with teenagers and young adults with cancer; TYAC Good Practice Guide for health professionals

I feel | am invalved in
decisions about my care

| feel listened tofheard
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22 November 1990, Teenage Cancer Trust’s first specialist cancer unit at
the Middlesex Hospital in London

“We never dreamed back then in the early 90s that Teenage
Cancer Trust would become what it is today. We had no great
vision of the future at that stage, but just wanted to do
something that would make things better for young people
experiencing the great burden of cancer diagnosis and
treatment.”

Myrna

https://www.teenagecancertrust.org/about-us/our-story-and-history
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The global burden of Adolescent & Young Adult cancer

In 2021 - 1-19 million incident cancer cases & 396 000 deaths due to cancer among people aged

15-39 years worldwide

A Absolute DALY, Global rank
millions (95% UI)

Mental disorders 565 (41.0-74-8)

5elf-harm and interpersonal viclence 40-5(37-8-43.4)

Musculoskeletal disorders 39-4(27-3-52-6)

Qther non-communicable diseases 375 (273-51-8)

Transport injuries 357 (321-387)

Meurological disorders 305 (10-8-60-4)

Cardiovascular diseases 29-8(27-6-321)

Unintentional injuries 297 (25-9-343)

Respiratory infactions and tuberculosis

24:3 (21.6-271)

Adolescent and young adult cancers

235 (21-9-25-2)

HIVIMIDS and sexually transmitted infections
Substance use disorders

Digestive diseases

Maternal and neenatal disorders

Skin and subcutaneous diseases
Diabetes and kidney diseases

Enteric infections

Meglected tropical diseases and malaria
Mutritional deficiencies

Sense organ diseases

Chronic respiratory diseases

Other infectious diseases

23-3(183-304)
19-8 (15-3-250)
193 (171-22-1)
184 (16-3-20-6)
15-5(10-1-23-1)
13-2 (11.4-152)
12-0(874-16-5)
10-8 (7-65-14-6)
10-3 (6-95-145)
10-1(6-52-14-8)
904 (759-108)
657 (5-89-7-34)

High SDI
rank

High-middle
SDIrank

Middle SDI
rank

Low-middle |Low SDIrank

8 Absolute deaths High SDI Middle SDI
(95% Uy rank rank
Self-harm and interpersonal violence 599000 (559000-641000)
Transport injuries 505000 (451000-550000)
Cardiovascular diseases 456000 (420000-494000)
Adolescent and young adult cancers 396000 (370 000-425000)
HIV/AIDS and sexually transmitted infections 357000 (271000-480000)
Respiratory infections and tuberculosis 321000 (292 000-354000)
Unintentional injuries 321000 (285 000-351000)
Digestive diseases 245000 (224000-267 000)
M | and | disorders 161000 (140000184 000)
Enteric infections 140000 (93 600-207000)
Diabetes and kidney diseases 127000 {117000-138000)
Substance use disorders 95100 (88 300-102000)
Neglected tropical diseases and malaria 93600 (54000-152000)
Other infectious diseases 87600 (78 400-98700)
Other non-communicable diseases 82800 (74100-92900)
Chronic respiratory diseases 58000 (52500-64100)
Neurological disorders 51700 (47100-57700)
Nutritional deficiencies 12200 (1050014 200)
Musculoskeletal disorders 11100 (9000-13300)
Skin and subcutaneous diseases 4940 (3450-5740)

Mental disorders

199 (176-257)

GBD 2019 Adolescent Young Adult Cancer Collaborators. The global burden of adolescent and young adult cancer in 2019: a systematic analysis for the Global Burden of Disease Study 2019.
Lancet Oncol. 2022 Jan;23(1):27-52. doi: 10.1016/S1470-2045(21)00581-7. Epub 2021 Dec 3. PMID: 34871551; PMCID: PMC8716339.




The global burden of Adolescent & Young Adult cancer

Age-Standardized Rate (World) per 100 000, Incidence, Both sexes, age [15-39], in 2022

All cancers
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I 54.4-106.7 I Not applicable /
I 42.7-54.4 No data
N 36.4-42.7 @
28.6-36.4
9.2-28.6
y . . N e : . . International Agency
All rights reserved. The designations employed and the presentation of the material in this publication do not imply the expression of any opinion whatsoever Cancer TODAY | IARC for Research on Cancer
on the part of the World Health Organization / International Agency for Research on Cancer concerning the legal status of any country, territory, city or area or https://gco.iarc.who.int/today
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Absolute numbers, Incidence, Both sexes, age [15-39], in 2022

All cancers
Population ASR (W) Population ASR (W)
Bosnia Herzegovina 532
- France (metropolitan) 15989 Albania 451
P' — s - -
United Kingdom 14 489 Lithuania 448
Germany 13942 5 Slovenia 426
Ttaly 12852 —3 Cyprus 393
Spain 8619 Latvia 359
Ukraine 7193 North Macedonia 296
3 Poland 6485 Estonia 234
The Netherlands 4099 Luxembourg 159
Romania 3387 Malta 118
Belgium 2733 Montenegro 71
Hungary 2532 Iceland 65
Portugal 2404 ‘
Sweden 2322 s
Czechia 2101
’
Belarus 1985 (I’
Austria 1932
Switzerland 1786
Greece 1570
Denmark 1493
Norway 1431
Number Serbia 1246
I 4 6k-31k N Not applicable Finland 1091
= 2.0k-4.6k No data
1.0k-2.0k Ireland 1022
420-1.0k Slovakia 1008
65-420 .
Bulgaria 993
Croatia 958
Moldova 871
) , ) ! o o ) , » International Agency
All rights reserved. The designations employed and the presentation of the material in this publication do not imply the expression of any opinion whatsoever Cancer TODAY | IARC for Research on Cancer
on the part of the World Health Organization [ International Agency for Research on Cancer concerning the legal status of any country, territory, city or area or https://gco.iarc.who.int/today
of its authorities, or concerning the delimitation of its frontiers Dwoundaries. Dotted and dashed lines on maps represent approximate borderlines for which Data version: Globocan 2022 - 08.02.2024 p Qb‘\“ World Health
there may not yet be full agreement. © All Rights Reserved 2024 ﬁ;}{y Organization

A. Trama, D. Stark, |. Bozovic-Spasojevic, N. Gaspar, F. Peccatori, A. Toss, A. Bernasconi, P. Quarello, K. Scheinemann, S. Jezdic, A. Blondeel, G. Mountzios, S. Bielack, E. Saloustros, A. Ferrari, Cancer burden in adolescents and young adults in
Europe, ESMO Open, Volume 8, Issue 1, 2023, 100744, ISSN 2059-7029, https://doi.org/10.1016/j.esmoop.2022.100744.

Data from the European Cancer Information System (ECIS) for the EU-27 countries

Dagenais GR, Leong DP, Rangarajan S, Lanas F, Lopez-Jaramillo P, Gupta R, Diaz R, Avezum A, Oliveira GBF, Wielgosz A, Parambath SR, Mony P, Alhabib KF, Temizhan A, Ismail N, Chifamba J, Yeates K, Khatib R, Rahman O, Zatonska K,
Kazmi K, Wei L, Zhu J, Rosengren A, Vijayakumar K, Kaur M, Mohan V, Yusufali A, Kelishadi R, Teo KK, Joseph P, Yusuf S. Variations in common diseases, hospital admissions, and deaths in middle-aged adults in 21 countries from five
continents (PURE): a prospective cohort study. Lancet. 2020 Mar 7;395(10226):785-794. doi: 10.1016/S0140-6736(19)32007-0. Epub 2019 Sep 3. Erratum in: Lancet. 2020 Mar 7;395(10226):784. PMID: 31492501.



Distribution of AYA cancer
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@ Unspecified malignant neoplasms except CNS B Miscellaneous specified neoplasms
0 Carcinomas @ Melanoma - malignant
B Gonadal and related tumours O Nerve sheath tumours
mBlood and lymphatic vessel tumours W Sarcomas
B CNS and other intracranial and intraspinal neoplasms @ Lymphomas

B Leukaemias and related disorders

The percentage distribution of AYA cancers (excluding in situ) illustrated by age group (US Surveillance, Epidemiology and End Results Program 18 areas, 2004-2017).
The Authors thank Ronald Barr, Lynn Ries, Annalisa Trama, Gemma Gatta, Eva Steliarova-Foucher, Charles Stiller and Archie Bleyer, and Alice Bernasconi




AYA cancer in Europe

Absolute numbers, Incidence, Both sexes, age [15-39], in 2022 Absolute numbers, Mortality, Both sexes, age [15-39], in 2022
Europe Europe

Breast
3136 (14.3%)

Breast
34188 (22.6%)

Others
52525 (34.8%)
Others ;
9134 (41.7%) 33:—?('1‘3(.:8":55)
16 473 (10.9%)
Cervix uteri
2346 (10.7%)
Hodgkin lymph
e Testis
14 383 (9.5%)
Cervix uteri Leukaemia
12 827 (8.5%) Mel. Stomach 1788 (8.2%)
13052 (86%) Bighécstim
. .5%,
Total : 151 086 Total : 21 892
g " International Agency
Cancer TODAY | IARC - https://gco.iarc.who.int/today for Research on Cancer
Data version : Globocan 2022
A okged ‘% World Health
© All Rights Reserved 2024 %7 Organization




B
Age-standardised mortality Rates (ASR)

AYA cancer in Europe

» AYA cancer = rare cancer

» Differences in AYA cancer incidence and mortality exist

within European countries.

ASR (World) per 100 000

» Mortality rates low for most cancers with the exception W 210.1
H 8.3-10.1
. @ 6.0-8.3
of cancers of the CNS & leukaemia m52-6.0 B Not applicable
<52 [ No data

A. Trama, D. Stark, |. Bozovic-Spasojevic, N. Gaspar, F. Peccatori, A. Toss, A. Bernasconi, P. Quarello, K. Scheinemann, S. Jezdic, A. Blondeel, G. Mountzios, S. Bielack, E. Saloustros, A. Ferrari, Cancer burden in adolescents and young adults in
Europe, ESMO Open, Volume 8, Issue 1, 2023, 100744, ISSN 2059-7029, https://doi.org/10.1016/j.esmoop.2022.100744.




EPIDEMIOLOGY

Incidence by year & age (Number of new diagnoses)
Sex: Males and Females Region: Belgium Cancer: All cancers (excl. non-melanoma skin)
Source: Belgian Cancer Registry (05-2024)
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Bron: www.kankerregister.org



N (Number of new diagnoses)

Incidence by year & sex (Number of new diagnoses) Incidence by year & sex (Number of new diagnoses)

Age: 15-39 Region: Belgium Cancer: All cancers (excl. non-melanoma skin) Age: 15-29 Region: Belgium Cancer: All cancers (excl. non-melanoma skin)

Source: Belgian Cancer Registry (05-2024) Source: Belgian Cancer Registry (05-2024)

500
1500
8 400
w
(o]
c
g
e — o » A e =
1000 — ~ . o 300
7_/._‘7\\ _4'/)74_7*,,{ e 3
_— o 0]
o c
©
o 200
E
500 5
<
= 100
0 0
2005 2010 2015 2020 2005 2010 2015 2020
Year Year
D_d Sex —8— Females —®— Males D—.ﬂ. Sex —&— Females —®— Males
5-9 5-9
10-14 10-14

B is-19 s
Il 20-24 i 20-24
I 25-29 J 25-29
Il 30-34 30-34
B 35-39 35-39
40-44 40-44




N (Number of new diagnoses)

Incidence by year & cancer (Number of new diagnoses) Incidence by year & cancer (Number of new diagnoses)
| Sex: Males and Females Age: 15-39 Region: Belgium
Source: Belgian Cancer Registry (05-2024)

| Sex: Males and Females Age: 15-24 Region: Belgium
Source: Belgian Cancer Registry (05-2024)
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Bone and soft tissue Endocrine glands . Hematolymphoid system - Thorax . Bone and soft tissue Endocrine glands . Hematolymphoid system . Thorax

Breast . Eye and adnexa lll-defined or unknown primary site . Urinary system Breast . Eye and adnexa lll-defined or unknown primary site . Urinary system

Cancer
Central nervous system . Female genital organs . Male genital organs . Central nervous system . Female genital organs . Male genital organs

Digestive system . Head and neck . Skin (excl. basal cell carcinoma) . Digestive system . Head and neck . Skin (excl. basal cell carcinoma)

Cancer
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The International Charter of Rights
for Young People with Cancer

Shree Rajani,} Andrew J. Young, PhD,? Devon A. McGoldrick, MPH,>
David L. Pearce* and Sarah M. Sharaf®

The International Charter of Rights for Young People with Cancer is a global internet-based initiative set up by
five charities from across the world. They are calling on the international community to recognize that access to

quality cancer care is a right, not a privilege, and to improve the services and support that young people
diagnosed with cancer receive, regardless of geographical location.



The International Charter of Rights

10.

for Young People with Cancer

Receive education about cancer and its prevention, including early detection

Be taken seriously when seeking medical attention and receive the earliest possible
diagnosis and speedy referral for suspected cancer

Have access to suitably qualified multi-disciplinary medical specialists with significant
experience in treating cancer in this age group

Information about and reasonable access to clinical trials and treatment that has been
clinically trialled with people in their age group

Receive age-appropriate support including, but not limited to, psychosocial, community
and palliative support services

Empowerment in making decisions supported by full and detailed explanation of all
treatment options and long-term effects of the disease enabling them to actively influence
their care

Fertility preservation, as well as information and counselling concerning short-term and
long-term effects of cancer and treatment which affect fertility

Have access to specialised treatment and services in age-appropriate facilities
alongside their peers

Financial and practical support to minimise the burden of the disease during treatment
Elimination of all forms of discrimination, during and beyond treatment, in education,

vocation and insurance, or in the community

JOURNAL OF ADOLESCENT AND YOUNG ADULT QNCOLOGY
Volume 1, Mumber 1, 2011

© Mary Ann Liebert, Inc.

DOk 10. 1080 aya0 2010.0007

The International Charter of Rights
for Young People with Cancer

Shree Rajani Andrew J. Young, PhD * Devon A. McGoldrick, MPH?
David L. Pearce® and Sarah M. Sharaf®

The Intemational Charter of Rights for Young People with Cancer is a global internet-based initiative set up by
fivie charities from across the world. They are calling on the international community t recognize that access to
quality cancer care is a rght, not a prvilege, and to improve the services and support that yvoung people
diagnosed with cancer receive, regardless of geographical location.

Introduction

ANCERE I5 A SIGNIFICANT 155U0E worldwide, In 2008, there
were 12.7 million new cancer diagnoses worldwide, with
nearly 214 million new cases annually predicted by 2030,
The Interna tional Charter of Fights for Young People with
Cancer (www.cancercharter.org) is a global initiative set up
by five charities from across the world—Teenage Cancer
Trust in the United Kingdom, CanTeen Australia, CanTeen
New Zealand, and LIVESTRONG and SeventyK in the United
States. The term and age range used varies by organization
and country, but each organization recognizes the needs of
young people diagnosed with cancer and understands that
this age group's cancers, symptoms, side effects, and psy-
chosndal needs differ from those of children or older adults.
The goal of each organization individ vally and collectively is
to rake awareness of cancer patients that a1l between the
standard pediatric and young adult groups and to indrease
acoess to care and cancer care for these patients worldwide.

The Founding Charities
Tesnage Cancer Trust

Teenage Cancer Trust (www teenagecancentrust.ong) is a
United Kingdom-based charity dedicated to improving the
quality of lite and survival chances for teenagers and young
people (TYAs, aged 13-24) with cancer. The charity receives
no government funding and relies on voluntary dona tions to
d.eﬁlgn, buld, equ.ip, and statf ﬁpéd.iliﬁt teenage cancer units
within MNational Health Service (WHS) hospitals. Because

young people often fedl isolated during their treatment,
Teenage Cancer Trust units are not like ordinary cancer
wards—they are bright and vibrant and equipped with tele-
visions, pool tables, music, and comfortable furniture. As well
as creating a home-away-from-home atmosp here, they allow
young people to be treated alongside others their age so that
they can suppart each other. Inaddition to the spedalist units,
Teenage Cancer Trustalso funds a number of services all with
the same goal—to help young people fight cancer. These in-
dude dinical and research staff, an education program for
schoolks, family support netwaorks, and an anmual conference
for young cancer patients.

CanTeen Austala

CanTeen (www canteen.org.au) is the Australian Organi-
sation for Young Feople Living with Cancer. The touchstone
af CanTeen is the belief that young people, through meeting
and talking with one another, are better able to cope with the
uncertainties of a cancer diagnosis. CanTeen's mission is to
support, develop, and empower young people living with
cancer. This is accomplished by providing a high-quality
Australia-wide peer-support network of adolescents and
young adults (AYAs, aged 12-24) living with cancer who
share experiences, have fun, offer resources, and promote
understanding, well-being, and leadership.

CanTeenis managing theimplementation of a US$30million
Youth Cancer Fund to establish age-spedalized youth cancer
centers and services H'lmughnut Australia, in parmﬂ'ﬁhlpwim
H'LeS-'n}' Foundation Australia and the Auﬂtrallangn\wmnmt,
and with the support of health professionak (through the

_"[e'-e:lu_q\e' Cancer Trsst, Lomdon, United Kingdom.
_"(“.1:1'[«:1 Australia, Sydney, Australia,
LIVESTRONG, Awstin, Texas.

AanTeen New Zealand, Auckland, New Zealand.
Teverity Laguna Beach, Califomda.



A blueprint for age-specific care for adolescents with
cancer in Flanders!




AGE In AYA cancer care
A

Healthcare professionals survey about Adolescents and Young Adults (AYA) with Cancer

x *
-
o= - GOOD SCIENCE * X %
- BETTER MEDICINE g X EUROPEAN
, BEST PRACTICE * E = o HEMATOLOGY
' AL ASSOCIATION
SIOP Europe . ™ * *
the European Society for Paediatric Oncology EIII‘II|IBHII Sonim for Medical Ilm:nlogy * & *

9. Indicate the lower age that is included in AYA where you work:

10. Indicate the upper age that is included in AYA where you work:
11. What age range would you find ideal?




AGE In AYA cancer care

S UL L LS AT TV

» WHO definition of adolescence = 10-19 years! h o
Making health services

adolescent friendly

Country or region Age range of AYAQ Details
Developing national quality standards for |
adolescent-friendly health services

Australia 1525 Widely accepted in jurisdictions and AYA services Australiz-wide

Usa 1529 Generally what's used when talking in terms of clinical epidemiology (as a result of the

2006 Surveillance, Epidemiology and End Results (SEER) program report’, a very prominent
statistical reference in the field of AYAO)

1539 Generally what's used when talking in terms of a wider agenda for AYAQ
Canada 15-29 Has followed the example of SEER
Eurcpe 13-24 The UK has developad AYAD services (through the Teenage Cancer Trust) arcund this age
. rou
BE: 16 -35y group
NL: 18-35y
1524 Used by European members of EUROCARE (EUROpean CAncer REgistry-based study on

survival and CARE of cancer patients)

The World Health Organisation. The second decade: improving adolescent health and development. The World Health Organisation, document WHO/FRH/ADH/98.18; Geneva, CH; 2001 &
https://www.who.int/maternal_child_adolescent/documents/adolescent_friendly_services/en/

Bleyer A, O’Leary M, Barr R, Ries LAG (eds). Cancer Epidemiology in Older Adolescents and Young Adults 15 to 29 Years of Age, Including SEER Incidence and Survival: 1975-2000. National Cancer Institute, NIH Pub. No. 06-5767. Bethesda, MD; 2006.
What should the age range be for AYA oncology? J Adolesc Young Adult Oncol. 2011;1(1):3-10.




AGE In AYA cancer care

» No universally accepted limits defining the age range of AYA

cancer.

» Older patients in paediatric care < young patients in adult

care!




Brainstorm: The Power and Purpose of the Teenage Brain Book by Daniel J. Siegel

Adolescents - unique group?!

THE NEW YORK TIMES BESTSELLER

Adolescence

. BRAINSTORM

'HE POWER AND PURPOSE

elements of biological growth OF THE TEENAGE BRAIN

+

elements of growth in taking a position in society.




AYAs - unigque group?!

» Use age as demarcation of target group!?

» BUT:
=» Our biological development does not stop at 18!

=» Times are changing - graduating later, timing start professional activity, getting

married, having children, ...

=» Legislation! 18y - rights & duties

The age of adolescence, The LANCET Child & adolescent health,2018 -> https://doi.org/10.1016/S2352-4642(18)30022-1



Adolescents Parents, siblings, peers, ...

ANATOMY oF A
TEENAGER'S
BRAIN

Two universal changes take place during adolescence:
» Physical & emotional Changes!

» Pushes away from parents, socializes more with peers & trying to do things in
new/other ways. - AYAs are in the process of developing their own thoughts
and perceptions of the world, forming new relationships and pushing
boundaries.

» There is often a desire to challenge the rules set by their seniors, and
experiment with risk-taking behaviours.

ANATOMY OF A TEENAGER’S BRAIN (PARISI, 2002)



\ Listening to young people’s concerns Current therapies and side

o, effects specific to young people

e (G Discussing difficult issues

_ Impact of cancer on
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Current challenges in AYA care

Hereditary s v M‘
issues OPEN| fokiZohs

REVIEW

Adolescents and young adults (AYA) with cancer: a position paper from the
AYA Working Group of the European Society for Medical Oncology (ESMO)
and the European Society for Paediatric Oncology (SIOPE)

Epidemiology

A. Ferrari® ', D. Stark® ', F. A. Peccatori’, L. Fern®, V. Laurence”, N. Gaspar”, |. Bozovic-Spasojevic’, 0. Smith®,
1. De Munter, K. Derwich™, L. Hjorth'", W. T. A. van der Graaf'’, L. Soanes", S. Jezdic'®, A. Blondeel™", 5. Bielack™®,
1.-Y. Douillard™®, G. Mountzios'’ & E. Saloustros™®'

Patient
advocacy

Py
RS

Ferrari A, Stark D, Peccatori FA, Fern L, Laurence V, Gaspar N, Bozovic- 1, Smith O, De Munter J; L, van der Graaf WTA, Soanes L, Jezdic S, Blondeel A,
Bielack S, Douillard JY, Mountzios G, Saloustros E. Adolescents and young adults (AYA) with cancer: a position paper from the AYA Working Group of the European Society for Medical
Oncology (ESMO) and the European Society for Paediatric Oncology (SIOPE). ESMO Open. 2021 Apr;6(2):100096. doi: 10.1016/j.esmoop.2021.100096. PMID: 33926710; PMCID:
PMC8103533.

Image: drawingoutideas.ca



Knowledge about...

» Education & training of Healthcare

professionals

G

\




Vobeme 3 Number 4 014

Journal of
Adolescent and

Knowledge about... Y Gtcoiosy | YOUNGADULTS
WITH CANCER

Cancer Care for
Adolescents and

Young Adult

Royal College
of Nursing

mmmmmmm
SETTER MEDICINE
WEST PRACTICE WHW.ESTO.0rg

W i
TH

for teenagers and young
adults with cancer

iy EVE RYw H E R E CARING FOR TEENAGERS AND YOUNG ADUL
Edited by: Sam Siith, Suzanne Mooney, Maria Cable, Rachel M Taylor WITH CANCER: A COMPETENCE AN
How Teenage Cancer Trust and the NHS can CAREER FRAMEWORK FOR NURSIN

E M HANDB K F offer age-appropriate care to every young |
cgNgER IN AD%OLEgCENTs person with cancer = including the 50% bl o st
who we currently don’t reach. = E"

AND YOUNG ADULTS

M al
- @/
SEPD)  Acounsonanve posect
prtma

+.  BETWEEN ESMO & SIOP EUROPE [ESMO Handbook Series

STRATEGIC VISION
TO IMPROVE NURSING
[CARE PROVISION TQ

f ND o

ADULTS WITH CANCER

https://oncologypro.esmo.org/education-library/esmo-handbooks/cancer-in-adolescents-and-young-adults



Knowledge about the AYA with cancer

JONG EN KANKER

Een gratis jongerenbox, van en vooriadolescenten
en jongvolwassenen met kanker.

Vraag er naar bij je hulpverlieneriotfsurfinaar,
www.jongenkanker.be

Picture from https://www.nap.edu/read/18547/chapter/2#11




AYA
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Vollmerdahlke, Deborah & Fair, Kayla & Hong, Y. & Kellstedt, Debra & Ory, Marcia. (2017). Adolescent and Young Adult Cancer Survivorship Educational Programming: A Qualitative Evaluation. JMIR Cancer. 3. e3. 10.2196/cancer.5821.



AYA communication - Why make the connection?

» Improve the results of AYAs experience through this

connection.

» Improving caregivers' ability to connect with and maintain AYAs
Is essential for identifying and addressing AYAS'

psychosocial needs.

» Connectedness can help reduce the anxiety/stress

experience(s) during & after treatment.

Phillips CR, Haase JE. A Connectedness Primer for Healthcare Providers: Adolescents/Young Adult Cancer Survivors' Perspectives on Behaviors That Foster Connectedness During Cancer Treatment and the Resulting Positive Outcomes. J Adolesc Young Adult
Oncol. 2018 Apr;7(2):174-180. doi: 10.1089/jaya0.2017.0056. Epub 2017 Dec 5. PMID: 29206555; PMCID: PMC5899279



LACK OF COMMUNICATION LEADS TO...

» Not aware of the side effects being experienced

» Not aware of developmental delays or possible changes in

cognitive function
» Not aware of late effects: cardiac problems & pulmonary function

» Not prepared for the emotional and psychological problems:
anxiety, isolation, PTSD, grief and guilt, body image, fear of relapse,

concerns around relationships, having a family later etc.




Some of the learnings from hospitalisation period...

» As a patient my needs, concerns and

preferences are not paramount / important.

How colLD
THIS HAPPEN.:
» Decisions regarding myself and my health are

not to be taken by me.

» My health is not my responsibility.




Impact of effective and ineffective communication

Informed Anxioys
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Source: Communicating with teenagers and young adults with cancer; TYAC Good Practice Guide for health professionals
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HOW TO INVOLVE US? THE AYA PERSPECTIVE

SAFE ENVIRONMENT
IS IT THE RIGHT PERSON? / ARE CARERS NEEDED?

ARE YOU THE RIGHT PERSON TO TALK TO THE PATIENT? MAYBE SOMEONE
ELSE FROM THE TEAM?

GIVE THE IMPRESSION THAT YOU HAVE TIME & ARE NOT IN A HURRY
PROVIDE THE OPPORTUNITY FOR THE PATIENT TO SHARE THEIR STORY

LANGUAGE: TRANSLATOR, NO MEDICAL JARGON
USE DIGITAL HEALTH / INSTANT MESSENGERS
MAINTAIN STRONG CONNECTIONS & BE COMMITTED
ASK FOR FEEDBACK

ENSURE CONTINUITY IN CARE




How do we want to be involved In our care!

AYAs WANT TO:

» Be heard & listened to

» Be involved in decisions about our care

» Receive information & support — treatment/ clinical trials, pain management, mental health, side effects & late effects, nutrition
and physical activity, sexual health & fertility, financial aspects

» Be assisted in identifying ways to manage hair loss, weight gain / loss, loss of limbs or organs and scars
» Be allowed to live somehow a normal life in which partners & friends are allowed to be by our side
» Avoid being abandoned / left without information during transition & follow-up

» Be equipped to manage our physical and mental health, the side effects, the late effects and our overall care by ourselves when
you are not there




Needs Assessment!

» Periodic needs assessment (at pivotal

» Home

» Education

» Activities

» Drinking/drugs
» Sexual activity
» Safety

» Suicide

» Social media

moments)

Source: http://www.contemporarypediatrics.com/modern-medicine-feature-articles/heeadsss-30-psychosocial-interview-adolescents-updated-new-century-fueled-media, AYA kompas — UZ Ghent, |.A.M. Portal, UK.

Revised 04/21/2015

CONFIDENTIAL
ADOLESCENT HEALTH HISTORY CONSULTATION

This information is CONFIDENTIAL. Its purpose is to help your doctor give you better care. We request that you fill out the
form completely, but you may skip any question that you do not wish to answer.
NAME DATE

First Middle Initial Last
BIRTHDATE AGE Name you like to be called
1. Why did you come to the clinic today?

MEDICAL HISTORY

2. Are you allergic to any medicines? IR < T\ (0]
If Yes: Name of Medicine

3. Are you taking any medicines NOW? ........cc.eoeeerimmreniereseeresesesee e YES NO
If Yes: Name of Medicine

4. Were you born prematurely or did you have any serious problems as an infant? ............cccccevevvevvcvcccneeee.. YES - NO

5. Do you have any chronic health conditions? ... YES NO
Condition

6. Have you ever been hospitalized? YES NO

Have you had any serious = %™, Ll .YES NO
If YES to any -

DATE

hlem started:



http://www.contemporarypediatrics.com/modern-medicine-feature-articles/heeadsss-30-psychosocial-interview-adolescents-updated-new-century-fueled-media

The I.LA.M — Integrated Assessment Mappin

Summary of domain considerations - example IAM
This is not an exhaustive list, and items may not be relevant to everyone.

Each of the domains are linked to specific areas to consider, either by a young adult, a professional or In a partnership. Each domain Is discussed
from the overarching ‘where | am’ in relation to the young adult’s specific cancer, their treatment, acre plan and prognosis at that time.

Thoughts & feelings
Worry & anxiety
Brainfog

Anger

Bodily image

Low mood

Fear

Relationships
Stress

Procedural anxiety
Grief and loss
Sleep

Other patients poor prognosis
Fear of recurrence

Avoidance

Sex, sexuallty & fertility
Talking about sex

Sex & intimacy

Sexual health

Fertility

Sexuality

Safe sex on treatment

Lifestyle
Drugs

Alcohol
Smoking
Nutrition
Physical activity
Health screening
Sun care

Sexual health
Sleep

Falth, spirituality & culture ' Where am | now...
Religious beliefs Diagnosis
Spirituality Treatment
Cultural considerations After treatment
Hope Recurrence
Meaning Transition
Comfort Confidence in asking questions
Peace
Love
Connection
Community

&y,
s

Interests & - Housing, transport

soclal life = & finance

Doing things you enjoy Getting to appointments
Peer support Grants
Relatiorships Wills

Adapting activities Life insurance
Vocational aspieations Travel insurance
Holidays Holidays

Physlical wellbeing
Nutrition
Brainfog
Fatigue
Phyysical activity
leep

Si

Procedural anxiety
Pain

Activities of dadly living
Physical limitations

Friends, family & relatlonships
Who is around
Who else may need support
in relationships
Telling/talking to people
Other patients poor prognosis
Colleagues
School/college or uni peers

Educatlon & work
Staying in education & work
Staying in touch

Letting people know

Going back

Learning at home/hospital

Gap years

Rethinking what you want to do

e,
‘AH‘

PORTAL

Help! I've got cancer:

for e Infarrachon end advie

s onnddda o

2 of speaking Y0 peaché e 1he santcs
prpremm———— )

o sorrw o the shateghes her yreng pecghe S
o a0 rhermrson, an imochics sorfw of 8



The I.LA.M — Integrated Assessment Mapping

Me | Hy _journey

Physical Wellbeing
Ok, satisfied wit_.

Slightly concer...

Really worried. ..

01/10/2014 01/11/2014 01/12/2014 01/01/2015 01/02/20135 01/03/2015 01/04/2015

Family, Friends and Relationships
K. salisfied wil. ..

Slighty concer...

Really worried. ..
01/10/2014 01/11/2014 01/12/2014 01/01/2015 01/02/2015 01/03/2015 01/04/2015

Education & Employment
Ok, satisfied wit. ..

Slightly concer...

Really worried. ..
01/10/2014 01/11/2014 01/12/2014 01/01/2015 01/02/2015 01/03/2015 01/04/2015




AYA-kompas

16-35 jaar

Hiervoor wil ik een individueel gesprek met de zorgverlener.

Hier wil ik vandaag zeker over praten, Duid hier aan

in welke mate

het thema je

bezig houdt.

Fysiek Welzijn licht matig ernstig

Energieniveau

Lichamelijke klachten OO0 C ____ 3
Slaap 00 C e
Gedachten en gevoelens

Positieve gevoelens (OO )
Negatieve gevoelens (o) e)e it
Durven praten over wat me bezig houdt 0O0C )
Psychsociale ondersteuning OO0 C )
Geloof, zingeving en cultuur

Cultuur & 3 © | c—
Gewoontes en tradities (26 || ———
Spiritualiteit en religie [ @ ] — )
Zingeving OOC )
Interesses en vrije tijd

Interesses en hobby's O 0 C )
Vrie tijd 9 5| ———
Intimiteit en seks

Intimititeit (@)% S—
Seks QO )
Veilig vrijen 00C m——
Levensstijl

Beweging 90 )] e—
Sport O0cC )
Alcohol (610 ———
Drugs (5 5] —
Roken B ]| eo——
Eetgedrag en voeding Q0 C_ - il




AYA communication — How to make the connection?

Core communication skills AYA specific communication skills
Establishing rapport

Take an active interest in the AYA's life beyond their cancer experience. It may vary for different ages: in younger AYAs this could be school/college/hobbies/interests and in older AYAs,
career/family

Keep trying to engage with AYAs where disengagement or passive aggression is a barrier to effective communication
Speak directly to the patient, acknowledge their supporters but keep the patient at the center of care Far younger AYAs be mindful to not talk to them as if they are a child and to not patronize them
Mavigating the conversation
AYAs may not utilize cues in the same way as other age groups. Monverbal cues are more common than verbal—be alert for them
Spend time alone with the AYA to discuss sensitive topics
Ee vigilant for verbal and nonverbal cues
Acknowledge and explore patient concerns Once rapport is established, humor may be a useful tool to build the professional relationship
Information giving and shared decision-making

AYAs, depending on their age, may bring different types of supporter (e.g., parent vs. partner) who may have different agendas/needs

Use scans, laboratory results, and diagrams, where available, as communication aids

Use language that the patient can understand Contextualize information to the AYA's life
Explore the patient’s agenda and priorities ) ) o o )
Assess the patient's wishes for the amount of information they want to receive, and their level of involvement in decision- Check the AYA's understanding; for younger AYAs, parents may be able to frame information in a way which is easier for the AYA to process
making
Be honest, do not withhold information Revisit an AYA's preferences for information giving and decision-making periodically

Facilitating engagement in LTFU

Far AYAs treated in pediatrics where information may have been directed toward parents, it is important to establish the AYA's “starting point™
Understanding of diagnosis
Treatment received, and
Potential late effects

Assess the AYA's developmental, emotional, and mental health. This may be facilitated by the use of a psychosocial assessment tool

Bridge information gaps based on the A¥A's starting point. Use this opportunity to emphasize the importance/need for LTFU

Explain the rationale behind tests in LTFU

Address barriers to attendance
Encourage self-management, be opportunistic with health promotion education Written treatment summaries are useful to support verbal communication

Smith LAM, Critoph DJ, Hatcher HM. How Can Health Care Professionals Communicate Effectively with Adolescent and Young Adults Who Have Completed Cancer Treatment? A Systematic Review. J Adolesc Young Adult Oncol. 2020 Jun;9(3):328-340. doi:
10.1089/jaya0.2019.0133. Epub 2020 Jan 14. PMID: 31934804.



In an ldeal world scenario...
“CANCER IS DARK, BUT THE RELATIONSHIP WITH THE HCPs CAN BE THE GUIDING LIGHT”

* Timing. * You both come from different * Be aware of your body
* Tone. families & have different beliefs, language.
* Environment. backgrounds & communication * Recognise your patient’s
* Ask if they want to styles. body language.
talk about x2 * Adjust & adapt — to speak the | |* Use warm non-verbal
* Patient only or carers same language. communication.
needed?

LISTENING SKILLS PATIENCE g

* Patient deals with a
* Listening is not just the process of mechanoelectrical difficult situation &

transduction done by the hair cells.
* Understanding & empathy.

may need more time
for processing.







DISTANCE ISN'T A LIMITATION, LACK OF COMMUNICATION

IS - HOW TO IDENTIFY & RESPOND
TO THE UNIQUE NEEDS, VALUES AND PREFERENCES OF AYAs?

INITIATE / AVAILABILITY - Would you like us to talk about ...?7

= How are you feeling today?

TALK / OPEN-ENDED QW
/ > = How have you been lately?

* |n other words, this would mean ...
To put it another way ...
* To be more specific ...

EXPLAIN (AGAIN)

* How do you feel about
what we discussed?

= What do you expect will
happen next?

i 1 3

ADDRESS MISUNDERSTANDINGS



A LITTLE CHAT CAN GO A LONG WAY

VALUES & OTHER INFORMATION

VALIDATE

SHARED DECISION / RESPONSIBILITY

YOUR AVAILABILITY

FOLLOW-UP

!

!

I"d like to hear more about ...
How did you come to the decision
about this particular treatment?

| can see you are upset when /
about...

It | get it right, you would want ...
There is option A and option B,
which one do you prefer?

How are you managing with your
pain?

If unclear / you need me, just come
/ call between ...

How often would you
like us to meet?




AYA communication — How to make the connection =
In the digital divide?

» Provide access to the internet during hospitalisation to encourage

£ EThe impact of digital technologies can have

, . . . . both positive and negative aspects, which
young people’s usual day to day connectivity using social media. should be taken account of by healthcare

professionals.??

» Guide young people to reputable and approved sources of online

cancer information.

» Help educate and support young people to gain the digital

literacy and safety skills to manage privacy and personal

disclosure online.

» Healthcare professionals should be mindful of their own online
behaviour so that professional boundaries with young people

are maintained.

» Encourage young people to talk about their online experiences
as part of normal everyday conversation with parents and carers.

This will encourage early discussion of anything they encounter that

upsets them.

Use of Communication Technology to Improve Clinical Trial Participation in Adolescents and Young Adults With Cancer: Consensus Statement From the Children's Oncology Group Adolescent and Young Adult Responsible Investigator Network Viswatej
Avutu, Varun Monga, Nupur Mittal, Aniket Saha, Jeffrey R. Andolina, Danielle E. Bell, Douglas B. Fair, Jamie E. Flerlage, Jamie N. Frediani, Jessica L. Heath, Justine M. Kahn, Jennifer L. Reichek, Leanne Super, Michael A. Terao, David R. Freyer,

and Michael E. Roth JCO Oncology Practice 2022 18:3, 224-231



Handling Online healthcare professional-Patient Boundaries

I N o

Active patient

Former patient

Connected and
active patient

Patient, not in your
practice

personal Facebook page & you
receive a friend request from pt

request from a patient
you treated for cancer in the past

One of your current Facebook
friends is

diagnosed with cancer and he is
now

under your care as a patient

A person on SoMe who follows your
professional profile sends a tweet to
you asking what screening tests you
would recommend

DOI: 10.1200/EDBK_204453 American Society of Clinical Oncology Educational Book 38 (May 23, 2018) 894-902.

Consider declining the
request

No formal pt-HCP
relationship

exists, it may be acceptable
to accept the request

a formal patient-HCP
relationship exists

Avoid giving specific medical
advice but feel free to share
reputable online resources

“I have a personal policy not
to connect with patients or
their family through SoMe”

Accept or decline like in first
example

“I'd prefer to discuss your
care
off line and make an ...”

“There is good information
on..., and | recommend that
you take contact with your
treatment team...”




AYA & prevention — How to make the connection

Co-Creating =

ll\\\' -

Sharp L, Dodlek N, Willis D, Leppéanen A, Uligren H. Cancer Prevention Literacy among Different Population Subgroups: Challenges and Enabling Factors for Adopting and Complying with Cancer Prevention Recommendations. Int J Environ Res Public
Health. 2023 May 19;20(10):5888. doi: 10.3390/ijerph20105888. PMID: 37239613; PMCID: PMC10218495.
Pictures from European code against cancer



BBl EUROPEAN CODE AGAINST CANCER
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@ ways to reduce your cancer risk

Do not smoke. Do not use any form of tobacco.
Make your home smoke free. Support smoke-free policies in your workplace.
Take action to be a healthy body weight.

Be physically active in everyday life. Limit the time you spend sitting.

nm & W N e

Have a healthy diet:
« Eat plenty of whole grains, pulses, vegetables and fruits.
« Limit high-calorie foods (foods high in sugar or fat) and avoid sugary drinks.
« Avoid processed meat; limit red meat and foods high in salt.

6 If you drink alcohal of any type, limit your intake. Not drinking alcohol is better
for cancer prevention.

7 Avoid too much sun, especially for children. Use sun protection. Do not use
sunbeds.
8 In the workplace, protect yourself against cancer-causing substances by following

health and safety instructions.

9 Find out if you are exposed to radiation from naturally high radon levels in your
home. Take action to reduce high radon levels.

10 Forwomen:
« Breastfeeding reduces cancer risk. If you can, breastfeed your baby.

« Hormone replacement therapy (HRT) increases the risk of certain cancers.
Limit use of HRT.

11 Ensure your children take part in vaccination programmes for:
» Hepatitis B (for newborns)
« Human papillomavirus (HPV) (for girls).

12 Take partin organized cancer screening programmes for:
« Bowel cancer (men and women)
» Breast cancer (women)
« Cervical cancer (women).

Tha European Code Against Cancer focuses on actions that individual citizens can take to help prevent cancer.
‘Successful cancer prevention requires these individual actions to be supported by governmental poficies and actions.

Find out more about the European Code Against Cancer at: http:/lcancer-code-europe.iarc.fr

This project is co-financed by the Eurcpean Union and coordinated by the specialized cancer agency of the
World Health Organization, the Intamnational Agency for Research on Cancer.

International Agency for Research on Cancer o
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AYA cancer & Awareness
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Cancer Awareness in Teenagers and Young People Society (CATS)

UNEXPLAINED UNEXPLAINED APPEARANCE OF PERSISTENT SUDDEN
LUMPS OR BUMPS PERSISTENT PAIN A MOLE. FATIGUE WEIGHT LOSS

L w @ ey

LET'S HAVE A LOOK AT THOSE BALLS.

Testicular cancer is the most common cancer in males between the
ages of 15 and 24, so make sure you check your balls regularly — it might

be easier to check them while in the shower or bath. Look for:

« Alump or swelling in one testicle (even if there is no pain)
« Achange in the shape or size of the testicles

Source: http://www.thecatscampaign.org/

CHECKED YOUR BOOBS LATELY?

Breast cancer is much more common in older women but younger women

can still get it. Make sure you check your boobs regularly, as when caught

early breast cancer can be much easier to treat. It's best to check once a
month - try and do it at the same point in your menstrual cycle each month.

Look for:

« Achange in the shape or size of the breast

« Changes in the look or feel of the skin

« Any unexplained or persistent pain

« Alump in the breast or armpit

« Changes in skin texture (puckering or dimpling)
« Nipple changes (discharge or inversion)

%
CATS

CANCER AWARENESS
IN TEENAGERS AND
YOUNG PEOPLE SOCIETY




AYA cancer & fertility

In some centres, the practice of discussing fertility with AYAs
diagnosed with cancer & referring them for assisted
reproductive assessment is routine. However, many young
people report feeling that:

» they were not, or were inadequately, advised of the risk or
their options for preserving fertility = health
professionals' failure to discuss risks to fertility

» the decision about whether to pursue fertility preservation
or not was made for them

» they were not given enough time to discuss the concerns

» they did not fully understand the ramifications of the
decision

Picture from https://www.newcastle.edu.au/newsroom/featured/psychological-toll-of-fertility-issues-lasts-for-years

Benedict C, Shuk E, Ford JS. Fertility Issues in Adolescent and Young Adult Cancer Survivors. J Adolesc Young Adult Oncol. 2016 Mar;5(1):48-57. doi: 10.1089/jaya0.2015.0024. Epub 2015 Nov 18.
PMID: 26812452; PMCID: PMC4779291.


https://www.newcastle.edu.au/newsroom/featured/psychological-toll-of-fertility-issues-lasts-for-years

AYA cancer & sexuality




AYA & parents

Which side effect do
you think is the worst?

Overprotective
parents!

From: De liefdevolle manager. Ouders van een jongere met kanker vertellen hun verhaal.



AYA & parents

Central themes that can be discussed with the parents of AYAS:
« | want to take care, | want to be there for my child
 Manager - managing (from spokesperson to advocate)

 How to Balance in relationship with my child/partner/other

children/social network
« Self-care: how do | take care of myself?

e The Future: how do | see the future?

From: De liefdevolle manager. Ouders van een jongere met kanker vertellen hun verhaal. UZ Ghent, Belgium



AYA cancer & treatment

» Different treatment strategy needed?

» Few clinical trials specifically for AYAs & participation is mostly low!!!
Challenges of clinical trial enroliment

\

Availability Accessibility Patient knowledge

/N /I

AYA-specific Age eligibility AYA centers Referral patterns Collaboration Education
trials

Community Providers

Friend BD, Baweja A, Schiller G, Bergman J, Litwin MS, Goldman JW, Davies S, Casillas J. Clinical trial enrollment of adolescent and young adult patients with cancer: a systematic review of the literature and proposed solutions. Clinical Oncology in
Adolescents and Young Adults. 2016;6:51-59, https://doi.org/10.2147/COAYA.S70375




Potential toxicities of treatment

Type of treatment Short-term Intermediate Long-term
(beyond 5 years after treatment)
AYA C a n C e r & t re at m e n t Surgery Infertility Lymphoedema  Endocrine dysfunction
Infections Infertility
Chemotherapy Pain Premature Second cancer
Fatigue ovarian failure
Mucositis Endocrine dysfunction
Nausea Cardiovascular diseases
Infection Infertility
Myelosuppression
High-frequency Low bone mineral density (osteopaenia
hearing loss and osteoporosis)
Amenorrhoea Avascular necrosis
Renal damage :
Neurocognitive deficits .
Peripheral and central neuropathy
Hearing loss
Radiotherapy Fatigue Premature Second cancer in radiation field
Mild skin reactions  ovarian failure
Mucositis Endocrine dysfunction
Nausea Intestinal fibrosis ~ Cardiovascular diseases
Intestinal Enteritis Infertility
discomfort
Infertility Low bone mineral density (osteopaenia
and osteoporosis)
Avascular necrosis
Renal damage

Intestinal fibrosis

Enteritis

Neurocognitive deficits (radiation to brain) .

~

Bone-marrow transplantation  Toxicities as Toxicities as Toxicities as mentioned for
For treatment of haematological  mentioned for mentioned for  chemotherapy and radiotherapy
malignancies chemotherapy chemotherapy
and radiotherapy  and radiotherapy Graft-versus-host disease
in d e p en d ence d e pe n d en Cy | | Chrgmc mmunpsuppressnon
Anti-oestrogen therapy Hot flashes Depression Cardiovascular diseases
For treatment of oestrogen-positive  Vaginal dryness
breast cancer Mood changes
Weight gain

Note:The specific details of treatment such as type of chemotherapy, dosage, type of radiotherapy, number of fractions, combination
of treatments, genetic predisposition and general health condition of the survivor are all essential determinants for the risk for
treatment-related side effects.

From: ESMO Handbook of Cancer in Adolescents and Young Adults 2022



AYA cancer & treatment

P Teenagers and
: Young
e Adults with
®&%" Cancer

Uniting professianals. improving proctice

» Collaboration with paediatric & adult cancer care
services

» Which treatment protocol is best for the AYA?

Transiti » Transition from paediatric to adult care!
ransition

TYAC best practice
statement
for health

professionals

Final Versio

https://lwww.tyac.org.uk/tyac-good-practice-guides/transition




Consequences of a Care Gap!

New healthcare problems!

More symptomatic problems!

3Xx more chance of urgent interventions!

More hospital admissions!




AYA Survivorship

Wait till you hear the
side effects of that...

» Conceptually a time when late effects are more
common than relapse!

» Anew set of fears - tensions between the impact of
cancer & wanting to put cancer behind you.

LECTRR




*  Physical condition * Satisfaction with
*  Physical functioning physical functioning
*  Mobility *  Prior health

Bye Bye treatment...but... T

* Role limitations
due to physical
problems

Energy/ fatigue
Sleep problems
Health perceptions
Physical Symptoms
Health distress
Health outlook
Pain

 Planned but... uncertainties!

Physical
health

Family functioning
Marital functioning

* Re-integration into the ‘new normal’?

« Still recovering! Social - Mental
health health

» Loss of medical & care support (safety)!

Mental illness

*  Anxiety
* Depression
« Concerns about relapse! pressior
L ¢ Psychological
* Role limitations due to health distress
¢ Sexual functioning «  Psychological
+ Social activity limitations due to health well-being

* Positive affect
4 *  Cognitive

* Role limitations due to emotional problems functioning

*  Feelings of belonging

From: Understanding the quality of life (QOL) issues in survivors of cancer: towards the
development of an EORTC QOL cancer survivorship questionnaire




Managing long term side effects of chemotherapy

Teenagers and young adults (TYA) who survive caneer treatment can have a range “"ﬂ";'l
of side effects later in life_ If it is known which chemotherapeutic agents were 28
used, the “Principal causative drugs” column can guide monitoring and @

) A =] -
management. Factors that further increase the risk of complications from E <
chemaotherapy are listed in the “risk groups”™ section. E = v

3’ L2] E = o
= a B = T
&= 5E ET
ER- s EEZ
3 2 2 £ T2 ox
@ =0 o om R e
Loss of executive function | |
Memory loss |
Cataract [ ]
-
= ,
Peripheral neuropathy ®
Tinnitus
‘ ’ Deafness

Raynaud’s phenomenon

Pulmonary fibrosis

Ventricular failure

Coronary artery disease

Hypertension

Chronic kidney disease

Haemorrhagic cystitis
Renal tract malignancy

2 —0 & — 8 9 9 8 & —— — Cisplatin
&
s
.
L e B B OB EE acyclines
E 3 ——48— ntimetabolites
— 9 — — — === L -
— St - B R

Primary hypogonadism

Necrosis of femoral head

Psychosocial effects of chemotherapy include:

Past-traumatic stress disorder

Second malignant neoplasm

Vineristine

=+ Tastuzumakb
—————Vinblastine

— Principal causative drugs ——

Tapa |l inhibitors®

Financial burden Psychosocial problems

Depression Employment difficulties

Educational difficulties

Social isolation

Strained relationships with
partner, family, and peers

:HD = High dose *Topoisomerase || inhibitors

sRT = radiotherapy

Anticancer chemotherapy in teenagers and young adults: managing long term side effects BMJ 2016; 354 doi: https://doi.org/10.1136/bm;.i4567 (Published 07 September 2016)

) 2016 BM] Publishing group Ltd.

FEEL R GERT]

article online B http://bmij.co/chemfx Disclsimac
— Risk groups y ’ Managing those at risk )

Consider
referral to:

Consider:

T Heurarehakbilitation

G

Répea
sympia

Encourage
Baseline i gi_

MMSE*

Cancurrent
cranial RT}

Decupational therapist

Every
year

Refer ta ophthalmalagy

Funduscopy if symptams

@

Neuralogical examination

Baseline Offer
audiological

assessment

Reler to ENT Lol
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Current challenges in AYA care
Open AccessPublished:April 07, 2021 - DOI:https://doi.org/10.1016/j.esmo0p.2021.100096

The definition of the minimal essential requirements for
AYA centres

This WG appreciates that there are some specific criteria
and required facilities that a centre—whether it is in a
paediatric or adult oncology department—must fulfil in
order to treat AYA with cancer:

e A sufficient MDT, as defined earlier, to hold routine and
structured case discussion meetings.*52%°°

e Clinical trial availability in AYA cancers.?

e Flexibility in terms of age eligibility for access to treat-
ment and care.

e Disease expertise resources for the whole variety of
tumour types seen in the AYA population. This frequently
requires active paediatric and adult membership via a
complete AYA MDT, distinct from the adult (https://
www.oeci.eu/) or children’s (https://paedcan.ern-net.
eu/) models of comprehensive cancer centres.

e Age-appropriate psychosocial support and an adequate
age-specific environment designed around AYA needs,
for example, access to peers and siblings, provision of so-
cial/arts activities, education, etc.®*®*

e Fertility preservation programmes.

e lLate effect/survivorship clinics and primary health care
engagement.®®7°

e Transition programmes (from childhood to AYA or adult
services).”*

e Genetic counselling and access to genetic testing for he-
reditary cancer syndromes.

e Age-specific palliative care services, including regular
age-specific training for the staff.””

e Sustainable programmes for AYA, with strong referral
pathways_"3 and standards of care from the clinical, pa-
tient and health care authorities’ position, both acutely
and in survivorship care.

65-67

OPEN | Hons

REVIEW

Adolescents and young adults (AYA) with cancer: a position paper from the
AYA Working Group of the European Society for Medical Oncology (ESMO)
and the European Society for Paediatric Oncology (SIOPE)

A. Ferrari’ ', D. Stark® "', F. A. Peccatori’, L. Fern”, V. Laurence”, N. Gaspar’, |. Bozovic-Spasojevic’, O. Smith®,
). De Munter’, K. Derwich"’, L. Hjorth'", W. T. A. van der Graaf ’, L. Soanes ", 5. Jezdic'’, A. Blondeel™, 5. Bielack',
LY. Douillard™, G. Mountzios"’ & E. Saloustros'®
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Tailoring care for AYA cancer
through national regulation of
AYA reference teams

» National Project Group - healthcare regulators, cancer
services, reference centres and AYA with lived experiences
=>» develop national AYA policy.

Six hospitals endorse the following five priorities in AYA care:
» Early diagnosis
» Early referral to reproductive medicine

» Early genetic testing

» Priority on Clinical studies

. : . |
aArce .00‘ » Psychosocial support

“d -

o

https://www.riziv.fgov.be/nl/nieuws/zorg-op-maat-voor-adolescenten-en-jongvolwassenen-met-kanker-
dankzij-onze-vergoeding-van-aya-referentieteams
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w.‘ strong aya _

objectives are
» The development of a Core Outcome Set (COS) for AYAs with cancer.

» The implementation of the COS in five national healthcare systems across Europe, with
participating centers in France, Italy, the Netherlands, Poland and the United Kingdom,
and the establishment of national infrastructures for outcome data management and

clinical decision-making and a pan-European ecosystem that also welcomes future
European countries.

» The dissemination of outcomes and facilitation of interactions between national and
pan-European stakeholders to develop data-driven analysis tools to process and
present relevant outcomes, establish feedback loops for AYA cancer patients and the
healthcare systems, and improve the reporting and assessment of outputs towards
policy-makers.

https://strongaya.eu/



EU JOINT ACTION

naping the EU Networks
of Expertise on cancer!

NETWORKS OF EXPERTISE
ON CANCER
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https://jane-project.eu/project/the-project/work-package-11-young-adults-with-cancer/
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European Network of
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EU — CAYAS — NET project
Peer Visits: An In-Depth Look

— —— GENERAL
'REPORT

AYA PEER VISITS

.’/“

Italy - Belgium - Netherlands

https://beatcancer.eu/

Co-funded by the European Union. Views and opinions expressed are however
those of the author(s) only and do not necessarily reflect those of the European
Union or the European Health and Digital Executive Agency (HaDEA). Neither the

https://WW\N'yOUthcanCereurope'Or_g/Wp- . Co-funded by European Union nor the granting authority can be held responsible for them.
content/uploads/2023/11/general_information_aya_ care_document.pdf the European Union



GHENT, BELGIUM: JULY 12-16, 2023

STRENGTHS

- There is an AYA-dedicated team that WEAKNESSES
also conducts research, [Geen titel]

- The AYA care is very structured, and - A lot of the initiatives depend on
there is a large involvement of NGOs, private/grant/award funding, which
supplementing the clinical care, makes AYA services hard to sustain.
resulting in a very good relationship - Services are halistic and include

between formal and informal
care aspects,

multidisciplinary teams but feel
scattered as they are only sometimes

- AYAs are included in the design of present in the same ward, wing,
their spaces and services, or even hospital building.

- The hospital provides AYA-specific - The focus is slightly more geared
training to the healthcare professionals, towards AYAs younger than 25 years;

- Availability of clear guidelines for the need remains to include older AYAs.

AYA care, - Lack of staff for the number of patients
- The Transition into long-term/ - Lack of systematic support for
post-treatment care is seamless diverse needs such as LGBTQ

and organized. and migrant populations




European Network of The European Network of
YQ‘,TH CQN([R Youth Cancer Survivors
Launches Its
,S U RV'Yé RS Recommendations for
Equitable, Diverse, and

Inclusive Cancer Care in

https://beatcancer.eu/
Europe
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https://beatcancer.eu/wp-content/uploads/2024/04/EDI-
Policy-Recommendations.pdf
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