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President’s Message

Board of Directors

Dear Friends,

Florence Kranitz, President

th

It is so hard to believe our 10 CJD Foundation Family Conference is
over! We had a record attendance and heard about groundbreaking research
from our presenters. Most of the talks were recorded and will be posted on
our website soon, we will let you know when they are available.
During my speech I announced that the CJD Foundation will be moving
to New York City at the end of this year. Lori will continue as Associate
Director but Wanda, Nancy and Michelle will not be staying on. Hard as
this decision is we know it is the right one for the CJD Foundation and, as I
said in my speech, it makes no difference where we are located physically,
our mission, goals, passion and focus on helping families will not change.
The Board of Directors conducted a thorough feasibility and financial
study using outside experts, the results indicated this would be a good
move for many reasons. We have an excellent support system in the New
York area which includes six Board Members and many family members
willing to volunteer their help. We also have a strong working relationship
with the NY City and State Departments of Health. The feedback from
families and our partners has been positive.
This move has been in the planning stages for many months, and although saddened by the news, Wanda, Nancy and Michelle were extremely
supportive. They are seamlessly continuing their excellent work and have
agreed to help with the transition. It will be difficult to say goodbye to such
wonderful people and we will always be grateful to them, Wanda especially, for caring so much about the CJD Foundation and helping us grow.
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I will be sending updates in our next newsletter and am greatly looking
forward to new opportunities and to expanding our outreach.
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A Message From Lori
It was so nice seeing so many of you at The Tenth Anniversary CJD Foundation Family
Conference and CJD 2012 in Washington, DC. The feedback we are getting has been very
positive and we are filled with hope after hearing this year’s speakers. The presentations
and the video will be posted on our website within the coming weeks. You will receive an
email when that happens.
As many of you know we have begun holding a series of Family Workshops around the
country. Not only do they provide an excellent opportunity to meet other families affected
by CJD, but are also a great chance to ask questions and hear about some of the latest research in a relaxed, small environment. Our next workshop will be held in St. Louis, Missouri in October. As soon as we have the details confirmed we will notify everyone by
email. Please make sure we have your most current email and contact information so that
you don’t miss any communication from us.
We have completed the process of mailing the newest form of our patient questionnaire
(dated 1-31-12) to the families in our database. We are grateful to everyone who has filled
one out. The answers you are providing are invaluable. All of the information we receive is
confidential, anonymized and only used for statistical purposes. If you haven’t filled one
out or would like to fill out a new version, please email me at lori@cjdfoundation.org. The
CJD Foundation has the largest repository of anecdotal patient information in the United
States.
We are currently working with TowerCare Technologies to create a new, user friendly
website. All of the same very important information will remain, but unlike now, we will
be able to make additions and changes on our own. We expect to launch our new site in the
next two months and have been assured it will be a smooth transition.

Lori
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Capitol Hill Visits
As part of the 10th Anniversary CJD Foundation Family Conference last week, many of you visited
representatives on Capitol Hill. During these visits you were able to discuss how CJD affected you
and your family as well as explain the importance of the Congressional requests which we included
in the advocacy folders.
We are asking that you follow up these visits by emailing the letter regarding The Congressional Request for Programmatic Funding for FY2013 AND the letter from Yong-Sun Kim, Expert Advisor on
Food Safety Policy to the Prime Minister of the Republic of Korea. The links to both of these letters
and the Congressional Requests are on our website at www.cjdfoundation.org.
In your email please make sure to include your contact information- i.e., your name, address and
phone number to identify you as a constituent. If you don't know your representative's email address please look for it on www.house.gov . If you aren't sure who your representative is check
www.whoismyrepresentative.com. Please send these letters to your representative whether or
not you went to Capitol Hill with us AND whether or not you attended the 10th Anniversary CJD
Foundation Family Conference.
If you have any questions, please email Lori at lori@cjdfoundation.org.
Please know that you make a difference!

Memory Quilt

With your donation of $100 we will create a “square” in memory or in honor of your loved one
where you can place either a photograph or a star along with a tribute of 10-100 words. When
you click the "submit" button, you will be taken to a special donations page and be asked to
provide information. Your Memory Quilt entry will be sent to the CJD Foundation's webmaster
for approval and posting, and once your memorial has been added you will be notified by
email. When a CJD Memory Quilt "square" is created or a tribute is added to a square, a notification will be sent. If appropriate, an acknowledgment will also be sent to the family member
listed on the donation form. Please consider establishing a CJD Memory Quilt square as a
unique tribute. If you have any questions or need help accessing the Memory Quilt, just call
our office at 1-800-659-1991.
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Golf Outing

The 11th Annual
Aaron Kranitz Memorial Golf Tournament
August 27, 2012
Firestone Country Club
North Course
Akron, Ohio

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 me at
lori@cjdfoundation.org. Click on the link on the front of our webpage for the full
brochure.

WE HOPE YOU WILL JOIN US!
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Upcoming Family Fundraisers
We are grateful to the following families for holding these upcoming fundraiser events before the
end of this year. If you are in their areas, the families would love to have your support! If you
have any questions or need more information, please email me at lori@cjdfoundation.org.


Lorie Davis and family will be holding a golf outing in memory of Lorie’s mother, Kathy Campbell
on Sunday, August 5th, 2012.



Chris Snively and family will be holding The 1st Annual Marsha Snively Memorial Golf Outing in
memory of his mother, Marsha Snively, on October 6, 2012, at Mount Odin Golf Course in
Greensburg, PA.



On Saturday, October 13, 2012, Debbie Yobs and her committee will be holding a memorial
fundraiser at the Ukrainian American Cultural Center, Whippany, NJ in memory of Debbie’s husband, Patrick Yobs. If you are in the area please plan to attend!



Nikki Bland and family will be holding the Fourth Footwork for CJD in memory of Nikki’s mother,
Marsha Snively, tentatively on October 27, 2012 at Fairmont State University in Fairmont, WV.



Hilary Kelly will be running in the Philadelphia Marathon on November 18th, 2012, in memory of
her father, John Kelley.

Family Fundraisers
We are grateful to the following families who have held these fundraising events and donated the
proceeds to the CJD Foundation.


Claire Washabaugh and Laura Puntil, two high school students, held a “Dive-In” Movie Night to
celebrate the memory of Nancy Schepis Mallon, in Pittsburgh, PA, in May, 2012.



Stephen Mallon organized The Annual Nancy Schepis Mallon Golf Outing in memory of his wife
Nancy Schepis Mallon, in Pittsburgh, PA, in May, 2012.



Jocelyn Canzano and family had a 5K walk/run, “Running for Helen” in honor of Jocelyn’s mother
Helen Casarella, in Doylestown, PA, in May, 2012.



Mike Vitanza held the 4th annual CJD fundraiser and benefit concert in honor of his brother
Robert Vitanza, in Bridgeport, CT, in June, 2012.



Rosemary Morrison and family held the first Steve Medeiros Memorial Golf Tournament in
memory of Rosemary’s brother Steve in Santa Rosa, CA, in June, 2012.



Daffodil Dance in memory of Meghan Gaddis; ongoing.



Fundraising by Mary Lou Jubin in memory of her sister, Eileen Sears; ongoing.
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Thank you to the following conference sponsors & donors
for their generous contributions.
Family Conference Sponsors

Family Conference Donors

The Centers for Disease Control and Prevention

Jack Alvo

Alberta Prion Research Institute (APRI)

David Arditi

In Memory of Rika, Peter, & Lily Alvo, by Rob Alvo & Anne
Ramee

Ronald A Brown

In Memory of Barbara Bernstein, by her daughters: Karen Adams, Barrie Taylor, & Leslie Bennett

Charles Cash
Wayne Clauss

In Memory of Daniel Blejer. by Hatte, Ariella, &Mike Blejer

Susan Cyr

In Memory of Ed Cypert, by Nancy Cypert

Karlene and Keith Duncan

In Memory of David & Peter DeMaggio, by the Paternoster
Family

Marilyn E
Pam Fromelt

In memory of Jeff Smith, by Zoë Jaye

Andrea Gabor

In Memory of Marie McBride, by Bob and Marie Kassai

Sheila Guin

In Memory of Joan Kevorkian, by LTC Hal Kevorkian & Family

Kathleen Hamby

In Memory of Jim Lofgren, by Lynn Lofgren
In Memory of Mary O’Dell, by The O’Dell Family
In memory of Bonnie Prescop, by her Family &Friends

Robert High
Aaron Hirschhorn
Susan Labeau
Rita Mitchell

In Memory of Dr. & Mrs. Felix Reyler and Mr. & Mrs. Joe
Sardo, by the Lichter & Kerbel Families

Jean Patterson

In Memory of Al Tennant, by Marie Bauer & Family

Mr. and Mrs. Steven Richman

In Memory of Rick Vandruff, by Betty Vandruff

The Strauss Family and
Electron Top Manufacturing
Company
Dr. Norma Vaglio-Laurin
Lynn Vrooman
Debbie Yobs
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HelpLine
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 suspected CJD diagnosis and are in need of support and information. We also receive many calls from medical professionals,
funeral directors and embalmers, the general public, and the press and the media. We retrieve HelpLine messages seven days a week, and if the call is in reference to a patient in crisis, we return calls up until 10:30pm.
The HelpLine statistics January 2012 through June 30, 2012 are below:

2012

MONTH

NEW CASES DEATHS TOTAL HL
REPORTED REPORTED CONTACTS

UNIQUE
WEBSITE
VISITORS

January

24

11

125

4827

February

20

15

148

5161

March

21

11

171

5010

April

18

15

170

5801

May

11

13

122

5213

June

14

8

146

5214

TOTALS =

108

73

882

31,226

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.
*: Through June 30, 2012
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Emails, Addresses and Phone Numbers

If you have recently moved or updated your
contact information, please let us know! We
want to keep information coming to you!

Reminders
 Every time you shop online using the link below, a percentage of each purchase goes to The CJD
Foundation. Here are just a few of the many retailers: Target, Amazon, Walmart, Home Depot, Expedia,
Staples). There is no extra cost to our supporters.
http://www.givebackamerica.com/charity.php?b=1018

 We have almost 1,500 “likes” on our facebook page! Please log on to
www.facebook.com and search for “CJD Foundation” to find us.

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. Please also 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/Suggestions

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