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President’s Message President’s Message President’s Message    

 

Dear Friends, 

     On behalf of The CJD Foundation Board of Directors and Lori, 

Wanda, Nancy and Michelle, I wish each one of you a most peaceful, 

meaningful holiday season and a very healing year ahead. 

     We have had a very busy and productive year. Below is a brief over-

view of highlights of work in 2010 and some of the plans in place for 

2011. 

 Our grant from the Centers for Disease Control and Prevention was 

not only renewed but  increased for the next five years!  We are ex-

tremely grateful to Dr. Lawrence Schonberger and Dr. Ermias Belay 

for their continued belief in our work and in us, without them this 

grant and the programs it underwrites would not be possible. 

 In 2010 we awarded four research grants, three $20,000 awards and 

one GSS research grant for $10,000. In January 2011 we will be 

awarding three new grants and have increased award amounts of each 

to $40,000.  The families of Paula Smart, David and Peter DeMaggio, 

Bryant Welch and Carlton Wilson have each contributed $10,000 and 

the CJD Foundation will underwrite the remaining amount.  We ad-

vertised the grants and received thirty nine Letters of Intent from all 

over the globe, each of them worthy of funding making it very chal-

lenging for our Scientific Advisory Committee to choose only nine 

finalists to submit their application. The committee will notify us of 

their three selections on January 15th. 

 

 

Continued on page 2 

Board of Directors 

Florence Kranitz, President  

Pierluigi Gambetti, MD,    
Medical Director 

Mark Goldfarb, Chairman  

Nick George, Vice Chairman 

Ruthie George, Treasurer 

Sybil Willen, Secretary 

Ana Betro, VP Fundraising                                    
Tom Haught                             
Carole Laderman                    
Mayra Lichter                            
Veronica Oberdorf                           
Paul Paternoster                              
Scott Paternoster                      
Tom Sawyer                                  
Jim Simon                                          
Deana Simpson                          
Chris Szuch                         
Stuart Yaffa    
 

Cecile Sardo*, Emeritus             
*Deceased 

 

Staff 

Lori Nusbaum 
Associate Director 
 

Wanda Culp-Lias 
Office Manager 
 

Nancy DiGeroloma           
Administrative Assistant  

 

 
INSIDE THIS ISSUE:  
President’s Message            1–3 

Dr. Gambetti’s Message          3 

Memory Quilt                 4 

HelpLine Statistics                   4 

2010 Family Fundraising   

        Events                 5 

2011 Family Conference          5 

Annual Fund Donors         6 - 8 

Facebook                                    9 

Newsletter                                 9 

Acknowledgements                 9 

  

 

DECEMBER 2010   VOLUME  6, ISSUE  4 

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


 2 

 

 In October we implemented two new programs, a Medical education program chaired by Veron-

ica Oberdorf, a registered nurse and educator, and a Funeral Director and Embalmers education 

program chaired by Bob and Marie Kassai. Bob is a funeral director and embalmer and a past 

member of the Board of Directors of the New Jersey Funeral Directors Association, Marie is an 

Infection Control nurse who helped write prion disease infection control guidelines for the World 

Health Organization. 

 With the renewal of the Homer Foundation Family Grant we can continue our Questionnaire pro-

ject with the goal of publishing the results in the very near future. 

 CJD 2010 and the Eighth Annual CJD Foundation Family Conference held this past July ex-

ceeded our expectations! We are honored, once again, to be working with the most amazing 

group of partners.  We have already had our first planning meeting with Dr. Pierluigi Gambetti, 

Dr. Neil Cashman, Dr. Michelle Wong and Janie Toth. CJD 2011 and The Ninth Annual CJD 

Foundation Family conference will be held July 8-11th in Washington, D.C.  Please mark your 

calendars. Although I say this every year (but it always seems to be true) this one promises to be 

our best one yet! Letters with registration information will be mailed to everyone in our database 

in early March. 

 The CJD International Support Alliance continues to work together and to speak out on issues 

affecting prion disease patients and those at risk all over the world. Presently our membership 

consists of representatives from Australia, France, Israel, Italy, Japan, the United Kingdom and 

the United States. This year many of us met in person in Australia, Austria and Washington, D.C. 

We also meet monthly via teleconference. 

 We will be participating in the Consumer Federation of America’s food policy committee again 

this year. 

 We recently installed a new database which, while testing our patience and computer skills, 

promises to be of huge benefit. It will allow us to merge our bookkeeping program, our patient 

and donor databases and utilize a time saving mail merge program. 

 

     I extend my personal gratitude to the CJD Foundation Board of Directors who not only take great 

interest in our work but also care deeply. We are truly fortunate to have Board members who give of 

themselves and offer to help not only when asked, but also volunteer their services whenever they see 

the need. My thanks as well to Lori Nusbaum our Associate Director for her excellent work and dedi-

cation and to Wanda, Nancy and Michelle our outstanding support staff. 

     The CJD Foundation continues to be immensely grateful to our Medical Director Dr. Pierluigi 

Gambetti.  He is always willing to offer valuable help and advice no matter how busy his schedule 

may be. His staff, Sally, Danielle, Jeff and Katie reflect his philosophy and his kindness to us and our 

families. 

 

Continued on page 3 
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     Once again, I extend my heartfelt wishes for peace and healing to each one of you.  In closing, I 

quote from one of my favorite poems written by E.E. Cummings. It has very special meaning to me, 

especially at this time of year, and I hope it will to you as well. 

 

“I carry your heart with me (I carry it in my heart) 

I am never without it…. 

And here is the deepest secret nobody knows 

(here is the root of the root and the bud of the bud 

And the sky of the sky of a tree called life which grows 

Higher than the soul can hope or mind can hide) 

And this is the wonder that’s keeping the stars apart 

I carry your heart (I carry it in my heart)” 

 

With My Warmest Regards, 

Florence 
Letter from Dr. Gambetti Letter from Dr. Gambetti Letter from Dr. Gambetti    

 

Dear Families and Friends, 

 

The theme that continually stands out as we reflect upon the year is gratitude and appreciation. We 

deeply appreciate the dedication of those families who devote themselves to the care of their affected 

loved ones and to ensure that proper diagnosis is achieved by consenting to autopsy. Our gratitude 

towards the CJD Foundation for all their support to the families affected by this disease is boundless. 

We are very grateful to all the family members and friends who rally to promote fundraising for the 

continued success of the Center’s surveillance and research efforts in these economically trying 

times. Finally, we want to extend our gratitude for the kind words expressed to us by the families to 

whom we have been able to give closure by providing the answers they need during a very difficult 

time.  

 

2010 has been an exciting year in research as it has been shown in the scientific presentations at the 

Eighth Annual CJD Foundation Family Conference in Washington, D.C. this past July. The opportu-

nity of meeting many of the family members was, as always, inspiring to all of us involved in re-

search and surveillance. We look forward to interacting with all the family members at the next con-

ference in July 2011.  

 

On behalf of the Center I send you our gratitude for all your support and best wishes for the incoming 

holidays and for a bright new year! 

 

Pierluigi Gambetti 
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Notes From Lori’s Desk…….Notes From Lori’s Desk…….Notes From Lori’s Desk…….   

 The Memory Quilt provides an opportunity to honor or memorialize a loved one or a friend. The 

purchase of a “square” on the quilt allows you to place a photograph and tribute which will then 

be permanently posted on our website.  You can access the Memory Quilt through the following 

link: http://www.cjdfoundation.org/memorial.html.  If you have any questions, please contact us 

at help@cjdfoundation.org or 1-800-659-1991. 

 Remember to keep the fun in fundraising!  Email me at lori@cjdfoundation.org to get started. 

 Minor Glitch in Guestbook  -  When posting to the Guestbook on our website, you need  to type 

your message into Microsoft Word (or your favorite word processor) without apostrophes, then 

copy and paste your message into the guestbook. Our webmaster is working on this problem!  We 

are sorry for the inconvenience! 

 

 

 

 

 

HelpLine StatisticsHelpLine StatisticsHelpLine Statistics 
 

The CJD Foundation’s largest ongoing project is 

our toll-free HelpLine (1-800-659-1991 or 
help@cjdfoundation.org). The HelpLine is avail-
able to families coping with a loved one’s sus-
pected CJD diagnosis and are in need of support 
and information, medical professionals, funeral 
directors and  embalmers, the general public, the 
press and the media. To the right you will find 
HelpLine statistics for January  2010 through  No-
vember 2010. 

The CJD Foundation is not a reporting agency and 
families are not required to report their loved one’s 
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 19 126 3996 

February 23 22 132 4313 

March 20 23 145 4816 

April 15 19 76 5233 

May 18 19 106 4711 

June 21 13 23 3031 

July 26 14 88 4142 

August 16 21 60 4382 

September 24 13 82 4097 

October 29 16 95 5285 

November 15 6 99 4915 

TOTALS = 235 185 1,032 48,921 

mailto:help@cjdfoundation.org
http://www.cjdfoundation.org/
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2010 Family Fundraising Events 2010 Family Fundraising Events 2010 Family Fundraising Events    

 

We are grateful to these families for holding a fundraising event and donating the proceeds to the CJD Foundation. 

These generous donations are one more reason we can continue to support those who turn to us each day for help.  
 

 A concert in memory of Bob Vitanza, organized by Mike Vitanza with the help of many friends. 

 The  3rd Annual Footwork for CJD in Memory of Marsha Snively, organized by the Snively Family. 

 The 3rd Annual John A. Lanciotti Memorial Golf Outing, organized by the Lanciotti Family. 

 The 3rd Annual Don Heestand Memorial Golf Outing, organized by family and friends of Don Heestand. 

 Golf Tournament in memory of Lionel Edgar Laplante Jr., Sponsored by Chelo's Restaurants, Inc. 

 Snaggletail Book Sales, in memory of Dovie St. Peters. 

 Nancy Schepis Mallon Golf Outing, organized by Stephen Mallon. 

 Hannah’s Hope for a Cure, organized by Hannah Carlson, Age 10, in memory of her grandfather, Richard 

Carlson 

 Manausa Fundraiser, in memory of Gary Manausa. 

 Ongoing fundraising by Mary Lou Jubin, in memory of her sister Eileen Sears. 
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Conference UpdateConference UpdateConference Update   

The CJD Foundation Family Conference 2011 will be held July 8 

– 11, 2011 at the Washington Court Hotel in Washington, 

D.C.  Advocacy Day on Capitol Hill will be on Monday, July 

11th for interested families.  We are delighted to report that 

this will be our fourth consecutive conference held in part-

nership with the National Prion Disease Pathology Surveil-

lance Center and PrioNet Canada.  The conference will, once 

again, feature speakers from around the world.  Further de-

tails will be provided in the coming weeks on our website 

and Facebook page!  Letters and registration information 

will be mailed in early March. 

mailto:help@cjdfoundation.org
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Annual Fund Donors Annual Fund Donors Annual Fund Donors    

To date, the CJD Foundation’s Annual Fund Campaign has collected a total of $46,205.00!  Thank you to the       

following donors for their generous contributions.   

Mr. and Mrs. Nicholas Adams 

Mrs. Pamela Adamovicz Adams 

Mrs. Janice Alflen 

Ms. Deborah Allen 

Mr. Robert Allison 

Mr. Jack Alvo 

Mr. Benjamin Ammons 

Ms. Katherine Anderson 

Wayne and Sharon Anderson 

Ms. Whitney Anderson 

Ms. Patricia Armstrong 

Mrs. Dawn Badalamenti 

Mrs. Lynne Barker 

Ms. Carol Ann Bauer 

Ms. Nora Nucera Bell 

M. Terry Bergum 

Mrs. Madeline Berlin 

Barbara and James Bershon 

Dr. James and Barbara Bershon 

Mr. Ray Bohrer 

Jaul and Joyce Bonner 

Mrs. Wanda Bouslog 

John, Susanne, Jamie and Justin Braddock 

Rev. and Mrs. Raymond Bradley 

Mr. James Breen 

Ann and David Brennan 

Mr. Gerald Brenner 

Ms. Jenell Hudson Brewer 

Ms. Harriet Tauber Brewster 

Ms. Etta Broeker 

Dr. Ronald A. Brown 

Mr. and Mrs. Stephen Brown 

Mr. Alfred Buerke 

Mr. Daniel Bujas 

Mrs. Shirley Bulava 

Mr. Arthur Caggiano 

Mr. Robert Cahalan 

Ms. Joanie Cahill 

Ms. Charlene Caplan 

Ms. Cathy Valline Carlson 

Mrs. Harriet Castellani 

Mrs. Carolann Catalogne 

 Mrs. Darlene Chorman 

Mr. Wayne Clauss 

Mrs. Donna Codanti 

Mrs. Joyce Colangelo 

Mr. Jim Coleman 

Mr. Anthony Coletta 

Mr. Dominic Coletta 

Ms. Cheryl A. Collins 

Ms. Mary Contadino 

Michael and Debra Conti 

Mr. Michael Conway 

Wade and Bonnie Copeland 

Wally and Adele Coram 

Mrs. Esther Courtain 

Ms. Susan Cox 

Ms. Allison Craft 

David and Wendy Cram 

Ronald and Mary Ann Cuenin 

Mr. Augustus Curtiss 

Mrs. Nancy Cypert 

Ms. Jennifer Dalziel 

Mrs. Jacqueline Daughtry 

Ms. Patsy Davidson 

Anthony and Arlene De Caro 

Mr. and Mrs. Glenn de Caussin 

Ms. Mary T. De La Grange 

Mrs. Liz Dean 

Mr. Bruce DeBarr 

Dona and Pierre DeFelice 

Ms. Debra Degnan 

Joel Fisher and Lisa Denning 

Ms. Diane Dermody 

Ms. Doris DeVol 

Mr. Kenn Dorn 

Dr. Ronald Dougherty 

Mrs. Betty Drymon 

Mrs. Jill Duani 

Mr. and Mrs. Louis Dubuque 

Mrs. Helen Dudash 

Mr. Ronald Dukat 

Mrs. Sheryl Eckstut 

Mr. Timothy Ehrlich 

Ms. Rebecca Eichenberger 

Mrs. Francie Einenkel 

Ms. Christine Ellis 

Mrs. Shirley Faina 

Mrs. Helen Feeney 

Mr. Robert Fein 

Mr. Nicholas Fermano 

Mrs. Cheri Fields 

Mr. Jack Firestone 

Nicholas and Vivian Fiscina 

Janice and Dennis Fisher 

Ms. Rosa Alber Flores 

Mr. Ferenc Foti 

Mr. Robert Fredrickson 

Ms. Vivian Fritts 

Mr. Larry Furstenberg 

Karl Reuther and Dr. Gayle Galan 

Ms. Kelly Gale 

mailto:help@cjdfoundation.org
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Ms. Linda Gardner 

Ms. Linda Gazire 

Nick and Ruthie George 

Ms. Susan Gisser 

Ms. Cheryl Gochnour 

Ms. Judith Goldberg 

Mr. Len Goldreyer 

Mr. Louis Goren 

Mr. John Grebner 

Mr. Stanley Greenberg 

Ms. Elizabeth Greene 

Ms. Jill Hackworth 

Mrs. Jeanette Hamilton 

Ms. Jodi Forrest Hansen 

Francis and Pier Harvey 

Mrs. Wilma Hatridge 

Mr. Dana Hawes 

Ms. Dawn Hawes 

Paul and Nancy Healy 

Mr. Mark Heinemann 

Dean and Vivian Hendricks 

Ms. Linda Hershey 

Mr. and Mrs. K.F. Hill 

Mr. and Mrs. Tom Hill 

Mrs. Judy Hina 

Mrs. Elizabeth Hoagey 

Ms. Judy Hoffman 

Ronnie and Shirley Hogan 

Mrs. Marlene Honig 

Mrs. Beverly Huchala 

Ms. Kathy Iaconni 

Mr. T. Lee James 

Mr. William Jenkins 

Mr. Barry Johnson 

Mr. Scott Johnson 

Mrs. Virginia Johnson 

Ms. Marilyn Jordan 

Mr. Eric Jubin 

Robert and Marie Kassai 

Mrs. Fanny Kerbel 

Ms. Joanne King 

Stephen and Joyce Kisner 

Barbara and Ron Klayman 

Mrs. Mary Korbel-Chiapetta 

Mr. Paul Ladd 

Mrs. Suzanne Lang 

Ms. Marilyn Larson 

Jim and Marilyn Lawless 

Christopher and Debbie Lawrence 

Ms. Cynthia Lefkowitz 

Mr. Edward Levin 

Martin and Joyce Levin 

Ms. Linda Lewis 

The Lindestruth Family 

Mr. and Mrs. Joseph Listermann 

Robert and Leslie Littman 

Ms. Wendy Lo 

Ms. Patricia Logan 

Mr. Thomas Luck 

Paul and Greg Lymber 

Ms. Eloise L. Mackus, CF Bank 

Mrs. Lynn Maloney 

Mrs. Barbara Manausa 

Ms. Madalain Mandina 

Mr. and Mrs. James Maneval 

Andrew and Courtney Marr 

Ms. Paulette Mason 

Frank and Frances Matheu 

Bob and Barbara Mathewson 

Mr. Charles McCracken 

Ms. Betty McFarland 

Jerry and Jean Mehochko 

Mr. Mark Miller 

Chuck and Martha Miskins 

Ms. Doris Mitchell 

Ray and Barb Moore 

Mr. Joseph Moxie 

Ms. Amy Palmer and Mr. Andrew 
Davis 

Ms. Carolyn Murphy 

Wallace and Jacqualine Murray 

Mr. Jim Muskewitz 

Mr. Mark Myers 

Blair and Holly Nance 

Mrs. Beverly Nathan 

Mrs. Sandy Newton 

Mr. and Mrs. Daniel Nickloy 

Ms. Nancy Nies 

Ms. Sharyll Novidor 

Mr. Stephen Nutt 

Mr. Steve Ober 

Ms. Merrilee Olmstead 

Ms. Diane O'Rourke 

Mr. Thomas Ovittore 

Mrs. Sandy Paavola 

Mr. Eric Paljug 

John and Gail Paljug 

Ms. Susan Parker 

Mrs. Henrietta Patla 

Mr. Clarence Peca 

Mrs. Cathy Pennycuff 

Mr. Raymond Perry 

Annual Fund Donors Annual Fund Donors Annual Fund Donors    
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Annual Fund Donors Annual Fund Donors Annual Fund Donors    

Ms. Nancy Piland Walker 

Mrs. Barbara B. Pirie 

Dick and Carmen Platt 

Ms. Dana Podlaha-Meuret 

Mr. George Poehlman 

Joseph and Deborah Pokusa 

Mrs. Norma Porterfield 

Mrs. Molly Powell 

Walter and Rita Primus 

Larry and Tami Prince 

Mrs. Judy Prine 

Mr. and Mrs. Dan Pukach 

Mr. Ralph Ravenscraft, Sr. 

Mr. James Raynor 

Ms. Helen Rezendes 

Mr. Steven Richman 

Douglas and Anita Richmond 

JoAnn and Robert Riddle 

Dr. Labib and Dr. Wafia Rizk 

Mr. and Mrs. Peter Rizopulos 

Wil and Annette Roberge 

Ms. Mary Lou Roberts 

Mr. Henry Robertson 

Ms. Bonnie Rock 

Mrs. Susan Rorer-Whitley 

Brian and Stacy Rossi 

Ms. Jodi Forrest Rubenstein 

Ms. Kerry Sack 

Mrs. Margaret Sanderson 

Phillip and Mary Santoya 

Jack and Renea Schomer 

Michael and Lisa Schwartz 

Ms. Amy Shah 

Mr. and Mrs. Stanley Sheftel 

Ms. Elaine Sherman 

Mrs. Rosalind Shuster 

Mrs. Janice Silkworth 

Ms. Carol Silva 

Mrs. Maryann Silva 

Ms. Diana Simmons 

Mr. William Simms 

Bill and Shirley Sims 

Mr. Duane Simshauser 

Mrs. Ethel Smith 

Mr. Mike Smith 

Paul and Janet Smith 

Rick and Pam Sorisio 

Martin and Sue Spector 

Mrs. Jane Spencer 

Mr. and Mrs. Frank D. Spiegel 

Ms. Tina Stalter 

Mrs. Anne E. Stamper 

Mr. Keith Steinhart 

Jeff and Connie Stewart 

Mrs. Terri Stoltz 

Todd and Janae Stoltz 

Mr. John Strautnieks 

Mr. Ray Struble 

Mr. Ted Stumpf 

Mr. Anthony Szafranski 

Mr. Alan Tanz 

Mrs. Beth Teibel 

Mr. Marc Tieger 

Mr. and Mrs. Ted Todd 

Mr. Rene Torres 

Mrs. Doris Tronc 

Mark and Rosalie Tronc 

Mr. Gary Troy 

Dr. Becky Patterson Turner 

Mr. John Turnley 

Ms. Brenda Van Ness 

Mr. Max and Linda von Dahlen 

Mr. Jack Vondra 

Charles and Krista Wagner 

Mrs. Pat Waller 

Ms. Gail Weintraub 

Mr. Herbert Weiss 

Mrs. Telie White 

Mrs. Tracey White 

Dr. Pat Nellor Wickwire 

Brad and Magita Willen 

Mr. and Mrs. Todd Willen 

Mrs. Deborah D. Wilson 

Mr. Glenn Wolfe 

Mr. Jeff Worthington 

Ms. W.M. Wright 

George and Judi Yaneka 

Ms. Susie Yee 

Dennis and Ellen Young 

Mr. Robert Yull 

Mr. and Mrs. Sidney Zetzer 

Mrs. Phyllis D. Ziants 

Mr. James Ziccardi 
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No matter what language you speak, the No matter what language you speak, the No matter what language you speak, the    

message from us is clear!!!message from us is clear!!!message from us is clear!!!   

Thank you Thank you Thank you to our many to our many to our many    

ありがとうございますFamilies, friends and Families, friends and Families, friends and       

volunteers!volunteers!volunteers!   
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Search “CJD Foundation” and click 

“like” to join our group! 

 

Newsletter Subscription Newsletter Subscription 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. 

Comments/SuggestionsComments/SuggestionsComments/Suggestions   

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