
The Children’s Hospital
Denver. CO

Affiliated with
University of Colorado Health Sciences Center

Small Grant UpdateSmall Grant Update

Delivering genetic services to remote Delivering genetic services to remote 
communities using telemedicine and communities using telemedicine and 
webweb--based technologies: pilot study based technologies: pilot study 

targeting cystic fibrosis heterozygotestargeting cystic fibrosis heterozygotes

Marci Sontag, PhDMarci Sontag, PhD
and Matt Taylor, MD, PhDand Matt Taylor, MD, PhD



The 
Children’s 
Hospital

Denver, CO

Overall Goals and Objectives

• To assess the current variability in 
experiences with receiving genetic 
information for cystic fibrosis 
heterozygote testing

• To establish a quarterly web-cast 
and telemedicine session for 
couples identified as CF 
heterozygotes
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Progress
• Website developed 

www.cfcarriers.org
• Surveys developed (SurveyMonkey.com)

Providers (OB/GYNs, Nurses, Family practice 
physicians)
Women who are pregnant, recently pregnant, or trying 
to get pregnant

• Postcards sent with information of overall project 
and invitation to participate and complete survey

Almost 1000 postcards sent to OB/GYNs
Almost 3000 postcards sent to members of Association 
of Women's Health, Obstetric and Neonatal Nurses 
(AWHONN)
5000 postcards provided To OB/GYNs to provide to 
patients  

• Email sent to Nurse Midwives list-serve in region
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Survey of  OB/GYNs and Nurse 
Midwives

Almost 10,000 postcards and emails sent out, 
encouraging participation in the survey
SIX surveys were completed
• All respondents All routinely offered CF testing 

to at least some of their patients
• Barriers included:

language
money
low rate of carrier detection
lack of knowledge from staff about genetics
were nurses (5 CNMs 1 NP)
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Survey of women receiving obstetrical 
care

0%

10%

20%

30%

40%

50%

60%

70%

80%

CF Testing
Discussed

Chose to be tested

Yes
No
Don't know



The 
Children’s 
Hospital

Denver, CO

Why CF testing wasn’t pursued

Don't 
know/can't 
remember 

Wouldn't 
change 

course of 
pregnancy

Didn't feel 
she was at 
high risk
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Brochure 
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Web-casts 

Invitations to participate sent to OB/GYNs to 
provide to interested women
Breeze Software used, through contract at 
UCDHSC
• Participants able to ask questions through 

‘Chat’ format while viewing presenters
Participants could also join through public 
health clinics throughout Colorado
Comprehensive presentation covering natural 
history of CF and genetic risks 
Participation was disappointing
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Lessons learned

Challenging to communicate with 
OB/GYNs through the mail
Many women are not getting tested, so 
carriers are not identified frequently for 
each provider
There is a need for better testing and 
counseling in the Spanish speaking 
population
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Future directions

Approaching Cystic Fibrosis 
Foundation to develop a tool on their 
website for CF Genetic Counseling
• Especially useful as most states will be 

implementing CF newborn screening 
within the next few years


