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Julie Louise Gerberding, M.D., M.P.H, Director
Centers for Disease Control and Prevention
1600 Clifton Road, Atlanta, GA 30333

Cc: Lorenzo Rossaro, MD, Donald Hillebrand, MD, Susan Olender, MD and Pam Langford,
Founder (HEALS of No. Georgia HCV Support Group)

RE: CDC web site error possibly contributory in UNOS waiting list deaths
Dear Dr. Gerberding,
On your web site under “FAQ’s for the Public” at

http://www.cdc.gov/hepatitis/C/cFAQ.htm#cFAQ31 the CDC asks and answers the following
question:

Question: Can | donate blood, organs, or semen if I have hepatitis C?

Answer: No, if you ever tested positive for the hepatitis C virus (or hepatitis B virus), experts
recommend never donating blood, organs, or semen because this can spread the infection to the
recipient.

This answer is partially true and partially false, and the recommendation against HCV patients
donating may have already contributed to deaths on the UNOS waiting list by preventing a
potential organ donor and/or his family from allowing use of the hepatitis infected cadaveric
organs or tissues for transplant.

I enclose the following:

e A segment of an article by one of the members of our Board of Directors, Lorenzo Rossaro,
MD, FACP; Director, Liver Transplant program and Professor and Chief, Division of
Gastroenterology and Hepatology, University of California, Davis Medical Center. On page
two Dr. Rossaro clarifies that transplant programs are accepting HCV infected organs for
transplant.

e An article from About.com by Susan Olender, MD, instructor of clinical medicine at
Columbia University College of Physicians and Surgeons in New York City where she also
is on staff in the Division of Infectious Disease, specializing in HIV primary care. In her
article she clarifies that not only organs from “hepatitis” patients can be utilized in
transplant, but also tissues.
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e A response to my question on this issue from UNOS’s research specialist, Denise Tripp.
She states there is no rule that forbids cadaveric donations by HCV patients. In my question
to her, 1 should have generalized and said “hepatitis” but it is reasonable to believe that
there is no rule that applies to HAV or HBV either.

The use of HCV infected organs is not new. In 2001, when I was dying from HCV related
cirrhosis, my hepatologist, Donald Hillebrand, MD, Medical Director of Liver Transplant at
LLUMC (now in same position at Scripps Green Transplant Center in La Jolla, CA and also a
member of FAIR’s Board of Directors) came to me in the ICU and said, “Dr. Darling, if we get
a liver that is in good condition but from a person with HCV will you accept it?” Since | was
close to death the answer was prompt: “Yes!” In such instances the patient must sign a form
that gives consent and acknowledges that an organ infected with HCV may be used in the
transplant and | did that.

The issue of “semen donation” is clearly “No” for HBV patients but more controversial for
HCV patients. In my work with HCV patients for many years, there have been many who have
been married for decades without transmission to a spouse. | believe when sexual transmission
occurs between married partners it is because conditions (e.g. ulcers, tissue tears, etc.) are
present that allow blood-to-blood transmission and the semen is not contributory. However,
opinions are not substantive and you may prefer to continue your cautious stance and urge
against the donation of semen from an HCV infected individual.

Therefore, | suggest replacing the one paragraph with a few and | offer some examples for
your consideration:

Can | donate blood if I have, or have had, a hepatitis virus?
No, if you ever tested positive for a hepatitis virus, experts recommend against donating blood.
Can | donate organs or tissues if | have, or have had, a hepatitis virus?

Yes, healthy organs and tissues infected with hepatitis viruses can be used for transplant with
proper notification and acknowledgment by the patient.

Can | donate semen if | have a hepatitis virus?

The CDC recommends against the donation of semen by patients infected with a hepatitis
Virus.

In appreciation of your responses to letters from me and our Board of Directors, please accept
a separately mailed copy of my book, Coma Life. | hope you enjoy it and after your have read
it, that you share it with someone who has ESLD. Indeed, it has given hope to thousands of
such hepatic patients throughout the USA and they have given it the mantra, “My God, if Dr.
Darling made it through three transplants, | (or my son, daughter, mom, etc.) can make through
one.”



With great respect for your efforts, | am,

Kickodl Duliny, ODS

Richard Darling, DDS, Past National Public Citizen of the Year

President & CEO, FAIR Foundation

Founder: The FAIR Foundation Liver Disease & Transplant Support Group
Author: Coma Life






From: Datarequest [mailto:datarequest@unos.org] Denise Tripp, UNOS Research
Sent; Tuesday, September 09, 2008 7:18 AM

To: fair@dc.rr.com

Subject: RE: Request Data

Dear Dr. Darling,
There is no rule that forbids it; therefore it is up to the centers.
Let me know if you need anything else.

Best,
Denise Tripp
UNOS/Research

----- Original Message--—-

From: fair@dc.rr.com [mailto:fair@dc.rr.com]
Sent: Sunday, September 07, 2008 1:42 PM
To: Datarequest

Subject: Request Data

REQUEST DATA MESSAGE FROM UNOS WEB SITE

FIRST NAME: Dr. Richard

LAST NAME: Darling
ORGANIZATION: FAIR Foundation
ADDRESS: 78629 Bougainvillea Drive
ADDRESS TYPE: 501¢c3

CITY: Palm Desert

STATE: CA

ZIP CODE: 92211

COUNTRY: USA

PHONE: 760 200-2766

EMAIL: fair@dc.rr.com
PROFESSION: Other

Title: Dr

DATA REQUEST:

Transplants: Selected

Description: Please provide a link to, or a pdf of, the specific section in your rules governing
transplant teams that allows cadaveric donations from hepatitis C patients to be used for
transplant. It would be helpful it the bylaw provided could specify what organs and/or tissues can
be utilized for transplant when coming from a hepatitis C patient. Thank you.




