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Presidentõs Message Presidentõs Message Presidentõs 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 Nancyõs daughter Michelle 

(who helped us out with the conference). Their help has been invaluable. 

What you canõt 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 doesnõt 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 Congressional 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. Schlosserõs book òFast Food Nationó focused a sharp spotlight on the 

U.S. food industry, outlining both the myths and facts. 

The CJD Foundationõs 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 ı 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 Representativeõs name and phone number. 

Tuesday, August 2nd 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 youõve shown in so many ways.  

Please know you are truly òthe wind beneath our wingsó. 

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 LoriA Message From LoriA Message From Lori    

lori@cjdfoundation.orglori@cjdfoundation.orglori@cjdfoundation.org    

   

I would like to introduce myself to youé.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 itõs 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 didnõt walk far!  Iõm right here for you, to 

do everything possible to give support to you and your families.   

Lori 

   

HelpLine StatisticsHelpLine StatisticsHelpLine Statistics    

The CJD Foundationõs 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 oneõs sus-
pected CJD diagnosis and are in need of 
support and information, medical profes-
sionals,funeral directors and  embalmers, 
the general public, and the press and the 
media. Below you will find HelpLine sta-
tistics for January  2010 through  July 
2010. 

The CJD Foundation is not a reporting 
agency and families are not required to report 
their loved oneõs illness or death to us. These 
statistics are not intended to be scientific in 
nature, but instead to help validate the work 
we do on a daily basis. 

Note 1:  Not all new cases and deaths reported are 

confirmed by autopsy. 

Note 2:  Total HelpLine contacts include phone calls 

and emails from families, medical professionals and 

others. 

2010   

MONTH 

NEW 

CASES 

REPORTED 
DEATHS 

REPORTED 
TOTAL HL 

CONTACTS 

UNIQUE 

WEBSITE 

VISITORS 

January  28           18           126       3996      

February  23           17             132       4313     

March   20         22        144         4816      

April  15          16         76        5233      

May  18        14           106         4711      

June 21           11           23         3031     

July 26           6          88         4142      

TOTALS =  151    104         695      30,242     

mailto:help@cjdfoundation.org
http://www.cjdfoundation.org/
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Golf Outing Golf Outing Golf Outing    

The 9th Annual The 9th Annual The 9th Annual    

Aaron Kranitz Memorial Golf TournamentAaron Kranitz Memorial Golf TournamentAaron Kranitz Memorial Golf Tournament    

August 30, 2010August 30, 2010August 30, 2010   

Firestone Country ClubFirestone Country ClubFirestone Country Club    

North CourseNorth CourseNorth Course   

Akron, OhioAkron, OhioAkron, 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. More...  

Golf Outing  
Bike Ride  Talent Show  

Walk/Run  

Jewelry 
Sale  

Art Sale  

Concert  

Getting InvolvedGetting InvolvedGetting 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!  

 

 

 

 

 

 


