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Peter Crane / 6545 2 7 th Avenue NW / Seattle, WA 9811 7, / kinderhook46@yahoo.com / 206-783-8485

February 20, 2009

Chairman Dale Klein

U.S. Nuclear Regulatory Commission

Washington, D.C. 20555

Dear Chairman Klein:

The NRC's latest letter to me on the subject of the National Association of Cancer Patients,

dated February 4,.,2009, and now available on the NRC website through the ADAMS system',

apparently crossed with my letter to you of February 5.

In two respects, the February 4 letter represents progress. First, though the staff cannot bring

itself to say in so many words that it erred in describing the National Association of Cancer

Patients as a Section 501 (c)(3) organization 2, the letter does reflect, finally, an awareness that

there were two associated entities with similar names: the Section 501 (c)(4) NACP and the

Section 501 (c)(3) NACP Foundation. It is remarkable indeed that it took the staff ten months to

come to this realization, for if it had invested just a few minutes of time doing a Google search

on the organization last summer, as I suggested at the time, it would have found ample proof

that the NACP was a Section 501 (c)(4) lobbying group, that the Ward Valley waste dump
proposal was central.to its activities, and that it was immersed in partisan politics. Surely the

question must occur to the Commission: if the staff in the medical area has this much difficulty

getting a simple issue right, what basis is there for confidence that it is addressing complex

issues correctly?

Second, I note that the Commission has "directed the staff to review and update, as necessary,

the descriptions of all the ACMUI specialities and functions, including a short description of the

desired experience and qualifications for each position." This is certainly a move in the right

direction, though to be effective, it will require continuing, oversight and involvement on the

part of the Commission. After too many years in which the patients' rights advocate position

could more accurately be described as an "isotope producers' representative," I hope that the

position will be restored to what the Commission originally intended.3

I will leave aside for now the letter's claim that the current patients' rights advocate, Mr. Fisher,

My copy of the NRC's letter has yet to arrive. Either it got lost in transit, which would be a first in
my dealings with the agency, or it was never mailed. But for a courtesy call from NRC, I would not know
of its existence.

2Historically, one of NRC's chronic problems has been its difficulty in admitting error in a
straightforward and timely way. The capacity to say, "We made a mistake, thank you for bringing it to our
attention," is, of course, a strength rather than a weakness, and is often essential to closing the book on
disputes and moving forward.

3 This assumes that the Commission has not wholly abdicated responsibility for the selection of
ACMUI members. As I mentioned in a previous letter, the Commission in 2006 changed the way in which
ACMUI members are chosen, but neither the relevant SECY paper (SECY-06-0028) nor Commissioners'
vote sheets are available for viewing on the NRC website. I cannot think of any justification for

withholding this information from the public, and trust that this omission will be rectified promptly.
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was involved only with the NACP Foundation, and had nothing to do with the NACP.

(Considering that Mr. Fisher was assistant to Mr. Schenter, the director of the NACP, this seems

implausible, to say the least, but let that pass.) Rather, I wish to draw your attention to the fact
that sometime in the past half year, key information about the NACP on its website - the

information that the NRC would have found, if it had made even a minimal effort to ascertain

the facts last year - has been altered. This is all the more curious, since the NACP seems to
have been defunct for several years 4. Apparently it is not so defunct that there is not someone

able to go back and rewrite its history - even to the extent of revising an October 1998 article in
Lifelines, the NACP newsletter.

As it happens, last summer I took the precaution of printing out the relevant pages from the
NACP website, precisely because I lacked confidence that the website would remain available for

viewing once I had drawn attention to it. As a result, the alterations of the website came too
late to be effective. In an attachment, I have reproduced the information that was available on

the website last August, and have indicated, with underlining, the material that has since been
deleted. I think you will find the changes illuminating. I would be happy to forward you "before

and after" printouts if you wish.

Whether or not this was the intent, the effect of these deletions is that anyone consulting the

NACP website today, with a view to judging whether the NRC acted reasonably in reaching its

original erroneous conclusions about the NACP, would get a very mistaken idea of the evidence
available to the NRC at the time. The question may be asked: if someone were not trying to

conceal something, why would we be seeing recent alterations in a ten-year-old article in a
newsletter that ceased publication in 2001?

Sincerely,

Peter Crane

cc: Commissioner Peter B. Lyons

Commissioner Gregory B. Jaczko

Commissioner Kristine L. Svinicki

Rossana Raspa, OIG

It appears that the National Association of Cancer Patients or its associated Foundation has
reinvented itself as Citizens for Medical Isotopes, a name that conveys its actual purpose much more
straightforwardly than did the old name. It deserves credit for its candor. According to the CMI website,
Mr. Schenter (former head of the NACP, and former patients' rights advocate) sits on its board, and Mr.
Fisher (former assistant to Mr. Schenter, and current patients' rights advocate) is a scientific advisor to the
organization.



-3-

ATTACHMENT - CHANGES TO THE NACP WEBSITE SINCE AUGUST 2008

1. The NACP Home Page. In August 2008, if you went to the NACP home page - that
is, the first page you reach when you search for the "National Association of Cancer
Patients" - you found the following: "Organized under IRS Chapter 501 -C-4. our maior
purpose is lobbying and public education." Today, that sentence has disappeared.

2. "About the NACP." Clicking on the "About" box on the NACP home page takes you
to a page entitled "About the NACP." In August 2008, the description of the
organization read, in its entirety, as shown below. The underlining shows that all but
the first paragraph was later deleted. It will be noted that whoever altered the website
left in the sentence that begins, "The first was...," thus making it glaringly obvious that
subsequent material had been deleted.

The NATIONAL ASSOCIATION OF CANCER PATIENTS was founded by a small group of
cancer patients and their supporters in 1990 in response to two stimuli. The first was an
effort by animal rights groups to cut off the supply of pound animals for medical research
at UCSD. The NACP founders worked with the National Association for Biomedical
Research in an intense four-month campaign. The ballot was defeated in a landslide
victory for research.

The second was a lecture by FDA officials wherein in response to a question from the
floor as to why AIDS research received so much more support than cancer research, the
official replied that the lack of an organized cancer lobby hurt cancer funding. In both
cases, research was being held hostage to other well-organized groups. To combat this
bias, the NACP was set up from the beginning as a non-tax deductible lobbying group.
Today it has an affiliated tax-deductible organization concentrating on education.

Organized under IRS Chapter 501 (c)4. the maior purpose of the NACP is lobbying and

public education to:

* Promote cancer research through increased funding-,

* Reduce the time needed to obtain FDA approval of new drugs;

* Support medical research and researchers by enhancing the research environment and

assuring that all state-of-the-art research tools are available for use:

* Support the humane use of animals in medical research:

* Support a safe and efficient disposal site for low-level radioactive waste from medical

research and treatment.

3. Lifelines, October 1998. The October 1998 issue of Lifelines, the newsletter of the
National Association of Cancer Patients, included an article by the then President, Dan
Negroni. It can be read by clicking on a link from the NACP website. Here is the
article as it appeared in August 2008; again, the underlining shows what has been
deleted in the past half year.

From The President

One of the most important things NACP members and the board of directors
accomplished over the past year was the establishment of The NACP Foundation. Why do
we need both NACP and a Foundation?
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It all goes back to the fact that when the National Association of Cancer Patients was
founded in the early 1990's, its purpose was to mount a grassroots political advocacy
campaign on issues affecting cancer patients. There was a recognition that many
decisions that affect patient care are made in the political arena where science frequently
takes a back seat, and where patients had little if any input.

So it seemed important to establish a patients' advocacy group to be a part of this
political process, to make sure that the voices of patients and their families are heard.
Our positions are always reviewed by our scientific advisory committee to make sure that
we never stray from good science.

Now, brace yourself for the legalese: In order to comply with laws governing our political
activities, NACP was organized under Section 501 ( c ) 4 of the Internal Revenue Service
Code. This designation means that while the organization is non-profit and tax-exempt,
contributions made to NACP are not tax-deductible for the donor. 501 (c) 4
organizations can lobby, make political contributions and conduct a wide range of
political activities without penalty.

However, the board of directors soon recognized that it is equally important for a
science-based organization to conduct educational programs and provide accurate
information about cancer to the public.

The board subsequently decided that carrying out these educational programs could be
done most appropriately by a separate educational foundation. Based on that rationale,
The NACP Foundation was incorporated in 1997 and received certification under Section
501 (c) 3 of the Internal Revenue Service Code this year. Just like a 501 ( c) 4
organization, a 501 ( c ) 3 organization is also non-profit and tax-exempt. The major
differences, however, are that contributions to the Foundation are tax-deductible to the
contributor, and only very limited political activities may be undertaken by the
Foundation.

The important practical impact is that having 501 ( c ) 3 status makes The NACP
Foundation eligible for financial grants to carry on its educational programs that would
not otherwise be available.

In a nutshell, the two NACP organizations are complementary: The National Association of
Cancer Patients is focused on active participants in the political arena to make sure that
important decisions affecting cancer patients are based on sound science, not political
considerations.

The NACP Foundation, on the other hand, is dedicated to educational activities that
inform and empower cancer patients and their families to be full participants in health
care decisions affecting them.

I believe this is a good balance, and will result in the broadest range of benefits for
cancer patients. After all, that's what we are all about.

-Dan Negroni, President


