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The Global Colon Cancer Association (GCCA) advocates
for equitable access to quality colorectal cancer
screenings, testing, treatments, and care, because
where you live should not determine whether you can
prevent or survive colorectal cancer.

As both a membership-based umbrella organization
and a direct-to-patient advocacy organization, GCCA
works toward this goal by amplifying and supporting
the efforts of our member organizations, by
developing adaptable advocacy and educational
materials for our members, and by conducting our
own advocacy, education, and initiatives that ensure
patients are at the heart of all policy discussions.

The GCCA partners with 100+ organizations around
the world and supports the creation of advocacy
groups in developing areas which have no colorectal
cancer organizations.
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GCCA Leadership Team
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Global Colon Cancer Association Members
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Global Colon Cancer Association Members

(by Region)
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What is Lynch
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it may impact YOur colorectal

cancer treatment options.

To hear patient stories visit
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Challenges: Access,
Awareness & Education

Biomarker testing leads to life-

saving treatment options. Access remains
a major barrier to patients. However,
even in communities where biomarker
testing is available and reimbursed,
testing rates are lagging behind.

GCCA is working to address the common
barriers so that colorectal cancer patients
can benefit from scientific advances.

|r ?"-. Know Your
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' ;"”COLON("’@ Know Your
Patient _ ";,3 Biomarker
Advocacy Toolkit

What is

T™MB?

GCCA's international survey asked CRC patients
and survivors how the results of biomarker
testing were discussed with them:

5/%

negative responses

32%

| was tested, and the results were shared
with my oncologist or member of my care
team, but it was confusing and | did not
understand how the results can impact my
treatment options

18%
| don't know if | was tested - no discussion
took place for biomarkers

7%
| was tested, but the results were not shared
or discussed with me



2024 GLOBAL CONGRESS

Global Colon Cancer
Congress

The 2024 Congress will be held October 18 in Cape Town,
South Africa.
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October 18
In person & Live Stream

GCCA is building a global community of advocates and advocacy organizations to

share information about how to make the most impact

colorectal cancer advocacy and patient-centered policy!

in the sphere of

This meeting provides a unique opportunity for GCCA members from around the

globe to meet, in person, to collaborate and learn from
the advocacy work they do in their communities.
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The Role of the Patient in a Changing World

Global Colon Cancer Association

each other as experts in




CRC Health
Equity Grants

2022 & 2023 ~ Brazil
RECipient — Croatia
Countries: — Cyprus

— Kenya

— Lebanon
— Malawi
— Nigeria
— Tanzania

— U.S.

Global Colon Cancer Association
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Challenges

Advocates and organizations around the
world have relationships and partnerships
in their communities but may lack the
financial resources to make the most of
them.

“Receiving the colorectal
cancer health equity
grant from the GCCA, is
beyond monetary
support. It has caused a
pivotal role in fostering
communication and
collaboration and equal
access to essential
resources. This grant
amplifies our influence and
expands our reach.”

Solutions

Providing financial assistance to fill specific
unmet needs in under-resourced
communities, with priority in LMICs.

Seeking recipients focused on equity driven
screening programs, educational
opportunities, patient support, and policy
Initiatives

Godwin Nnko, MD
" Clinical Oncologist
Tanzania Oncology Society
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Transforming
Policy Toolkit
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Strategic guidance and
resources for colorectal
cancer policy advocates

g

Transform policy in your community
to fight colorectal cancer.

The global incidence of colorectal cancer is increasing.
Worldwide, 1.88 million people ware diagnosed with colorectal
cancer [CRC) in 2020, and that number is expected to reach
3.08 million in 2040. Mortality is increasing too, with 1.59
million people expected to die from CRC in 2040, compared ta

216,000 in 2020, In addition to these devastating human costs,

the economic burden of CRC is projected to reach INT$2.8
trillion globally between 2020 and 2050,

There are effactive screening tests for colorectal cancer. There
are effective treatments for colorectal cancer. But access to
these screening tests and treatments is insufficient. The way
to address this is through transforming colorectal cancer
policy.

The Global Colon Cancer Assaciation (GCCA) Transforming
Policy toolkit provides a general guide to effecting colorectal
cancer policy change in any community. This toclkit has tips
for effective pelicy advocacy, including how to make the most
of social media and how to join efforts with other advocates.
It incledes a checklist to help advocates organize their policy
goals and strategy, from identifying their specific issue to
finding the right policymakers to approach. The Transforming
Policy toolkit contains a sample letter to policymakers and the
Policy Scorecard for Colorectal Cancer, a tool advocates can
use to present information to policymakers to support thair
policy requests. to support their policy requests.

Global Colon Cancer Association | Transforming Policy Toolkit

2020

1.88m

Number of people
diagnosed with
colorectal cancer

2040

3.08m

NMumber of people
expected to be
diagnosed with
colorectal cancer

916,000

Number of people
who died from
colorectal cancer

1.59m
Mumber of people
predicted to die

from colorectal
cancer
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Solutions: Policy
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appropriate governing bodies/agencies to develop
CRC clinical practice guidelines.’

MoH acknowledges the priority of CRC in the
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the need to establish a national CRC policy.' Sustainable sources of funding address all
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Patient
Advocacy
Mentorship
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— In person mentorship activities in
Mexico and China with ongoing
virtual activities.

— Virtual mentorship currently
underway, with plans for in person
mentorship activities in:

—> Hong Kong
— Indonesia
— Taiwan

— Brazil

— Algeria

— Japan

Global Colon Cancer Association

Challenges

While the U.S. has many CRC patient
advocacy groups, including those focused
on early-onset CRC, hereditary CRC, and
other subgroups of CRC patients, there is
a severe lack of CRC patient advocacy
organizations around world.

Patients reach out to Global Colon
Cancer Association seeking their local
Patient Advocacy Group and are
disappointed by few opportunities for
support in their community.
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Clinical Trial
Awareness
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Challenges: Participation and
Misconceptions

While more than 50% of patients offered a
clinical trial do participate, only 8% of
adults participate in a cancer clinical trial.
This gap indicates a substantial number of
patients who would participate but are
not aware of clinical trials.

Patient awareness is impeded by lack of
plain language materials about clinical
trials. Lack of clear information also
contributes to misconceptions and distrust
of clinical trials and research participation.

There is also a lack of diverse
representation in clinical trial participants,
leaving treatments untested in the patients
who will eventually receive them.

8%

Participate




Solutions: Education and
awareness campaigns

Creating and maintaining up to date
educational materials for patients and our
members — glossary, clinical trial basics,
debunking clinical trial myths, discussion
guide

Developing and providing printed materials
for HCP offices to encourage provider-
patient conversations early in CRC diagnosis
and treatment

Posting biweekly social media infographic
series — cobranding available

Seeking patient stories to connect with and
Inspire patients

Global Colon Cancer Association

Terms to Know

Adverse event: a negative health change that occurs
during treatrmant. It can be directly related to treatment
or caused by something alse.

Contrel group: the group of participants who do not
redeive the new 183t or treatment being studied ina
clinical trial. The controd group receives the standard
carg for their cancer, It is also called the contral arm of
a siudy.

Double-blind method: & way of conducting a clinical
triadl in which researchers and participants do not know
which treatmant the subjects are receiving during the
trigd. The study pharmacist knows tha treatment but

o ol imedbeed i evaluating participant results. The
doubla-blind mathod is used to haelp prevent baas in
glinicad trial results

Eligibility eriteria: The requirements defined fora
person to participate in a clinécal trial, Inclusion crit@ria
are the charactoristics that potential clinical trial
participants must have to ba included in the study.
Exclusion criteria are characteristics that makea & DaTsEnT
et efigible 1o participate in the trial.

Institutional Review Board (IRB); a group made up
of doctors, scientists, advocates, and community
mernbers that is tasked with evaluation and approval
of clinical trigl pratocols, The IRB ensures that patient
safety standards as well as legal and ethical research
standards are met,

Investigational group: the group of parbicipants wha
receive the new best or treatment being stedied ina
clinical trial, It is also called the investigational arm,
the intervention group, or the experimental group of
& study.

Thunk you 10 Ouf AESrhon and P bor hair Sopport al
the Clinecal Trial Awarenass program
For more information about clinical trials, visit

globalOC A ongJ clinical-trials

Placebo: a drug or treatment without therapeutic
effects, sometimes called a "sugar pill”. Placebos are
typically given to the control groap in a clinical trial to
ba comparad to the investigational treatmaent. Placebos
are very ranely used in cancer clinical trials, and only in
cases when there is not an established standard of care
for that cancer.

Protecol: a written document that describes the
characteristics of a clinical trial, incheding participant
eligibility eriteria, traatment schadules and dosage,
testing plans, and the outcomas that are being
measured

Randamization: & way of agaigmng chrical trial
participants to study groups by chance, In a cancer
clinical trial, the study groups ara the investigational
group, that recaives 1“?-"‘-!‘95“!}3!'{!“3' treatrment, and
the control group, which receives the standard of care.
Randormization is used 1o help prévent baas m clinical
trinl results, Random assignmant of participants to
inwestigational and control groups helps researchers
know that results ane due 1o the investigational
treatment and not affected by other factors.

Sponsor: the organization, institution, or individual
responsible for the clinical trial. They overses and pay
for the trial, and collect and analyze data.

Standard of care (Standard treatmaent): the treatmaent
that is accepted by medical experts as the correct
treatrment for & disease. It is alse known a3 standand

Ol new realments.

Clinktal ressarchars may study many kinds of cancar

treatment including:

= Anti-cancor dnegs like traditionad chemoetherapy
drugs, immunotherapy drugs, and targated therapias

= Radiation tharapy
= Surgery

& Trestment aspects such a4 the onder and timing of

drugs, radistion, surgery, etc.

= [Different methods of post-treatment surveillance 1o
maanator for cancer recurrence, such as blodd ctDMNA

testing, PET scans, ete.

Clinical Trial Awareness

Meet Elle
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valuate the safety and elfectiveness

Debunking Common Myths

There are many common myths surrcunding
clinical trial participation. By addressing these
misconceptions and sharing the facts, the Clinical
Trial Awareness program can halp people feel more
confident and Informed about clinical triaks,

g MY TH: Patignts who participate in clinical trials
are treated as just guinea pigs.

ﬂ TRUTH: Patiant sabety is & top priority for elinical
trials, &ll clinical trials must be evaluated and
approved by an Institutional Review Board (IRE)
tasked with protecting patient safety and ensuring
an ethical brial

3 MYTH: If | get assigned to tha control group in a
clinical trial, 'l be getting an inactive placebo or
“susgar pill”.,

ﬂ TRUTH: In cances treatmant trials, placebos ara
viery ranely used. The control QROARD COMMPAnaon
treatment will alvways be the standard of care for
that cancer. “Sugar pill” placebos ane only used
when thare is no standard treatment for the
disease being studied. it s extremnely rare that a
Mew cancer treatmment will be companed 1o 8 non-
tregatmant placeba,

€3 MYTH: Clirical trials are a last resort for people

magnt options,
b limited by
feCead

pport ol

it

Patients wha partkcipate in a chnical trial will ahways
gel al least the standand of cane for thelr cancar,

Patiants and thair doctors do not chaoose whather

thay will recalwe the axparimantal traatmant studied

In & clinical trial. While this may discourage some
patients, it is important to'be able to directly examine
the exparimantal treatment results apainst asiablishad
treatment cutcomes. In oncology (cancor) frials,
patients who do not receive the exparimental treatmant
will recoive tha usunl standard of cane for thoir cancer.
Thi only time patisnts will recaive a “sugar pill” placebo
treatment is when there is no existing standard care lor
thair dessase,

L

MYTH: Participating in a chinical trial will cost maore
than regular treatment.

TRUTH: Clinical trial sponsors cover tha cost of
trial-related testing and treatments outside the
standard of care for the disease. Costs for 1est ing
and treatment that would be part of a patient's
standard care are paid by patients, thair health
insurance, or other third party payor,

MYTH: Your doctor will always tell you if theres a
clinical trial that could help you

TRUTH: Databases ol curnént chnscal tnals ane
constanthy beang updated, and it's possible

your doctor méght not know about all the trials
potentially available to you, Checking the
clinicaltrials.gov website can help you find triats
to discuss with your healthcare team.

MYTH: Once | agree to participate ina trial, I'm
stuck with it and have to continue.

TRUTH: Clinical trial participants are free to leave
atrial at any point, and for any reason. Ideally, the
informed consent orocess before enraliment will

Clinical trials bring

new treatment

options to patients.
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. right for you?




Blue Hat Bow Tie for
CRC Awareness Month
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Blue Hat Bow Tie Challenges

Colorectal Cancer
Health Awa reness Prevention and early diagnosis are the best

Colorectal
Cancer Screening:
Colonoscopy

tools to reduce CRC burden and mortality.
e

‘“ .
People all over the world need greater There 1S d lOt Of IaCk Of
awareness of CRC screening and symptoms informatiOn o peOple

for which they should seek care.

Colon CARDH SCrn ng Can o
chomd with SLo0d toRlingL iIma)eng
TEan s, Qo ciie

Colorectal ! k b
don't know about
ol Imaging Tests P ’

;[ ho The majority of people don’t know that CO | orecta I cancer.

screening can actually largely prevent CRC.

imag ng ey
- deuiecent  Colorectal
e 4 Cancer Screening:
temen  ViwoiColr  Stool Tests

b B Caion Candd
Lo fod M dong with s
sy Reats, oF dirg

And it’s not only the
Colorectal Qan::er; COmmunities Or the

Lot i i e Whatl AT o o gl
T 1T g dPOBT & op oo of cancer cheath,

v, of Elaced plfecls boll men and weomin
Fnptae gl Gk and eLours inadults of all agos

::d'.i-_a.'u:ll!.p\. J _.

i il oy i -
[ Wit b e ey Fecal Lrrrin In 3022, neardy 2 milion poopho ‘ O ‘ t ‘ I I I S ‘ V ‘ S

P gt wiac v [FIT e LT volrg dhagndsed wilh coloredtal ’
Lpatmenl Qe 1o TR iy Earddr. [T it S, B it it .

Higa b N doesT

Tran F1Y g Fl

aaaaaaa - _ .

ity oy b el T Wl o D Gl O amngge ) Cabihuirgy In Fasrly 16 Cnggial [ ] [ ] [ ] ,’

by Lo it kgl gl famie, S b s brd g & B, [y 24B02 Bt W ity U5 peduad sy cdl b A liel

i 3 Tysh S LRl FTRL b B Lddale i B koot L lrrepr ) ke (D b st

FF P - Wity g Lo T | o, WP . LR l:-'\-pr'.lll,-..'.'l £ S R i B Rde-Sar el PO TROL £80 ®
e T -] W =, B i el Pl P iLbep = 1oyl o Py e premrrd Laraer
fr— L i gy, el Gl - R P oo e

@ I“Hh“/i*é; What you should

Dol
— eyt know about
il A TN i Maud Mwakasungula
= a"tgf ~ colorectal cancer - .
| %'\,ﬁ xl{“f/ - Executive Director

) hﬁ“‘" — Women's Coalition Against
O . -
N et Cancer: Malawi

Global Colon Cancer Association




. Blue Hat Bow Ti
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Cancer Awareness

I inyg

F;Q

Mentoring and supporting individuals and
organizations to hold awareness and
screening promotion events in their
communities % 2

Join us!

Creating a toolkit to help advocates plan
and promote events

Providing up to date shareable patient
educational information about CRC
screening and symptoms

Sharing the successes of individuals and
organizations that have held Blue Hat Bow
Tie events

Forming a steering committee to engage
members and increase the impact and reach
of the program

Global Colon Cancer Association



Check out our website for
updated CRC disease
information, learn more
about our members, and visit

our peer support community
by visiting globalcca.org

Web

Globalcca.org

KnowYourBiomarker.org
LearnBiosimilars.org

Social Media

@ GlobalCRC

Global Colon Cancer Association
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