
Dea r  a l l ,

The structure o f  the AGI is  evolving .  As  f rom  today,  you  can  –  actua l ly  you

should -  apply  for  membe rsh ip  or  pa rtne rsh ip  o f  the Ataxia G loba l

Init iat ive (AGI ) .  You  can  f ind more in format ion  on  th is  and on  the AGI

cha rte r  in  th is  newslette r .

One o f  the organizat ions  that  has  been  a  g reat  support  f rom  the sta rt ,  the

Nat iona l  Ataxia Foundat ion  (NAF ) ,  would l ike to  sha re with you  why  they

a re pleased to  be pa rt  o f  the AGI .

Best  wishes,

The Ataxia G loba l  Off ice

Holm  G raessne r ,  B i r te Zurek,  and Annema r ie Post

17  -  22  September  2021

MDS V irtua l  Congress

https://www.mdscongres

s.org/Congress-2021.htm

15  -  17  October  2021

Ataxia UK meeting

9  November  2021

ERN-RND Ataxia web inar

by  Thomas  K lockgether

L ink  to  reg istration

22  -  23  November  2021

AGI symposium  (online)  -  

'Getting ready  for  c l inica l

tr ia ls '

L ink  to  more information

In  the i r  latest  meet ing ,  the Stee r ing Committee approved the AGI Cha rte r .

The cha rte r  means  to  forma l ize the act iv it ies  o f  the AGI and set  out

guide l ines  for  i ts  membe rs  and pa rtne rs.  It  can  be found on  http://ataxia-

g loba l- init iat ive .net/gove rnance/cha rte r/.  

I f  you  have any  quest ions  or  suggest ions,  don 't  hesitate to  contact  us!

The applicat ion  for  membe rsh ip  and pa rtne rsh ip  o f  the AGI is  now  open  on

our  website :  

http://ataxia-g loba l- init iat ive .net/gove rnance/membe rsh ip/

http://ataxia-g loba l- init iat ive .net/gove rnance/pa rtne rsh ip/

(more in format ion  on  the next  page )
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CHARTER

UPCOMING EVENTS

BECOME AN AGI MEMBER OR PARTNER

https://www.mdscongress.org/Congress-2021.htm
https://us02web.zoom.us/webinar/register/WN_e58u06JpRKKW82JKokwFxQ
http://ataxia-global-initiative.net/events/agi-symposium-2021/
http://ataxia-global-initiative.net/governance/charter/
http://ataxia-global-initiative.net/governance/membership/
http://ataxia-global-initiative.net/governance/partnership/


Membe rs  a re ind iv idua l  pe rsons  who  could be ataxia resea rche rs

(academic or  industry-based )  and c l in ica l  invest igators,  ataxia

c l in ic ians,  representat ives  o f  pat ient  organisat ions  or  furthe r

pe rsons  with a proven  inte rest  in  ataxia the rapy  deve lopment.

Read more about  membe rsh ip  in  the AGI cha rte r  (A rt ic le 2).

Pa rtne rs  a re organisat ions  inc lud ing industry  and pat ient

organisat ions.  AGI pa rtne rsh ip  is  not  l imited to  lega l  entit ies  and

may  inc lude companies,  pat ient  organisat ions,  pat ient  support

g roups,  foundat ions,  academic inst i tut ions  and resea rch

consort ia .  Read more about  pa rtne rsh ip  in  the AGI cha rte r

(A rt ic le 3).

Wh i le the Nat iona l  Ataxia Foundat ion  (NAF )  has  i ts  headqua rte rs

in  the United States,  the Foundat ion  has  a lways  unde rstood the

importance o f  support ing ataxia resea rch at  the inte rnat iona l

leve l .  For  each resea rch g rant  cyc le ,  NAF has  awa rded fund ing to

countr ies  a round the world .  NAF is  committed to  fund ing the best

sc ience to  advance ataxia resea rch ,  and so  we do  not  l imit

awa rds  to  inst i tut ions  that  a re only  in  the U .S .  The Nat iona l

Ataxia Foundat ion  has  funded resea rche rs  in  many  countr ies  in

Europe ,  as  we l l  as  Canada and Austra l ia .  Add i t iona l ly,  NAF ’s

Ataxia Invest igators  Meet ings  (AIMs)  have been  attended by

resea rche rs  f rom  a l l  ove r  the world ,  inc lud ing Japan,  B razi l ,

Israe l ,  South Af r ica ,  Ta iwan,  and Saud i  A rab ia .  

In  2019,  NAF organized the inaugura l  SCA G loba l  Meet ing that

took  place in  Las  Vegas,  Nevada ,  in  conjunct ion  with NAF ’s

pat ient/ family  meet ing .  The SCA G loba l  meet ing was  attended by

105  ataxia resea rche rs  representing 18  countr ies.  In  the Lette r  o f

We lcome to  attendees,  D r .  Tetsuo  Ash izawa and D r .  Thomas

K lockgethe r  sa id ,  “S ince a l l  SCAs  a re ra re ,  we must  deve lop

worldwide collaborat ions  to  make dec is ive c l in ica l  tr ia ls  possib le

with su f f ic ient  stat ist ica l  powe r .  We a re he re today  to  tackle th is

task  o f  kicksta rt ing the G loba l  SCA in it iat ive .  We a re hoping that

th is  con fe rence becomes  a  venue for  an  inte rnat iona l  academic

family  o f  these invest igators.”

By  comb in ing the SCA G loba l  Init iat ive with the ARCA G loba l

Init iat ive into  the Ataxia G loba l  Init iat ive (AGI ) ,  D r .  Ash izawa ’s

and D r .  K lockgethe r ’s  hope o f  an  inte rnat iona l  academic family  o f

invest igators  has  been  rea l ized .  

The V is ion  Statement  o f  the Nat iona l  Ataxia Foundat ion  is  “A

World W i thout  Ataxia .”  NAF is  committed to  work  in  pa rtne rsh ip

with the entire ataxia community  a round the g lobe to  move us

c lose r  to  that  vision.

CONTACT US

Questions?  Items  for  the 

 next  newsletter?

Don 't  hesitate to  contact  us!

Ataxia G loba l  Initiative Off ice

Tüb ingen

Holm  Graessner

B irte Zurek

Annemarie Post

E-ma i l :  

ataxiag loba loff ice@med .uni-

tueb ingen.de

REMINDERS

If  you  would l ike to  join  a

WG ,  please f i l l  out  the survey

using the following l ink  to

provide us  with your

information:

https://forms.g le/sCCoEbnh

PQ iXgXsC8.

You  can  submit  your  proposa l

for  AGI projects  until  30

September  2021.  For  more

information:  http://ataxia-

g loba l-

initiative .net/projects/

The f irst  Ataxia G loba l

Initiative Symposium  will  take

place on  Monday  22  &

Tuesday  23  November  th is

year.  

http://ataxia-g loba l-

initiative .net/events/ag i-

symposium-2021/

A l l  previous  AGI newsletters  can  be

found at  http://ataxia-g loba l-

initiative .net/newsletters/

If  you  no  longer  wish to  rece ive th is

newsletter,  please send an  ema i l  to

ataxiag loba loff ice@med .uni-

tueb ingen.de .

LETTER FROM NAF: THE NATIONAL ATAXIA

FOUNDATION - U.S.-BASED BUT GLOBALLY CONNECTED

http://ataxia-global-initiative.net/wp-content/uploads/2021/07/Charter-AGI-final.pdf
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mailto:ataxiaglobaloffice@med.uni-tuebingen.de
https://forms.gle/sCCoEbnhPQiXgXsC8
http://ataxia-global-initiative.net/projects/
http://ataxia-global-initiative.net/events/agi-symposium-2021/
http://ataxia-global-initiative.net/newsletters/
mailto:ataxiaglobaloffice@med.uni-tuebingen.de

