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Recommendations for
Equitable, Diverse, and Inclusive
Cancer Care in Europe

“Identifying reasons why people either don’t feel heard or supported
or feel disadvantaged is very important if our goal is to try and improve
survival and well being among patients.”

Karl Smith-Byrne, Rectal Cancer Patient, Senior Molecular Epidemiologist, University of Oxford

The right of everyone to access
healthcare is enshrined in Article 35
of the European Union's Charter on
Fundamental Rights! but cancer
care access and outcomes for young
people can vary greatly depending
on a multitude of factors.

Some of these factors are demonstrated
by the EU Commission’s Inequalities
Register? which provides data on
disparities between Member States
and regions; and the European
Network of Equality Bodies®, which
reports on inequalities known to
affect health outcomes across the EU.
However, certain key dimensions are
not fully captured, including ethnicity,
migrant status, gender identity,
sexual orientation, or for example
neurodiversity; all of which have been
found to be important predictors of

cancer treatment outcomes.**

Attaining equity in cancer

care remains an elusive goal

for institutions, healthcare
providers, researchers, and patient
communities alike. As we navigate
the complexities of addressing
cancer inequalities, it becomes
imperative to collectively explore
immediate, mid-term and long-
term possible solutions.

This document is meant to
serve and shape the discourse

by reporting on a multi-stakeholder
and collaborative process

aimed at unveiling actionable
recommendations designed to

be aspirational, achievable,
and transformative.,
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Equity, Diversity, and
Inclusion in cancer care

Equity, Diversity, and Inclusion (EDI) in cancer
care encompasses the principles of fairness,
accessibility, and respect for individual
differences to ensure that all individuals
receive appropriate and timely support and
services to achieve optimal health outcomes.

This includes addressing systemic
barriers and disparities in healthcare
access, delivery, and outcomes based
on factors such as race, ethnicity,
socioeconomic status, gender
identity, sexual orientation, disability,
or geographic location. EDI in cancer
care involves promoting equitable
access to cancer prevention,
screening, diagnosis, treatment, and
supportive care services for diverse
populations, including underserved
and marginalised communities.

It also entails fostering culturally
competent care practices, providing
patient-centred communication

and decision-making, and creating
inclusive healthcare environments
that accommodate the unigue needs
and preferences of all individuals
affected by cancer. Ultimately, EDI in

cancer care aims to reduce disparities,

promote health equity, and improve
the quality of care and outcomes for
all individuals impacted by cancer.

To address this, Youth Cancer Europe
introduced an EDI workstream into
the European Commission co-funded
European Network of Youth Cancer
Survivors project (EU-CAYAS-NET
EU4H-2021-PJ-04:101056918).

A scoping literature review and grey
literature review examined articles,
narrowing down to those meeting
specified criteria; an online cross-
sectional Patient Survey was
conducted in 12 European languages,
and a second survey for healthcare
providers explored existing EDI
policies and practices within
healthcare institutions. In late 2023

a multi-stakeholder consultation in
Romania looked at key considerations
for EDI educational and training needs
in the cancer care ecosystem.
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The process was steered by a diverse working group of
individuals from various backgrounds and professions,
the majority of whom are young people living with and
beyond cancer.

Based on our findings, we focused on four important areas to ensure fairness
and inclusivity in cancer care and grouped our recommendations as follows:

1. RACE, ETHNICITY, CULTURE, REFUGEE, OR MIGRANT STATUS:
To address disparities and ensure equitable access to cancer care for
individuals from diverse racial, ethnic, and cultural backgrounds, including
refugees and migrants.

2. GENDER IDENTITY AND SEXUAL ORIENTATION:
To promote awareness and support for LCBTIQ+ individuals affected
by cancer, ensuring they receive respectful and inclusive care regardless
of their gender identity or sexual orientation.

3. AGE, PHYSICAL AND MENTAL DEVELOPMENT, AND WELLBEING:
To recognize the unique needs of individuals at different stages of
life, including children, adolescents, and young adults, and recognise
mental health status and neurodiversity as important determinants
of health outcomes.

4. EDUCATION, CAREER, AND SOCIOECONOMIC STATUS:
To address social determinants of health and ensure that individuals
from all socioeconomic backgrounds have access to quality cancer care,
regardless of their education level, career status, or living conditions.

41% of young people with

cancer don't feel represented
by booklets and other
information provided to them
by healthcare facilities
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Equality
means everyone gets the same things or
treatments. It's like giving everyone the

same-sized shoes, even if
some people need bigger

or smaller shoes.

a2

Equity

Means everyone gets what
they need to be fair. It's like
giving different-sized shoes
to different people so that
everyone’s shoes fit them

M

just right.
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In cancer care

this could mean providing free or low-cost cancer
screenings in underserved communities where
people may have less access to healthcare. It could
also mean offering language interpretation services
or transportation assistance to ensure everyone can
access cancer treatments, regardless of their language
spoken or ability to travel. It would mean recognizing
and respecting individual preferences, beliefs, and
values related to health and healthcare, or for example
providing information in easy language written
formats, using visual diagrams, and creating
environments that are conducive to the needs of
neurodiverse individuals, such as minimising noise,

bright lights, and crowded waiting areas.

Striving for equity in cancer care is striving for
everyone to have the best chance at getting better.
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Article 21 Charter of Fundamental Rights' of the
European Union forbids discrimination on grounds
of sex, race, colour, ethnic or social origin, genetic
features, language, religion or other belief, political
opinion, membership of a national minority,
property, birth, disability, age or sexual orientation.

There are 9 grounds for discrimination:
1. Gender: includes man, woman, or transgender

2. Civil status: includes single, married, separated,
divorced, widowed people, civil partners and former
civil partners

3. Family status: this refers to the parent of a person
under 18 years or the resident primary carer or parent
of a person with a disability

4. Sexual orientation: includes gay, lesbian, bisexual

and heterosexual

5. Religion: means religious belief, background,

outlook, or none
6. Age: this does not apply to a person aged under 16

7. Disability: includes people with physical, intellectual,
learning, cognitive or emotional disabilities and a
range of medical conditions

8. Race: includes race, skin colour, nationality, or
ethnic origin

9. Membership of the Traveller community

These are known as the protected grounds.
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For example...

Under EU law a transgender person who experiences
discrimination arising from their gender reassignment,

or transition, is protected under the gender ground.
How does this relate to cancer care?

Transgender individuals may postpone seeking
healthcare due to fear of discrimination or stigma,
leading to delayed cancer diagnosis and treatment
initiation. Some cancer treatments may interact with
gender-affirming hormone therapy commonly used

by transgender individuals, potentially complicating
treatment regimens or causing adverse effects.

When transgender individuals encounter healthcare
providers who lack knowledge or sensitivity regarding
transgender health issues, it may lead to suboptimal care
or inappropriate treatment recommendations. They may
also experience additional psychological distress related
to cancer diagnosis and treatment, compounded by

existing stigma, discrimination, or social isolation.
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Our approach

LITERATURE REVIEW

A scoping literature review and a grey literature review was conducted and examined 1,519
articles, narrowing down to 914 for inclusion through age, category, and region criteria. When
applying the ‘Europe specific’ region criteria, 90 articles were accepted for inclusion and 45 were
used in this document. 31% of papers specifically centred on childhood, and 11% on adolescents
and young adults (AYA). Topics such as gender and sexuality, family, and education or career
were not well represented in European literature compared to global literature. From grey
literature, 27 relevant sources were identified, including official webpages (48%) and reports
(28%), with the majority focusing on "Race & Ethnicity” and “Gender & Sexuality”.

ONLINE SURVEYS

An online cross-sectional survey (Patient Survey) was launched in 12 European languages
(English, Italian, Spanish, French, German, Dutch, Russian, Ukrainian, Romanian, Lithuanian,
Slovenian, and Croatian). Participation from minority groups was encouraged through targeted
survey promotion in organisations focusing on minority populations. A total of 128 respondents
with a lived experience of cancer (average age 30.9), from 25 different countries completed the
anonymous survey. Descriptive analyses were used to summarise demographic and medical
information and qualitative content analysis for the coding of short-answer responses to the
open ended questions. Results were triangulated by 3 independent researchers and informed
the writing of recommendations.

A second survey explored existing EDI policies and practices within healthcare institutions
(HCP Survey). The survey was completed by 77 respondents (average age 51 years), from 22 EU
countries. The majority, 97% of respondents, came from cancer-specific health roles including
paediatric haemato-oncologists, nurses, paediatric residents, radiation oncologists, researchers,
and consultants. The survey responses revealed that European healthcare professionals
recognize the importance of EDI but seek further education and engagement opportunities.

MULTI-STAKEHOLDER CONSULTATION AND WORKSHOP (WORKSHOP)

Held in Romania, the “From Prejudice to Progress: Equity, Diversity & Inclusion Round Table
and Workshop” welcomed 37 participants representing 17 countries in various roles, including
patient advocates, researchers, healthcare providers, academics, and local interest groups,
health policy experts and policymakers. Among them, representatives of the Cluj-Napoca City
Hall, the Cluj-Napoca International Council, the Babes-Bolyai University Public Health faculty,
the Prof. Dr. lon Chiricuta” Oncology Institute, the Medical University of Vienna, the European
Oncology Nursing Society (EONS), the Global Inclusion Department of the Global Institute

for Peace (PATRIR), patient groups Alike and Little People Romania and advocacy groups
OUTpatients and Queer Sisterhood participated. Key learnings from discussions highlighted
the necessity for a pan-European perspective in developing educational content tailored

to healthcare providers, researchers, and patient advocates. Inclusive language, interactive
content, real-world application through case studies, and involving individuals with lived

experience in content creation were emphasised.

1
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Recommendations

* STRENGTHENING EDI IN RESEARCH: IMPROVING PATIENT DATA
COLLECTION AND ENHANCING RESEARCH TEAM DIVERSITY

EU memober states should systematically and within legal bounds improve

the data they hold for ethnicity, LGBTIQ+ identity, psychosocial development,
quality of life, physical and mental health, education, socioeconomic status
and employment rights of cancer patients. The EU should work towards a
standardised data collection that is shared via the EU Health Policy Platform
alongside other major EU initiatives. An equal weight should be given to
efforts to increase diversity and inclusion in healthcare and research personnel.

r\/\/\

* IMPROVING EDI IN CANCER SERVICES: PROVIDING CULTURALLY
SENSITIVE CARE AND PROMOTING DIVERSE REPRESENTATION IN
CARE TEAMS

Cancer services should develop, improve, and implement culturally sensitive
care, ensuring that patients receive support that respects their cultural,
psychosocial, financial, educational, reproductive, and sexual needs. Inclusive
cancer services also require the promotion of diverse representation in care
teams to better reflect the communities they serve. Patients with lived
experience should be actively engaged in health strategy development,
funding decisions and building services and the co-creation of new policies
related to their care, fostering a collaborative approach that prioritises their
unigue perspectives and needs.

a2

* FOSTERING DIVERSITY AND INCLUSION WITHIN PATIENT
ORGANISATIONS

Patient organisations should have a more proactive approach to achieving
diversity and inclusion by actively recruiting individuals from diverse
backgrounds, providing training on cultural competency and sensitivity,
and implementing policies and practices that promote inclusivity and
equity within the organisation. By embracing diversity and inclusion,
patient organisations can better serve their cormmunities and advocate
for more equitable healthcare policies and services.
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INTRODUCING AN INNOVATIVE
INTERACTIVE CURRICULUM AND
TRAIN-THE-TRAINER TOOLKIT AIMED
AT TRANSFORMING CANCER CARE
THROUGH DIVERSITY, EQUITY, AND
INCLUSION PRINCIPLES

Soon to be launched within the European Network of Youth Cancer
Survivors EU co-funded project, our comprehensive program is designed
to equip clinicians, healthcare providers, patient and community
organisations, researchers, and educational institutions with essential
skills and awareness to address prejudice and tailor cancer care to
underserved groups.

Modules will cover a range of topics including cultural competence,
legal and cultural contexts of inequality, inclusive language, psychological
safety, family support, patient autonomy, discrimination identification
and challenge, holistic patient needs assessment, inclusive research
practices, and effective advocacy.

More details to be announced on beatcancer.eu

For queries, please email

Victor Girbu victor@youthcancereurope.org and

Katie Rizvi katie@youthcancereurope.org
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Actions
N\

To help EU members deliver on the three recommendations,
the following section provides examples of targeted actions
that have been designed to be measured, realistic, and
achievable. These actions are grouped under four focus
areas according to the recommendations. The table is
illustrative; the actions extend across the four focus areas
and are not mutually exclusive. This setup is particularly
effectivea for addressing intersectionality, tackling issues
that affect people in different and overlapping ways, and
ensuring we address everyone’s needs.
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\L Focus areas

Recommendations for Equitable, Diverse, and Inclusive Cancer Care in Europe

Strengthening
EDI in research:
improving patient
data collection and

enhancing research

team diversity

Improving EDI in cancer services:
providing culturally sensitive care and
promoting diverse representation in care
teams

Embed diverse

Fostering
diversity and
inclusion
within patient
organisations

socioeconomic
status (SES)

education and

employment
rights of young
cancer survivors

Co-create
programmes to
support patients
and families facing
financial difficulties
and/or educational
challenges

Integrate community S
Pl L7 Provide interpreters
ethnicity and representation in -
. . migration decision making and translate pgbllc Provide cultural
Race, ethnicity, . health messaging . S
culture, refugees experiences : humility training
d L t ! into cancer Improve public Provide culturall for healthcare
claieitnalie [CIAES research and health messaging . ally providers
N . informed services
data monitoring for diverse
populations
s Provide
Increase visibility . .
comprehensive Provide
and awareness .
) i Encourage psychosocial support awareness
Gender identity and support
and support Include sex, . . :
& sexual Design tailored strategies for
ientati LCBTIQ+ gender, and sexual interventions for ender, sexualit
orientation research orientation in health . 9 L Y
. reproductive and fertility and
strategies .
sexual health family support
Implement
sychosocial Includg young A
P people in health Create accessibility
cancer care for . . . Co-produce
decisions and policies and audits i
all ages and all co-create holistic to support people training for
A, [P types of cancer care models with disabilities age-appropriate
and mental _— communication
wellbeing Promotg rgsearch Address negative Offer prehabilitation Wlth people
on visible e - e with and
RN bias in public health and rehabilitation
and invisible messagin beyond cancer
disabilities g'ng
Legislate
for inclusive .
employment Expand health Educate‘panents
T . and family about
Create a taskforce policies for people insurance coverage -
. L. ! their employment
within the EU living with and for young adults rights and
Education, Commission beyond cancer without stable jobs o gortunities
career, and to monitor the _— PP

Promote best
practices in cancer
care to overcome
geographic
disparities

Improve public
health messaging
in rural and low
SES populations

Table 1. Summary of recommended actions in four key focus areas to enhance EDI

in cancer care
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Actions for addressing
disparities related to race,
ethnicity, culture, migrant
and refugee status

“It would have been easier if there had been more opportunities
to involve my parents who live in another country and don't speak
the local language during conversations and not only afterwards.”

Online survey participant

DATA AND MONITORING

Integrating ethnicity and migration experiences into cancer research
and data monitoring

In the Patient Survey, 12% of respondents received at least some of their
treatment outside of their home country, suggesting that there is a need
for enhanced inclusivity in European cancer research and data monitoring.
Addressing this gap requires integrating detailed analyses of ethnicity,
cultural backgrounds, and refugee experiences into research, with a focus
on the implications of genetics, race, and treatment outcomes.*”#
Moreover, improving data collection policies, diversifying research teams,
and standardising data across countries are essential steps to ensure
person-centred care for all patients, particularly migrants.®

REPRESENTATION
AND ADVOCACY

Embed diverse community
representation in decision making

Create opportunities and structure
for meaningful co-production with
underrepresented and minority
groups and include the patient voice
through all levels of decision-making.
To achieve this, involve intercultural
facilitators/advocates who can
provide healthcare professionals with
insights into the needs of patients
and their families, while also offering

information, advice, and support. ®
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Improve specific support for
diverse populations

Create specific support for different
origins and ethnic populations. This
work should also consider migrants,
their biological characteristics, levels
of education, and health approaches
to develop tailored communication
programmes but also respect their
cultural norms and beliefs® These
programmes must be developed

by the communities themselves, for
themselves, to ensure effectiveness
in addressing their unique needs.

SERVICES AND
ACCESSIBILITY

Provide interpreters and translate
public health messaging

The HCP Survey clearly outlined a
need for language support, including
both interpretation and translation.
The translation should be considered
for not only informative leaflets and
posters but also for surgical checklists,
consent forms, medical records, and
insurance information. Provision and
promotion of events and support
groups should also be provided in
other languages, particularly for

immigrants.©

Provide culturally informed services

Consider beliefs and values of the
patients and their communities
within services, including medical
aspects of care and socio-economic
determinants. This could be achieved
by providing patient navigation
programmes and intercultural
support to assist in navigating the
healthcare system.® Demonstrate
the feasibility and acceptability of
these services through pilot studies,
then scale these interventions to a
national level to enhance healthcare
accessibility and effectiveness.”

KNOWLEDGE
AND EDUCATION

Provide cultural humility training
for healthcare providers

In the Patient Survey, 10% of the
participants reported experiencing
or witnessing discrimination related
to race, ethnicity, nationality, culture,
and religion. The HCP Survey
demonstrated a high interest in
training related to these factors.
Training should move past ‘cultural
competency’ which has the potential
to suggest a finite or ultimate

point of awareness and may lead

to complacency. Instead, ‘cultural
humility’ should be embraced as

it recognises the importance of
remaining open to learning. ?

16% young people reported
being exposed to racially
charged or dehumanising

language during or after
their cancer care

17
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Actions for addressing
disparities related to gender
identity & sexual orientation

9

“Fertility issues are a concern for all young people, not only females.’

Online survey participant

DATA AND MONITORING

Encourage and support LGBTIQ+ research

Engage researchers and healthcare professionals to prioritise diversity and
intersectionality in LGBTIQ+ research, particularly its impact on cancer
survivorship, well-being, and fertility issues.”® Survey responses from patients
and healthcare professionals underscored a significant gap in information
on this critical topic.

REPRESENTATION
AND ADVOCACY

Increase visibility and awareness Include sex, gender, and sexual

In the Patient Survey and workshop, orientation in health strategies

there were indications that Services must be accountable
discrimination against various for addressing complaints about
genders within the healthcare discrimination to reduce mistrust
system impacted patient and avoidance of medical consultations.
engagement. Ensuring freedom Policies and procedures should

from discrimination based on include multiple levels of engagement
gender and sexual orientation from patients, professionals, and

must become a fundamental policy leaders in the cancer space.'
objective for all EU member states. Targets for patient reported
Immediate actions should include experience measures and outcomes
the visible display of LGBTIQ+ should be set and monitored for
affirming materials in healthcare progress, potentially by national
settings and the recruitment equality bodies.

of a diverse medical team .

18
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SERVICES AND
ACCESSIBILITY

Provide comprehensive
psychosocial support

LGBTIQ+ patients have been

shown to have poor quality of life,
intersectional barriers, poor mental
health, unmet needs, lower levels

of social support, and financial
hardship.*7 Specific actions include
targeted interventions for depression
and anxiety, initiatives to increase
social support, and support for
employment and financial stability
among LGBTIQ+ patients.

Design tailored interventions for
reproductive and sexual health

Workshop findings and our patient
survey revealed that the LGBTIQ+
community faces a significant
information gap and stigma
regarding fertility preservation

and sexual health before, during,
and after cancer treatments.

Cancer services must provide fertility
preservation and family planning
options for all patients and prevent
financial discrimination in accessing
these services.

KNOWLEDGE
AND EDUCATION

Provide essential training on
awareness and strategies for
gender, sexuality, fertility and
family support

In the Patient Survey, respondents
highlighted discrimination based

on gender and sexuality by HCPs.

The HCP Survey confirmed the need
for specialised training on these issues.
Essential training for HCPs should cover
gender and sexuality awareness, the
psychosexual effects of treatments,
changes in physical appearance,
ensuring fertility equality, and strategies
for navigating family rejection.®

19
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Actions for addressing
disparities related to age,
physical and mental wellbeing

“My biggest barriers to feeling more included or comfortable during
my cancer experience were my psychosocial issues post-treatment
(e.g. fatigue, depression) not being seen as a disability and late effects
that still remind you that you are different from people your age
because of your cancer journey”

Online survey participant

20

DATA AND MONITORING

Implement psychosocial cancer care for all

Monitor the psychosocial development, health-related quality of life and

physical parameters from all types of cancers and create early detection

strategies for developing issues.”?' Address the critical need for investment

in high-quality psycho-social research into survivor mental health, especially

for rare cancers and long-term follow-ups across all ages.?

Promote research on visible
and invisible disabilities

Clinicians advocate for more research
to refine care protocols for patients
with intellectual and neurodiverse
conditions.?# One example is autism,
which is associated with higher
diagnosis rates and poorer outcomes
which may be linked to concurrent
intellectual and developmental
disabilities.® Research is needed for
both visible and invisible disabilities
in cancer care.

REPRESENTATION
AND ADVOCACY

Include young people in health
decisions and co-create holistic
care models

In the Patient Survey, 10% of
respondents felt overlooked and
underestimated in their cancer

care, ignoring their unique needs.

To address this, multi-stakeholder
teams are needed in all clinical
settings and develop a comprehensive
holistic care model that emphasises
psychoeducation, exercise, and peer
support for patients of all ages and
at all stages of cancer, extending into
post-treatment survivorship.?>?7
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Address negative bias in public
health messaging

Strategic public health messaging
should avoid stigma-inducing,
shock-based campaigns that can
foster guilt, regret, and perceived
blame among those diagnosed with
cancer.?® Instead, the focus should
shift towards patient-centred,

positive communications that
promote positive health maintenance
within the broader societal context.

SERVICES AND
ACCESSIBILITY

Create accessibility policies and
audits to support disabled people

The Patient Survey revealed that
individuals with mobility impairments
stress the need for accessible
infrastructure and services which
often fail due to inadequate patient
consultation. Co-production of
accessibility should also apply to
neurodivergence and invisible
disabilities considering adaptive
equipment, communication aids,
and supportive resources. Regular
evaluations by equality bodies and
patient groups are essential to
ensure these facilities genuinely
accommodate all patient needs®

Offer prehabilitation and
rehabilitation

In a study in Sweden, over 25% of
patients reported not receiving
offers for cancer rehabilitation.*®
The Patient Survey showed similar
results with one participant being
denied the possibility of having
rehabilitation even though they
were entitled to it. Health providers
should recognize the need for
repeated and varied information
dissemination to both patients
and their families, guardians, and
caregivers to make sure all services
are advertised effectively.

KNOWLEDGE
AND EDUCATION

Implement training for better
age-appropriate communication
with people with and beyond cancer

Improve age-appropriate
communication through training
that takes a multidisciplinary and
intersectional approach to holistic
support, for example, improving
communication between paediatric
oncology and primary care after
childhood cancer.?® Address the

issue of medical staff underestimating
young patients’ understanding,

as reported by 21% of Patient Survey
respondents, to enhance informed
decision-making and respect for AYAs

in and beyond cancer treatment.®
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Actions for addressing
disparities related to education,
career development, and
socioeconomic status

“Many young adults are only students and don’t have enough savings ”

Online survey participant

DATA AND MONITORING

Create a taskforce within the EU Commission to monitor the education
and employment rights of young cancer survivors

For many AYA patients, treatment often disrupts crucial development stages
which can significantly impact their professional success, career progression,
and competitive standing against peers and established professionals.
Implement a system for periodic updates and reviews of educational data,
socioeconomic outcomes and employment rights for young cancer survivors.

22

REPRESENTATION
AND ADVOCACY

Legislate for inclusive employment

and prohibiting financial
discrimination against
cancer survivors

Many cancer survivors struggle

to regain financial stability due to
stigma and financial discrimination
impacting their ability to secure
health insurance or mortgages

and build a solid foundation for
their future. Advocate for inclusive
employment policies to support
cancer survivors' workforce re-entry,
particularly in countries without
strong advocacy, to ensure their
needs are recognized on the
political agenda.®?3*

Implement co-create programmes
to support patients and families
facing financial difficulties and/or
educational challenges

Patient Survey results highlight
young cancer patients’ financial
struggles, including access to
specific tests, treatments, and
transportation costs. Implement
financial support measures such
as travel bursaries, subsidised
temporary accommodation,
parental education on cancer
impacts, assistance for school
integration, and subsidies for
fertility preservation to alleviate
the financial burden on families
affected by cancer*+3¢
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SERVICES AND
ACCESSIBILITY

Expand health insurance coverage
for young adults with cancer

Research shows that European
countries with national health
systems have better cancer
survival rates than those with social
(private) insurance models, partly
because young adults often lack
comprehensive health insurance,
or might delay diagnoses.*¢*’
Implementing comprehensive,
accessible healthcare policies in
the EU is crucial to ensure timely
diagnoses and effective treatment
for CAYA cancer survivors, especially
those aged 26 to 39, improving
survival rates and outcomes.®”

Promote best practices in
cancer care to overcome
geographic disparities

Formulate strategies for access

to care and treatment quality
between rural and urban settings
and income disparities across
countries and neighbourhoods.
This is crucial as cancer mortality

is consistently higher in Central and
Eastern European countries.®®

The data will inform interventions
that integrate healthy behaviours
into daily life and consider financial
constraints (e.g., access to workout
equipment, gym memberships,

transportation, nutrition) .42

KNOWLEDGE
AND EDUCATION

Educate patients and families
about their employment rights
and opportunities

The surveys revealed that employment
concerns are frequently overlooked by
healthcare professionals. Addressing
this issue is essential for improving
the long-term quality of life for cancer
survivors. Establish targeted
programmes to educate young
adults with cancer about their
employment rights and create career
opportunities through educational
grants, internships and professional
development guidance.*

Improve public health messaging
in rural and low SES populations

The Patient Survey highlighted
equal access to care as a major
concern. Resources should be
allocated to educate patients in
low SES areas about healthcare
accessibility, early diagnosis
programs, and insurance literacy.
Such measures can significantly
enhance cancer survival rates,
particularly in regions where
increased health spending and
resources have been demonstrated
to improve outcomes.*
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Conclusions

* The European Commission has been working on cancer since 1985 with
EU countries and civil society, in close collaboration with the World Health
Organisation, the Joint Research Centre and the International Agency
for Research on Cancer. In 2021, announcing a €5.3 billion budget for
the 2021-2027 EU4Health** programme paving the way to a European
Health Union, the EU launched one of the most ambitious and comprehensive
Cancer Plans yet: Europe’s Beating Cancer Plan“. Backed with unprecedented
EU investment and unparalleled political momentum for action on cancer,
the EU4Health programme and other EU instruments provide a substantial
€4 billion budget earmarked for cancer.

* We urge the Commission to prioritise the integration of equity, diversity,
and inclusion (EDI) principles throughout all EU health initiatives with
dedicated funding and resources for research, programs, and interventions
aimed at addressing disparities in cancer prevention, diagnosis, treatment,
and survivorship among marginalised and underserved populations,
and look at social determinants beyond the currently captured data in
the Inequalities Register.

* Additionally, the Commission should promote the development and
implementation of EDI-focused policies, guidelines, and best practices
across EU member states to ensure equitable access to quality cancer
care for all individuals, regardless of their socio-economic status, ethnicity,
gender identity, sexual orientation, age, or other factors.

53% of young people with
cancer think policymakers

don’t do enough to address
issues of diversity and
inclusion in their programmes
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Closing remarks

The EU-CAYAS-NET project demonstrates how multi-stakeholder engagement
can inform practical steps towards more equitable and inclusive cancer care.
Building on the findings that informmed our recommendations, the project EDI
workstream also set out to develop an Equity, Diversity and Inclusion Toolkit
and Training Programme.

The interactive curriculum featuring a train-the-trainer toolkit, in-person
workshops and online content aims to equip three audiences - clinicians
and healthcare providers; patient and community organisations; as well as
researchers and educational institutions with greater awareness and skills
to challenge prejudice and tailor cancer care to underserved groups.

The workshops will empower participants to take local action to support
patients, the tailored case studies and interactive sessions will showcase
tangible steps healthcare professionals can take to make clinics more
welcoming, and the course will demonstrate how researchers can proactively
make studies more inclusive. The Equity, Diversity and Inclusion Toolkit

and Training Programme will be available on beatcancer.eu from the
summer of 2024.

While confronting discrimination and disparities spanning various facets

of cancer care, these recommmendations have presented possibilities within
reach for numerous institutions and sectors. Whether addressing inequities
through strategic interventions among staff and structures or spotlighting
overlooked voices via carefully framed health communication, research and
lived experience have shown feasible recormmendations worth pursuing in
every setting.

With patient communities keeping systems accountable, researchers
continuing to reveal where marginalisation manifests, and decision-makers
calling for pivot points toward justice, a person-centred future in health
seems increasingly achievable.

X X X XXX
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Acronyms & Abbreviations

AYA Adolescents and young adults.
CAYA Child, adolescent, and young adult.
EDI Equality/equity, diversity, and inclusion.

EU-CAYAS-NET

EU Network of Youth Cancer Survivors.

HCP Healthcare Professional

LGBTIQ+ Lesbian, Gay, Bisexual, Transgender, Intersex,
Queer, and others.

SES Socio-economic status.

PATIENT SURVEY

Online survey of participants from minority groups

HCP SURVEY

Survey of healthcare professionals
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GLOSSARY

Term Definition

Equality Equal treatment of all people.

Equity Fair treatment of all people.

S Including and representing people from a variety of backgrounds and

perspectives without prejudice.

Intersectionality

Intersectionality describes the potential for unique forms of discrimination
to arise from overlapping personal characteristics, e.g. a Black woman.

Cross-sectional
(survey)

It is a type of study design in which researchers collect data fromm many
individuals at a single point in time.

Gender

A social construct informed by the norms, roles and behaviours that we
attribute to being male/masculine, female/feminine, or third gender.

Grey literature

A wide range of different information that is produced outside of traditional
publishing and distribution channels, and which is often not well represented
in indexing databases.

Active inclusion or participation of marginalised people and those with lived

Inclusivity experience of inequity.

Used to refer to the sexual and gender minority community. It is also common
LGBTIQ+ to see LGBT used.

Any group of persons whose members share common characteristics of
Minority culture, religion or language, or a combination of any of these factors that are

considered to make up a small part of the global or local culture.

A group who may not be a global minority, but is considered as such based
Minoritised

on factors related to their immediate context or environment, e.g. people of
colour within predominantly white countries.

Psychosocial

The context of the combined influence that psychological factors and the
surrounding social environment have on physical and mental wellness and
ability to function.

Scoping review

A scoping review is a type of knowledge synthesis that uses a systematic and
iterative approach to identify and synthesise an existing or emerging body of
literature on a given topic.

Sex

The underlying biological profile of a person. It influences a range of bodily
responses that are important in tackling infection or disease.

Sexual orientation

A person’s sexual feelings towards other people and certain genders e.g.
bisexual.

Transgender

An umbrella term for a person whose gender identity differs from the sex they
were registered as at birth.

Socio-economic
status

The social standing or class of an individual or group. It is often measured as a
combination of education, income, and occupation.

Migrant A person who changes their country of habitual residence and who is not a
citizen of their country of residence.*®
A person who has been granted international protection by a country of
Refugee asylum because of feared persecution, armed conflict, violence, or serious

public disorder in their origin country.“®
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