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President’s Message

Dear Friends,

2010 continues to be extremely busy and productive. I am very grateful to
our Treasurer Ruthie George, our new Associate Director Lori Nusbaum,
and our office staff, Wanda, and Nancy and Nancy’s daughter Michelle
(who helped us out with the conference). Their help has been invaluable.

What you can’t see from the statistics report on page three is that our
HelpLine calls seem to indicate that families calling us know more about
our work than before. This may be due to the fact that much of the prion
disease information available to families on the web is either difficult to un-
derstand or doesn’t offer the option of having a frank yet supportive con-
versation. We are grateful to be able to help ease somewhat the heavy bur-
den on families when they are nursing a loved one diagnosed with a sus-
pected prion disease.

As many of you know, we recently returned from our conference in Wash-
ington D.C. Judging by the evaluation forms and comments we have re-
ceived, CJD 2010 and the Eighth Annual CJD Foundation Family confer-
ence met the needs and expectations of both families and researchers. The
presentations will be available through the NeuroPrion website in the next

few weeks. Please read our guestbook postings www.cjdfoundation.org and
visit our Facebook page to read comments from some of the families who
attended.

We are grateful to Dr. Gambetti and the National Prion Disease Pathology
Surveillance Center and Dr. Neil Cashman and PrioNet Canada for their
valuable conference partnership and for serving as hard working members
of the conference planning committee. We also express our gratitude to
planning committee members, Janie Toth, Executive Director of PrioNet
and Dr. Michelle Wong, Manager, Scientific Affairs and Training and
Ruthie George, Treasurer of the CJD Foundation.

If you attended the conference but did not turn in your evaluation or Capi-
tol Hill forms, please send them to us as soon as possible. These forms are
very important to us as we plan for next year and for our political advocacy
work.
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One of our Congtressional requests highlights our concerns regarding the need for testing more cattle for
BSE prior to slaughter. Included in this newsletter is an article from the New York Times, Sunday, July
25, 2010 by Eric Schlosser. Mr. Schlosser’s book “Fast Food Nation” focused a sharp spotlight on the
U.S. food industry, outlining both the myths and facts.

The CJD Foundation’s deep concern with the possibility of BSE infected meat entering the food supply
unnoticed makes it critically important that we consistently adhere to notifying our lawmakers about our
policy of zero tolerance for sick and downer cattle being processed for the U.S. food supply. We have
formed alliances with the Consumer Federation of America and Food and Water Watch to call attention
to the dangers inherent in conducting BSE testing on only 40,000 cattle per year for BSE out of the 35
million slaughtered for the U.S. food supply.

During our Capitol Hill Advocacy Day, Professor Richard Knight, Director of the CJD Surveillance Unit
for the United Kingdom, Chris Waldrop, Deputy Director of the Food Policy Institute of the Consumer
Federation of America, Ruthie George and I met with Deputy Under Secretary for Food Safety Jerold
Mande and his staff. We left the meeting feeling we made the most of our 2 hour appointment. Profes-
sor Knight and Chris, who offered their strong support for our agenda, felt as we did, that this conversa-

tion must continue.

If you were unable to visit your elected Representatives on Capitol Hill, please consider making an ap-
pointment in your district where you will have a better chance to meet directly with the member. It will
give you a chance to tell your story and voice concerns. If you need help, we can provide you with your
Congressional Representative’s name and phone number.

Tuesday, August 20 we look forward to welcoming Dr Lawrence Schonberger and Dr Ermias Belay of
the CDC. This year they are including a visit to the CJD Foundation office during their annual site visit
to the National Prion Disease Pathology Surveillance Center.

We continue to thank each of you for your loyalty and the support you've shown in so many ways.
Please know you are truly “the wind beneath our wings”.

With warmest regards,

Florence
Please send us your

Evaluation Forms
from the Family

Conference!

If you need another

copy we can either
email it to you or
drop it in the US
Mail. Just let us

know!
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A Message From Lori

lori@cjdfoundation.org

I would like to introduce myself to you....My name is Lori Nusbaum, and I am the new Associ-
ate Director of the CJD Foundation. It was so nice meeting some of you at the 2010 CJD Founda-
tion Family Conference. In my short time here, (I was only here four weeks before the confer-
ence!) I have learned so much about Creutzfeldt-Jakob Disease and the importance of the CJD
Foundation. We are a valuable resource for families going through the most difficult times.
Meeting families affected by CJD validates the importance of what we do. Whether it’s provid-
ing education and support to families affected by CJD, answering the HelpLine, sending out
comprehensive educational materials about CJD, giving autopsy information, or going on Capi-
tol Hill to advocate for continued support and increase in funding for the National Prion Disease
Surveillance Center (NPDSC) which assures the continuation of the free autopsy, biopsy and CSF
testing programs, we are here to help. Attending the Family Conference was eye opening and
inspiring. I walked away with a feeling of hope. And I didn’t walk far! I'm right here for you, to
do everything possible to give support to you and your families.

Kz

HelpLine Statistics

The CJD Foundation’s largest ongoing project is our toll-free HelpLine (1-800-659-1991 or
help@cjdfoundation.org). The HelpLine is available to families coping with a loved one’s sus-
pected CJD diagnosis and are in need of

support and information, medical profes-| 2010
sionals,funeral directors and embalmers,
the general public, and the press and the NEW UNIQUE
media. Below you will find HelpLine sta- CASES DEATHS | TOTALHL | WEBSITE
tistics for January 2010 through ]uly MONTH REPORTED | REPORTED | CONTACTS [ VISITORS
2010. January 28 18 126 3996
The CJD Foundation is not a reporting
agency and families are not required to report | February 23 17 132 4313
their loved one’s illness or death to us. These
statistics are not intended to be scientific in March 20 22 144 4816
nature, but in.stead 7?0 help validate the work April 15 16 76 5233
we do on a daily basis.
Note 1: Not all new cases and deaths reported are| MY 18 14 106 4711
confirmed by aniopsy. June 21 11 23 3031
Note 2: Total HelpLine contacts include phone calls
and emails from families, medical professionals and [ July 26 6 88 4142
others.

TOTALS = 151 104 695 30,242

P.O. Box 5312, Akron, Ohio 44334
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Golf Outing

The 9th Annual
Aaron Kranitz Memorial Golf Tournament
August 30, 2010
@ Firestone Country Club ‘__F—’
RS © —
/ North Course =

Akron, Ohio

This year we have secured Firestone's North Course and are hard at work to provide an even
more spectacular event than in past years. We hope you will be able to join us for golf, lunch
and the Post-Links Party, which includes a live and silent auction. If you are unable to golf with
us, we hope you will support the CJD Foundation through one of our sponsorship opportunities
and join us at the Post-Links Party. For more information, please call us at 330.665.5590 or email
us at help@cjdfoundation.org. Click on the link on the front of our webpage for the full bro-

chure.

Getting Involved

Having a fundraiser is fun, easy and rewarding! Many of you often ask us

how you can get involved. Here are some ideas to get you thinking!

- Bike Ride

Jewelry
Sale

P.O. Box 5312, Akron, Ohio 44334 *  330.665.5590 *  HelpLine 1.800.659.1991
help@cjdfoundation.org * www.cjdfoundation.org
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2010 CJD Foundation Family Conference
Washington, DC

Below is an email we received from one of the attendees:

Hello Family,

[ address you as family because I am now a part of the CJD family. A family that encompasses so many differ-
ent cultures, ethnic groups and nationalities all brought together with a common bond or goal in mind. That
goal being to find a cure for the horrific disease that has taken our loved ones "CJD". I AM THANKFUL

I applaud you and your team members for a phenomenal 2010 CJD Family Conference from beginning to end.
The Open session for families and the bereavement were both healing and rejuvenating. I was strengthened by
all of the stories told of personal enduring roads along this journey, some made me laugh and others pulled at
the core of my heart. There were times when listening to others speak I felt "WOW" that happened to me and
my family or" that was exactly how I felt". I could not hold back the tears although there were times I unsuc-
cessfully tried yet, | AM THANKFUL.

The Doctors, Researchers and their staff from all over the globe were all GREAT. I cannot believe all the bril-
liant minds that were all there sharing information and offering HOPE for the future together in one room. I
absorbed so much information and met so many fantastic people in such a short period of time. I was able to
establish relationships that will last a life time and for that, | AM THANKFUL.

Florence, It was good to be in a room where people could understand my grief, hurt and the pain being felt.
Most of all to be welcomed with such caring hearts and genuine spirits by all those I met and openly shared
with. Prior to coming to the conference I had such a heavy heart and felt as though I had lost my mind. My
sister was my biggest fan. I could talk to her about any and everything that was happening in my life. Now she
is not physically here with me and that still HURTS yet, | AM THANKFUL,

My family and I pray for you and all of our new CJD family as I am sure many pray for us. | AM THANKFUL.

Lynda




Unsafe at Any Meal

By ERIC SCHLOSSER
Monterey, Calif.

EVERY day, about 200,000 Americans are sickened by contaminated food. Every year, about 325,000 are
hospitalized by a food-borne illness. And the number who are killed annually by something they ate is
roughly the same as the number of Americans who’ve been killed in Iraq and Afghanistan since 2003.

Those estimates, from the Centers for Disease Control and Prevention, suggest the scale of the problem. But
they fail to convey the human toll. The elderly and people with compromised immune systems face an ele-
vated risk from food-borne pathogens like listeria, campylobacter and salmonella. By far the most vulnerable
group, however, are children under the age of 4. Our food will never be perfectly safe — and yet if the Senate
fails to pass the food safety legislation now awaiting a vote, tens of thousands of American children will be-
come needlessly and sometimes fatally ill.

Almost one year ago, the House of Representatives passed the Food Safety Enhancement Act with bipartisan
support. A similar bill, the F.D.A. Food Safety Modernization Act, was unanimously approved by the Senate
Health, Education, Labor and Pensions Committee in November. This legislation would grant the Food and
Drug Administration, which has oversight over 8o percent of the nation’s food, the authority to test widely
for dangerous pathogens and improve the agency’s ability to trace outbreaks back to their source. Most im-
portant, it would finally give the agency the power to order the recall of contaminated foods — and to punish
companies that knowingly sell them.

This bill is supported by an unusual set of advocacy groups: the American Public Health Association, Con-
sumers Union, the Center for Science in the Public Interest, the United States Chamber of Commerce and
the Grocery Manufacturers Association, among others. Last week, a poll for Consumers Union found that 8o
percent of Americans want Congress to empower the F.D.A. to recall tainted foods.

You’d think that a bill with such broad support, on a public health issue of such fundamental importance,
would easily reach the floor of the Senate for a vote. But it has been languishing, stuck in some legislative
limbo. If it fails to gain passage by the end of this session, Congress will have to start from scratch again next
year.

Food processors reluctant to oppose the bill openly will be delighted if it dies a quiet death. That’s because,
right now, very few cases of food poisoning are ever actually linked to what the person ate, and companies
that sell contaminated products routinely avoid liability. The economic cost is instead imposed on society.
And it’s a huge cost. According to a recent study sponsored by the Pew Charitable Trusts, the annual health-
related cost of food-borne illness in the United States is about $152 billion.

Without tough food safety rules, a perverse economic incentive guides the marketplace. Adulterated food is
cheaper to produce than safe food. Since consumers cannot tell the difference between the two, companies
that try to do the right thing are forced to compete with companies that couldn’t care less.

So the law of the jungle prevails, as Upton Sinclair noted more than a century ago. In those days, many com-
panies had no qualms about selling children’s candy colored with lethal heavy metals and rancid food laced
with toxic chemicals to disguise the stench; such abuses were widespread. And some of the strongest support
for President Theodore Roosevelt’s food safety crusade came from processors (like the H. J. Heinz Company)
that were outraged by the unfair advantage their competitors gained by selling cheap, dangerous, adulterated
food.


http://www.cdc.gov/ncidod/dbmd/diseaseinfo/foodborneinfections_g.htm#howmanycases
http://www.consumersunion.org/pdf/Food-Safety-Poll-0610.pdf
http://www.consumersunion.org/pdf/Food-Safety-Poll-0610.pdf
http://www.producesafetyproject.org/admin/assets/files/Health-Related-Foodborne-Illness-Costs-Report.pdf-1.pdf

The Pure Food and Drug Act of 1906 helped to eliminate many unsafe practices. But the recent centraliza-
tion and industrialization of the American food system poses new kinds of threats.

Today, a problem at a single factory can swiftly lead to an outbreak that extends nationwide. Last year’s
peanut butter recall illustrates what can go wrong. Executives at the Peanut Corporation of America knew
that peanut butter from their filthy, rodent-infested plant was testing positive for salmonella — but shipped
it anyway, for months.

Thousands of different products, manufactured by more than 200 companies, including candies and cook-
ies marketed to children, were potentially tainted thanks to that one plant. And in the end, roughly 20,000
Americans got salmonella; about half of them were under the age of 16 and one-fifth were younger than 5.

The enormous rise in imported food also exposes American consumers to food safety lapses overseas. In
recent years, China has been responsible for food scandals that bring to mind the United States in the days
of Upton Sinclair: Chinese companies have been caught adding lead-based whiteners to pasta and selling
beverages made with industrial alcohol. Two years ago, almost 300,000 Chinese infants were sickened by
baby formula that had been adulterated with melamine, a cheap but toxic chemical. The overuse of antibiot-
ics and pesticides in Chinese agriculture is rampant.

Despite those food safety problems, China has become the largest exporter of food to the United States after
Canada and Mexico. About 60 percent of the apple juice in America — like peanut butter, a product con-
sumed largely by children — now comes from China. This is yet another reason that passage of the F.D.A.
modernization act is so urgent; it would, for the first time, subject foods from overseas to the same stan-
dards as those produced in the United States.

Last year, President Obama called for measures that would “upgrade our food safety laws for the 21st cen-
tury,” and this bill is a good first step. The president has asked lawmakers to pass the legislation, saying that
it would provide “the federal government with the appropriate tools to accomplish its core food safety
goals.”

For months, however, the Internet has been rife with wild rumors and accusations: that the bill is really a
subterfuge cleverly designed to eliminate small farms and strengthen the grip of industrial agriculture; that
it would outlaw organic production; that it would hand over the nation’s food supply to Monsanto.

Those arguments may be sincere. But the bill very clearly instructs the Food and Drug Administration to
focus its enforcement efforts on plants that pose the greatest risk of causing large-scale outbreaks. And the
bill’s wording can still be clarified so that mom-and-pop producers aren’t threatened by heavy-handed gov-
ernment regulations.

What the legislation actually seeks is some restraint on unchecked corporate power. We’ve seen what hap-
pens when Wall Street is allowed to regulate itself and when the oil industry is allowed to regulate itself.
How could it possibly make sense to let the food industry continue to write its own rules?

I've come to know families that were devastated by a food-borne illness. A great deal of harm, inflicted on
some of the weakest members of society, can be avoided with a few simple reforms. Nobody should lose a
child because the Senate lacks the will and the leadership to act.

Eric Schlosser is the author of “Fast Food Nation” and a co-producer of the documentary “Food, Inc.”


http://www.whitehouse.gov/the_press_office/weekly-address-president-barack-obama-announces-key-fda-appointments-and-tougher-f/
http://www.whitehouse.gov/the-press-office/statement-president-food-safety

Unique Link Found Between Mad Cow Disease and Cancer

Angela Mulholland, CTV.ca News Staff
Date: Monday Aug. 2, 2010 7:21 AM ET

Researchers led by University of British Columbia researcher Neil Cashman say they've made a
surprise find about human cancer and brain-wasting diseases in animals that could pave the way
for vaccines to halt all the diseases. Cashman, a neurologist and researcher, was working on
therapies for preventing transmissible spongiform encephalopathies, a group of animal brain-
wasting diseases that include BSE in cows, scrapie in sheep, and chronic wasting disease in deer
and other cervids. Though the illnesses each affect different animals, they are all caused by pri-
ons, which are unique infectious agents that cause the normal prion protein to go "rogue." Cash-
man explains that a protein is a chain of amino acids that only acquires its function by being
folded properly. When a prion protein becomes misfolded after contact with another misfolded
prion protein, it exposes certain regions in the normal prion protein, technically called
"epitopes". His team had identified a group of antibodies they thought could target these epi-
topes, and thus halt the disease. But in order to test the antibodies, using a technique called
"immunostaining," they needed a line of easy-to-grow, regular cells to act as "negative con-
trols." "And lo and behold, we found a few that stained intensely with these antibodies," Cash-
man explained to CTV.ca. Quite to Cashman's surprise, some of the cancer cell lines reacted to
the same antibody he was testing on prion-infected brain cells. "We realized that if these
[cancer] tumor cells stain for these antibodies, [the epitopes] could be a target for cancer immu-
notherapies," Cashman said. "We spent months trying to disprove the findings, thinking perhaps
it was some kind of mistake. And eventually, we proved to our satisfaction that this antibody
staining was real." He says teams at UBC and B.C. Cancer Research Centre are now testing how
these antibodies can be used to develop a vaccine to treat cancer in mice. If all goes well, it's
possible a vaccine could one day be tested on human cancers too, though Cashman cautions
these are still "very early days."

One aspect that makes dreams of a vaccine against cancer exciting is that the therapy would tar-
get only "misfolded" prion proteins, while sparing normal prion proteins. So unlike chemothera-
pies that kill off healthy cells along with cancer, therapies that target misfolded prion protein
would attack only rogue cells, sparing the healthy ones. Cashman said it's possible that the same
immunotherapy could also work in human prion diseases, such as ""mad cow disease" and classi-
cal Creutzfeldt-Jakob Disease - but only if there were a way to identify infections in their earliest
stages, before the illness caused symptoms. "CJD is a very rapidly progressive disease, so by the
time you make a definitive diagnosis, usually the patient has only a few weeks to live," Cashman
explained. "Perhaps if we had a good diagnostic for the incubating phase [of CJD], then yes, it's
possible that a vaccine against these epitopes could block the infection before it gets to the
brain. But that's theoretical," he said.

This new area of research is being funded under PrioNet Canada's Bootstrap program and with
the assistance of two industry partners: Amorfix Life Sciences Ltd.; and Saskatoon-based PRE-
VENT - the Pan Provincial Vaccine Initiative.



ADVOCACY SUCCESSES

Over the past 7 years, through hard work on the part of the CJD Foundation and our Medical Director
Dr. Pierluigi Gambetti and our families we have achieved many of our political advocacy objectives.
We are encouraged by what we are seeing as the new administration’s policies begin unfolding.

In order to help you better understand the importance of advocacy work here are a few highlights:

e We wrote report language which was submitted to the Labor, Health and Human Services and
Education appropriations sub-committee for FY 2003.

An additional $1M was added to the CDC budget for CJD surveillance.

o We were invited to send a representative to an Institute of Medicine meeting in Washington, D.C.
in 2005. We attended this small meeting along with representatives from the House and Senate,
FDA, USDA, American Red Cross, and CDC to name a few, to discuss TSE policies as they
relate to public health.

A major result of this meeting was the committee’s request to the USDA to find the brain
tissue of the first suspected US BSE positive cow which had been lost by their testing facility
seven months earlier. The tissue was quickly found, retested and announced to be positive.

e Upon learning that the National Institutes of Health (NIH) were planning to destroy their large
collection of brains obtained from older CJD autopsies, we hastily organized a trip to the NIH to
prevail upon them to reconsider.

The brain collection was not destroyed.

e We added our voices in support of the demands made by Congress and numerous other consumer
advocacy groups for the investigation and subsequent closing of the Westland-Hallmark Plant last
year. This meat processing plant was slaughtering sick cattle and processing them for use in
school lunches.

The plant was closed almost immediately.

o We submitted reports to Senators Richard Durbin and Tom Harkin, and Congresswoman Rosa
DeLauro expressing great concern over the FDA’s announced problems with non-compliance
with the Specified Risk Materials (SRM) Feed Ban. We clearly outlined the inherent dangers of
this poorly monitored ban. In September 2008, we were asked by Senator Durbin to submit for-
mal comments on the SRM Feed Ban.

The ban was greatly strengthened but is unfortunately delayed for now. It was to be imple-
mented in April, 2009, but has been delayed once again, until October.

We have made many trips to Washington to meet with members of the House and Senate and have
also met with two Secretaries of Agriculture. We are grateful to those families who helped our cause
by making Capitol Hill visits during the CJD Foundation Family Conference in July, 2008. 1 have
listed our most recent requests and results below.



(1) Centers for Disease Control and Prevention: Human Prion Disease Surveillance

To keep pace with the growing demand for national surveillance of human prion diseases, es-
pecially in light of the drastic reduction in animal prion surveillance by the US Department of
Agriculture and of the discovery of Bovine Spongiform Encephalopathy (BSE)-positive cows
endangering human health, we asked Congress to appropriate $5.7M in 2008 and $6.2M in
2009 in order for the Centers for Disease Control and Prevention to maintain human prion
disease surveillance. The Administration requested $5.4M in FY 09. We are asking for $5.9M
for FY 10.

The budget is presently being debated on Capitol Hill. We are hopeful.

(2) Increased BSE Surveillance, including mandatory inspection of all USDA approved meat
packing facilities.

The USDA has promised to improve the inspection of all meat packing plants.

(3) We ask that Congress demand feasible inspection measures and accountability from the FDA
regarding their regulations banning all brains, spinal cords and other specified risk materials
(SRMs) from animal feed (Title 21, Part 589.2000 of the Code of Federal Regulations known
as the “Ruminant Feed Ban”). These SRMs pose a high risk of infectious agents reaching
healthy stock.

Almost immediately after his confirmation, the new USDA Secretary Tom Vilsack an-
nounced that “downer cattle” will be banned from slaughter, an excellent beginning.

(4) We ask that the FDA’s food functions be unified under one agency. This one agency should
be responsible for food safety, including inspection (at any stage) and accountability. There
should be a single person responsible for reporting directly to the Secretary of Health and Hu-
man Services.

On Sunday March 15, 2009 the New York Times reported that “Mr. Obama announced
the creation of a Food Safety Working Group which will include the Secretaries of
Health and Agriculture” and representatives from the Food and Drug Administration
and the Centers for Disease Control and Prevention.

We are the embodiment of Margaret Meade’s famous words, “Never doubt that a small group of
dedicated people can change the world, Indeed it is the only thing that ever has.”

Your visits to Capitol Hill do make a difference. The work we all do together is important, your voice
speaks loudest when it speaks from your heart.
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The CJD Foundation’s 2010 Congressional Requests

Overview

The Creutzfeldt-Jakob Disease (CJD) community is on Capitol Hill today to help educate Members of Congress and
their staff about Creutzfeldt-Jakob Disease (CJD), a rare,100% fatal, degenerative brain disease which presently has
no treatment or cure. CJD is reported to affect approximately one person per million per population worldwide, how-
ever, the unreported and undiagnosed number of cases remains unclear. One form of this disease, variant CJD
(vCJD), is known to be caused from ingesting beef contaminated with Bovine Spongiform Encephalopathy (BSE),
more commonly known as “Mad Cow” disease. The discovery of two new strains of BSE in cows born in the United
States raises deep concern regarding possible risks to humans.

CJD is one of several prion diseases receiving modest support through diffuse federal funding under the Departments
of Agriculture, Defense, and Health and Human Services. We need your support to strengthen and continue the coor-
dination of prion activities and to assure the safety of the American public and the U.S. food supply. Human surveil-
lance though brain tissue examination is the only way to determine the incidence of prion diseases and to determine if
CWD has become a human risk.

Key Requests

Centers for Disease Control and Prevention: Human Prion Disease Surveillance

To keep pace with the growing demand for national surveillance of human prion diseases, especially
in light of the limited animal prion surveillance by the U.S. Department of Agriculture and the discov-
ery of BSE positive cows endangering human health, we are asking Congress to appropriate $5.7M in
FY 11 for the Centers for Disease Control and Prevention (CDC) to maintain human prion disease

surveillance. This represents an increas

for FY10.

Background:

The Centers for Disease Control and Prevention, Division of Viral and Rickettsial Diseases, part of the De-
partment of Infectious Diseases, is responsible for all surveillance activities related to prion diseases in the
United States (prion refers to the infectious protein which causes CJD). A portion of the annual budget for
CDC supported prion disease surveillance is allocated to the National Prion Disease Pathology Surveillance
Center (NPDPSC) based at Case Western Reserve University in Cleveland, Ohio.

The NPDPSC, under the direction of Dr. Pierluigi Gambetti, one of the world’s leading prion disease experts,
performs the most technologically up-to-date diagnostic examinations as well as genetic analysis to establish
the presence and type of prion disease. Over 400 cases are examined at the NPDPSC per year. Addition-
ally, diagnostic tests on cerebrospinal fluid are carried out on over 3,000 cases per year. Collectively, these
tests allow for the definitive identification of the first possible U.S. case of endemic vCJD, as well as new
forms of prion diseases, such as the possibility of those acquired by eating prion-contaminated elk and deer
meat. All of these tests, including brain autopsy, are offered free of charge to families.

The CDC also provides funding directly to eleven States to support their prion disease surveillance activities,
as well as to a growing number of States for surveillance of chronic wasting disease (CWD), a prion disease
in deer and elk. This state funding greatly helps the NPDPSC also monitor possible CWD transmission to
humans.

The Presidentds proposed FY2011 funding
$5.474 million.

f
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Increased BSE testing by the USDA to include all cattle over the age of 30 months and all cattle imported from
Canada.

Background:

It is a scientific fact that cattle over the age of 30 months have a higher risk of developing BSE, we therefore ask that BSE
testing be increased to include all cattle over the age of 30 months. The dangers to the American public from ingesting
“Mad Cow” infected beef, a known vector of variant Creutzfeldt-Jakob Disease (vCJD), has been elevated with the re-
sumption of importation of Canadian cattle over the age of 30 months (as of February 18, 2010 there have been 18 re-
ported cases of BSE in Canadian cattle, with one additional Canadian case discovered in Washington state in 2003, mak-
ing a total of 19 Canadian BSE cases identified thus far). Cattle harboring BSE can be asymptomatic but can still transmit
vCJD to humans, a 100% fatal disease.

Currently, the USDA tests 40,000 U.S. cattle for BSE per year. This number represents less than 1%f the 35 million
head of cattle slaughtered each year for American consumption.

We urge the appointment of an Ombudsman in the US Department of Agriculture who will report directly to the
Secretary of Agriculture, to address food safety and humane slaughter issues.

Background:

On March 14, 2009 the Obama administration permanently banned the slaughter of cows too sick or weak to stand on
their own (“downer cows”), seeking to further minimize the chance that mad cow disease could enter the food supply. One
very important unaddressed loophole pertains to calves that arrive “down”, yet allows the Food Safety Inspection Service
(FSIS) to hold them for observation rather than condemnation.

On March 4, 2010 at a House subcommittee hearing Dr. Dean Wyatt, a public health veterinarian for the FSIS for 18 years
testified about serious infractions at a Vermont meat packing plant including the slaughter of “downer” calves. Dr. Wyatt
expressed extreme frustration at his attempts to report inhumane and dangerous practices being carried out at two sepa-
rate FSIS assignments. His reports were overturned and he was forced out of his job. Fortunately, a Humane Society
undercover tape vindicated his charges.

Despite the fact that the Vermont plant had its inspection services suspended five times in nine months for serious food
safety law violations and egregious inhumane handling of animals, the USDA signed a consent order to allow the plant to
reopen under a different name.

Dr. Wyatt's statement that “Food integrity and humane handling whistleblowers should not have to rely on an undercover
video investigation in order for USDA supervisors to take their disclosures seriously” presents a very strong case for the
establishment of an Ombudsman Office in the Department of Agriculture to help protect the American consumer from the
possibility of BSE transmission or other foodborne illnesses and to protect the Whistleblowers working on their behalf.

We ask that the USDA close the o0downer <cal fé

Background:

“Downer” cows may be exhibiting symptoms of BSE. This loophole allows downer calves to be set aside and reevaluated
for possible slaughter. These downer animals should not be allowed to enter the food chain under any conditions. At a
House sub committee hearing in March, 2010, Wayne Pacelle, President of the Humane Society of the United States
stated “That loophole perpetuates the economic incentives for workers to mistreat calves in cruel attempts to get them on
their feet so they can be approved for slaughter”. While the Obama Administration did close the downer cattle loophole in
March 2009 it has not yet addressed an exemption for veal calves that remains from a July 2007 regulation under the
Bush Administration. 9 C.F.R. § 309.13(b)
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We Urge the Strengthening of Whistleblower Protection Laws

Protection of our food supply is the responsibility of FSIS, a division of the United States Department of Agriculture. Unfor-
tunately, too often, the severe infractions reported by FSIS Inspectors have resulted in punishment of the Whistleblower
rather than the meat packing plants (as noted above).

In order to better protect the U.S food supply we urge stronger Whistleblower laws requiring agency officials to protect the
Whistleblower. FSIS personnel need to know that they will not lose their jobs or suffer retaliation if they report misconduct,
abuse of power or illegal activity.

Mandatory Animal Identification System

We ask that Congress conduct oversight into the recent cancellation of USDA plans for mandatory animal t
ing.

Background:

It is highly unlikely that only one animal in a herd would ingest contaminated feed, a known vector of Bovine Spongiform
Encephalopathy (BSE) or “Mad Cow Disease”. Because there was no mandatory tracking system in place, the USDA was
not able to locate the birth herds for the three BSE positive cows discovered in the U.S. despite the rigorous efforts of
APHIS. The risk to consumers that BSE infected cattle could enter the food chain is an unnecessary one. A mandatory
animal tracking system (such as those in Japan, the United Kingdom and other EU countries) will provide an immediate
trace back system for BSE infected animals and help eliminate the possible erosion of consumer confidence.

In February 2010, after many months of meeting with Western ranchers, U.S. Agriculture Secretary Tom Vilsack an-
nounced that the USDA would end its long push for a national identification system. The USDA had spent several years
and more than $142 million developing the canceled program. It appears that the USDA has placed the financial concerns
of ranchers above the need to protect the meat eating public.

SO RN

you attended the Capitol Hi
hand written note thanking the person you met with. Jenny and |\/|I-
chael, our advocacy trainers, have so graciously offered to deliver them
on your behalf. You can send those notes to:

Q%\ Jenny DiJames or Michael Beer x

x Williams & Jensen, PLLC x
701 8th Street NW, Suite 500

§ Washington, DC 20001 §

AN RN
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Dondt Forget! Weljare now on
Facebook!

Search o0CJD Foundpfti ono to join
our page.

Newsletter Subscription

If you are not on our email list and would like to receive
our newsletter, please email help@cjdfoundation.org.
Type “NEWSLETTER” in the subject line and include
your first and last name in the body of the email. It is
optional to include your mailing address for other CJD
Foundation updates, including conference information
and invitation, and your loved one’s name who has been
affected by CJD. Your information is confidential and
never shared with any 3rd parties.
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Comments/Suggestions

If you have any comments or suggestions for this newsletter, please email us at
help@cjdfoundation.org.

P.O. Box 5312, Akron, Ohio 44334 *  330.665.5590 *  HelpLine 1.800.659.1991
help@cjdfoundation.org * www.cjdfoundation.org
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