
MSRGN GENETICS SUMMIT

UPP PROJECT

MONDAY OCT 2, 2018

1



Acknowledgement

Special Thanks to: 

Celia Kaye and Grace Miller

2



Our Identified Program Priorities

 Link medically underserved populations to genetic 
services; 

 Implement quality improvement activities to increase 
genetic services to the medically underserved; 

 Implement telehealth/telemedicine focused on clinical 
genetics; 

 Distribute resources to providers (genetics & primary 
care), public health professionals, and individuals with 
genetic conditions and their families.

The challenge is developing a service infrastructure 
throughout our region to facilitate access to services for 
the underserved, creating enduring solutions in our 
states.
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Underserved Patient Populations 
Project (UPP)             

Identify barriers in accessing genetic services at four initial sites.

Collect data on community characteristics available through 
Census and HRSA sources.

Review literature on access to care in American Indian and 
Hispanic populations.

Interview providers and families to clarify community barriers to 
genetic services.

Design interventions based on literature review and surveys.

Vet interventions with clinic directors. 

Implement interventions in 4 communities.

Evaluate impact of interventions on patient access.
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Underserved Populations: 
Initial Target Sites for Y1

Four sites identified for Y1 efforts: 
 Tuba City, AZ

 Grand Junction, CO

 Durango, CO

 San Antonio, TX

Sites were selected because of 
participation of genetics providers, 
poverty levels, rural geographic location, 
and/or populations that experience 
health disparities.
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Identifying Barriers to Access

Review publicly available data sources (Anderson 
Model).

Review relevant literature.

Survey providers and consumers.

Select barriers that are amenable                                   
to intervention at the clinic and/or                                                     
community level.
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Anderson Behavioral Model 

Used to identify modifiable and non-modifiable factors 
that impact access to care.

Selects community-level variables representing social, 
economic, structural, and public policy environments 
that influence use of medical care.

Included in our analysis:  community demographics, 
FQHCs, health care market factors.

Davidson PL, Anderson RM, Wyn R, Brown ER.  A Framework for Evaluating 
Safety-net and Other Community-Level Factors on Access for Low-

Income Populations.  Inquiry 41:21-38, 2004.
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Community Data Collected

County-level demographic and socioeconomic data 
extracted from US Census Bureau sources:
◦ Percent low income

◦ Percent Medicaid

◦ Percent immigrant

Health system level resources identified from                                       
HRSA data sources:
◦ FQHCs

◦ Population served by FQHCs
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Collect 
demographic 
data related to 
barriers to 
care:
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Literature Summary: 
American Indians

1. Havasupai biologic material collected for diabetes 
research was used for genetic studies for which specific 
informed consent was not obtained (schizophrenia, 
migration, inbreeding).

2.  Anonymity was not respected at publication of findings.

3. Well publicized lawsuit filed 2004; settled in 2010.

4.  Based on own and Havasupai experience, Navajo Nation 
placed moratorium on genetic testing, still in effect.

5. Blood and other specimens used for genetic testing are 
sacred; tampering can cause psychological and/or physical 
health issues.
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Literature Summary: 
American Indians

6.  Younger tribal members are more open to benefits of 
genetic research and testing, but still have concerns.

7.  NCI Genetic Education for Native Americans (GENA) 
seeks to inform college-age American Indians about 
genetics.

8.  Preference for traditional healing over western medicine 
continues for many tribal members.

9.  Cultural differences and language make some tribal 
members hesitate to see western providers.

10.  Frequent turnover of Indian Health Service providers.

11. Logistical barriers such as long distances can limit access 
to services.
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Literature Summary: 
Hispanic Families

1. Families may be wary of genetic testing because of 
consent issues.

2.  Genetic literacy is limited.

3.  Awareness of genetic services and their uses/benefits 
may be low.

4.  Informing influential members of the community 
(priests, tradespeople, barbers) may be useful.

5.  Traditional healing practices are affordable and 
accessible; discussing genetic services with traditional 
healers may be a good strategy.
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6.  Educating western providers about common 
illnesses and their remedies in traditional healing may 
help families access both kinds of services.

7.  Language barriers, lack of insurance, long distances 
can limit access to services.

8.  Cultural differences can be a major barrier to care:  
familismo, personalismo, respeto, simpatia, confianza.
◦ Fatalismo (everything is happening as God intended) may 

shape family’s outlook on genetic services (mortality more 
than morbidity).

9. Promotoras and patient navigators have been 
shown to increase efficiency of clinical care. 
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Literature Summary: 
Common Factors

1.  Genetic services impact the family.

2.  Ethical issues related to genetic testing.

3.  Changing standards of informed consent.

4.  Patients are concerned about what happens to their 
biological samples and genetic information.

5.  Fear of discrimination based on genetic testing.

6.  Long clinic wait times and long travel distances to 
genetics clinics.

7.  Need for on-site translation services.

8.  Family cultural preferences.
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Consumer Surveys

Six consumers reviewed family survey questions 
and answered many of them.

Two additional consumers from the target 
communities were interviewed using the 
finalized survey form.
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Provider Surveys: Patient Access  

Eight providers from Y1 sites (some 
pediatricians, mostly geneticists) answered a 
loosely structured survey based on literature 
review and Anderson model to identify their 
perceptions of barriers to care.
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Provider Interview:  Tuba City, AZ

1.  Tuba City general pediatric clinic provides the only 
pediatric clinic for approximately 80 miles in any 
direction.

2.  There are no genetic specialists at this site.

3.  Nearest genetics clinic is in Phoenix, AZ, about 250 
miles away.

4.  Need is for MD genetics provider rather than 
genetic counselor.

5.  High incidence of SCID and Lynch syndrome in the 
Navajo population. 
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6.  Barriers:  limited health literacy, long wait times for 
Phoenix genetics clinic, distance.

7.  Extensive use of cell phones and Facebook in 
Navajo population.

8. Lay community health workers have limited genetics 
knowledge and no experience in assisting families with 
genetic disorders.

9.  Tuba City clinic has equipment and infrastructure for 
telegenetics.  Major barrier was a clinical geneticist to 
provide the service.

10.  All 8 clinics on reservation lands have similar needs 
and could benefit from services. 
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Tuba City UPP Recommendations
1.  Available Genetics phone consultations for Tuba City. 

2.  Telegenetics clinic in Tuba City.

3.  Algorithms for initial work-up of referring diagnosis to geneticist 
(e.g. developmental delay) by primary care provider.

4.  Facebook and other social media outreach to American 
Indian families regarding genetics and resources.

5.  Locate or develop resources for explaining basic genetics for 
WIC clinics.

6.  Community Health Worker training.

7.  Educational resources for families on telemedicine before the 
first telegenetics visit.

8.  Explore improvements in overnight mailing of                         
specimens.
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Tuba City Implementation

1.  Telegenetics clinic and provider telephone 
consultation still planned for 2018.

2.  PCP algorithm on genetic testing for developmental 
delay in preparation.

3. IHS Webinars initiated May 2018.

4.  Facebook messaging in preparation for Navajo 
population (genetic terminology in English and Dine’ 
language with graphics). 
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GLOSSARY FOR

BASIC CANCER 

TERMINOLOGY

IN THE NAVAJO LANGUAGE
A TRANSLATED GUIDE FOR CULTURALLY SENSITIVE 

EXPLANATIONS

FOR MEDICAL CLINICIANS, EDUCATORS, INTERPRETERS,

RESEARCHERS AND STUDENTS

Martha A. Austin-Garrison, Lead Translator

Edward R. Garrison, General Editor

DINÉ
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Provider Interview, San Antonio, TX

1. Genetics clinic at San Antonio Children’s Hospital sees 
newborns and pediatric patients; MFM group at San Antonio 
Children’s sees prenatal patients for genetics. 

2.  Wait time for a genetics clinic appointment is over 6 mos. 

3.  Few PCPs order initial genetic tests because of insurance 
pre-authorization problems.  Insurance authorization 
frequently performed by office staff.  Education and training 
of clinic staff might be useful.

4.  Barriers:  insufficient number of genetics providers; long 
wait time for insurance companies to authorize genetic tests; 
reluctance of PCPs and referring hospitals to initiate genetic 
testing for relatively simple conditions (e.g. Down syndrome).
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UPP Recommendations:  San Antonio

1.  PCP education:  a)  develop algorithms for ordering specific 
genetic tests; b) develop training modules for PCP staff re’ ordering 
genetic tests and pre-authorization.

2.  Reach out to referring hospitals re’ doing genetic tests on 
neonates and other in-patients, process of pre-authorization.

3.  Consider social media outreach to families.

4.  Initiate F2F relationship to assist families.

5.  Locate or develop resources for explaining basic genetics for 
distribution in WIC clinics.

6.  Explore cultural competency resources for providers.

7.  Locate or develop resources on Medicaid and Title V for families.
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UPP San Antonio Implementation

1. PCP algorithm for genetic testing of development 
delay in preparation.

2. Training module for PCP staff re’ pre-authorization of 
genetic testing being developed.

2.  Outreach to referring hospitals re’ genetic testing 
authorization ongoing.
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Provider Interviews:  
Durango and Grand Junction

1.  Current outreach and telegenetic clinics see primarily pediatric 
patients, but with long wait times for new appointments (9 mos).

2.  Laboratory testing for Medicaid patients is facilitated by PCP 
ordering through Colorado Children’s Hospital, which absorbs 
costs if Medicaid does not pay.

3.  Greatest provider need:  adult geneticist (current adult 
genetics provider in Denver has 2 year waiting list).

4.  Major barriers:  lack of geneticists with long wait times for appts; 
poor or no insurance coverage; complicated pre-authorization 
process for testing and hospitals unwilling to do so; poor provider 
and public education on genetics and genetic testing; long 
distance from urban clinics. 

5.  Solutions:  telegenetics clinics; algorithms for genetic                                   
testing.
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UPP Recommendations: 
Durango and Grand Junction

1.  PCP education:  develop algorithms for ordering 
specific genetic tests; explore ECHO project.

2. Social media outreach to families.

3.  Initiate F2F contacts, public health nurses to provide 
support to families.

4.  Locate or develop resources for explaining basic 
genetics for distribution in WIC clinics.

5.  Explore cultural competency resources for providers.

6.  Locate or develop resources on Medicaid and Title V 
for families.
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UPP Implementation: 
Durango, Grand Junction

1.  PCP algorithm for genetic testing for developmental 
delay in preparation.

2.  Outreach to public health nurses to provide family 
support.

3. ECHO project initiated June 20, 2018.

4.  Cultural competency resources for genetics 
providers identified (e.g. Hispanic Access Project, 
Heartland).

5.  Identified Medicaid and Title V Resources in CO. 
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Follow-up Provider Surveys: PCP

Pediatric groups from San Antonio and Grand 
Junction were given a short survey identifying 
their concerns about ordering genetic tests.

Survey results were followed up by phone 
interviews to identify what resources 
pediatricians needed.
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Provider Surveys: PCP Results

1. Parents have difficulty coming to terms with their 
child’s possible developmental delay.

2. Parents are wary of genetic testing and how their 
child’s information is going to be used (e.g. non-
medical use, insurance discrimination).

3. Parents are concerned about cost-prohibitive tests.

4. Physicians do not know which genetic test is 
appropriate and are not educated on the test 
ordering and consenting process.



Developed Resources to Date

1. Algorithm for genetic testing for developmental delay:
◦ comprehensive document plus one-pager

◦ non-genetic causes of developmental delay

◦ diagnosis of pediatric developmental delay

2. Genetics Review:  “Genes – What are they and what do 
they do.”

3. Laws pertaining to genetic information (e.g. GINA –
Genetic Information Nondiscrimination Act).

4.  State laws pertaining to genetic information.

5.  Variants of Uncertain Significance (VUS).

6.  Elements of consent for genetic testing. 
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Future Plans – Years 2 and 3

1.  Complete implementation and evaluation of UPP and of 
Y1 sites.

2.  Identify successful strategies to increase access at Y1 sites.

3.  Provide Y1 data and resources to all state teams.

4.  Ask state teams to identify areas of underserved 
populations in each state and review possible strategies for 
implementation.

5.  Steering Committee and Management Team to identify 
next sites for project development and implementation.
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COMMENTS?                                  

QUESTIONS?
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