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Introduction Key Findings e i
Population Estimates (7/1/16)[V2016] 140,908
e MSRGN’s mission is to ensure that individuals with genetic disorders and * Overall, the demographics and socioeconomic characteristics of the UPP mersons under 5 years, percent (A 16)V2010) 6.50%
their families have access to quality care and appropriate genetic expertise sites demonstrates diversity and differing systems of care. See Figure 2 eereans 65 yoars and over. percant (11ENV2016 1.50%
and information. for an example of the types of data collected. hite lone,not Hispani o ftine persent (71120112016 54 70%
e Advancing access to genetics services is challenging due to provider * The interviews revealed a number of challenges and needs among both Bticer Al faisoen san povent (FUDIRAIT o
. . . . . . o American Indian and Alaskan Native alone, percent (7/1/2016)[V2016) 27.50%
shortages and geographic barriers including mountains and vast rural and providers and families: Asian alone, percent (711720 16)V2016) 1.90%
fron t|er reglons Tuba Ci ty’ AZ Native Hawaiian and other Pacific Islander alone, percent (7/1/2016)[V2016] 0.20%
. Two or more races, percent (7/1/2016)[V2016] 2.80%
e The MSRGN region (AZ,CO, MT, NM, NV, TX, UT, and WY) covers almost one- ¢ Tuba City general pediatric clinic provides the only pediatric clinic for oroign Bom Porsons, poroent 2011 2018) 5.40%
. . 0 5 . . 5 5 5 5 5 Families and Living Arrangements
third of the US and approximately 40% of its counties are rural or frontier. approximately 80 miles in any direction Language other than English spoken at home, percent of persons age 5+ years (2011-2015) 26.30%
Health
** There are no genetic specialists at the site With a disability, under age 65 years, percent (2011-2015) 8.20%
* MRGN IaunChEd the Underserved "‘ Nearest geneflc CIInIC |2 |n Phoen|x AZ about 250 m||e5 away PersonswithouthealthingsuranZe.und‘;rageﬁsyears.percent 14.60%
. . L X 0 8
Patlent POpU|atlonS (UPP) PrOJeCt In * . . . ’ ’ . In civilian labor force, total, peroentofpopulatio:':;e 16 years+ (2011-2015) 64.60%
June 2017 “* Need is for MD genetic provider rather than genetic counselor Income and Poverty
‘ . . . . . . Median household income (in 2015 dollars) (2011-2015) $50,234
e The primary goal of UPP was to %* High incidence of SCID and Lynch syndrome in the Navajo population Par capita income in past 12 months (n 2015 dolars) (2011-2019 524308
. . . . Persons in poverty, percent 19.50%
identify barriers in accessing care at %* Community Health Workers have limited genetics knowledge and no Businesses
. . . . I . . . Total employment, 2015 50,051
four initial sites (Tuba City, AZ; San experience in assisting families with genetic disorders s . n
Antonlol TX; DurangO and Grand San Antonlo’ TX Number of FQHC hospitals in county HOAREHE 3»
’ ° . ° °
. . ocation o s and total patients served (as o CANYONLANDS COMMUNITY HEALTH CARE
Junction, CO). See Figure 1. These M Insgfﬂgen’; number of genetic providers e e e e 627 Vet Ave, Page,AZ 86040
- . . Total Patients Served: 17,368
sites were selected based on their : Wait tlm’e or ger.me.tl.cs clinic ?ppomtment is over 6 months | Butel Pelonts Soreets 61008
oopulations, including large Hispanic “* Few PCP’s Qrdgr initial genetic tests because of the need for insurance 8 et Gk Pt O s
or American Indian populations and pre-authonza’uon HRSA Health Center Program Websites 4::fg;:;:gi:;;i::;;%:\SLTH CARE CORPORATION
rural communities with limited Durango and Grand Junction, CO T retens Seved: 210
’ ° ° ° ° ° °
SuU bspecialty care. ** Clinics (OUtreaCh and telegenetlcs) Sec general DEdIatrIC genetics Figure 2. Demographic data related to barriers to care. Example of one community’s data.
e UPP focused on identifying barriers patients (newborn screening typically seen in Denver first)
to care such that clinic and/or “* Nine month waiting list for new genetic patients Conclusion
‘ ° ° ° ° e e °
communitv-level interventions could %* Laboratory testing for Medicaid patients facilitated by PCP ordering | | | o
Y : ) : : : * The UPP project demonstrated that comprehensive community- and clinic-
be developed to address those through Colorado Children’s Hospital, which absorbs the cost if . . | |
. level assessment of barriers to accessing genetic services for underserved
barriers. - Medicaid does not pay ati ead to identificati 4 impl . : ”
Figure 1. Selected sites for the UPP project. ¢ Adult genetics provider in Denver has 2 year waiting list populations can lead to identitication and implementation ot specitic

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.

* The UPP employed the Andersen Behavioral Model to guide identification of * Future work will determine if these interventions improve access to care for

* Since initiation of the UPP, several interventions were implemented,

modifiable and non-modifiable factors that impact access to care. , , , N , , , L
including a telegentics clinic in collaboration with a Tuba City pediatrician.

 County-level demographic and socioeconomic data were extracted from i Careien 0 oc aeenss 1o an on.call peneticist 16 SUBDErt PCPS
data sources at the US Census Bureau, and data from the Health Resources 5 PP '

and Services Administration (HRSA) were used to identify health system * Additional interventions identified as priorities include webinars on

evel resources available in each communit genetic principles, testing, and referrals, as well as production of genetic References
Y literacy materials in the Dine’ language.

e A literature review on barriers to access to care in American Indian and . United States Census Bureau, American Fact Finder, https://factfinder.census.gov/faces/nav/isf/pages/index.xhtml.

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.

- . | = d ‘b I d ° Materials tO aSSiSt pEdiatriCia NS in |n|t|at|ng d genEtiC WOrk'Up dlre Under * Health Resources and Services Administration Data Warehouse, https://datawarehouse.hrsa.gov/.
HISpar.NC popu at|OnS an COmmun|t|.e.S Was COmp ete . . development and W|” include aIgOritth on genetic testing fOr common . itle3r_li1n1g7, R.L. (2011). Genetic Research among the Havasupai: A Cautionary Tale. American Medical Association Journal of Ethics, Vol 13, Number 2:
* Interviews were COndUCted Wlth famllles and consumers (n=8) and primary 41  CDC Hea.lth Communities Program. (2010). Building Our Understanding Culture Insights Communicating with Hispanics/Latinos. Available from:
. . . . conditions for referral (for example, developmental delay) and a staff S Eaty =o > rogram. 1010). Buline standing [eigns “ommunicating with Hisb - -
care pr0V|derS (PCPS) (n:8) to galn better understand|ng Of Iocal ba rriers to . . . o . . ttps://www.c c.gov/n.cc php/ C /programs/ ealt ycomm.unltlesprogre'nm/too s./p /hispanic_latinos_insight.pdf.
i i manual for PCP Off|ces to assist them in Obta|n|ng pre-a uthorization for * Czape, K. (2009). ngetw co.unselmg., and Hispanics Power?omt Presen.tatlo.n.Ava.llable'from:
genetlc services. . _ http://www.geneticcounselingtoolkit.com/cases/contracting/contracting files/Hispanics.ppt.
genetlc testi ng. * Mountain States Genetics Regional Collaborative Center. (2011). A Report on Listening Sessions to Engage Native American Families of Children

with Special Health Care Needs.
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