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Introduction

Key Findings

• MSRGN’s mission is to ensure that individuals with genetic disorders and
their families have access to quality care and appropriate genetic expertise
and information.
• Advancing access to genetics services is challenging due to provider
shortages and geographic barriers including mountains and vast rural and
frontier regions.
• The MSRGN region (AZ,CO, MT, NM, NV, TX, UT, and WY) covers almost onethird of the US and approximately 40% of its counties are rural or frontier.

• Overall, the demographics and socioeconomic characteristics of the UPP
sites demonstrates diversity and differing systems of care. See Figure 2
for an example of the types of data collected.
• The interviews revealed a number of challenges and needs among both
providers and families:
Tuba City, AZ
v Tuba City general pediatric clinic provides the only pediatric clinic for
approximately 80 miles in any direction
v There are no genetic specialists at the site
v Nearest genetic clinic is in Phoenix, AZ, about 250 miles away
v Need is for MD genetic provider rather than genetic counselor
v High incidence of SCID and Lynch syndrome in the Navajo population
v Community Health Workers have limited genetics knowledge and no
experience in assisting families with genetic disorders
San Antonio, TX
v Insufficient number of genetic providers
v Wait time for genetics clinic appointment is over 6 months
v Few PCP’s order initial genetic tests because of the need for insurance
pre-authorization
Durango and Grand Junction, CO
v Clinics (outreach and telegenetics) see general pediatric genetics
patients (newborn screening typically seen in Denver first)
v Nine month waiting list for new genetic patients
v Laboratory testing for Medicaid patients facilitated by PCP ordering
through Colorado Children’s Hospital, which absorbs the cost if
Medicaid does not pay
v Adult genetics provider in Denver has 2 year waiting list

• MRGN launched the Underserved
Patient Populations (UPP) Project in
June 2017.
• The primary goal of UPP was to
identify barriers in accessing care at
four initial sites (Tuba City, AZ; San
Antonio, TX; Durango and Grand
Junction, CO). See Figure 1. These
sites were selected based on their
populations, including large Hispanic
or American Indian populations and
rural communities with limited
subspecialty care.
• UPP focused on identifying barriers
to care such that clinic and/or
community-level interventions could
be developed to address those
barriers.

Figure 1. Selected sites for the UPP project.

Methods
• The UPP employed the Andersen Behavioral Model to guide identification of
modifiable and non-modifiable factors that impact access to care.
• County-level demographic and socioeconomic data were extracted from
data sources at the US Census Bureau, and data from the Health Resources
and Services Administration (HRSA) were used to identify health system
level resources available in each community.
• A literature review on barriers to access to care in American Indian and
Hispanic populations and communities was completed.
• Interviews were conducted with families and consumers (n=8) and primary
care providers (PCPs) (n=8) to gain better understanding of local barriers to
genetic services.

Discussion
• Since initiation of the UPP, several interventions were implemented,
including a telegentics clinic in collaboration with a Tuba City pediatrician.
This service includes access to an on-call geneticist to support PCPs.
• Additional interventions identified as priorities include webinars on
genetic principles, testing, and referrals, as well as production of genetic
literacy materials in the Dine’ language.
• Materials to assist pediatricians in initiating a genetic work-up are under
development and will include algorithms on genetic testing for common
conditions for referral (for example, developmental delay) and a staff
manual for PCP offices to assist them in obtaining pre-authorization for
genetic testing.

Figure 2. Demographic data related to barriers to care. Example of one community’s data.

Conclusion
• The UPP project demonstrated that comprehensive community- and cliniclevel assessment of barriers to accessing genetic services for underserved
populations can lead to identification and implementation of specific
interventions aimed at improving access to care. Basing the project on a
well-established conceptual model allowed for identification of modifiable
factors that facilitate improved access.
• Future work will determine if these interventions improve access to care for
families. To measure their impact, MSRGN conducts rigorous evaluations of
MSRGN-led interventions and offers technical assistance to state-based
projects seeking to improve access to genetic services.
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