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Clinical Geneticists (MD’s)
United States

 ~ 1000 clinical geneticists

 Average 0.5 FTE seeing patients

 1/300,000 Americans

 3.5 / million

 Ratio of geneticist to children

 1:5,748,082

 0.15% of all MD physicians

 16 trainees for all US 2010



Workforce Study

 Global deficiency in health care 
providers in clinical genetics

 Most critical shortage for metabolic 
geneticists

 Current training output is at a rate that 
is not even close to keeping up with the 
turnover rate



Demography of the Central US

 Large expanses of land

 Small populations

 ‘Frontier’ counties

 Limited number of primary care 
providers, let alone specialty providers





THINGS THAT CAN BE DONE 
BY TELEMEDICINE



With current technology, any 
activity that you can do in 
person can be accomplished 
as a tele-genetics service

B. Schaefer



Challenges

 7 deadly words of program development

 Techno-phobia

 Administrative inertia

 Cost

 Lack of adequate IT infrastructure

 Lack of colleague buy in

 Where to go for answers



Dysmorphology

 Completely feasible

 Technology dependent

 Training of on-site personnel

 Our own ‘case-control studies’ showed 
nothing missed



Statewide Telehealth Services 
for Children with SHCN

3) Discipline specific consultative services on difficult cases (available for all 
MMI disciplines listed above)

4) Continuing education / training. An ongoing series of special topics, issues in 
the care of CSHCN, and new updates would be provided. These activities 
would be open to a broader audience than those for direct patient services.

5) Quality assurance monitoring of local teams. This would include help with 
Federal compliance reviews, ongoing team monitoring, and technical 
assistance in the development of local QA activities.

6) Provision of quaternary interdisciplinary services only available in Nebraska 
metropolitan areas

Speciality services in complicated disorders may only be found in Omaha and sometimes 
Lincoln. Even if the primary discipline is available to the patient, complex cases may require 
quaternary services. Examples of such services would include the interdisciplinary teams as 
well as services in sleep disorders, eneuresis / encopresis, autism and the neurobehavioral 
team.





Transition Consultation

 Interdisciplinary team
 Consumer / Family Advocate

 Nurse

 Adult psychiatrist (dual diagnosis)

 Pharmacist

 Developmental Pediatrician

 Med-Ped physician

 Ancillary (Genetics, Dentistry)



Flatlands Disability Network





Shriner’s Cooperative 
Agreement





THINGS WE ARE DOING IN 
TELE-GENETICS IN THE 
HEARTLAND



1. Genetic Emergencies

 Consultation and recommendations to 
outlying NICU’s and nurseries

 Triage

 Management

 Diagnoses





Additional NICU support

 Wichita

 Tulsa

 Overland Park, KS



2. Outreach Clinics



Outreach Clinics

 Wichita

 1 genetic counselor

 UAMS physician 
support (telemed)

 Pediatric physician



Overlapping Roles in 
Telegenetics Clinic

Adapted from Williamson, L., LeBlanc, D. (2008)





3. Ongoing Therapies

 Metabolic disorders particularly good fit

 Case management

 Triage



4.Diagnostic Dilemmas



5. Mid-America Genetics 
Education Consortium
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