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To ensure that all people impacted by 
cancer are empowered by knowledge, 
strengthened by action, and sustained by 
community.

Our Mission Our Three Pillars

Research, Direct Services, and Advocacy 



5

Frankly Speaking About Cancer: Precision Medicine
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Question for the Chat

What cancer types do you work in (answer all that apply)?
• Breast
• Colorectal 
• Lung
• Melanoma
• Ovarian
• Pancreatic
• Prostate
• Other



Adopting 
Consensus Terms 
for Testing in 
Precision 
Medicine

Consistent Testing 
Terminology Working Group



1. What is Health Literacy? CDC

• Personal health literacy:
the degree to which individuals have 
the ability to find, understand, and 
use information and services to 
inform health-related decisions and 
actions for themselves and others.1

• Organizational health literacy:
the degree to which organizations 
equitably enable individuals to find, 
understand, and use information and 
services to inform health-related 
decisions and actions for themselves 
and others.1
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Health Literacy
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What Is the Goal of Precision Medicine?

1. Schwartzberg, L., et al. (2017) Am Soc Clin Oncol Educ Book 37:160-9

To deliver the right treatment to the 
right patient with the right dose at the 
right time1

• Testing approaches
o Biomarker testing to determine tumor 

characteristics
o Genetic testing to determine inherited 

cancer or cancer risk
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1. Gierman HJ, Goldfarb S, Labrador M, et al. Genomic testing and treatment landscape 
in patients with advanced non-small cell lung cancer (aNSCLC) using real-world data 
from community oncology practices. J Clin Oncol. 2019;37(suppl; abstr 1585).  

2. Gutierrez ME, Price KS, Lanman RB, et al. Genomic Profiling for KRAS, NRAS, BRAF, 
Microsatellite Instability (MSI) and Mismatch Repair Deficiency (dMMR) among Patients 
with Metastatic Colon Cancer. JCO Precision Oncol. December 2019.  

3. Allison W. Kurian, Kevin C. Ward, Nadia Howlader, et al. Genetic Testing and Results 
in a Population-Based Cohort of Breast Cancer Patients and Ovarian Cancer Patients. 
Journal of Clinical Oncology. May 20, 2019.  

Both Biomarker and Genetic Testing 
Are Underutilized 
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Chat Question

Do the patients & caregivers you work with have a good enough 
understanding of Precision Medicine, Biomarker Testing, & 
Genetic Testing to be active members of their health care team?
• Most understand enough
• Some understand enough
• Few understand enough
• Most are confused & don’t understand
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How Can Consistent Terminology Help Patients? 

According to your records, you 
had a tumor test known as 
OncotypeDX, but you never had 
genetic testing. I’d like to refer you 
to a genetic counselor.

When I had breast cancer, they 
did a genetic test and told me it 
was negative, so I didn’t need 
chemo. I let all my relatives know. 

12

• Align communications between 
patients and providers so they 
know when they are 
referencing the same test or 
result.

• Facilitate informed and shared 
decision-making.

• Decrease misunderstanding 
and miscommunication. 
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33 Terms Across 9 Different Cancer Sites
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Selecting a Term for Testing for Tumor Characteristics

“Comprehensive Biomarker Testing” is the preferred term 
for testing for somatic (acquired) mutations and other 

biomarkers
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• Covers testing of blood/solid tissue
• Includes testing for single-gene, panel, multiplex (NGS)
• Covers all testing modalities including future innovations in 

diagnostics
• Most commonly adopted and in use already
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Selecting Consistent Terms for Testing for 
Inherited Mutations

The working group could not reach consensus on 
ONE preferred term for germline genetic testing.

• We conducted a broad patient survey across multiple 
organizations – about 1650 people responded

15
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Survey Respondent Comments 

You tested positive for 
a pathogenic variant in 
your ATM gene.

*We received over 1500 write-in comments! 

That sounds bad! 
Can my children 
get it?

Yes.

16

• Germline just sounds bad like 
germs, something you catch, not 
inherit.

• Germline sounds like bacteria.
• Pathogenic variant is not plain 

language and makes me think of a 
disease.

• “Inherited” and mutation are plain 
language and immediately 
understood.

• Thank you for asking for our opinion!
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Selecting a Term for Germline Genetic Testing

Based on the patient survey results, the working group 
chose to use both: 

“Genetic Testing for an Inherited Mutation” 
and 

“Genetic Testing for Inherited Cancer Risk” 

17
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Website

DOI: 10.1200/PO.21.00027 JCO Precision Oncology no. 5 
(2021) 1563-1567. Published online October 6, 2021. 

Public Resources
CommonCancerTestingTerms.org

HCP Education Card
Infographic 



• Discussion boards
• Focus groups

Qualitative Research
Results
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• What is “precision medicine”?

• What are “cancer subtypes”? 
 CSC developed 2 infographics

• What is “targeted therapy”? 
 CSC now always specifies “targeted therapy drugs”

• “Genetic” and “genomic” are too similar and cause confusion
 CSC does not use the word “genomic”

• Little knowledge, and much confusion, around “liquid biopsy” –
What is it?  It isn’t a biopsy?  It is a blood test???  When and why is it done?

Patients and Caregivers are Confused!  
Examples from CSC’s Qualitative Research
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• The sequence of introducing terms is important!  

o Provide the most necessary information at the beginning and try to hold off on 
layering additional terms right away

• Patients and caregivers are confused by the “alphabet soup” of biomarkers 
and by jargon.  But not using jargon may require more words to explain:
o “If you have a positive HER2 test result (HER2+), Herceptin is likely to work well for 

you” is understandable
o “Herceptin targets HER2” is confusing jargon

• Use biomarker acronyms (alphabet soup) sparingly

• Focus on what the patient needs to know to be an active member of their 
health care team.  Do they need to know what KIND 
of test to ask if the test has been done?

How to Reduce Patient and Caregiver Confusion
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• Patients and caregivers (and the general public) are comfortable with the 
terms “gene,” “genetic mutation,” and “inherited mutation.”

• Testing is stressful. Waiting on results is stressful. No matter your results, 
biomarker testing can be scary, confusing, and disappointing.

• If you use more than 1 term for a concept, patients & caregivers will think 
you are trying to describe 2 different concepts! (Comprehensive biomarker 
testing & molecular profiling sound like 2 very different tests)

• Patients & caregivers asked for graphics to help explain concepts and 
definitions.

Other Findings from CSC’s Qualitative Research 
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Quantitative 
Research Results

Precision Medicine 
Patient Preferences 
Survey
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Respondents were 
selected to be 
representative of US 
cancer patients & 
caregivers in:
• gender 
• race/ethnicity
• household income

Blacks & Hispanics were 
oversampled to test 
differences by rase and 
ethnicity.

Also sampled the general 
public to validate the 
lexicon with respondents 
who were diagnosis-
naïve.
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Creating & Validating Lexicon Terms & Definitions

Heading

Familiarity
 Never heard of
 Heard of, but 

don’t know about
 Heard of & 

have basic 
understanding

Clarity
 On a scale of 

1-10, how clear 
are our Lexicon
definitions?

 We report % who 
chose 7 or higher

?
Preference
5-point Likert scale
 Strongly Oppose
 Somewhat Oppose
 Neutral
 Somewhat Favor 
 Strongly Favor
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Overall Familiarity Results

Heading

Familiarity
 Never heard of
 Heard of, but 

don’t know about
 Heard of & 

have basic 
understanding

5-point Likert scale
 Strongly Oppose
 Somewhat Oppose
 Neutral
 Somewhat Favor 
 Strongly Favor

? • Blacks tended to report higher familiarity and 
understanding of terms than whites

• Caregivers tended to report higher familiarity and 
understanding of terms than patients

• Patients & caregivers tended to report higher 
familiarity and understanding of terms than the 
general public

• Respondents with lower household income and 
education attainment were significantly less likely to 
report familiarity with, understanding of, and 
preference for terms
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Overall Familiarity Results

Heading

Familiarity
 Never heard of
 Heard of, but 

don’t know about
 Heard of & 

have basic 
understanding

? Top Terms For % Familiar % Understood

Tissue Biopsy 89% 61%

Inherited Mutation 81-89% 46-52%

Genetic Testing for Inherited 
Cancer Risk

84-89% 48-55%

Mutation in the Cancer 80-85% 39-44%

Testing the Cancer for Mutations 68-78% 32-37%

Cancer Subtypes 60% 24%

Liquid Biopsy 56% 25%
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Overall Clarity Results

Familiarity
 Never heard of
 Heard of, but 

don’t know about
 Heard of & 

have basic 
understanding

Clarity
 On a scale of 

1-10, how clear 
are our Lexicon 
definitions?

 We report % who 
chose 7 or higher
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Overall Clarity Results

Familiarity
 Never heard of
 Heard of, but 

don’t know about
 Heard of & 

have basic 
understanding

Clarity
 On a scale of 

1-10, how clear 
are our Lexicon 
definitions?

 We report % who 
chose 7 or higher

• Definitions were scored by most survey 
respondents as highly understandable 
(clarity of 7+ out of 10)

• No significant differences between patients, 
caregivers, & general public.

• Lower scores correlated with:
o Hispanic ethnicity (5%-14%) 
o Lower (<$50k) household income (5%-12%)
o Lower (<Bachelor’s) education (5%-12%)
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Overall Preference Results

Heading

Preference
5-point Likert scale
 Strongly Oppose
 Somewhat Oppose
 Neutral
 Somewhat Favor 
 Strongly Favor

• Although Black respondents reported higher 
preference scores for many terms than white 
respondents, this didn’t affect rankings significantly 
for most terms

• Although Hispanic respondents reported lower 
preference scores for some terms than non-Hispanic 
respondents, this didn’t affect rankings significantly 
for most terms

• Respondents with lower household income and 
education attainment were significantly less likely to 
report familiarity with, understanding of, and 
preference for terms
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Preferred Terms Used in Precision 
Medicine Plain Language Lexicon

Heading

Preference
5-point Likert scale
 Strongly Oppose
 Somewhat Oppose
 Neutral
 Somewhat Favor 
 Strongly Favor

• Genetic Testing for Inherited Cancer Risk/
Genetic Testing for Inherited Mutation

• Biomarker Testing (testing for biomarkers that are 
NOT inherited, including mutations in the cancer)

• Inherited Mutation (Genetic or Gene Mutation) –
tested 13 terms

• Mutations in the Cancer – tested 14 terms

• Testing the Cancer for Mutations – tested 18 terms

• Tissue Biopsy

• Cancer Subtype

• Liquid Biopsy
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Public Resources: Precision Medicine Plain Language Lexicon

Precision Medicine Plain Language Lexicon available at:
www.CancerSupportCommunity.org/PMPlainLanguage

http://www.cancersupportcommunity.org/PMPlainLanguage
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Public Resources
Precision Medicine Plain Language Lexicon

• Living Document to be Updated Over Time
• Created with Oncology Professionals
• Iterative Focus Groups & Discussion Boards with Patients & Caregivers
• Validated with Survey
• Example Term & Definition:
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Q&A A



Name: Claire Saxton
Contact: csaxton@CancerSupportCommunity.org

www.CancerSupportCommunity.org

Common Cancer Testing Terminology:
www.CommonCancerTestingTerms.org

Refer your patients or 
order FSAC materials to distribute to them:
www.CancerSupportCommunity.org/Precision-Medicine

Precision Medicine Plain Language Lexicon available at:
www.CancerSupportCommunity.org/PMPlainLanguage

http://www.cancersupportcommunity.org/
http://www.commoncancertestingterms.org/
http://www.cancersupportcommunity.org/Precision-Medicine
http://www.cancersupportcommunity.org/PMPlainLanguage
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