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Michigan Department of Community 
Health (MDCH) 

Mission: 
 
 MDCH will protect, preserve, and promote the health 

and safety of the people of Michigan with particular 
attention to providing for the needs of vulnerable and 
under-served populations  

 
Vision: 
  
 Improving the experience of care, improving the health 

of populations, and reducing per capita costs of health 
care 

 



*MDCH Genomics 
receives a 5-year CDC 
cooperative 
agreement to 
incorporate genomics 
into chronic disease 
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*MDCH Genomics 
receives 3-year CDC 
cooperative 
agreements to enhance 
previous work in breast 
cancer genomics  

 

Prevention Research 
Center of Michigan 
with UM School of 
Nursing and MDCH 
Genomics receives 3-
year CDC Special 
Interest Project 
focusing on young 
breast cancer survivors 
and relatives 
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*Funding cannot be used for research,  
  clinical services or lobbying 
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*MDCH receives 2-
year HRSA 
infrastructure 
grant to conduct 
statewide genetic 
needs assessment 

Genetics Through 
the Life Cycle: 
Improving Health 
and Preventing 
Disease State Plan, 
2003-2008 

* LSSN Formed by 
MDCH Genomics 
with CDC end of 
FY11 funds 



Three Core Public Health Functions and  
Ten Essential Services 

 Assessment: The regular 
systematic collection, 
assembly, analysis, and 
dissemination of 
information, including 
genetic epidemiologic 
information, on the 
health of the 
community 

 



 Policy Development: 
The formulation of 
standards and 
guidelines, in 
collaboration with 
stakeholders, which 
promote the 
appropriate use of 
genomic information 
and the effectiveness, 
accessibility, and 
quality of genetic tests 
and services 
 

Three Core Public Health Functions and  
Ten Essential Services 



 Assurance: That 
genomic information 
is used appropriately 
and that genetic 
tests and services 
meet agreed upon 
goals for 
effectiveness, 
accessibility, and 
quality 

Three Core Public Health Functions and  
Ten Essential Services 



Example of Using Core Public 
Health Functions: Michigan 
Sudden Cardiac Death of the 
Young (SCDY) Surveillance 
and Prevention, 2003-2013 

www.michigan.gov/scdy 
 

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  

http://www.michigan.gov/scdy
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and 
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High school 
pre-
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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  
 
1-9 years: 1.0 per 100,000  
10-19 years: 1.2 per 100,000  
20-29 years: 4.1 per 100,000 
30-39 years: 14.5 per 100,000 

Review of Michigan Death Certificates 
Demonstrate Significant Health Disparities  



Top Ten Causes of SCDY in Michigan  
 Blacks most common cause was dilated cardiomyopathy (n=255) 

 More than half of dilated cardiomyopathy and hypertensive heart 
disease deaths were in blacks 

 Blacks disproportionately represented among top 10 causes of deaths 
(except acute myocardial infarction) 

 Males also represented more than 60% for the top 10 causes of 
death (except instantaneous death) 
 86% of ‘other hypertrophic cardiomyopathy’ in males 



Behavioral Risk Factor Survey 
(BRFS) Overview 
 Annual telephone survey 
 Adults ages 18 years and older 
 Self-reported behaviors 
 State-specific, population-based 

prevalence estimates 



MDCH Genomics Greatest 
Health Disparities: Family 
History of SCDY 

 Table 3 
Family History of Sudden Cardiac Death of the Younga 

2007 Michigan Behavioral Risk Factor Survey 

 % 95% Confidence 
Interval 

  Total 6.3 (5.2 - 7.7) 

  Age   

18 – 24 3.8 (1.6 - 8.7) 
25 – 34 8.6 (4.9 - 14.6) 
35 – 44 4.2 (2.4 - 7.1) 
45 – 54 7.7 (5.4 - 10.9) 
55 – 64 5.9 (4.1 - 8.5) 
65 – 74 8.5 (5.4 - 13.3) 
75 + 5.4 (3.5 - 8.2) 

  Gender   

Male 5.4 (3.9 - 7.4) 
Female 7.7 (6.1 - 9.6) 

  Race/Ethnicity   

White non-Hispanic 5.4 (4.3 - 6.8) 
Black non-Hispanic 11.2 (7.7 - 16.0) 
Other non-Hispanic 9.4 (3.8 - 21.3) 
Hispanic --b  

  Education   

Less than high school 10.8 (5.8 - 19.3) 
High school graduate 8.8 (6.6 - 11.7) 
Some college 4.7 (3.3 - 6.8) 
College graduate 4.4 (2.8 - 6.8) 

  Household Income   

< $20,000 7.8 (5.1 - 11.7) 
$20,000 - $34,999 8.4 (5.9 - 11.8) 
$35,000 - $49,999 8.8 (5.5 - 13.8) 
$50,000 - $74,999 4.1 (2.1 - 7.9) 
$75,000 + 3.2 (1.9 - 5.2) 

a Among all respondents (n = 2,856), the proportion who reported having at least one 
biological family member that had a sudden cardiac death, or sudden unexplained death, 
between the ages of 1 and 39.  
Note: Interviewers were instructed not to include spouses of the respondent, infants less 
than one year of age, as well as drug-related deaths, traumatic deaths (such as car 
crashes), suicides, homicides, or individuals who had a long illness. 
b The denominator in this subgroup is less than 50. 

Michigan 2007 Behavioral Risk 
Factor Survey (MiBRFS) 
 
• 2,856 Michigan adults were 

asked about SCDY 
 
• 6.3% have a family history of 

SCDY 
 26.2% with multiple relatives 
 35.5% with first degree 

relative 
 

• Significantly more blacks (11.2%) 
than whites (5.4%) reported 
SCDY 

 



BRFS SCDY Family History Data 
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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 Findings  
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 
 
 



Data to Action, 2008-2013 
• Based on SCDY expert mortality 

review, 21 action steps 
identified to prevent SCDY 

 
• Grouped into 5 major themes: 

 Pre-participation sports 
physicals and screenings 

 Provider education and public 
awareness of SCDY risk factors 

 Emergency response protocols 
 Public awareness of cardiac 

symptoms and CPR/AED 
training 

 Medical examiner protocols 
 



MDCH Genomics Working with 
Multiple Sectors to Prevent SCDY in 
Michigan 

 Media 
◦ Local television news 
◦ Detroit Free Press 

 Communities 
◦ American Heart Association, Michigan 

Association of Health, Physical 
Education, Recreation and Dance, 
Michigan Fitness Foundation, Michigan 
High School Athletic Association, 
Hypertrophic Cardiomyopathy 
Association, Sudden Arrhythmia Death 
Syndromes Foundation, Sudden Cardiac 
Arrest Association, faith-based groups, 
Kayla Foundation, Gillary Foundation, 
Wes Leonard Foundation, families 

 Government 
◦ Michigan Department of Community 

Health (Cardiovascular Section; Vital 
Records; Genomics; EMS), Michigan 
Department of Education; Centers for 
Disease Control and Prevention, state 
legislatures, local health departments, 
NHLBI 

 Academia 
◦ Wayne State University, Michigan State 

University, University of Michigan, Oakland 
University, Ferris State University 

 Employers/industry 
◦ AED distributors, Health plans  

 Health care delivery system 
◦ Michigan State Medical Society, American 

College of Cardiology- Michigan Chapter, 
American Academy of Pediatrics-Michigan 
Chapter, William Beaumont Hospital, Detroit 
Medical Center, Spectrum Health, Henry 
Ford Hospital, Michigan Osteopathic 
Association, Michigan Association of 
Physician Assistants, Michigan Association of 
Certified Nurse Practitioners, Society of 
Adolescent Medicine- Michigan Chapter, 
Michigan Association of Family Practice, 
Michigan College of Emergency Physicians, 
Michigan Association of Medical Examiners, 
Michigan Athletic Trainers Association, local 
EMS 

 
 



 
 

“…no important health problem will be solved 
 by clinical care alone, or research alone,  
or by public health alone- But rather by all 

 public and private sectors working together”  
 

JS Marks. Managed Care 2005;14:p11 
Supplement on “The Future of Public Health” 

Partners, Partners, Partners…! 
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SCDY Policy Development 
Accomplishment: MHSAA Pre-participation 

Screening and Physical Form 
 Pre-participation Sports 

Screening:   
◦ Work group with 50-55 

members, including 
Michigan High School 
Athletic Association 
(MHSAA)  

◦ Reviewed published 
literature on evidence-
based and/or consensus 
recommendations for pre-
participation sports 
screening and forms from 
50 states  

◦ Recommended revised 
form (based on national 
consensus form) to MHSAA; 
adopted by MHSAA Board 
of Directors, December 
2010 

◦ Required to be used in 
2011/2012 
 500,000 forms distributed per year 

 
  

Family 
History 

Heart 
Health 



SCDY Assurance Accomplishment: 
Creation of MDCH SCDY Website 

• Posted by MDCH in August 
2010 

• Features educational video 
with MDCH Chief Medical 
Executive and 2 families 

• MDCH SCDY data 
• 6 Expert Presentations 
• February 2013 Governor’s 

Proclamation 
• Links to national and state 

resources 
 

www.michigan.gov/scdy 







Michigan Alliance for Prevention of Sudden 
Cardiac Death of the Young (MAP-SCDY) 
 

 Vision:  The MAP-SCDY 
strives to prevent sudden 
cardiac death of the 
young. 

 Mission:  The MAP-SCDY is a 
statewide collaborative 
network that provides 
leadership, education, and 
resources to help 
communities prevent 
sudden cardiac death of 
the young. 

 

 Created in 2012 by MDCH Genomics 
 Over 50+ members representing 

multiple sectors 
 
 Current goals: 

• Increase public awareness  
• Award MI HEARTSafe School 

Award Program from MDCH and 
Michigan Department of 
Education Directors 

• Keep apprised of current 
legislation efforts 

 



“I thought we were forgotten…. 

 I thought no one cared…” 

 - Mother of 18 year old 
victim, upon being asked 
for a next-of-kin interview 
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In Development:  
Expand SCDY Mortality Review 

 NHLBI Report on Screening for 
SCDY (Kaltman et al. Circulation. 
2011; 123:1911-1918) 
 NHLBI working group unanimously 

supports development of a research 
agenda that would determine the best 
approach to reduce SCDY 

 NHLBI and CDC announce plans for 
SCDY registry in 2013 
 To include surveillance system, registry and 

DNA samples to support research 
 Partner with National and State Child 

Death Review teams 
 MDCH Genomics developed SCDY 

factsheet for CDR reviews in 2012  
 can be accessed at www.michigan.gov/scdy 

 
 
 

http://www.michigan.gov/scdy


Key Points from Public Health 
Perspective to Eliminate Health 
Disparities 
 Investigate existing national, state and local public 

health data for health disparities related to genomics 
 Integrate genomics into existing public health programs 

and infrastructure whenever possible 
 Engage multiple sectors (including industry, foundations, 

non-profits, government, clinicians, media) to eliminate 
health disparities related to genomics 

 Create or enforce policies to ensure benefits of 
genomic medicine is accessible to all individuals 
especially vulnerable and under-served population ; 
and, create or enforce policies to protect especially 
vulnerable populations from any potential harm from 
genomics 

 



Examples of Utilizing State BRFS Data to Assess 
National Public Health Genomics Issues  

 2009 State BRFS in Connecticut, Michigan, Oregon, and 
Utah compared to 2008 national HealthStyles survey to 
measure awareness and use of DTC personal genomic tests 

 Awareness ranged from 15.8% in Michigan to 29.1% in 
Oregon 
 For all four states and nationally, greater awareness 

significantly associated with higher education, incomes 
of $75,000 or higher, & ages 50-74  
 Greatest awareness in respondents with $75,000 or higher 

household incomes in Oregon (41.2%) 
 Least awareness in respondents with less than $25,000 or 

lower household incomes in Michigan (9%) 
 Four states and national survey found less than 1% of 

population reporting using DTC personal genomic test 

Kolor et al, Genetics in Medicine, 2012 



Examples of Utilizing State BRFS Data to 
Assess National Public Health Genomics Issues  

 2010 State BRFS in Michigan, Connecticut, Ohio and Oregon 
included questions to measure: 
 Public awareness of GINA 
 Public attitudes on necessity of laws to prevent life insurance 

genetic discrimination 
 Michigan BRFS found 13.3% of adults aware of GINA 

 More aware of GINA if black (17.0%), college graduate (17.1%), 
or if had collected own family history (18.9%) 

 84.8% of Michigan adults thought very or somewhat 
important to have laws that prevent genetic test results from 
being used to determine life insurance coverage and costs 
 More likely to support if younger and female 
   
 McLosky et al, Michigan BRFS Brief, Volume 5, Number 4, 2011 

 



Thank you! 
Funding for these projects were made possible 
by multiple cooperative agreements  from the 
Centers for Disease Control and Prevention. 
The contents are solely the responsibility of 
the author and does not necessarily represent 
the official views of CDC. 
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