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Greetings!

The good news in April for Mountain States Genetics Regional
Collaborative Center (MSGRCC) was funding of a supplement to us
from the Health Resources and Services Administration (HRSA). This
supplement of $45,000 will fund 2-3 projects in our region that will
increase access to genetic services through the use of distance
strategies, including telemedicine. If this is an area of interest for you,
visit http://msgrcc.org/RFA_2010.html to review the Request for
Applications.

The MSGRCC Newborn Screening (NBS) Workgroup met on February
6, 2010 in Phoenix for their mid-year meeting. Jeff Botkin (Utah) and
Susan Tanksley (Texas) co-chaired the meeting. To start the meeting,
| provided the group with an update on the new recommendation from
the Secretary's Advisory Committee on Hereditary Disorders in
Newborns and Children (SACHDNC) to add Severe Combined
Immunodeficiency (SCID) to the uniform newborn screening panel
(http://www.geneticalliance.org/pr.scid.achdnc). The Secretary of
Health and Human Services, Kathleen Sebelius, has endorsed the
panel, including SCID, recommended by the SACHDNC. The
Workgroup discussed the burden this could create on already stressed
state budgets and health departments; states in our region will
deliberate on whether to include SCID in their own newborn screening
programs in the future.

The NBS Workgroup next heard updates from the states on their
newborn screening activities. Colorado reported that the Colorado
Department of Public Health and Environment (CDPHE) and the
Inherited Metabolic Diseases Clinic at The Children's Hospital have
been awarded a large grant from HRSA to develop health information
technology solutions for improving newborn screening, diagnosis, and
follow-up. Related to this project, a web-based integrated data system
is now up and running for newborn hearing screening data
management, and a similar system for newborn metabolic screening
will be in place within the year. Also related, the Colorado Newborn
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