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Who Are We?
A Brief History

Florence Kranitz
Co-Chairmen of the CJD International Support Alliance
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In 2006 a group of CJD Support Foundation organization leaders from around the world decided t
find a moment during a break in one of the hectic CJD Foundation Conference days to get togethe
and talk to each other about our work.

| am still touched by the memory of that first meeting which took place on a hot Saturday afternoo
in July in the busy lobby of thieryHotel. Our group gathered on chairs, the arms of chairs and the
FE22NXP gKAOK 2HzA 034 Jéo&is sdrdudrndgszhat driviknhatiers of the

heart.

There we were, representatives from organizations in Australia, England, Japan, Scotland, Northe
Ireland and two from the U.S, alhving been personally affected in some way by a prion disease.
Despite a few language and accent barriers we discovered in each other the identical purpose ant
passion. Then and there we decided to organize an umbrella organization known today as the CJI
International Support Alliance, and we pledged to work together on behalf those families touched
by prion diseases around the world.
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The membership has grown and now, we have added organizations in Italy, France, and Israel a
of this past Thursday, we welcome Mexico.

As an Alliance we are concerned about food and blood safety in each country, clinical trials and
promising research developments. We support each others causes by sharing information, issuil
joint press releases and discussing issues of concern with our Board of Directors and our memb
We try to act as a watchdog coalition speaking out on behalf of patients and families the world o
always remaining free from personal or political bias or prejudice. This group of closely bound
member organizations, like you here at the conference, were total strangers to each other until w
met and realized how we were all united by one mission that as survivors, our work is the most
meaningful way we can honor the memories of those lost to CJD, those presently fighting and th
sadly, yet to come as well as those living with risk, the worried well.

{dd FyyS YR L KIS 0SSy 02 OKIANXYSY |tYyz2al
that working with her means having a partner | can totally depend on, when she gives her word
she means it. No matter how full her CJDSGN schedule is she manages to carve out whatever i
takes to do her share of the work. What would a night in Akron Ohio, late morning in Australia be
gAOK2dzi | FfdzZNNEB 2F SYFAf O2YYdzyAOlF GA2ya Tf
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IN fact, Suzanne came to stay with me a few days before this conference and there we
were both working at my kitchen table when suddenly | realized we were on the same
side of the world in the same room, at the same table yet there we were emailing each
other!!

The CJIDISA meets via teleconference and once or twice a year face to face. Organizing the
times for our teleconference continues to be a challenge, especially since some countries
0S3AAY YR SYyR RIetAIKG alr@Aay3da GAYS Ay RATF
even when we are all on standard time we are still betweel8hours apart. We are
grateful to Suzanne for being the world clock time keeper.

Today you will hear a little about the work each of our Alliance partaedsabout some of
the outreach Suzanne and | have carried out on behalf of the Alliance.

Now it is my great pleasure to introduce Suzanne, the National Co coordinator of the CJD
Support Group Network, Australia and my-€w@ir of the International CJD Support
Alliance
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What does the Alliance contribute to the
global picture?

Suzanne Solvyns
Co-Chairmen of the CJD International Support Alliance
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Working together to support all
affected by Prion Disease around the
World.

Since becoming an Alliance there has been a much more harmonious atmosphere between
the research community and the patients, families and people at risk. For families to be able
to reach out through the Alliance for information, or to better understand that answers cannot
always be provided, seems to be dispelling some of the fear and anger and to know no matter
where they are in the world they are not isolated . There is always someone who will answer
their call for help within hours.

Often families will reach out to an overseas organisation for help but as an Alliance member
we can refer them to the organisation that can offer them the most support. Sometimes a
patient is in one country and the family in another so together we can provide the best
assistance.

Another important benefit of networking is increased contact from families in countries where
there is no support or formal organisation. They are often desperate and may reach out to
several countries but we always try to help or refer them to where they can receive the best
OF NBWo
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We have developed a unity of support for all people affected by CJD and other prion diseases,
Support networks/foundations have often been established in the past to offer support to
specific groups. To support only familial CJD families or to only offer support for latrogenic case:
2NJ LIS2LX S Fd NRA&A] WOUKS G2NNASR ¢StftQ odzi 0:¢
about the challenges that face each group. Deana from CJD Insight who offers support
specifically to genetic family members has also helped with information and support to genetic
families from other countries and | have spoken to and offered support to some of the worried
well in USA.

Attending the CJD Foundation conference in 2005 coincided with the expansion of our Australiar
network from just providing support to people who were at risk after receiving human pituitary
hormones to supporting all Australians affected by CJD and what we learned from CJD
Foundation and others was invaluable . The Japanese began with support for patients and
families affected by contaminated dura mater but have also expanded and | know that our
French friends who offer support for families also affected by contaminated human pituitary
hormones are also keen to expand and support other CJD families. We learn from each other s
much, share resources and work as a team. We are of course very fortunate to have assistance
FTNRY HmM SELISNI& YR NBaSIFNDODKSNB 2dz2NJ WCNR Sy F
and keenness to support all affected we really can make a difference.
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Since our first meeting in Edinburgh in 2007 the Alliance has been asked to speak on behalf of
those we represent in Madrid in 2008, Thessaloniki, Greece in 2009 Salzburg 2010 and in
Montreal in 2011.

The conference in Montreal was excellent, extremely well organised and very well attended witt
almost 600 researchers, experts, scientists presdintere were a lot of new faces and a lot of
encouraging work presentedOur presentation was given a lunch time slot on Tuesday May 17,
and so we were unsure if that would mean a large or small audiefe®ur delight lunch was a
three course sit down meal so most if not all of the attendees were pregeat.presentation
followed a talk given by Honorable Greg Weadick, Minister of Advanced Education and
Technology, Government of Alberta.

The audience were not as attentive as they should have been but | am happy to report that onc
Florence began to speak there was not a sound in the whole room and this continued during ea
segment of the personal stories with half if not more of the people in the room in tears.
Florence prepared a wonderful talk which came from the heart and expressed some of the feeli
that so many family members share with us and with you all during the work we do offering
support. We then presented 4 personal accounts:

To view the presentation please visit either the home page of the CJDF or the CJIDSGN
www.cjdfoundation.org www.cjdsupport.org.au
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More than a Diagnhosis”

Florence Kranitz

Suzanne Solvyns
Co-Chairmen of the CJD International Support Alliance
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NeuroPrion 2011 ConferenceMontreal Canada

Gary from USA shared the devastation for his family of the two year battle his wife Terry has had w
CJD.Unfortunately Terry passed away on the night that we gave the presentation.

Maria-Gabriella from Italy shared a little of her tribute she has written and recorded after losing her
father to CJD last year.

l'Yeé FNRY !dzaONIEALF 3FFLGBS Yy SY2GAQS | O02dzyd 2
finding out that her father had a genetic mutation that she had also inherited.

Remy and Christel talked about the deaths of young people in France following treatment of humar
growth hormone and the stigma and fear for those who are at risk.

Our aim was to bring the faces of the people we represent to the meeting and touch the hearts of
those present, thank them for their work and empathise just how important their work is to ul all.
the reaction from the audience on the day and during the next couple days was anything to go by v
both of us being thanked by people truly touched, I think we came close to what we aimed to
achieve.
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Dear families, y
My name is Alice Anane and | am the chairman of the CJD Foundation in Israel.
| apologize for not being able to attend this meeting personally. IC.J.D.Israel

Israel has dozens of patients who die each year from Prion Disease, and unfortunately more
commonly it is the genetic form. Families are often shocked to discover that there is a family
history and that they may also be a carrier of a genetic mutation for CJD. They are forced to learn
about the consequences for themselves and their children. and often feel ashamed, living in denia
they hide this information from other family members.

Despite the relatively large number of patients in Israel, we have a huge lack of awareness of the
disease even among medical doctors.

My father died of this disease when he was 49. Our family, existing of nine siblings, and my
FILOKSNXQa aAadaSNRa Fryate INB FEf 0 Nwxnaily 27
with this knowledge and we place very high expectations and hope in the research teams.

| founded the association in Israel with representatives of the families and researchers. Our goal is
to raise funds in order to promote research and treatment, provide additional services such as
support for families of patients as well as information and emotional support.

In 2009 our organization joined CJD International Support Alliance and we participate in the globa
enterprise and contribute to informatiosharing at international level, consultation, support and
advice. Alice
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A report from Japan

Our situation has not changed from the past years.

We were fortunate that the Touhoku earthquake and tsunami did not affect any of our

members.

We continue to help through emails, phone calls and personal meetings, families who
have suffered with CJD.

Let us strive and hope that the future will be better for us all.

Muneto
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| apologize for having to leave early today but will share with you briefly a bit about CJD Insight

After losing my mom id998to a disease | knew nothing aboutexperiencing the
helplessness, the frustration from lack of awareness, the pain of watching a vibrant women
deteriorate, the knowledge of having Iak2 family members to familial CJD and knowing more
will come, | was propelled to take action and work to prevent or ease the pain that other
unsuspecting families would endure when blindside by this disease.

Coupling my personal experience, my nursing background and my work in information
technology, | started the CJD Insightlme web site/support group with a specific focus on
familial CJD. | have had the blessing of working with many families across the world including
many of you in the room today. We not only discuss how to care for a loved one or about the
grief that comes with loss but also the very difficult topics of whether to get tested, knowing or
not knowing genetic results, how to tell our children, concerns about access to care and
insurance implications and how to live with the knowing or not knowing of a positive or
negative result.

Very heavy stuff

CJDI SAU
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What | have discovered through my work is an emotional and spiritual bond that can never be sev
and | have learned through all of you how to expand my own compassion and strengthen my own
LISNE2Y Il NBaz2ft gSo ¢CKFYy1l €2dz F2NJ 0SAyYy3 yids a
for you and for my family that | do this work.

| would also like to thank the researchers for teaching me more than | ever wanted to know about
science, research and genetics and for your undying dedication to this very rare group of diseases
even before | knew this disease was in my family you were out there in the world working to find
answers. Please never give pre are here to encourage you and to put a face, a heart and a soul
the work you do.

Thanks also to the CJD Foundation, to all my professional colleagues of the CJD International Suj
Alliance and our Friends and Advisors. Unified we can make a difference and positively impact th
families that we so passionately represent.

Remembeig We are in this together and for that | am truly grateful.

God Bless!

CJDI SAU
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CJD Support Group Network
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CJD Support Group Network
Australia
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Why support was needed for
recipients of human pituitary
hormones in Australia
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Thank you Florence
Good afternoon ladies and gentlemen

| have been asked to give a very brief account of how | became involved with CJD in Australia and
that has led to me being here with you at this conference.

Although | was not to know it at the time, my journey started nearly 40 years ago. At the age of 15,
after my family doctor noticed that | was considerably shorter than my younger brother, and very
short for my age, | was referred to the Endocrine Clinic at a large hospital in Sydney.

After a lengthy series of tests (some of which required stays in hospital while my friends were
enjoying their school vacations), | was approved to receive injections of Human Growth Hormone.
Fortunately for me, | responded very well to treatment, | appeared to have no side effects and | was
able to complete my schooling, attend university and enjoy a very active sporting and social life.

As | entered my thirties everything was going well for. mMehad met and married my lovely wife
Lynette, we had the first two of what would become four beautiful daughters and my career was we
on track. Then, i1992 | received a letter from the National Department of Health which advised me
to contact the Professor who had supervised my treatment all those years before. | had some idea
gKFG AdG YAIKOG 0S 062dzi 0SOlIdzaS Y& Y2UKSNI KIF
Y240 LINRPYAYSYG 62YSyQa YIF3IILTAySa 6KAOK ¢gSNB
been treated with Human Pituitary Hormones for infertility.
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| made an appointment to return to the Endocrine Clinic, but before | attended my meeting, and sc
was prepared to ask appropriate questions, | went to the library at the University of Sydney (where
they have a well respected science and medical program) and | tried to research Creutzfeldt Jakol
Disease and the possible side effects of hormone treatments. | could find nothing. It was as if thi
disease did not even exist.

| then prepared a whole page of questions that had come to mind and met with my Professor. He
friendly and he read a prepared script about four paragraphs long which advised me that some of
human hormone product that was used in the program had been contaminated, and confirmed the
several Australians had died as a consequence of their treatment. As a result, | was at increased
of developing CJD.

As it turned out, approximately 2100 Australians were informed that they were at increased risk of
developing Creutzfeldt Jakob Disease as a result of treatment with human pituitary hormones eith
for short stature or infertility. Unfortunately for me, my questions to the Professor went largely
unanswered. He either gave me very general responses or said that he did not know the answers
my questions. | left that meeting with little comfort and many issues that | needed to resolve. | visi
my family doctor for advice, however, he had not even heard of CJD. In those days, not a lot was
known and very little information was available

CJDI SAU
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The news that | was at increased risk of developing a rare and fatal disease for which there was
y2 0Sad FyR y2 Odz2NBS OKFy3aISR Yé ftAFSoO 2 A 0K
assumed a much larger role in the home and supported my wife as she went back to university
better prepare herself to support our family if the worst case eventuated and | was no longer
around.

One difficult issue that | found myself confronting was that my parents, who thought that they
were doing the right thing at the time when they gave consent for my treatment, were very
worried and feeling terribly guilty that they had put me in this position.

In an attempt to find out more about CJD and to try and calm my mother, | attended some
support group meetings in Sydney. | remember that first phone call in 1993 that | made to
Suzanne who was our state coordinator at the time and finding out that she had been treated
with pituitary hormones to assist with infertility and that she too was at increased risk of
developing CJD. It was clear that there were many worried Australian recipients and their
families and that very little was really known about this disease.

As a result of attending these support meetings, opportunities arose to participate in other state
and national meetings and | joined Suzanne in being appointed as a recipient member of the
National Human Pituitary Hormone Advisory Council, advising the Minister of Health at a nation
level.

pDisA&S
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When the Australian CJD Support Group restructured and expanded its &ilé4rfrom just
supporting people who were at risk of CJD through hormone treatments, to providing support for
Australians affected by all types of CJD, | was invited to join the management committee and | try
to assist Suzanne, our tireless National Coordinator, where | can.

To help me keep abreast of the developments in the field of prion diseases (in particular, the areas
of diagnostic testing, treatment trials and patient care) | have been fortunate to have been able to
attend this outstanding family conference here in Washington for the past four years, for which |
am truly grateful. As a result of meeting so many of you and hearing your stories, | have become
very passionate about supporting families. Personally, | have learnt and grown so much as result
of my visits here to Washington. | greatly appreciate the opportunity to attend and | especially
appreciate the warm welcome | receive from Florence, your Foundation Board members and you
the American families. | have no doubt that my experiences here have better prepared me to
support our families back in Australia.

| would now like to introduce Suzanne, the National Coordinator of the CJD Support Group
Network in Australia.

CJDI SAU
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CJD Support Group Network
Australia
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Expansion of the network to
support CID Families In
Australia
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Like David | have been involved in this Prion journey since 1992 when, being told of my risk. | f
like | was living a nightmare. At risk of a rare unheard of disease, to me anyway, with no treatm
or cure and with very rapid onset!!!! This is the sort of stuff that horror movies are maclaaif
things that happen in real life. Why Me? How could the Australian government have endorsed
the use of a product that was killing woman who had been on a fertility treatment, the same
GNBFIYSYyld L KFR NBOSAOGSRT | UNBFaGaYSyd GKIQ
encourage growth. It seemed like madness but it was real.

| felt despair, | felt | had been delivered a death sentence, | feared for my life, for my family and

believed that nobody could ever understand the despair | felt. | was wrong, so many of you in 1
NE2Y OFy NBEFGS G2 Yeée aid2NRX G2 51 gARQa a&ai;
especially those of you who are dealing with a family history of this devastating group of diseast

| had reached a door in my life, a door that | had to open to move on but | had no idea what lay
beyond that door except for feay| was scared and alone or so | thought. | moved on with a
brave face but a heavy heart until the opportunity came to attend a meeting organised by the
Australia health department to assist recipients of human pituitary hormones to establish a
support network.
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| was invited and went to see if | could help others, so | told myself, as it was hard to admit that |
needed others, people who felt as | was feeling, people | could share my story with so that | did r
feel so alone in dealing with this. | had plenty of support and love around me lrtenceally
understood!!!!

| met others, many very angry, others even more fearful that | was, many without good support
systems and | saw how this news affected so many, parents of growth hormone recipients who fe
guilty, sometimes their children blaming them, hidden truths, information coming via the media ar
often not accurate. WWoman who had children on a program now with no idea if those children co
be affected, suicides, marriage breakdown the list goes on............ccceevveeennnnn.

One thing became very clear if we linked arms and moved forward together as one voice providir
mutual support it would help. A rocky road forward but made easier by taking that road together.
If someone had told me then, almost 20 years ago, that | would stand here today relating my sto
and the story of why a support network was established in Australia | would not have believed it.

In 2004 | was contacted by a very irate young woman who had recently lost her father to familial
She was angry that there was no official support for families. Her name was Mandy and some of
would have met her when she attended this conference in previous years. We had been very aw
2F OGKS YySSR 2F FIFIYAftASAE FYR KFR 0SSy 2FFSNA
the urgency of expansion.
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The DoHA agreed in 2005 to amend our contract and provide appropriate funding so that suppor
could be offered to all Australians affected by prion disease . We were also fortunately enough tc
attend the 2005 CJD Foundatiofi Bamily Conference, to meet Florence Kranitz and many of

you, family members. This was definitely the catalyst for a very fast expansion and the
establishment of the CJIDISA the following year bought unity and the sharing of resources that ot
families have certainly benefited from.

Since 2005 we have developed a data base for families, the number of families contacting us has
steadily increased and this year, although Australia only hgs385cases a year we have already
worked with 21 families, 17 of these have lost a loved one to highly possible or confirmed CJD.

We provide an information package for families, we network with health care professionals caring
for a patient with suspected CJD and visit with patients and family members and assist in any wa
S Ol yo LY SINIé wnny 6S LINRRdAzOSR | 5+5 y!
Colin Masters and Associate Professor Steven Collins and thank the CIDF who provided us with
graphics. The DVD is a tool for our education program and since 2008 we have presented on 95
occasions to about 2500 health care professionals-aémices and conferences providing
education and promoting awareness.

In 2010 with assistance from several dedicated and experienced health care professionals we
LINE RdzOSR | KFyRo221 W FNAYy3I F2NI I LI GASYG ¢
copies as part of an information package to hospitals all over Australia.
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We have now established a data base of 1100 health care professionals who we network with whe
needed. We continue to advocate for timely access to health care for people at risk and family
members. We have not eliminated delays but by maintaining pressure and being a voice for those
at risk we are reducing discrimination.

Our funding to support families has been threatened since 2010 as funding comes from a trust
account set up to support recipients of human pituitary hormones but we are hopeful that the
criteria of the trust account will be altered so that our contract will once again reflect the actual
work that we do. Attending this conference for the last 7 years and working with Florence has also
meant for me the development of a great passion for our work with CJD families.

CNRY | yS3IIiA®S L 0StASOS 4SS ltglea KIGgS (2
night was a wonderful example of that. | feel that this journey has given me a real purpose in life, &
way to help others while helping myself. | have made so many new friends who are very dear to m
David, Florence and Jenny Cooke, journalist and author of Cannibals Cows and the CJD Catastopl
who is here today, and of course so many of you experts in this field and family members alike anc
the families and hPH recipients in Australia. The legacy | want to leave is a well established and we
known network that will continue to support all Australians affected by prion disease who will
unfortunately come along in the future.

Thank you.

Now | will pass over to Roberto Borgis to tell you about the work of the organisation in ltaly
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Italy

C} QlSA@

ernational Support Allia

7))

ASupporting those affected by P



