April 28, 2017
Governor Terry Branstad
1007 Grand Ave.
Des Moines, Iowa 50319
Re: NORD Support Rare Disease Expert Provision in HF 653
Dear Governor Branstad:
On behalf of the 1-in-10 Iowans living with a rare disease, the National Organization for Rare
Disorders (NORD) urges you to sign into law HF 653 with the rare disease “EXPERRT”
provision
(Sec.
81 (d)).
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200,000 Americans is considered rare. With nearly 7,000 rare diseases identified, and 30
million Americans affected, the population represented by NORD is extraordinarily diverse.
NORD is committed to the identification, treatment, and cure of rare disorders through programs
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Thank you for the opportunity to comment on this legislation. We look forward to seeing the
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“EXPERRT” provisions of HF 653 signed into law. If we can supply additional information,
NORD’s
Associate
StateSharon
Policy,Ponce,
is available
to assist
needed. Tim
be reached
please
do not
hesitateDirector
to let usof
know.
NORD’s
IowaasVolunteer
Statecan
Ambassador,
(202) 545-3830
emailSharon
at tboyd@rarediseases.org.
isatavailable
to assistor
asvia
needed.
can be reached via email at sharon.ponce@rareaction.org
Sincerely,
Sincerely,

PeterL.L.Saltonstall,
Saltonstall,CEO
President and CEO
Peter
1779 Massachusetts Ave. NW, Suite 500 • Washington, DC 20036 T 202.588.5700 • F 202.588.5701
rarediseases.org • orphan@rarediseases.org

