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“I did not understand any 
of my test results, despite 
asking my doctor to explain 
on more than one 
occasion.” – Patient survey 
respondent

Why Knowing and 
Understanding Your Test 

Results
Matters



Health Literacy

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



Testing Terminology May be Confusing
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How familiar are you with each term below as it relates to cancer? N=1685

Source: Website of the Consistent Testing Terminology Work Group: commoncancertestingterms.org.



Comments submitted by breast cancer patients on genetic and tumor testing

• I don’t understand the jargon.
• I did not understand any of it despite asking my doctor to explain 

on more than one occasion.
• I do not understand who qualifies for treatment with a targeted 

therapy.
• Some people talk about the TUMOR having a BRCA mutation, vs. 

the WOMAN having a BRCA mutation. I still don’t get that.

Source: FORCE/LBBC survey on breast cancer and personalized medicine. Published on the FORCE website, July 2019.

Cancer Terminology May be Confusing



Testing Terminology May be Confusing

• 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. 

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. 



Genetic Testing for an Inherited Mutation

• Blood or saliva test that looks for inherited 
mutations present in all cells, that increase the 
risk for diseases like cancer. 

• Genetic testing for genes linked to cancer can 
benefit patients by: 
• Clarifying cancer risks and risk-based screening 

and prevention
• Enabling cascade or downstream testing in 

family members
• Guiding surgical and treatment decisions
• Determining eligibility & access to clinical trials 



Biomarker or Tumor Testing
• Tests that look for abnormal changes in cancer cells or caused by cancer cells.
• Biomarker testing can benefit 

patients by: 
• Identifying grade, stage 

and prognosis
• Identifying targets (like 

receptors or mutations) for 
therapies

• Avoiding therapies least 
likely to work

• Monitoring tumor response, 
progression or recurrence

• Determining eligibility and access 
to clinical trials 



Cancers Are Caused by Gene Mutations



Get a Copy of Your Lab Tests and Ask 4 Questions

• Make sure that you have the answer 
to questions about your lab tests:

• What test was ordered?

• What does it measure?

• What were my results?

• Based on these results, what are
my options?

Based on Institute for Healthcare Improvement, ASK ME 3. http://www.ihi.org/resources/Pages/Tools/Ask-Me-3-Good-Questions-for-
Your-Good-Health.aspx

Ask 4 Testing
When your doctor orders a lab test,
ask for a copy of your results, and ask
these 4 questions. 

What is the name of the test?

What does it measure?

What were my results?

What are my options?

http://www.ihi.org/resources/Pages/Tools/Ask-Me-3-Good-Questions-for-Your-Good-Health.aspx


Connect with FORCE

Website: FacingOurRisk.org

Helpline: 866-288-RISK

Email: info@FacingOurRisk.org

Get Social: FacingOurRisk
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