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Thank you to Public Health Genomics Pioneers & Greats!
In Honor of All of You who made 25 Years of Public Health Genomics Possible

Kristin Peterson Oehlke, MS, CGC
1959-2018
Minnesota Department of Health 

“Think Genomics, 
Act Local”

Toby Citrin, JD
University of Michigan, Deceased 2020,

Center for Public Health & Community GenomicsMichigan Department of Community Health



Public Health Genomics Applications: Lessons Learned

Engage Multiple Sectors & Partners
• Consider Taplin et al, Multilevel Interventions in Cancer 

Control

Strategic Planning to Create Shared Goals & 
Objectives
- Healthy People 
- State Plans (e.g. Comprehensive Cancer Control 

Plans)
- Community Engagement

Utilize Core Public Health Functions
• Data to Action!

Focus on Improving Health Inequities
- Disparities to genomics services exist among racial 

and ethnic minority groups, rural communities, 
uninsured or underinsured people, and those with 
lower education and income

Sustainability & Expansion of Networks, 
Members & Activities

Flexibility & Innovate with Changing Genomics 
Landscape 

Leverage Public Awareness and Provider 
Education Opportunities

Implementation from Local/State Level to 
National/International Level

Achieve Public Health Genomics Goals & 
Objectives

Today’s Examples:
• Lynch Syndrome Screening Network
• Cancer Registries
• Prevention of Sudden Cardiac Death of the Young



• HP 2020 marks first time for genomics 
objectives; likely to be included in HP2030
− Must have strong evidence-base for 

population health impact
− Must be measurable (national data source) 

and attainable
• Increase the proportion of females at 

increased risk who get genetic counseling 
for breast and/or ovarian cancer

• Increase the proportion of people with 
colorectal cancer who get tested for Lynch 
syndrome 

• Estimated that up to 2 million in US have 
one of these conditions and vast majority 
are undiagnosed!

Public Health Genomics Priorities:
Healthy People (HP) 2020 and 2030 Cancer Genomics Objectives

https://health.gov/healthypeople/objectives-and-data/browse-
objectives/cancer/increase-proportion-females-increased-risk-who-get-
genetic-counseling-breast-andor-ovarian-cancer-c-d01

https://health.gov/healthypeople/objectives-and-data/browse-
objectives/cancer/increase-proportion-people-colorectal-cancer-who-get-
tested-lynch-syndrome-c-r03



Importance of Access to Genetic Counseling & 
Effective Cascade Genetic Testing to Public Health Genomics

https://www.aboutgeneticcounselors.org/Resources-to-Help-
You/Post/the-power-of-cascade-testing-and-how-genetic-
counselors-can-help https://hccpjournal.biomedcentral.com/articles/10.1186/s13053-021-00198-7/figures/1



Genetics 
Program 
“discovers” 
Comp. Cancer 
Control 
Program

CDC CA: Genomics 
Applications in Practice 
and Prevention, 2008-2012

CDC CA: Genomics 
Integration in Public Health 
Programs, 2003-2008

Cancer objectives 
in state genetics 
plan

Cancer Program 
participates in 
genetics needs 
assessment and state 
plan process

BRCA 1/2 & LS 
genetic testing 
moves into 
clinical 
practice

1990s

2002

2000

2004

2008

2010

2020

Key Milestones: Michigan Department of Health & 
Human Services (MDHHS) Cancer Genomics Program, 

1998-2023

Genetics staff participation 
in Michigan Cancer 
Consortium begins

2006

Genomics goal 
and objectives in 
state cancer plan, 
2009-2015 Cancer Genetics Clinic Network 

for Data Collection begins 

CDC DCPC suppl. funding 
for young breast cancer 
survivors’ activities, 2010 

Michigan 
Cancer 

Genetics 
Alliance 
Created

2012

2014

2018

MI Informed 
Consent Law for 
Genetic Testing 
Begins

MCSP Mandatory 
family history fields for  
reportable cancers

Work with 
Michigan health 
plans begins

LSSN formed

CDC CA: Enhancing Breast Cancer 
Genomic Practices though Education, 
Surveillance and Policy, 2011-2014

CDC Prevention Research Center- Special Interest 
Project: Potential for Cancer Screening Interventions 
for Cancer Survivors Delivered Through Central 
Cancer Registries,  2011-2014

2016
MCC Spirit of 
Collaboration Awarded

Michigan health 
plans awarded

CDC CA: Enhancing Cancer Genomic 
Best Practices though Education, 
Surveillance and Policy, 2014-2019

2022

HP2020 genomics 
objectives 
approved

GC Licensure 
Bill signed into law

Enrollment of 
GCs as 
Medicaid 
providers in MI

CDC CA: Advancing Cancer 
Genomics Best Practices from 
Research into Public Health 
Applications through 
Education, Surveillance and 
Policy in Michigan, 2019 – 2022



Collaborating on HP2020/2030 Lynch Syndrome Objective:
Lynch Syndrome Screening Network (LSSN), 2011-2023

 Promote institutional implementation of 
universal screening for Lynch syndrome since 2011

 Funding from multiple agencies for specific 
activities- THANK YOU!
 Created with funding from CDC
 Conference support from NCI and CGA
 Pilot database from CGA
 IMPULSS (implementation toolkit) from Cancer 

Moonshot
 SPRINTS (strategic planning) from PCORI
 In-kind support from MDHHS, Northwestern 

GPGC, LSSN Board of Directors & Members

http://www.lynchscreening.net/

LSSN Vision: 
• To reduce the cancer burden associated with 

Lynch Syndrome for patients and their families
LSSN Mission: 
• To promote universal tumor screening (UTS) of all 

individuals with newly diagnosed colorectal and 
endometrial cancers 

• To facilitate the ability of institutions to implement 
appropriate screening by sharing resources, 
protocols and data through network collaboration

• To investigate universal screening for other Lynch 
Syndrome related malignancies

http://www.lynchscreening.net/


 Membership by institution
 Up to 95 leading cancer institutions, public health 

agencies, & others 
 No cost to join 

 Resources to support, track and promote 
Lynch syndrome screening
 Website with multiple resources to assist 

institutions to implement Lynch syndrome 
screening

 IMPULSS Toolkit coming soon!
 Join us for a webinar on March 22nd

 Active listserv
 Research and networking opportunities

 LSSN members provide relevant 
institutional data on Membership 
Application and Renewal 
 85% of LSSN institutional members screen all 

colorectal cancers; 53% screen endometrial cancers
 Number of tumors screened for Lynch syndrome 

increased significantly
 IHC most common initial screen across LSSN 

institutions in 2020

LSSN Membership, Network Benefits & Impact of Data 

http://www.lynchscreening.net/

http://www.lynchscreening.net/


Thank you to Alanna Kulchak Rahm, PhD, MS



Resulting Strategic Priorities
Please join us on March 22nd to learn more

Facilitate identification 
of all individuals with LS

Facilitate cascade 
testing of at-risk 

individuals

Encourage and facilitate 
use of registries to 

improve medical care 
and patient outcomes

Education, 
understanding, and 

facilitation of insurance 
coverage for screening 

colonoscopy

Comparative 
effectiveness research 
on screening intervals 
and start/stop based 
on age or genotype

Research in LS patients 
on alternate screening 

tests, effective 
treatments, and cancer 

vaccines

Additional Cross-Cutting Needs for Patients

Thank you to Alanna Kulchak Rahm, PhD, MS



Existing Public Health Genomics Data:
Cancer Registries & CDC Cancer Genomics State Grantees

 Surveillance Goal: 

 Improve data on hereditary cancer 
burden and utilization of cancer 
genetic services 

 Surveillance requirements: 
 Analyze cancer registry data
 Add questions to the state BRFSS 
 Use, expand or develop other data 

sources
 Develop data reports and disseminate

 Surveillance accomplishments:
 Identified geographic differences in 

cancer incidence, availability of cancer 
genetic services, and use of genetic 
counseling and testing

 Identified racial/ethnic disparities in 
cancer incidence and use of genetic 
counseling and testing

 Engaged with communities with 
inequities and created targeted 
educational materials and other 
activities with community partners

Thank you to Marie Kumerow, MPH



Michigan Example: 
Utilize Cancer Registry to Identify & Address 

Cancer Genomics Inequities

• Utilized cancer registry data from 
2013-2017 to identify cancers 
associated with HBOC to:
• Identify 7 rural counties with high 

incidence of cancers associated with 
HBOC and low usage of cancer 
genetic services.

• Create targeted radio ads and 
provider trainings to those counties.  

• Develop partnerships with provider 
organizations to create opportunities 
for more sustainable change



New CDC Resource:
Best Practice Guide for Utilizing Central Cancer 

Registries for Public Health Genomics



Cancer Plan for Michigan, 2021-2030:
Cancer Registry, Disparities & 

Public Health Genomics 

https://www.michigan.gov/mdhhs/-
/media/Project/Websites/mdhhs/Folder4/Folder33/Folder3/Folder133/Folder2/Folder233/Folder1/Folder333/Cancer
PlanFinal.pdf?rev=fdfeb5afef0a4bc8b5735176e9e14a46&hash=00838ED3D3B44A4611974DFFC3A3DEA2



Michigan Sudden Cardiac 
Death of the Young (SCDY) 
Surveillance and Prevention, 
2004-2023

Aim: Prevention of SCDY
(1-39 years of age) in
Michigan through early
detection of individuals
at risk, treatment of those
with predisposing
conditions, & intervention
for victims experiencing
sudden cardiac arrest 

www.michigan.gov/scdy

Created with initial funds from CDC cooperative agreement, 2003-2008;  since 2008, in-kind support from MDHHS and multiple 
partners; support for MI HeartSafe Schools from MHSAA, Kimberly Anne Gillary Foundation, Wes Leonard Heart Foundation, 
Thomas Smith Memorial Foundation and others



Importance of Data to Identify Priorities:
MDHHS SCDY Mortality Records Review

Case Definition:
• Aged 1-39
• Death occurred out of the hospital or in the 

emergency room
• Michigan resident
• Death occurred in Michigan
• Underlying cause of death cardiac-related, 

congenital cardiac malformations, or ill-
defined/unexplained

Age-Adjusted Mortality Rates:

Statewide: 5.5 per 100,000

White Males: 6.1 per 100,000

Black Males: 16.5 per 100,000

White Females: 2.4 per 100,000

Black Females: 8.3 per 100,000 



Michigan SCDY Expert Mortality 
Review Panel

 Confirm the cause of death or suggest 
an alternative cause

 Describe the factors that may have 
contributed to the death

 Identify possible risk to family 
members

 Suggest recommendations for 
prevention of future deaths

Journal of Community Health. April 27, 2010.



Michigan Case Study 
Clinical and Family History

• African American teenage male
• Student, basketball player
• Symptoms 4 months – “skipped beats 

and fluttering” especially while playing 
basketball; dizzy when rising from chair; 
tired all the time; legs hurt all the time; 
he thought these symptoms meant he 
was out of shape so he would practice 
harder

• Private health insurance coverage
• Family History - mother had “stroke“ as 

teen; maternal uncle had heart attack at 
40 years old

• Sports physical 4.5 months prior
• Never referred to cardiologist or 

specialist
• Weight 82nd percentile

Day of Death
• Playing basketball, collapsed
• No CPR prior to EMS, police were 

needed to allow EMS access
• Locked AED at site, coach had no 

training on AED
• No pulse/not breathing

Autopsy
• Hypertrophic cardiomyopathy
• Toxicology – negative for alcohol, illicit 

drugs
• Family members not made aware of 

genetic implications



Expert Panel Case Findings &
Recommendations 

Patient-related factors
• Education when to seek medical care 
• Family history and screening
Physician-related factors
• Quality of pre-participation sports physical
• Awareness of need to screen family members, and when genetics or 

cardiology referral indicated
• Education on content of family history screening form
System-related factors
• CPR training for coaches, or CPR training for community and schools
• If AED present on-site, require training and availability
• Update Michigan High School Athletic Association pre-participation 

sports screening template to include 2007 AHA 12 point screen and 
2004/2010 national consensus recommendations 

• Mechanism for family contact, including assuring autopsy report 
reaches primary care provider

• Storage of biologic specimen/DNA

Case Findings  Action Steps 
Implementation of Actions by 

Partners/Champions:
Led to accomplishment of each of 

these recommendations



Michigan SCDY and Mortality Review Leads to Policy & Institutional Changes:
MHSAA Pre-Participation Sports Screening & Michigan MI HEARTSafe Schools

Congratulations to Over 700+ Michigan Schools Awarded as MI HeartSafe!
100+ Applications Received in January 2023! 

https://migrc.org/patients-families/mi-heartsafe-schools/

https://www.mhsaa.com/about/looking-general-
resources/health-safety/physical-exammedical-history-forms



Public Awareness: 
MI HEART Safe Schools & Michigan Alliance for Prevention of SCDY (MAP-SCDY)

https://www.mhsaa.com/about/looking-general-resources/health-safety

January 2023!

https://www.fox2detroit.com/news/cheer-coach-uses-cpr-aed-to-save-student-athlete-who-went-into-sudden-cardiac-arrest; 
https://www.wlns.com/news/michigan/michigan-school-program-advocates-for-emergency-prep/

https://radio.wcmu.org/local-regional-news/2023-01-24/mi-heartsafe-school-program-aimed-at-rural-schools

https://www.fox2detroit.com/news/cheer-coach-uses-cpr-aed-to-save-student-athlete-who-went-into-sudden-cardiac-arrest


National Initiatives to Prevent Sudden Cardiac Death:
Cardiac Genetics Provider Education, 2020-2023

https://education.clinical.jax.org/page/cardiovascular-genetics-
education?utm_source=outreach&utm_medium=email&utm_campaign=identifying_red_flags

https://education.clinical.jax.org/page/cardiovascular-genetics-education?utm_source=outreach&utm_medium=email&utm_campaign=identifying_red_flags


“I thought we were forgotten….

I thought no one cared…”

- Mother of 18 year old Michigan SCDY victim, upon 
being asked for a next-of-kin interview 



Program 
Partners

Thank you!   Happy 25th Anniversary to Public Health Genomics!
MDHHS Cancer Genomics Program

Michigan Association of Health Plans 
Michigan Medicaid
Office of Public Health Genomics and Precision Public Health, CDC
Michigan Cancer Surveillance Program & Vital Records 
MDHHS Cancer Prevention and Control Section/Michigan Cancer 
Consortium
FORCE (Facing Our Risk of Cancer Empowered)
Wayne State University
University of Michigan Cancer Genetics Clinic
University of Michigan Medicine Breast Oncology Clinic/Rogel
Cancer Center 
Bay County Health Department
Michigan Health Improvement Alliance
Michigan Cancer Genetics Alliance
Inter-Tribal Council of Michigan
The Jackson Laboratory
Karmanos Cancer Institute
Thumb Rural Health Network
The Western Regional Area Health Education Center
Kevin Myers-Advocate
Sherry Berry-Advocate
Eileen Kastura-Advocate
Alice Christenson-Advocate
Beaumont Cancer Genetics Program
Beaumont Hospital
Henry Ford Health System
Mercy Health Saint Mary’s
Providence Hospital Medical Genetics
Sparrow Cancer Center
Spectrum Health Cancer Genetics
St. Joseph Mercy Hospital
St. Mary Mercy Hospital
MidMichigan Health (Midland)
West Michigan Cancer Center
Hurley Medical Center

MAP-SCDY

CDC
Muin Khoury, MD, PhD
Scott Bowen 
Dave Dotson, PhD, MS
Katie Kolor, PhD, MS
Ridgely Fisk Green, MMSc, PhD
Juan Rodriguez, MPH, MS, PhD
Marie Kumerow, MPH

LSSN
Heather Hampel, MS, CGC
Brandie Leach, MS, CGC
Jessica Hunter, PhDLaurel Hochstetler, MS, CGC
Alanna KulchakRahm, PhD, CGC
Debi Cragun, PhD, MS, CGC
Cecelia Bellcross, MS, CGC
Kory Jasperson, MS, CGC
LSSN Members & Partners

MDHHS
Janice Bach, MS, CGC
Bill Young, PhD
Dominic Smith, MSA
Maricar Macalincag, MS
Beth Anderson, MPH
Kristy Karasinski, MPH
Mary Teachout, MA
Sarah Mange, MPH
Ann Annis, PhD, MPH
Mark Caulder, MPH
Jenna McLosky, MS, CGC
Mary Mobley, MS, CGC
Jillian Schrager, MPH
Polly Hager,  MSN, RN
Ann Garvin, MSN, RN
Glenn Copeland
Jetty Alveson, CTR
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