PATIENT SERVICES

Getting Off the Roller Coaster

Lung recipient describes the difference her notification letter made



UNOS’ PATIENT INFORMATION LETTER

In her evocative story, author Isabel Stenzel Byrnes describes
hearing she was on the transplant waiting list and then the
importance of later receiving the transplant center’s official
notification letter.

Policy requires that transplant centers include a patient
information letter from UNOS along with their own notification
letter. The OPTN/UNOS patient affairs committee has recently
redesigned UNOS’ patient information letter, which now
resembles a one-page flier with key contact information.

All transplant centers are required to transition to the new
UNOS patient information letter by April 24. The patient affairs
committee and UNOS’ department of evaluation and quality will
present a webinar on use of the UNOS patient information letter
in waitlist notification on Wed., March 9, at 1:30 p.m. ET.

Gy The UNOS patient information letter is available at http://
optn.transplant.hrsa.gov (resources > professional resources >
patient information letter). To register for the webinar, visit https://
unos.peachnewmedia.com/store/seminar/seminar.php?seminar=6929.
After you've registered, you will receive an e-mail and invitation with
details. Questions? Send an e-mail to patientnotify@unos.org.

CENTER FOR TRANSPLANT EXCELLENCE

CTSE NAMES RESEARCH TEAM

Eleven experts, representing diverse fields— system dynamics,
epidemiology, biostatistics, quantitative geography and
behavioral health—have been named as investigators in a
national study to determine the future number and trends of
potential deceased organ donors in the United States.

The study is the first major initiative of the Center for
Transplant System Excellence (CTSE). UNOS recently formed the
center to leverage the expertise and capabilities of UNOS staff
in collaboration with academic and clinical researchers with an
interest in advancing the field of transplantation. The study is
supported by $1.7 million in funds from the Health Resources
and Services Administration, Department of Health and Human
Services added to UNOS’ existing OPTN contract.

Karl McCleary, Ph.D., M.PH., is the study’s principal
investigator. He is the CTSE's scientific director and affiliate
assistant professor in social and behavioral health at Virginia
Commonwealth University's School of Medicine in Richmond.

Gary Hirsch, S.M,, is the co-principal investigator. He is the
creator of Learning Environments in Wayland, Mass., and an
adjunct faculty member with the Division of Health Science and
Technology, Harvard University, and the Massachusetts Institute
of Technology.

Co-investigators include the following: L. Ebony Boulware,
M.D., M.PH., associate professor of medicine and epidemiology,
the Welch Center for Prevention, Epidemiology and Clinical
Research, Bloomberg School of Public Health, Johns Hopkins
Medical Institutions; Leah B. Edwards, Ph.D., assistant director of
research, UNOS; Gary King, Ph.D., M.A,, professor and director,
Institute for Quantitative Social Science, Harvard University;
Kevin A. Myer, M.S.H.A., business director, CTSE; Michael Reibel,
Ph.D., professor, department of geography and anthropology,
California State Polytechnic University, Pomona; John D.
Rosendale, M.S., senior performance analyst, UNOS; Khalid
Saeed, Ph.D., M.Eng., professor, economics and system dynamics,
Worcester Polytechnic Institute, Worcester, Mass.; Laura Siminoff,
Ph.D., M.A., professor and chair, cancer prevention and control,
Virginia Commonwealth University, Richmond; Samuel Soret,
Ph.D., M.PH., associate professor and chair, department of
environmental occupational health, Loma Linda University
School of Public Health, Loma Linda, Calif. [

BT For more information, visit the Center for Transplant System
= Excellence website at transplantexcellence.org.
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