
Heath Equity and the 
Midwest Genetics Network

“Connecting underserved communities to genetic services” 



Health Equity

“Health equity means that everyone has a fair and just opportunity to be healthier. This requires 
removing obstacles to health such as poverty, discrimination, and their consequences, including 
powerlessness and lack of access to good jobs with fair pay, quality education and housing, safe 

environments, and health care.”

What is Health Equity?
And What Difference Does a Definition Make?
May 2017 Publisher: Robert Wood Johnson Foundation
Author(s): Braveman P, Arkin E, Orleans T, Proctor D, and 
Plough A



Regional Genetic Networks (RGNs) 
Funding Opportunity Announcement: 

“The program intends to improve health equity and health outcomes
in individuals with genetic conditions, reduce morbidity and mortality 
caused by genetic conditions (including congenital and metabolic 
disorders); and to improve the quality of coordinated and 
comprehensive genetic services to children and their families.” 



Regional Genetics Networks (RGNs)
The purpose of the RGNs is to: 

1) Link medically underserved populations (based on poverty, rural geographic 
location, and/or populations that experience health disparities)1 to genetic 
services; 

2) Implement quality improvement activities to increase the connection with 
genetic services for the medically underserved;

3) Implement evidence-based innovative models of telehealth2 and/or 
telemedicine with a focus on clinical genetics outreach; and 

4) provide resources to genetic service providers, public health officials and 
families. 



All work in the Midwest Genetics Network will 
contribute to the goal of improving underserved 

populations' access to genetics services.



We recognize a success when any individual 
gains access to genetic services, we also 

recognize that there are unique needs across 
the region for certain communities that have 

historically been underserved. 



Underserved Communities in the 
Midwest 

From regional needs assessment:

Rural families; great distance from care

Racial and ethnic minorities

Families in poverty, lower socio economic status 



Rural Families
•Genetic service providers in 
the region are clustered 
around high density 
population centers, and rural 
residents are a long distance 
from providers. 

•It is estimated there are 1 to 
1.5 genetics professionals 
per 100,000 residents in the 
U.S. on average. 

Doyle, D. L. (2008). Current status of genetic service delivery. Innovations in service delivery in the Age of Genomics: Workshop summary. The National Academy Press, Washington, D.C.



A Region 4 Midwest 2016 study looking at distance to provider 
for metabolic patients shows that 33% of patients in Michigan 
live greater than 120 miles from a clinic, even if they don’t live in 
a rural area. 

Great Distance from Care
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Figure 3.  # miles Michigan pediatric metabolic patients live from main clinic in Detroit.



Racial and Ethnic Minorities

•Health disparities by race have been well documented 
across a range of health outcomes often attributed to social 
determinants.

•Among children and youth with special healthcare needs 
(CYSHCN) in the Midwest states, black and Hispanic CYSHCN 
were less likely than other groups to meet all age-relevant 
core outcomes (20.1% white, 14.1% black, 11.5% Hispanic, 
20.8% other). 

PrSmedley, B. D., Stith, A. Y., & Nelson, A. R., Eds. (2003). Unequal treatment: Confronting racial and ethnic disparities in healthcare. The National Academies ess, Washington, D.C.

National Center for Health Statistics (US). (2016). Health, United States, 2015: with special feature on racial and ethnic health disparities. Newborn Screening Authoring Committee. (2008). 



Racial and Ethnic Minorities

While the population in 
rural areas of the Midwest 
are predominantly white, 
diversity is found in larger 
population centers 

Image Copyright, 2013, Weldon Cooper Center for Public Service, Rector and Visitors of the University of Virginia (Dustin A. Cable, creator).



Number of families 1.5 times below federal poverty 
line within a county.

• The link between socioeconomic 
status and health outcomes is well 
documented.

• In Midwest states, most families who 
are 1.5 times below the federal 
poverty level live in urban centers 

https://datawarehouse.hrsa.gov/Tools/MapTool.aspx. Accessed 11/7/16

Families in Poverty, Lower Socio-economic Status 

https://datawarehouse.hrsa.gov/Tools/MapTool.aspx


Families in Poverty, Lower Socio-economic Status 

Percent of families living in poverty

• In many rural counties, close to 50% 
or more of all residents live in 
poverty

• Among MGN states, rural poverty is 
especially profound in the 
Appalachian regions of Kentucky and 
southeast Ohio, and, to a lesser 
degree, central Michigan, northern 
Wisconsin, and Minnesota. 

https://datawarehouse.hrsa.gov/Tools/MapTool.aspx. Accessed 11/7/16

https://datawarehouse.hrsa.gov/Tools/MapTool.aspx


Health Equity Project
Oversee development and implementation of regional and 
state-specific strategies to improve access to genetic services 
for underserved communities

Health equity project work will take place at two levels:
-State Level: State Steering Committees 

-Regional Level: Health Equity Workgroup 



State Steering Committees
•Guide the identification of underserved communities within their 
state that the MGN will target for outreach 

•Provide state and community level perspective on complex issues 
related to access to genetic services

•Provide an important connection to the communities and 
organizations working with health disparate populations



Health Equity Workgroup 
•Prioritize the health equity work of the MGN

•Review the progress of state steering committees to identify 
underserved communities 

•Provide a regional infrastructure to link state level activities

•Oversee the implementation of health equity training for genetic 
service providers 



State- Specific Brainstorm 
•Getting started on the work of the State Steering 
Committees – Today we are going to do some preliminary 
identification of underserved communities in each state.
•Data packets for each state are provided (Overview of data 
will be provided)

• Identify 2-3 underserved communities in your state that would 
potentially benefit from increased access to genetic services.

• Answer 4 questions about each community  



Underserved Community Examples
Underserved communities that may potentially benefit from 
increased access to genetic services

• Karen (SE Asia Refugee) community in Minnesota 
• Remote Appalachian communities in Kentucky 
• Amish and Mennonite communities in Ohio, Indiana, 

and Wisconsin
• Black families and children in Illinois identified with 

sickle cell trait through newborn screening



Data Packet

•Data summary sheet

•Maps highlighting risk factors for underserved populations

•Results from 2009-2010 National Survey of Children with 
Special Healthcare Needs

•Population dot map (loaded on lap tops)



Data Summary

•Estimates of unmet genetic counseling need

•Geographic areas with multiple risk factors

•Demographics



Maps
Individual maps for six risk variables Composite map showing cumulative risk

Percent below federal poverty level

Percent minority



Genetic Counseling Need

During the past 12 months, did you or your family receive all 
the genetic counseling that was needed [among CSHCN who 
needed this type of care]?

• National disparities by income, race, rurality

• State population estimates provided



Population Dot Map
Population distributions to understand density Racial distributions, especially within urban centers



State- Specific Brainstorm 
•Identification of underserved communities in each state.

• Identify 2-3 underserved communities in your state that would potentially 
benefit from increased access to genetic services.

• Answer 4 questions about each community  

• Things to consider: 
• Number of individuals impacted
• Scope of outreach feasible within three year grant cycle
• Current or historical community mistrust in the health care system
• Geographic specificity or broader group 
• Feasible vs. aspirational 
• Potential for inter-state collaboration 



Underserved Community Examples
For each underserved community identified above, please answer the following 
questions:

1. Has any outreach been done (current or historic) to connect this community with 
genetic services? 

2. What strengths and assets are there in this community? 

3. What are the perceived barriers to connecting this community with genetic 
services?

4. What stakeholders should be included in community planning and outreach?  
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