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Lynch Syndrome
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Colorectal cancer (CRC) is 4th 
leading cause of cancer; 
endometrial cancer is the 9th

leading cause of cancer

~3% of CRC cases are caused by 
Lynch syndrome (LS), the most 
common cause of hereditary 
colorectal cancer

52-82%

25-60%4-20%

1-13%

Risk of most common LS cancers

4-12%



Gaps in Lynch Syndrome Identification
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Minority and low income patients are less likely to...

Have family history 
collected

Receive a genetic 
counseling referral

Receive 
genetic 
testing

LS 
dx

Additional 

Screening

Early 

cancer 

detection

Prophylactic 

surgery

Identification of LSé



Cancer Health Risk Assessments Reaching Many 
(CHARM)

The CHARM study 
aims to increase 
access to genetic 

testing for hereditary 
cancer in low income 

and minority 
populations
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About

ÁValidated risk assessment tool for LS

ÁBased on family history

ÁPresented as a provider-facing tool at

https://premm.dfci.harvard.edu 
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Adaptations made for the CHARM study
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ÅRemove 
requirement to 
know the 
affected side

Affected 
Side

ÅSimplified 
language

ÅFewer medical 
terms

Language

ÅCalculates 
sums for 
patients

Mental 
Math

ÅExplains 
complex terms 
with graphics 
and definitions

Visual 
Aids



PREMM5 ïAffected Side
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Requires knowing what 

ñaffected sideò means and 

understanding how to determine 

affected side



Major Changes ïAffected Side

8 |     © Kaiser Permanente 2019. All Rights Reserved.March 26, 2019

Asks about both 

sides of the 

family

Computes 

affected side



PREMM5 ïHealth Literacy
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Technical terms



Major changes ïLanguage
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Reduces 

technical terms

Defines words 

using more 

patient-friendly 

terms



PREMM5 ïMental Math
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Requires 

respondent 

to add up 

number of 

relatives



Major Changes ïMental Math
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Detailed 

questions only 

for specific 

relatives with 

cancer

Performs the 

math for the 

patient 



PREMM5 ïLiteracy Aids and Language

13 |     © Kaiser Permanente 2019. All Rights Reserved.March 26, 2019

Not needed for 

providers



Major Changes ïLiteracy Aids and Language
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Pop-up

literacy 

aids

PREMM5

also 

available 

in Spanish



Major Changes - Literacy and Language
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Pop-up

literacy 

aids

PREMM5

also 

available 

in Spanish



Preliminary Results
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49%

16%

High-risk for LS mutation

13%

Response rate to email/text

77%

Underserved



Conclusions
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Patients are able to complete a self directed family 
history tool to assess their risk for LS

Successful in an underserved population

Respondents are more likely to be at high risk
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