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Let t er  f rom t he Pres ident

Dear  KDA Associates,

I t has  now been 5 years  since we started the
KDA and began to get t o know you.  I t has  been
an am azing t im e of learning and growing.

You have been very supp ort ive of what we set
out t o do, not only financially, which is
necessary to help us  cont inue on the road
seeking a cure or  t reatm ent , but also in your
kind comm ents, sugg est ions  and em ails.

We t ruly app reciate your  help and sharing along
the way –  without you, there is  no KDA.

Sincerely,
Susanne Waite,
KDA President & Execut ive Director

Dr. Wi l l iam K enn edy t o
be K eynot e Speak er  a t
2004 K DA Int ernat ional
Conferenc e &  Sym pos ium

We are pleased to announce that Dr.  Will iam
Kennedy, University of Minnesota, of whom
Spinal Bulbar  Muscular  At rophy’s  comm on nam e
is  nam ed after, plans  to j oin us  at t his  year’s
Conference & Sym posium and will  be our
Keynote Speaker  at t he Dinner  Banquet .

Other  prom inent researchers  from around the
World will  also be joining us  –  including:

Dr. Kenneth Fischbeck, Chief of Neurogenet ics
     NI H/ NINDS,
Dr. Albert La Spada, University of Washington,
Dr. Diane Merry, Thom as  Jefferson University,
Dr. Lenore Beitel, Lady David Inst itute,
Dr. Andrew Lieberm an, University of Michigan,
Dr. Paul Taylor, University of Pennsylvania
Dr. Lisa Ellerby, Buck Inst itute of Aging
Dr. Pat r ick Weydt ,  University of Washington
Dr. Richard Sm ith, Center  for  Neurologic Study

We cu r r en t ly h av e 3 6  in d iv id u a ls  l i v in g w i t h
Ken n ed y ’s  Disease r eg ist e r ed  to att end the
m eet ing and are loo king forward to o thers
registering now that we are down to the last
m onth before the conference.

Th em e:  " Ed g e o f  D isco v er y "
W h en :  October  20-22, 2004
W h er e:  San Diego, CA –  Holiday Inn Select
Con f er en ce I n f o :
www .kennedysdisease.org/ conference2004.htm l

Please don’t forget t o book your  hotel room -
$109.00 per  night (+ taxes) –  Call  Direct at
800-465-4329 and advise you are with the KDA meeting.
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K DA Grant  Rec ip ient
Researc h Updat es

From  Andrew L ieberm an, M.D.,
Ph.D., Univers i t y of Mic h igan,
on t he K noc k -In Mouse Model :

“ I ©m real ly pleased with the progress  we©ve
m ade on our  m ouse project , but t hings
definitely take t im e to com plete. We©re
cont inuing to age m utant m ales, and to fol low
them by m onitoring weight , survival, and
m otor  funct ion. We©ve also surgically
cast rated a group of young m utant m ales, and
t reated som e fem ales  with the m utat ion with
testosterone.  All  of these analyses  are on-
going.

We©ve also started loo king for  evidence of
genet ic m odifiers  of the disease in m ice. Mice
com e in different in-bred st rains, m uch like
dogs, and these different st rains  have
different genet ic backgounds. We©re crossing
the Kennedy©s  m utat ion onto a couple of
different backgrounds  to see if it behaves
sim ilarly in these different sett ings.

From  J . Paul  Taylor , M.D., Ph.D.,
Univers i t y o f Penn sylvania, on
t he Drosophi la (Fru i t  Fly)
Model :

surgically cast rated a group of m utant
m ales  and t reated carrier  fem ales  with
testosterone. Those experim ents  are just
underway. We©re also bree ding the m utant
m ice we©ve got t o put t hem on a uniform
genet ic background. This  should help us
interpret t he e ffects  of the m utat ion. All  of
these e xperim ents  will  l ikely take m onths
to com plete. At t hat point , I  hope we©ll
have som e interest ing data to share with
the Associat ion©s  associates.

Board of Di rec t ors©
Mee t ing High l ight s

New Board Mem ber :
·  Ronald “Butch” Wiker  is  has  j oined the
KDA Board of Directors.   Fol lowing in his
daughter, Annett e Clipm an (past board-
m em ber) , footsteps, we welcom e Ron to
the KDA Board and are pleased to have him
aboard.

New and Im proved Onl ine Forum :
·  After  surveying our  associates  via em ail,
we've found that ...

Neurologis t  Mai ler :
·  Mailer  is  being prepared to drop through a
fulfi llm ent house to app roxim ately 12,000
neurologists  -  due to the Waite©s  m ove to
Coarsegold, CA, the brochures  and
envelopes  need to be updated -  various
m ethods  have been discussed and the
board has  agreed on a plan of act ion to
m ove forward
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Br ight  L ight s  Help ing
t he K DA ± Rais ing
Funds  t o a id Researc h

Alan  Jin k s  - En g lan d  ±  a Chartered
Engineer  by profession works  for  a large
com pany cal led Nat ional Grid Transco which
operates  in the UK and the US  runn ing g as
and elect r icit y system s. Every year  there is  a
award for  cont r ibut ions  to health and safety
and this  year  Alan and a col league have won
this  award ...  the prize is  £7500 ($14,000
US) donated to a charity of m y choice . . I
have, natural ly, nom inated the KDA to
receive the m oney. Updates  in this  regard
will  be forthcom ing.

Tar a M i l l s  - Un i t ed St at es -  a KD carrier
who recent ly j oined the KDA plans  on doing
som e Fund- raising. Her  sister  (not a carrier)
is  running her  first m ini- t riatholon on August
15th, 2004 in Har rison, BC and on behalf of
their  two affected Uncles  and those in their
fam ily that car ry the genet ic m utat ion. Tara
and her  sister  are col lect ing pledges  for  the
KDA and their  goal is  to raise $1000. They
are current ly at t he $400 m ark at t he
m om ent and they have over  a m onth to go.
They also plan to do hot dog and bake sales

continued from page 2

Regional Mee t ings

Firs t  one t o t ak e p lace in
Sept em ber  2004 for  K DA Nort h-
East ern Assoc ia t es

This  one-day event has  been spearheaded
by the voluntee r  work of Paul DeScham p of
Maine.

Paul states,  ª When I  was  diagnosed with
Kennedy's  Disease m y first t hought , ( a f t er
w i l l  i t  k i l l  m e?) , was, who else had this
disease and how are they doing. Well, I
found the Kennedy's  Disease Associat ion.
The KDA, through its  nat ional m ee t ings,
provided m y wife and m e with the
opp ortunity to m ee t ,  face to face, with
other  people that were in the sam e
situat ion we were in. Meet ing other  KD'rs
has  been an ext rem ely posit ive experience
for  us.

The goal of this  Regional Mee t ing is  sim ple.
To provide KD'rs, and their  fam ilies, the
opp ortunity to m ee t with other  KD'rs  from
the Northeastern states  in a social and
unst ructured sett ing. The event will  have
two dinners, a one day m eet ing, and
hopeful ly, unlim ited networking between
the part icipants. We want it t o be fun and
rewarding. "

We thank Paul for  taking this  task on -
voluntarily!

Good luck to you al l  for  your  first m ee t ing
and we hope you walk away with m any
m em ories  and l ifet im e fr iendships!

I f you are in the North-Eastern part of the
US  and would like m ore inform at ion -
contact Paul DeScham p:
pkdescham p@capcom p.com

I f you are interested in voluntee ring to put
together  a Regional Chapter  and/ or  Mee t ing
in you area, please not ify the KDA at
info@kennedysdisease.org

Note:  This  can be done anywhere in the
world -  we©ll let you know if there are
others  registered with the KDA in your  area
and help contact t hem for  you.
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K DA Fundrais ing

The KDA st ill  has  quite a few cookbooks
ªRecipes  from around the World” in stock ±
they are $12.00 per  boo k shipp ed in the US.  I f
outside the US  the cost due to shipping will  be
m ore ±  please em ail us  with how m any books
you'd l ike and what count ry and we'l l  advise
you the cost .  Many KDA Associates  cont r ibuted
som e of their  fam ily recipes  to the book.  I t
contains  300 recipes  such as  Walnut Maple
Cake, Old-Fashioned Meatballs, Pear  and other
scrum pt ious  recipes...

     

In t ernat ional
K D'rs  a t
Work :

Claus-Peter Czaya reports that the German group of
Kennedy’s Disease individuals has gotten together and put
together a site in German: www.sbma.info .

For  Add i t ional  Inform at ion

The Kennedy’s Disease Association
P.O. Box 1105

Coarsegold, CA 93614
559-658-5950

Email : info@kennedysdisease.org
Web Site: www.kennedysdisease.org

Susanne Waite, President & Executive Director
tswaite@sti.net

John A Coakley, Sr. 1st Vice President
coakleysr@earthlink.net

Bruce A. Gaughran, 2nd Vice President
bgaughr@yahoo.com

J. Murray Willi ams, Secretary
mwil liams1077@houston.rr.com

Terry A. Waite, Treasurer
tswaite@sti.net

Ron “Butch” Wiker, 3rd Vice President
ronaldlou@aol.com

KDA Board of Directors

continued from page 3

Hol iday Cards  for  Sale
I t 's  gett ing to be that t im e of year  when greet ings  will  be
exchanged with fam ily and fr iends.  Please consider
purchasing your  cards  from the KDA this  year  and help the
KDA.  They are 10 cards  and envelopes  for  $8.00 +  $2.00
shipping, 20 cards/ envelopes  for  $14 +  $2.50 shipping, or  30
cards/ envelopes  for  $20 +  $3.00 shipping.


