
RARE CANCER TOOLKIT

The system is broken - with your help, we can fix it

Rare cancer is not a rare occurrence, but experiencing it can be completely 
isolating. It can make anyone feel like they are alone in the world - even if they 
have the support of innumerable family and friends. 

A child fighting pediatric cancer can fall out of touch with classmates. A parent of 
a patient can lose commonality with peers, parents, and friends. Families often 
need someone to leave their job to become a full-time caretaker. Even with 
emotionally supportive networks, few will understand the day-to-day medical and 
scientific decision-making that goes with battling cancer. 

Cancer is already brutal. What makes it even worse is when you feel truly 
alone. But you are not alone. One-third of cancer diagnoses qualify as rare 
cancers. More than 500,000 people per year are diagnosed with some form of 
rare cancer, yet research and treatment for rare cancers are funded at a 
significantly lower rate than for those cancers considered common.  
 
The system is broken. Too many lives have been altered. Too many lives have 
been lost. 

Because only those closest to rare cancer have seen the obvious cracks in the 
system, we must speak up and amplify each other’s voices. We will not accept the 
status quo. We know that every life matters. 
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JOIN US on September 30, 2020  
RARE CANCER DAY  

Established by the National Organization of Rare Disease (NORD) Rare Cancer 
Coalition on this day we will get loud to advocate for changes on behalf of all 
rare cancer patients, families, and caregivers.

.

It’s time that we start holding the system to a new standard.



The #RareRevolution toolkit contains information you can share with your 
networks and Members of Congress, as well sample content for social media.  

Use the toolkit to: 

Know the facts about rare cancer and the work underway to fix the broken 
system.  

Contact Congress by sending an email through their official website or calling 
their office to let them know why you care about this issue. 

Share your story with rare cancer as part of our “Get Loud” Stories for 
Congress campaign. 

Complete the survey to inform the design of the Patient LightHouse - an 
online platform specifically for rare cancer patients, families, caregivers, and 
providers. 

Join the Global Coalition by following us and posting on social media. 

Sign the Molecular Diagnostics Petition to demand molecular diagnostics for 
all patients. 
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To help you we’ve put together the 

#RareRevolution  
RARE CANCER TOOLKIT

6

Take action by participating in one of the actions above. 
  

More details are included in the pages that follow.
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http://bit.ly/2ITEtpM
https://docs.google.com/forms/d/e/1FAIpQLSdGMzH9jiX9OHj_ruM_mJV4M6p26_9ifdbF8cHCekixBPFeRw/viewform
https://www.change.org/p/u-s-house-of-representatives-rare-cancer-day-demand-molecular-diagnostics-for-cancer-patients


RARE CANCER ISN’T RARE
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RARE VS NON-RARE CANCERS, 2018

Overall, 95% of all forms of 
cancer are considered rare. 
These cancers affect almost 1 
in 3 new patients, or over 
500,000 Americans each year.

WE HAVE A DATA ISSUE  

As of November 2018, over 100 rare cancers had no publicly available datasets on the 
Gene Expression Omnibus (GEO) repository, a major source of publicly available data. This 
causes a significant disparity in focus.  

These rare cancer patients are almost 7 times less likely to have an approved targeted 
therapy for their cancer compared to those whose cancers have at least one dataset.

Research presented at the American Association of 
Cancer Research by SHEPHERD Therapeutics in 2019 
demonstrates that of 400 known distinct cancers, 
380 are rare forms by the American Cancer Society’s 
metric of <6 per 100,000 incidences.

U.S. CANCER PATIENTS, 2018

Notably, “common cancers” such as 
breast, lung, and colorectal, are 
frequently rare. The 7 most common 
cancers comprise at least 110 different 
forms. All but 7 of those forms are rare.

RARE VS NON-RARE FORMS OF 7 
“COMMON” CANCERS

Non rare
forms

Rare cancer forms

103
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As of 2018, 79% of cancer patients lacking an 
approved targeted therapy have a rare cancer.

Treuting, R.L., Rare Cancer’s ‘Valley of Death’; (Abstract #2505). Presented at The American Association of Cancer Researchers Annual Proceedings, March 2019, Atlanta, Georgia.  

CANCER PATIENTS LACKING FDA-APPROVED  
 TARGETED THERAPIES, MARCH 2019



WE HAVE A FUNDING AND RESEARCH & DEVELOPMENT ISSUE

�4

WE HAVE AN EQUITY ISSUE 

While rare cancer affects every population, translational research and commercial drug 
development has traditionally neglected small patient populations. Patients who are exposed 
to excessive environmental carcinogens, or who lack access to screening, prevention, and 
care for other reasons, are especially affected. These populations include children, military 
service members, ethnic minorities, and the urban and rural poor.

Rare drug development is disproportionately 
uncommon. 4,000 oncology clinical trials in phases 1, 
2, and 3 were identified between January 1, 2012 
and January 1, 2017. Of these trials, 75% did not 
include even 1 rare cancer, as defined by the 
American Cancer Society’s (ACS) <6 per 100,000 
incidence metric.

Lack of data lends itself to lack of basic research funding. 

CANCERS RECEIVING SPECIFIC DIRECTED 
FUNDING IN NIH BUDGET,  2017

Cancers with
directed funding

Cancers lacking
directed funding

252 cancers (63%)

148 cancers (37%)

Between 2013 and 2017, of SBIR/STTR grants 
specifically related to a cancer or cancers, only 
22.3% of them were related to any form of rare 
cancer. 

356 forms of rare cancer were not the specific 
focus of any grant.

SBIR/STTR GRANTS ISSUED FOR RARE VERSUS 
NON-RARE CANCERS,  2013-2017

Non-rare cancers

Rare cancers

77.7%

22.3%

Rare cancer translational research is also lacking.

In 2017, 148 types (37%) of cancer lacked any 
specific National Institutes of Health (NIH) funding.  

All of those were rare cancers. 

RARE CANCER TOOLKIT

Treuting, R.L., Rare Cancer’s ‘Valley of Death’; (Abstract #2505). Presented at The American Association of Cancer Researchers Annual Proceedings, March 2019, Atlanta, Georgia.  
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CONSIDER THESE DOZEN STATISTICS that shed light on the unacceptable disparities: 

1. Every pediatric-specific cancer is rare. The average age at diagnosis is 8.1  

2. In 2017, 15,780 children received cancer diagnoses.2  

3. Over 95% of pediatric cancer survivors will experience a significant side effect of cancer 
treatment by the age of 45.3  

4. As of 2017, only one targeted therapy was approved for a cancer which disproportionately 
affects children.4  

5. Prostate cancer, with a five-year cure rate nearing 100%, receives National Cancer Institute 
funding amounting to well over half the funding received for all childhood cancers 
combined.5  

6. Pediatric care centers face critical drugs shortages due to lack of sufficient economic 
incentive for developers and manufacturers.6  

7. Cancer is the leading cause of death among Asian Americans, Native Hawaiians, Pacific 
Islanders, and Hispanics.7  

8. African Americans have the highest mortality rate of any racial and ethnic group for all 
cancers combined.8 

9. Non-white patients are severely underrepresented in clinical studies. From 2015-2016, 
76-79% of participants were Caucasian, 11-12% were Asian, and 5-7% were African 
American.9 

10.Over 60 cancers disproportionately affect veterans and the military. Almost two-thirds of 
those cancers are rare.10 

11.In 2018, only 25 cancers which disproportionately affect service members had an FDA-
approved targeted therapy. The remainder are typically treated by surgery, radiation, and 
chemotherapy.11 

12.Seven common cancers including breast, lung, and colorectal are actually composed of 12 
types of non-rare cancers, and 103 forms of rare cancer, totaling over a quarter million 
diagnoses each year.12 

1 General Information About Rare Cancers of Childhood (n.d.). https://www.cancer.gov/
types/childhood-cancers/hp/rare-childhood-cancers-pdq#_105/; Avg Age: NCI, SEER 
Age-Specific Rates and Counts for Cancer Sites by Single Year of Age at Diagnosis, 
Table 28.13 http://seer.cancer.gov/csr/1975_2012/results_single/sect_28_table.
13_2pgs.pdf 

2 NCI, SEER Age-Specific Rates and Counts for Cancer Sites by Single Year of Age at 
Diagnosis, Table 28.13 http://seer.cancer.gov/csr/1975_2012/results_single/
sect_28_table.13_2pgs.pdf  

3 St. Jude Children’s Research Hospital, (JAMA. 2013:309 [22]: 2371-2381)  
4 “Rare Isn’t Rare”, American Association of Cancer Researchers, Abstract 7739, 
Chicago, 2018.  

5 American Cancer Society. “Current Grants by Cancer Type,” March 1, 2020. https://
www.cancer.org/research/currently-funded-cancer-research/grants-by-cancer-type.html. 

6 “What’s Causing a Shortage of Pediatric Cancer Drugs?”, PBS, February 12, 2012, 
https://www.pbs.org/ newshour/show/what-s-causing-a-shortage-of-pediatric-cancer-
drugs”  

7 “Leading Causes of Death in Males, 2015”, CDC, https://www.cdc.gov/healthequity/
lcod/men/2015/ race-ethnicity/index.htm, “Leading Causes of Death in Females, 2015”, 
CDC, https://www.cdc.gov/ women/lcod/2015/race-ethnicity/index.htm 

8 LaFrance, A. “Poor Kids With Cancer Relapse Earlier Than Rich Children.” The Atlantic. 
March 2016. Retrieved from https://www.theatlantic.com/health/archive/2016/03/poverty-
children-cancer/473607/  

9 “Most Drug Approvals by FDA are Based on Clinical Trials in White People.” FDA Map. 
2017, February 16, 2017. Retrieved from http://www.fdamap.com/most-drug-approvals-
by-fda-are-based-on-clinical- trials-in-white-people.html  

10 “Rare Isn’t Rare”, American Association of Cancer Researchers, Abstract 7739, 
Chicago, 2018. 11 SHEPHERD internal research.  
12 SHEPHERD internal research.
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https://www.cancer.gov/types/childhood-cancers/hp/rare-childhood-cancers-pdq#_105
https://www.cancer.gov/types/childhood-cancers/hp/rare-childhood-cancers-pdq#_105
http://seer.cancer.gov/csr/1975_2012/results_single/sect_28_table.13_2pgs.pdf
http://seer.cancer.gov/csr/1975_2012/results_single/sect_28_table.13_2pgs.pdf
http://seer.cancer.gov/csr/1975_2012/results_single/sect_28_table.13_2pgs.pdf
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RARE CANCER UPDATES 

Stay up to date on new developments 

RACE for Children Act 
As of August 18, 2020, The RACE for Children Act (Research to Accelerate Cures and Equity 
for Children Act) will be fully implemented. Congratulations to Kids V Cancer and the work of 
others in driving this change! The Race for Children Act now requires all adult cancer 
therapies in development, whose molecular target is substantially relevant to a pediatric 
cancer, to be studied in children's cancers as well. 

Learn more here  

21st Century Cures 2.0 
In April, US Rep. Diana DeGette (D-CO) and Fred Upton (R-MI) released a concept paper for 
their bipartisan “Cures 2.0.” This legislation builds on the 21st Century Cures Act (P.L. 
114-255) passed in 2016, which focused on medical research and new treatments.  
Themes that Cures 2.0 will likely focus on include patient engagement in health care 
decision-making, diversity in clinical trials, and FDA modernization, among others. 

Learn more here  

Advancing Access to Precision Medicine Act  
Last September, Rep. Eric Swalwell (D-CA) introduced the bipartisan Advancing Access to 
Precision Medicine Act to push forward use of genetic and genomic testing to improve and 
save lives. 

Learn more here  

TargetCancer Foundation Announces Rare Cancer Precision Medicine 
Research Initiative 
In August, TargetCancer Foundation (TCF) in partnership with Foundation Medicine and 
academic investigators announced the the initiation of the TCF-001 TRACK 
(Target Rare Cancer Knowledge) Study. This study will provide precision medicine to rare 
cancer patients and their treating physicians, right in their own communities. Patients will 
receive comprehensive genomic profiling of tissue and blood, and resulting reports will be 
provided to a virtual molecular tumor board, who will recommend treatment options. The 
study is also incorporating remote consent to break down geographic barriers to 
participation, and allow patients to both consent and continue to be treated locally. 

Learn more here 

RARE CANCER TOOLKIT
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https://www.kidsvcancer.org/race-for-children-act/
https://www.congress.gov/bill/114th-congress/house-bill/34/text
https://www.congress.gov/bill/114th-congress/house-bill/34/text
https://degette.house.gov/media-center/press-releases/degette-upton-unveil-next-steps-for-21st-century-cures-20
https://www.congress.gov/bill/116th-congress/house-bill/4393/text?r=7&s=1
http://www.targetcancerfoundation.org/track


YOUR VOICE MATTERS 

On September 30, contact your Representatives and Senators in DC to help call attention to 
the fact that rare cancer is an issue their constituents are demanding change for. 

FIND YOUR MEMBERS OF CONGRESS 

To find and contact your U.S. Senator: 

• Visit the Senate website www.senate.gov. 
• Conduct a search using the Find Your Senators pull-down menu in the very top upper left 

corner. 
• On the results page is a link to the Senators’ website, contact information, and links to an 

online contact form. 
• Note: This may look different depending on the Senators website — but if you choose the 

“contact” option they will all have an option to send a message. 
• Simply copy and paste the information as written or edited above in the message fields. 
  
To find and contact your U.S. Representative: 

• Visit the House of Representatives website www.house.gov. 
• Conduct a search using the Find Your Representative zip code search box in the upper 

right corner. 
• On the results page is a photo of your Representative(s), links to the Representative’s 

personal website and online contact form, and a local map. 
• In the event your zip code overlaps with multiple congressional districts, the results page 

will include boxes for you to enter your zip code+4 or mailing address to find the correct 
Representative. 

• On the results page is a link to the Representatives’ website where you can find the contact 
information and links to an online contact form. 

• Simply copy and paste the information as written or edited above in the message fields.
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contact CONGRESS 
to help enact legislation
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http://www.senate.gov/
http://www.house.gov/


KNOW WHAT TO SAY 

a. Draft email template: 

Dear FILL IN THEIR TITLE AND NAME (EX: Senator John Smith or Representative Joan 
Smith), 
  
I write to express my support for meaningful federal investments in the research and 
development of therapeutics for rare cancers. As a constituent who has personal experience 
with this issue, I have experienced first-hand the lack of rare cancer treatments and the need 
for federal investments to bridge this gap. 
  
ADD PERSONAL STORY 
  
Of 400 identified forms of cancer, over 380 of them are rare — that’s 95 percent of all forms 
of cancer. This includes all forms of pediatric cancers and primary brain cancers. 
Unfortunately, few rare cancer therapies exist for either children or adults. In 2019, almost 
one in three new diagnoses, totaling over 550,000 patients, were for forms of rare cancer. As 
patients and patient advocates, we would like to work with you in addressing this gap and 
accelerating the development of rare cancer therapies. 
  
Many rare cancers have few therapeutic options beyond decades-old chemotherapy 
protocols. In fact, as of 2017, over 83 percent of all patients who lacked an FDA-approved 
targeted therapy were rare cancer patients. While science is progressing quickly, greater 
focus on rare cancer research is needed to offer enough new and promising options to these 
patients. 
  
Furthermore, over 70 percent of the more than 60 cancers that disproportionately impact 
those who have served in the military are rare cancers. This includes cholangiocarcinoma, 
which is linked to parasitic worm exposure in southeast Asia; mesothelioma, which is 
attributable to service-related asbestos exposure; and leiomyosarcoma, whose incidence is 
correlated with Agent Orange, pollutants, and toxic exposures. Women and ethnic minorities 
are also disproportionately affected by rare cancers. 

Nor have clinical trials adequately addressed this issue. Between 2012 and 2017 almost 75 
percent of oncology clinical trials did not include even one rare cancer by name. I believe it is 
imperative that the federal government continue to invest in ways to find new therapies for 
rare cancers and that agencies collaborate to effectively and efficiently share data and best 
practices to spur this development and research. 
  
Every cancer patient deserves next generation therapies and, most importantly, a chance to 
survive. That is why we urge you to fund rare cancer therapeutic development and to address 
rare cancer in this year’s appropriations legislation. Thank you for your consideration. 

Sincerely,
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to help enact legislation
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b. Call script template: 

Hello, my name is ________ and I am a constituent calling today to ask Senator/
Representative ______ to support rare cancer research and therapeutic development through 
the appropriations process. As someone with personal experience with this issue, I know first-
hand the development gap that exists in rare cancer treatments and the need for federal 
investments. 
  
TELL YOUR PERSONAL STORY IN A FEW SENTENCES 
  
Few rare cancer therapeutics exist for either children and adults. There are over 380 rare 
cancers out of over 400 total cancers and, as of 2019, 79 percent of patients with no FDA-
approved targeted therapeutic options had a rare cancer. 
  
Every cancer patient deserves next generation therapies and, most importantly, a chance to 
survive. I urge Senator/Representative ______ to reach out to the Appropriations Committee 
and ask them to fund rare cancer therapeutic development and address rare cancer in the 
FY21 Appropriations bills. There is rare cancer language in four of the bills: Defense, VA, 
Health and Human Services and Agriculture. 
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contact CONGRESS 
to help enact legislation
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1. Definition: Sets the federal incidence definition of rare cancer at <6 diagnoses per 
100,000 people per year in the United States. Currently, the U.S. has not agreed upon 
incidence definition for rare cancer or rare disease. The American Cancer Society and 
other organizations use a <6 definition, while NIH uses <15, which is more than twice as 
high as the next highest definition used anywhere in the world. A global review found that 
the vast majority of institutions and organizations set their standard at <6 or even lower. 
The goal of using a more conservative and consistent definition is to bring clarity to 
allocation of resources and ensure that truly underserved cancers and cancer patients are 
receiving adequate research and development funding. Currently, FDA Orphan Drug 
designation specifies fewer than 200,000 prevalence. The addition of an incidence 
definition will not affect FDA Orphan Drug designation, or other incentive programs which 
utilize that prevalence definition.  

2. Molecular Diagnostics: Mandates coverage for molecular diagnostics and genetic 
counseling at the time of diagnosis for patients on Medicare. Molecular diagnostics are 
a critical component of providing accurate diagnoses and enabling the use of next-
generation targeted therapies. That information is especially important for cancers without 
modern standards of care, where clinical trials and targeted therapies may provide more 
hope for an improved outcome than typical chemotherapy and radiation regimens. 
Unfortunately, these tests are still underutilized and under reimbursed. Medicare and 
Medicaid already reimburse molecular diagnostics for recurrent and metastatic cancers. 
This bill will extend that coverage to provide molecular diagnostics and genetic 
counseling to all new cancer patients at the time of diagnosis. 

3. Funding: Includes additional funding for rare cancer research and development and 
funding to restore NCTN (cooperative group) funding to historic levels each year for 
10 years. The rare cancer policy proposal calls on the U.S. Congress to address the 
systemic disparities facing rare cancer patients by increasing research and development 
funding through mechanisms such as grants, and to restore critical NCTN funding, which 
underwrites many well informed clinical trial approaches, especially for rare cancers. 

RARE CANCER TOOLKIT

FIND OUT MORE ABOUT THE RARE CANCER AWARENESS, RESEARCH, AND TREATMENT ACT

SHEPHERD, in conjunction with G2G consulting, is working with Congress to introduce the 
Rare Cancer Awareness, Research, and Treatment Act of 2020. The bill has three major aims to 
position the rare cancer community for better outcomes.

contact CONGRESS 
to help enact legislation
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We want to amplify YOUR VOICE, YOUR STORY, YOUR JOURNEY 

The SHEPHERD Foundation is in the process of collecting stories from rare cancer patients, 
caretakers, family members, medical personnel and anyone who has been touched by rare 
cancer in order to create a book to take to Congress. Each chapter will be devoted to a state 
which will then be delivered to your state’s representatives on the Hill. The final book, with all 
50 chapters, will be delivered to the White House. 

Our goal is to show Congress and those in charge of creating policy that RARE IS NOT RARE, 
but we need you to help us create as complete a story as possible. 
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share YOUR STORY  
                and we’ll take it to CONGRESS
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Share your story here
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We believe in democratizing knowledge and resources for ALL cancer patients 

To ensure that all patients and their families have equal access to information, we are 
building the Patient LightHouse - an online platform designed by the community for rare 
cancer patients, families, caregivers, and providers. It will serve as the first stop for trusted 
information and available resources.  

The Patient LightHouse aims to: 
1. Raise awareness of existing resources and develop resources where none exist 
2. Increase knowledge sharing across patients and providers 
3. Empower patients by informing them of their rights 
4. Be accessible to all - regardless of physical ability, literacy level, or location 

Help us shape the design of the Patient LightHouse platform by completing a short survey 
so that we can fully understand the gaps that need to be filled. 

RARE CANCER TOOLKIT

complete the PATIENT LIGHTHOUSE SURVEY4

Take the survey here



Below are sample Twitter, Facebook, LinkedIn, and Instagram posts for you to use: 

Hashtags 
#RareRevolution #RareCancerDay #RareIsntRare #RagetoLive 

Sample Tweets 
Please tag us on Twitter @SHEPHERDFound 

Rare cancer is anything but rare. Overall, 95% of all forms of cancer are considered rare. These 
cancers affect almost 1 in 3 new patients, or over 500,000 Americans each year. #RareIsntRare 
#RareRevolution #RareCancerDay 

Everyone diagnosed with rare cancer deserves an equal chance to live. We know that every life 
matters, and it’s time that we start holding the system to that standard. #RareRevolution 
#RareCancerDay 

Set a definition: To date, there is no official definition threshold of what legally constitutes rare 
cancer. The system is not intuitive. Resources are not available evenly. Outcomes are not 
consistent. #RareRevolution #RareCancerDay 

Cover molecular diagnostics: In 2019, one study found that 41% of profiled patients had 
potentially actionable mutations. Molecular diagnostics are especially important for cancers 
without good standards of care or adequate treatment guidelines. #RareRevolution 
#RareCancerDay 

Increase funding: In 2019, 42.7% of cancers with fewer than 500 new patients per year had an 
FDA-approved targeted therapy, compared to 95% of cancers with more than 15,000 new 
patients per year. #RareRevolution #RareCancerDay 

Facebook + LinkedIn 
Please tag us on Facebook @SHEPHERD_Foundation and LinkedIn @shepherdfoundation 

Today is #RareCancerDay. Everyone diagnosed with rare cancer deserves an equal chance to live. 
By challenging the rare cancer paradigm, we can create a world in which all patients have the 
same opportunity to live, regardless of their diagnosis. To do this, we must attack rare cancer 
from every angle - starting at the top with federal legislation. This means: 
1. Setting the federal incidence definition of rare cancer at <6 diagnoses per 100,000 people per 
year in the United States. 
2. Covering molecular diagnostics and genetic counseling at the time of diagnosis. 
3. Increasing funding for rare cancer research and development and restoring funding to historic 
levels. 

Instagram + Facebook Live 
Please tag us on instagram @SHEPHERD_Foundation 

If you have a personal experience with rare cancer, consider posting a short video clip and ending 
the post with the phrase “Today is Rare Cancer Day, and, on this day, I’m joining the fight on 
behalf of all rare cancer patients, caregivers, and families. People are dying every day from rare 
cancers. The system needs to change. The time is now.”
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join the GLOBAL COALITION5

We've created a social media toolkit for you



Molecular diagnostics can mean the difference between life and death
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sign the MOLECULAR DIAGNOSTICS petition6

More needs to be done by the federal government, 
including increasing funding and awareness, and 
providing access to testing that can inform 
physicians and patients about the specific genetic 
makeup of a cancer. These tests, frequently called 
molecular diagnostics, are a critical component of 
providing accurate diagnoses and enabling the use 
of next-generation targeted therapies. That 
information is especially important for cancers 
without modern standards of care, where clinical 
trials and targeted therapies may provide more 
hope for an improved outcome than typical 
chemotherapy and radiation regimens. The 
information gathered from these tests can also help 
researchers understand the basic biology behind 
cancers, and ultimately help inform the 
development of new therapies. 

Sign the petition to amplify the voices of rare cancer 
patients and help make the case to Congress and 
the federal government that every cancer patient 
deserves the best care modern science and 
medicine can provide - this means covering 
molecular diagnostics at the time of diagnosis. 

Sign the petition here
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JOIN THE FIGHT 

For more information about the SHEPHERD Foundation and our work, please visit us at  
https://shepherd.foundation/ 

Catharine Young, Ph.D, Executive Director 
catharine@shepherd.foundation 

BrandiLee Schafran, Director of Patient Advocacy 
brandilee@shepherd.foundation


