RESEARCH NEWS
CLINICAL RESEARCH AWARDS
The Children’s Tumor Foundation’s Clinical Research Award (CRA) program
supports early stage pilot clinical trials of candidate therapeutics or
interventions for the treatment of NF1, NF2, and schwannomatosis
manifestations. These awards support innovative clinical trial enabling studies.

Ana-Maria Vranceanu, PhD, a Clinical
Research Award (CRA) recipient in 2013 and
2014, has been awarded a third CRA to adapt a
psychosocial support method so that it can be
offered to people with NF2. This population can
experience significant social isolation as well
as anxiety and depression, unemployment, or
divorce or separation from significant others. The
Relaxation Response Resiliency Program (3RP)
has been found effective for improving Quality
of Life (QoL) in NF1 and schwannomatosis populations in Dr. Vranceanu’s
previous CTF-funded research. With the new grant, Dr. Vranceanu’s team
will test 3RP delivered via Skype and using Communication Access Realtime
Translation (CART). If effective, she plans to implement this approach for the
broader population of NF2 patients. Dr. Vranceanu is an Associate Professor in
Psychology working at Massachusetts General Hospital and at Harvard Medical
School. The grant award amount is $149,836.

Gena Heidary, MD, PhD, a neuro-oncologist
at Boston Children’s Hospital, received a CRA to
conduct a study of visual field outcomes in NF1related optic pathway glioma (OPG). Her project
builds on a multicenter study of NF1-OPG
outcomes, funded jointly by CTF and the Gilbert
Family Neurofibromatosis Institute. Dr. Heidary’s
work will examine whether visual field testing,
which measures peripheral vision, is a valuable
addition to conventional visual acuity testing
for measuring visual outcomes in children with
OPG. The grant amount is $150,000.

IMPORTANT 2016 DATES FOR NF RESEARCHERS
April 18		
June 18-21
June 20 		
September 19
September 26

Drug Discovery Initiative Award (A) application deadline
NF Conference, Austin, Texas
Clinical Research Award Letter of Intent due
Clinic Award applications due
Drug Discovery Initiative Award (B) application deadline

MORE CLINICS ACCEPTED
INTO THE
NF CLINIC NETWORK
Three additional NF clinics have been accepted
into the NF Clinic Network (NFCN) bringing the
total to 50 NFCN Affiliate Clinics in the United
States. As our network continues to expand, the
Children’s Tumor Foundation is making every
effort to increase access to and improve the
quality of NF care throughout the country.
Congratulations to the most recent clinics
accepted into NFCN:
• Children’s Hospital of Orange County
in Orange, CA with Clinic Director Neda
Zadeh, MD, and Clinic Coordinator Narda
Hernandez.
•C
 onnecticut Children’s Medical Center
in Farmington, CT with Clinic Director
Francis DiMario, MD, and Clinic Coordinator
Alyssa White, RN, BSN.
•K
 entucky Neuroscience Institute
through the University of Kentucky in
Lexington, KY with Clinic Director Donita
Lightner, MD, and Clinic Coordinator
Kim Osborne.
All Affiliate Clinics must submit an annual report
that demonstrates that the clinic provides
appropriate NF care through implementation of
current consensus clinical care guidelines for NF.
As part of this reporting process, Affiliate Clinics
are eligible to apply for NF clinic stipends, which
provide funding for hosting medical symposia
and/or professional attendance at the annual
CTF NF Conference, which gathers NF experts
and researchers from all over the world.
CTF welcomes the newly appointed clinics who
join our other NFCN colleagues in striving to
provide excellent patient care and support to
families throughout the country. To learn more
please visit ctf.org/nfcn.

To learn more go to ctf.org/research.
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