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Background:

Colon Cancer

Rectal Cancer

Siegel et al, J Natl Cancer Inst. 2017

➢The incidence of colorectal cancer (CRC) in people under 50 years old is increasing without a 
clear established cause

Siegel et al, GUT 2019



EOCRC. Increasing incidence.

Siegel R. et al. GUT 2019 





















The four sections of this report provide progress indicators, key messages, 
opportunities and challenges, and the voice of survivors. 

Each indicator has a plan of action to ensure that all champions know how 
they can play a role in contributing to a path to a cure by: 

* Creating awareness by helping identify preventable and unpreventable 
causes of colorectal cancer;

* Promoting the importance of screening so colorectal cancer is found 
early when it is most treatable with less invasive methods, while also 
advising people to be screened if showing signs and symptoms;

* Supporting ongoing research and advancements in innovative 
treatment options; and

* Addressing quality of life beyond diagnosis, treatment, and surgery.







Everyone has a role to play.

Set Priorities
Host an 

Annual Dialogue

Establish Criteria for 
Progress Indicators and 

Measure Each

Put Pressure on 
Implementation

Select Policy-Level 
Interventions

Update Stakeholders and 
Provide Outcome Reporting



Section 1: Biology and Etiology
OBJECTIVE 1 Further research the nature, biology, and implications of 
colorectal cancer, throughout the continuum of age (while also considering 
younger adults versus older adults). Understanding parameters, including 
stage, location, histopathology, and underlying genetic and molecular 
“drivers.”

• NCI Launched Funding Opportunity Notice of Special Interest (NOSI): 
Research on the Etiology, Early Detection, Screening and Prevention of 
Early-Onset Colorectal Cancer.

• NOT-CA-23-018: NOTICE OF SPECIAL INTEREST (NOSI): RESEARCH ON THE 
ETIOLOGY, EARLY DETECTION, SCREENING AND PREVENTION OF EARLY-
ONSET COLORECTAL CANCER (NIH.GOV)

Big Wins for Early Age Onset



Continued: Biology and Etiology

• Fight Colorectal Cancer hosting Early Age Onset Research meeting 
Dec 1 2023 in collaboration with National Cancer Institute and 
Vanderbilt University. Global Think Tank planned for June of 2024.

• Fight Colorectal Cancer Early Age Onset Work Group Completed 
review of red flag signs and symptoms and delays in diagnosis for 
early onset colorectal cancer. Manuscript submitted for publication 
the winter of 2023.



Section 2: Prevention and Early Detection

OBJECTIVE 3 Further research and examination of colorectal cancer 
screening uptake for those younger than age 50 to reduce early-age 
onset colorectal cancer.

•Policy updates: Fight CRC is working with our partners to advance the 
Access to Genetic Counseling Services Act by increasing congressional 
support for the legislation.

•As part of Fight CRC’s continued effort to promote colorectal cancer 
screening beginning at age 45 for those at average risk, we brought 
together over 50 organizations to push back against guidance from the 
American College of Physicians calling for screening to begin at age 50.



Section 3: Treatment

Progress indicator: Expanding treatment strategies for colorectal cancer patients.
.•Partnership with Tempus Health and Fight CRC establishing an open-
source cohort of highly profiled and standardized patient tumors 
(information) with clinical outcomes to accelerate research in 
metastatic CRC.



TIME TO GET 
SH T DONE

For more information or to join us as a champion, 
contact pathtoacure@fightcrc.org

mailto:pathtoacure@fightcrc.org


EAO Patient Experience Poll

Fight CRC conducted an online patient and survivor facing survey over a two-week period in 

October, 2023  through a convenience sample approach to understand the unique experiences 

associated with early age onset colorectal cancer. Shared across various social media 
platforms such as Twitter, Instagram, Facebook (both general and private 
advocate pages), Fight CRC social channels and LinkedIn, the poll engaged a broad 
audience. In addition to the public outreach, targeted emails were sent to encourage participation 
from members of Colon Club and ColonTown.  There were was an impressive response rate with 

900 survey respondents.  Respondents were patients and caregivers.



My sister was gaslit by doctors for months. She was pregnant, 
and everything was blamed on that. Sadly, it was too late by the 
time she was diagnosed. She was 36. “

Did you experience gaslighting in your colorectal cancer 
diagnosis?

72% experienced gaslighting
of EAO patients who responded

Q:



Even though my mother died from colon cancer, I have a genetic 
predisposition, and I had a pre-malignant polyp removed, I have to 
battle every two years for coverage. “

Did you have insurance issues with treatment and follow-up 
care?Q:

59% experienced insurance issues.
of EAO patients who responded



Have you experienced the myth that CRC is an older 
person's disease?Q:

Yes, thankfully, though my doctor ordered colonoscopy because 
of symptoms, not age. The GI was still processing his shock of a 35-
year-old with no family history having colorectal cancer when he 
told me.”

90% experience the CRC age myth
of EAO patients who responded



Did your diagnosis impact your education or career plans?Q:
I was diagnosed stage IIIb with one year left of my bachelor's. I 

had a partial colectomy on Tues. and was submitting an 
assignment from my hospital bed on Wed. I was cancer free in 
February and graduated in May.”

76% experienced an impact on 
education or career plans

of EAO patients who responded



Did you experience changes in body image due to 
treatments?Q:

100% I no longer feel comfortable in my own skin. In the first round, 
I was sickly skinny. The second time, I gained a ton of weight. I’ve been 
cut several times now, and the scars are huge. Not the best for my 
mental health.”

92% experienced body image issues.
of EAO patients who responded



Did you receive adequate information about the potential 
long-term effects of treatments?Q:

Diagnosed at 43, I received little and inaccurate information about 
long-term chemotherapy side effects. Nearly 12 years later, I 
experience high blood pressure, glaucoma, hearing loss, and 
neuropathy in my feet.”

16% felt prepared to 
face side effects

of EAO patients who responded



Yes, as a caregiver, I was 'reassigned' due to frequent absences 
for local chemo, out-of-state medical trips, and constant 
unplanned caregiving demands, as our state lacked a liver 
surgeon."

Q: Did you experience any career setbacks due to your 
diagnosis?

68% experienced career 
setbacks

of EAO patients who responded



Yes, from my second opinion. He okayed an egg harvest before 
treatment. I’m grateful I got to do it after losing both my ovaries due to 
metastatic disease. My first opinion told me I didn’t have time; chemo 
needed to start right away. 

Q: Did you receive info about fertility preservation options?

27% received fertility 
information

of EAO patients who responded



Yes, I have limited clinical trials available in Maine and also no 
options for alternative treatment.”

Q: Did you face challenges accessing clinical trials or 
alternative treatment?

58% faced treatment 
access issues

of EAO patients who responded



Q: Did you face challenges accessing clinical trials or 
alternative treatment?

I was presented with a trial option at diagnosis because my 
NCI hospital was one of the sites for a trial I matched perfectly 
for.”

58% faced treatment 
access issues

of EAO patients who responded



Yes, couldn't afford to drop to half pay so went back to work 
too soon and couldn't cope, so lost my job.”

Q: Did you face financial strain from treatment and follow-
up care?

76% faced financial strain 
from treatment

of EAO patients who responded



Even with great insurance, it was a blow to my budget.”

Q: Did you face financial strain from treatment and follow-
up care?

76% faced financial strain 
from treatment

of EAO patients who responded



I never heard of time toxicity, 
just looked it up and that's a big yes.”

Q: Did you face time toxicity related to treatments and 
follow-up care? 

69% faced time toxicity 
related to treatment

of EAO patients who responded



I decided not to date at all during my treatments and battle 
because it did not feel fair to myself or someone else to take that 
on with me or to fall in love not knowing how long I would be 
here.”

Q: Did your diagnosis impact your dating or relationship 
experiences?

71% experienced 
relationship issues

of EAO patients who responded







National Cancer Institute & EAO CRC

Three new NCI projects on early onset colon 

cancer funded in 2021 through the Provocative 

Questions RFA:

1. R01CA257971 “UNCOVER: Underlying novel causes of onset of very 
early cancer” PI: Wan Yang, Columbia University NCI DOC: DCP

2.  R01CA264217 “Pathogenesis of Early Onset Colorectal Cancer: 
Microbiome Contributions and Mechanisms” PI: Cynthia Sears, Johns 
Hopkins University NCI DOC: DCB

3. R01CA258169 “A Case-Control Study to Evaluate Broad-Spectrum 
Antibiotic use and High Birth Weight as Potential Risk Factors for Early-
Onset Colorectal Cancer” PI: Chun R. Chao, KAISER FOUNDATION RES. INST. 
NCI DOC: DCCPS



National Cancer Institute & EAO CRC

Notice of Special Interest (NOSI): Research on the 

Etiology, Early Detection, Screening and Prevention 

of Early-Onset Colorectal Cancer

The purpose of this Notice of Special Interest (NOSI) is to solicit 
applications directed toward identifying, characterizing, and 

mitigating risk factors, identifying biomarkers for early detection, 
best screening modalities, and preventive interventions for early-

onset colorectal cancer (EOCRC), defined as occurring before 50 
years of age.



Fight CRC Advocacy & NCI

FY23 Labor, Health and Human Services Appropriations 
Bill – report language

Colorectal Cancer.-The agreement directs NCI to include an update in the 
fiscal year 2024 Congressional Justification on opportunities to advance 
progress against colorectal cancer with an emphasis on: (1) 
opportunities to develop more effective therapeutics; (2) rising rates in 
people under the age of 50, including rapidly increasing rates in the 20 
to 39 year old age range; and (3) the persistent health disparities in 
prevalence, screening, and outcomes. The update should describe how 
NCI plans to play a role in addressing these challenges and what existing 
and future innovative research opportunities can be leveraged to 
advance progress.



DoD Peer-Reviewed Cancer 
Research Program

Mission: To successfully promote high-impact research in 
cancer prevention, detection, treatment, quality of life, and 
survivorship for Service Members, their families, Veterans, and the 
American public

History: Peer Reviewed Cancer Research Program Established in 
FY09 with a $16M appropriation and Congressional language 
directing 4 topic areas to be funded

o FY09-FY22: $784.8M, 1,021 awards; FY23 Appropriation $130M, TBD 
awards

o Topics change each year; to date, 34 unique topics have been included

o CRC has been a topic since FY10

o CRC investment FY10-FY22: $67.3M, 104 awards



• CRC is the second leading cause of cancer death for men 

and women combined, and the only top 5 cancer killer not 

to have its own research program within the DoD CDMRP.

• CRC diagnoses are increasing in young people. Those 

born in 1990 – a key demographic for active duty military 

– have double the risk of colon cancer and quadruple the 

risk of rectal cancer as those born in 1950.

• We are leaving good science on the table. In FY21, the 

DoD received 52 colorectal cancer applications. Of those 

21 scored in the outstanding to excellent range, but only 

5 projects were funded.

Fight CRC Advocacy & DoD CDMRP

The Ask The Why

Provide $20 Million to Create a 

Colorectal Cancer Research 

Program within the Department 

of Defense (DoD) Congressionally 

Directed Medical Research 

Program (CDMRP) in the FY24 

Department of Defense 

Appropriations Bill.



The Path to a Cure Think Tanks are mainly funded by 
families who truly believe in Fight CRC’s Mission and 
want to help amplify our efforts

3-17 Foundation – Founded by the Insco Family 
after Michelle Insco passed away from colorectal 
cancer - was our main donor for the EAO Think 
Tank

We also have incredible sponsors who help with 
supporting key elements of the Think Tanks, such as: 
Wi-Fi, Scholarships for our Research Advocates to 
attend and the post think tank summary & 
webinar – Merck, Agenus and SeaGen

How Are The Think Tanks 
Funded



How Fight 
CRC 

Supports 
Research

Publishing Research – Huge part of our Patient Education and Research efforts. Fight CRC has published papers on various topics 
from COVID-19 effects on the CRC community, Precision Medicine, Survivorship, EAO

Clinical Trail Education – Understanding the Clinical Trail process is an important aspect of colorectal cancer treatments. 
We want newly diagnosed individuals to have a better understanding of the right time to explore a clinical trial and how

Research Advocates Training and Support (RATS) Program - After completing training, RATS work in partnership with both 
academic institutions and cancer partners to improve the scientific field by lending their experience and expertise to the 
research process. RATS have served on various panels; FDA, DOD Peer Reviewed Cancer Research Program, and State 

Cancer Coalitions.

Funding Research – Fight CRC is committed to; Funding research grants and fellows. All grants funded by Fight CRC have 
supported late-state colorectal cancer. These grants are made possible by donations from our generous donors.

Convening Experts –Bringing healthcare professionals, researchers, patient advocates and other stakeholders together 
with the goal of knowledge sharing, collaboration, Patient Advocacy, Policy Discussions, Innovation & Technology, 

and Research opportunities



Getting 
Involved as 

an Advocate

Apply to become a Research 
Advocate!

Donate to research – 100% of all 
donations donated to our research 
fund supports all of our research 
efforts.

Share our information!
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