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M E S S A G E  F R O M  T H E  C E O

Th is  yea r ,  we  a re  mark ing  40  yea rs  s ince  we  f i r s t  s ta r ted  as  an  o rgan isa t i on  so  i t ’ s  a  ve ry  spec ia l  t ime  fo r
a l l  o f  us  he re  a t  MND NSW.  
I t ’ s  a  t ime  fo r  us  to  pause  and  take  s tock  o f  j us t  how fa r  we ’ve  come,  and  s top  to  re f l ec t  on  a l l  t he  amaz ing
work  tha t  ou r  s ta f f  and  vo lun tee rs  do .  None  o f  wh ich  wou ld  be  poss ib le  w i thou t  t he  generos i t y  o f  ou r
suppor te rs .  To  mark  ou r  40 th  Ann ive rsa ry ,  we  a re  sha r ing  the  s to r i es  o f  some o f  t he  peop le  i nvo l ved  w i th
MND NSW over  the  yea rs .  You  can  read  abou t  them in  th i s  repo r t ,  and  f i nd  more  o f  t he i r  s to r i es  he re :
h t tps : / /mndnsw.asn .au /h i s to ry
We ’ve  come such  a  l ong  way  in  ou r  40  yea rs ,  bu t  t he re  i s  s t i l l  so  much  more  tha t  needs  to  be  done .  Tha t ’ s
why  we  con t inue  to  focus  on  the  fu tu re  and  the  work  tha t  w i l l  have  the  g rea tes t  impac t .  
One  o f  t he  th ings  we  a re  work ing  towards  i s  i nc reas ing  ou r  equ ipmen t  poo l  t o  p rov ide  more  comprehens ive
and  d i ve rse  equ ipmen t  op t i ons  to  peop le  l i v i ng  w i th  MND,  rega rd less  o f  t he  s tage  o f  t he i r  d i sease .  We a re
a lso  i nc reas ing  ou r  e f f i c i ency  and  f i nd ing  be t te r  ways  to  de l i ve r  ou r  se rv i ces .  We p r ide  ou rse l ves  on
par tne r ing  w i th  o the r  o rgan isa t i ons  to  i nc rease  the  impac t  we  can  make  wh i l e  avo id ing  dup l i ca t i on  o f
se rv i ces .  
We 've  a lways  advoca ted  rea l l y  ha rd ,  a t  bo th  the  s ta te  and  fede ra l  l eve l ,  f o r  be t te r  se rv i ces  fo r  no t  on l y
peop le  w i th  mo to r  neu rone  d i sease ,  bu t  f o r  t hose  w i th  rap id l y  p rog ress i ve  neuro log i ca l  d i sease ,  and  we ’ re
look ing  fo rward  to  con t inu ing  tha t  i n  the  yea rs  ahead  as  we l l .  
I ’m  acu te l y  aware  tha t  on l y  15% o f  ou r  recu r ren t  f und ing  comes  f rom the  Governmen t .  Th i s  means  tha t  we
re l y  heav i l y  on  the  generos i t y  o f  ou r  suppor te rs  to  fund  the  res t .  I t ’ s  a l so  why  i t ’ s  i nc red ib l y  impor tan t  t ha t
we  a re  m ind fu l  o f  how e f f i c i en t  and  e f fec t i ve  ou r  suppor t  se rv i ces  and  p rog rams  a re  i n  mak ing  a  d i f f e rence
to  as  many  peop le  as  poss ib le ,  a t  a  t ime  when  they  need  us  the  mos t .
I ’ ve  been  the  CEO o f  MND NSW fo r  a round  16  yea rs  now and  am s t i l l  amazed  and  insp i red  by  ou r
pa r t i c i pan ts '   s to r i es .  I t ’ s  wha t  d r i ves  ou r  pass ion  he re  a t  MND NSW and  g i ves  each  o f  us  pu rpose  eve ry
day .  
 40  yea rs  i s  a  l ong  t ime  and  the re ’ s  a  l o t  f o r  us  to  be  p roud  o f  w i th
eve ry th ing  we ’ve  ach ieved  to  da te .  We ’ re  a l so  g ra te fu l  t o  ou r  suppor te rs .
We know i t ’ s  on l y  th rough  the i r  generos i t y  tha t  we  can  con t inue  to  be
the re  fo r  peop le  l i v i ng  w i th  MND fo r  as  l ong  as  they  need  us .  The  suppor t
we  have  rece ived  f rom you  a l l ,  and  no tab ly  Pa t  Pa rsons ,  Lady  Fa i r fax
Founda t ion ,  Ke r r i dge  Founda t ion ,  Schw inghammer  Founda t ion ,  and  F igh t
MND,  as  we l l  as  those  o f  you  who  dona ted  to  o r  a t tended  Wa lk  to  d ’Fee t
MND,  My  Naugh ty  Dad ,  Bea t  the  Beas t ,  I sabe l l a  Jo l l y ,  R idd la  Go l f  Day ,
and  Da le ’ s  Day ,  recen t l y  has  been  an  immense  he lp  fo r  us  to  con t inue
ass i s t i ng  peop le  l i v i ng  w i th  MND,  and  the i r  f am i l i es .
So  I  wou ld  l i ke  to  ex tend  a  hear t fe l t  t hank  you  to  eve ryone  who  has
suppor ted  and  been  invo lved  w i th  MND NSW over  the  pas t  40  yea rs .  Each
o f  you  a re  an  impor tan t  pa r t  o f  ou r  s to ry  and  w i l l  he lp  us  con t inue  to
ensure  tha t  no  one  has  to  face  MND a lone .  

Thank  you .  

Graham Opie
CEO,  MND NSW 



Mar jo r ie  i s  a  one-o f -a -k ind ,  ve ry  spec ia l  pe rson .
She  s ta r ted  MND NSW back  i n  1981  ( then  known as
Amyo t roph ic  La te ra l  Sc le ros i s  Soc ie ty  o f  Aus t ra l i a )
a f te r  he r  husband ,  B i l l ,  was  d iagnosed  w i th  ALS,
the  mos t  common fo rm o f  mo to r  neu rone  d i sease
(MND) .  Mar jo r i e ’ s  ob jec t i ves  were  c lea r  f rom the
beg inn ing :  “Our  a im was  to  p rov ide  p rac t i ca l
i n fo rma t ion  and  suppor t  t o  peop le  w i th  MND and
the i r  ca re rs ,  t o  p romote  pub l i c  awareness  o f  t he
d isease  and  to  encourage  med ica l  research  i n to  the
cause  and  t rea tmen t  o f  t he  d i sease . ”  And  i t ’ s  t hese
key  p i l l a rs  tha t  were  bu i l t  way  back  i n  the  beg inn ing
tha t  s t i l l  r ema in  the  focus  o f  MND NSW today .  

Marjor ie  Harrap
El l i o t  was  d iagnosed  w i th  MND wh i l s t  j us t  a
teenager .  He  was  en joy ing  h i s  f i r s t  semes te r  a t
un i ve rs i t y  and  work ing  one  day  a  week  a t  a  l oca l
f i nanc ia l  adv i so ry  f i rm .  A  sho r t  t ime  la te r ,  h i s
Dad  d ropped  h im a t  work .  However  tha t  day ,
E l l i o t  cou ld  on ly  l imp  to  the  s ta i r s .  He  s topped  a t
the  base  o f  t hem and  then  tu rned ,  s t rugg led
back ,  eyes  f i l l i ng  w i th  tea rs ,  he  sa id  to  h i s  Dad
“ take  me  home. ”  Tha t  day  was  E l l i o t ’ s  l as t  day  a t
work  and  sad ly  he  was  never  to  re tu rn .  Sad ly ,
a f te r  an  e igh t -mon th  ba t t l e  w i th  MND,  E l l i o t
passed  away  a t  j us t  19  yea rs  o f  age .  

El l iot  Jay

Judy  was  d iagnosed  w i th  Mo to r  Neurone  D isease  in
2020 .  Fo r  now,  i t ’ s  t he  s imp le  th ings  tha t  mean  the
mos t  to  Judy .  Be ing  ab le  to  read ,  l i s ten  to  mus ic  o r
spend  t ime  w i th  l oved  ones .  Judy  says  suppor t i ng
MND New Sou th  Wa les  i s  i nc red ib l y  impor tan t  t o
he r .  “ I  wou ld  say  i t ' s  v i t a l ,  because  peop le  w i th  th i s
cond i t i on  don ' t  make  a  recovery . ”  She  says .  

Judy Featherstone

Ju l i e  has  been  work ing  fo r  MND New Sou th
Wa les  fo r  e igh t  yea rs .  I t ’ s  t he  needs  o f  ou r
c l i en ts  tha t  a re  the  d r i v ing  fo rce  beh ind  Ju l i e ’ s
pass ion  fo r  wha t  she  does .  “We can ’ t  he lp  peop le
w i th  MND ge t  be t te r  bu t  wha t  we  can  do  i s  make
peop le  comfo r tab le ,  con f iden t ,  i ndependen t ,  a l l
t hose  th ings  tha t  we  wan t  fo r  ou rse l ves  and  fo r
peop le  w i th  d i sab i l i t i es . ”  

Jul ie  Becke

4 0  Y E A R S  O F  S T O R I E S



4 0  Y E A R S  O F  S T O R I E S

I n  Ap r i l  2020 ,  t he  g loba l  pandemic  had  jus t  h i t  and  in  the  m idd le  o f  a  g loba l
l ockdown,  D ianne ’s  tw in  b ro the r  Pau l  was  d iagnosed  w i th  MND.  The  who le
fami l y  was  devas ta ted .  F rom the  day  D ianne  heard  abou t  Pau l ’ s  d iagnos is ,
she  d id  as  much  as  she  cou ld  to  suppor t  h im .   She  even  a t tended  an  MND
suppor t  g roup  mee t ing  w i th  Pau l ,  where  she  w i tnessed  h im shar ing  h i s
w isdom and  encouragement  w i th  o the rs  who  were  s t rugg l i ng .  D ianne  i s
con t inu ing  to  suppor t  MND NSW th rough  sa les  o f  a  ch i l d ren ’s  book  she
c rea ted  and  Pau l  he lped  he r  name,  ca l l ed  “Wha t  Do  Cows  Do?” .  

Dianne Brown

When L i l y ’ s  Dad  was  d iagnosed  w i th  Mo to r  Neurone  D isease  in  Ju l y  l as t
yea r ,  a t  f i r s t  she  though t  he  was  go ing  to  say  tha t  he  had  cancer .  L i l y  was
prepar ing  fo r  t ha t ,  as  she ’d  a l ready  l os t  so  many  fam i l y  members  to  cancer
in  recen t  yea rs .  Bu t  when  she  found  ou t  he r  Dad  had  MND,  she  rea l i sed
tha t  she  had  no  i dea  wha t  i t  mean t .  Even  though  she  had  pa r t i c i pa ted  i n
the  i ce  bucke t  cha l l enge  yea rs  ea r l i e r ,  she  rea l i sed  she  d idn ’ t  know
any th ing  abou t  the  d i sease  o r  wha t  impac t  i t  wou ld  have  on  he r  fam i l y .  L i l y
i s  a l so  s t i l l  f i rm ly  focused  on  ra i s ing  awareness .  “The  goa l ,  f o r  me ,  i s  t o
educa te  the  peop le  tha t  don ' t  know wha t  MND i s ,  so  they  can  p rov ide
suppor t  f o r  t hose  who  a re  exper ienc ing  i t . ”  L i l y  recogn ises  the  i nva luab le
suppor t  she ’s  rece ived  f rom MND NSW as  we l l .  “They ' ve  p rov ided  ongo ing ,
hands -on  suppor t ,  cons tan t l y  check ing  i n  w i th  Dad ,  and  keep ing  i n  con tac t .
They ’ re  so  suppor t i ve . ”

Li ly  Starr

Jul ie  Labra

Ann ,  f rom Bo tany  Access ,  has
been  ra i s ing  funds  fo r  MND fo r
many  yea rs ,  a f te r  he r  husband  
John  was  d iagnosed  w i th  mo to r
neurone  d i sease  in  2002 .  John
was  an  inc red ib l y  s t rong ,
insp i ra t i ona l  pe rson .  “He  though t
he  was  s t i l l  go ing  to  l i ve  fo reve r
and  f i nd  a  m i rac le  cu re .  No t  g i ve
in to  i t .  He  wou ldn ' t  g i ve  i n . ”  Ann
reca l l s .  

Ann Bradstreet

I n  Sep tember  o f  2002 ,  Marga re t ' s
husband  was  d iagnosed  w i th  MND.  A t
f i r s t  she  though t  she  wou ld  have  a t
l eas t  a  few  more  yea rs  w i th  h im bu t
h i s  i l l ness  p rog ressed  qu ick l y .  “ I
t h ink  the  b igges t  t h ing  tha t  he lped
me was  ta l k ing  to  peop le  abou t  i t . ”
Marga re t  dec ided  to  vo lun tee r  w i th
MND NSW as  a  way  to  g i ve
someth ing  back  to  eve ryone  who  had
he lped  he r  so  much ,  du r ing  such  a
d i f f i cu l t  t ime  in  he r  l i f e .  

Margaret  Orr
Ju l i e  has  been  work ing  as  a  Serv i ce
Coord ina to r  a t  NSW Hea l th  fo r  14
years .  Her  ro le  works  c lose ly  w i th
s ta f f  and  vo lun tee rs  a t  MND NSW v ia
a  two-way  re fe r ra l  sys tem to  he lp
peop le  l i v i ng  w i th  MND,  espec ia l l y
those  who  a re  new ly  d iagnosed .  “The
suppor t  t ha t  MND NSW prov ides  to
peop le  i s  amaz ing  on  many  leve ls .  So
even  when  you ' re  f i r s t  d iagnosed ,
they ' re  the  bes t  g roup  to  go  to ,  t o  ge t
re l i ab le  i n fo rma t ion  abou t  the
d isease . ”
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W E  N E E D  Y O U R  S U P P O R T !
We have been assisting people with motor neurone disease and their families for
40 years because of your support. We cannot do what we do without your
donations and assistance, particularly with COVID-19 adding extra challenges for
our MND community, and increasing the demand for our support and services. If
you would like to help people with MND and their families please consider
becoming a community fundraiser, a volunteer, a public awareness ambassador or
make a life enhancing donation.
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