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Letter from the President

Frank  Da v i s



Dear  F r i end ,

I  hope  you  agr ee  t ha t  the  Ho l ida y  Season  i s  a  fa vor i te  t ime o f  th e  yea r .  I
th i nk  i t  i s  f o r  me because  o f  t he  joyous  ho l i day  sp i r i t  tha t  seems to  be  a  par t
o f  so  many  t r ad i t i ons  and  even ts .

F rank l y ,  I  don ’ t  know why  i t  i s  ca l l ed  the  “Ho l iday”  S eason  because  i t  i s
usua l l y  the  bus ies t  t ime  o f  the  yea r  f o r  mos t  bus i nes ses .  W i th  y our  he lp ,  i t
hope f u l l y  w i l l  be  a  v e ry  bus y  t ime f o r  our  Spas t i c  Pa rap leg i a  Foundat ion ,  as
we l l .

We a re  ve ry  fo r tuna te  tha t ,  aga in  th i s  year ,  our  anonymous  dono r  i s
match i ng  every  d onat ion  up  to  $200 ,000  rece ived  by  The  Spas t i c  Pa rap leg ia
Founda t ion  be tween Nove mber  14 ,  2 020  and  Januar y  15 ,  2021 .  Tha t ’ s  r i gh t ,
you  w i l l  en j oy  doub le  th e  s a t i s fac t i on  f rom your  thought fu l  gener os i t y ,
knowing  tha t  you  a r e  b r ing ing  new hope  to  tw i ce  as  many  peop le  w i th  HSP
and PLS .

I f  you  wou ld  l i k e  to  ge t  i n  ea r l y ,  he  o r  s he  i s  matc h i ng  a l l  d ona t ions  tha t  a r e
made on  a  mon th l y  o r  qua r te r l y  bas i s ,  so  ev ery  month l y  o r  quar te r l y  d ona t ion
any t ime w i l l  be  doub l ed .



Many peop l e  a re  d i scove r i ng  the  c onven i ence  o f  a  month l y  g i v i ng  p la n  so
p lease  don ’ t  hes i ta te  to  b e  a  pa r t  o f  ou r  i nc reas i ng  numbers  o f  mont h ly
donors .  J us t  c l i ck  on  the  “ Dona te  Now”  bu t ton  on  our  webs i te  to  f i nd  ou t
more  about  m onth l y  and  quar te r l y  g i v i ng .  Add i t i ona l l y ,  y ou  can  wr i te  “match”
on  the  lowe r  l e f t  f r on t  c o r ner  o f  your  c hec k  and  we w i l l  make  su re  i t  i s
matched .

For  th ose  o f  you  who do na ted  on  G i v i ng  Tuesday ,  THANK YOU!  Because  o f
you ,  The  Spas t i c  Pa r ap leg i a  Founda t ion  ra i sed  ov er  $45 ,000  to  ge t  us  even
c lose r  t o  the  day  when a  c u re  i s  d i s c over ed  t o  end  t he  pa in  and  su f fe r ing  o f
peop le  w i th  HSP and  PLS .  G iv ing  Tuesday  i s  the  f i r s t  Tuesday  a f te r
Thanksg iv ing .

I t  comes  r igh t  a f t e r  t he  shopp ing  s p re e  o f  Cyber  Monday  and  remi nds  us  t ha t
g i v ing  and  unse l f i shness  a re  a  huge  par t  o f  the  t rue  ho l i d ay  sp i r i t .  I t  i s  a
t ime whe n we rea l i ze  tha t  we  have  s o  much  to  be  g r a te f u l  fo r ;  a  t ime whe n
we can  ass ess  our  year -end  f inanc ia l  s i t ua t ion  and  l e t  g i v ing  and  a l t ru i sm be
a  b ig  pa r t  o f  ou r  ho l i day  s p i r i t .

Fo r  a l l  o f  you  who dona te  dur ing  the  “match  se ason”  o f  November  14 ,  2020
th rough January  15 ,  2021 ,  your  ta x -deduc t ib le  g i f t  w i l l  be  mu l t i p l i ed  in  o the r



ways ,  too .  F i r s t ,  The  Spas t i c  Pa r ap leg ia  F ounda t ion  i s  an  18-yea r  o ld ,  we l l
r espec ted ,  pa t i en t  advoca cy  o rgan i za t i on  tha t  ca re f u l l y  sc ru t in i zes  how we
spend yo ur  resea rch  do l l a r s .  Our  Sc ien t i f i c  Adv i so r y  Board  o f  wor ld  renowned
neuro log i ca l  e xper t s  c ompass iona te l y  dona te  the i r  t i me  and  exper t i se  t o  rank
the  many

Cont inued  on  p age  3
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President’s Letter (continued)
outs tand i ng  research  p roposa l s  we  r ece ive .  On ly  t he  top  ran ked  “E xce l l en t
and  Ver y  P r omis ing”  ( EVP)  p roposa l s  a re  f unded ,  see k ing  to  ge t  the  mos t
bang  fo r  you r  do l l a r s .

Second ,  when the  US  Na t i ona l  I ns t i tu te s  o f  Hea l th  (NIH)  s ees  tha t  we  have
sponsored  a  researc her ,  i t  i s  l i k e  they  have  been  g i ven  a  f i ve -s ta r
recommendat ion  f rom an  U l t ra  Exper t  Med i ca l  Ra t ing  Agency  w i th  a  huge
persona l  s take  in  the  game.  The  NIH i s  then  much  more  l i ke l y  to  sponsor
them in  ways  t ha t  o f ten  more  t han  quadrup l es  wha t  we  have  con t r ibu t ed .

Th i rd ,  a l l  o f  t he  peop le  th a t  pu t  i n  count l e ss  hours  work ing  fo r  The  Spas t i c
Parap leg i a  Foundat ion  a re  vo lun teers .  T ha t ’ s  r i gh t ,  t hey  don ’ t  c os t  y ou  a
d ime.  We  have  a  f i r s t - r a te  a t to rney  and  a  CPA  work ing  p ro -bono .  We  a l so



have  a  p r o fess iona l  wr i te r ,  a  PhD i n  genet i c s ,  a  re t i red  j udge  p l us  many  more
we l l  educa ted ,  exper i enced  vo lun te e rs  -  a l l  dona t ing  the i r  t i me  and  ta l en t s  s o
your  dona t ion  can  wor k  even  hard er  fo r  what  you  be l i eve  in  -  f i nd i ng  a  cu re
or  t rea tment  fo r  HSP  and  PLS .

In  the  Annua l  Repor t  you  rece iv ed  l as t  Ju l y ,  I  l i s ted  th i r teen  pages  o f  j us t
some o f  the  many  sc ien t i f i c  b reak th roughs  y our  pas t  generous  dona t i ons  have
ach iev ed .  The  p rogr ess  i s  so  f ru i t f u l ,  i t  s hou l d  make  you  p r oud  -  b ecause
none  o f  t h i s  wou l d  be  pos s ib le  w i t hout  y ou  and  your  generous  suppor t .  Thank
you!  Dur ing  t he  l a s t  y ear ,  s c i en t i f i c  d i s cov er i es  c oncern ing  PLS  and  HSP were
be ing  announced  e very  th r ee  days .  T ha t ’ s  r i gh t  -  tw i c e  week ly !  The  pace  i s
ve ry  e xc i t i ng ,  keeps  us  on  the  edge  o f  our  s ea ts  and  i t  demands  to  b e  pa id
fo r .  We a re  g e t t ing  ever  c l ose r  t o  the  day  when the  f ocus  w i l l  c hange  f rom
f ind ing  the  c ause  o f  these  d i so rders  to  hav i ng  rea l  l i f e  ways  tha t  your  f r i ends
and  loved  ones  w i th  HSP  and  PLS  can  be  f r ee  o f  pa in  and  s t i f f ness  and
ac tua l l y  WALK NORMALLY!

Every  yea r ,  as  the  sc i ence  ge ts  eve r  s t r onger  and  t he  p ieces  a r e  fa l l i ng  even
fu r t her  in t o  p lace ,  we  re c e ive  more  and  mor e  resea rch  p r oposa l s  t ha t  our
exper t  Sc ien t i f i c  Ad v i so r y  Board  ob j ec t i ve l y  ra te  as  “ Exce l l en t  and  Ve ry
Promis i ng”  ( EVP) .  I  know,  l i ke  me ,  you  mus t  f ee l  d i s hear t ened  tha t  we  can ’ t



a f fo rd  to  suppor t  a l l  o f  the  EVP  ranked  r es earch .  Sc ien t i s t s  we  cannot  a f f o rd
to  suppor t  a r e  fo rced  t o  f i nd  ano ther  d i sease  to  wor k  on  and  cure .

Th ink  of  wha t  cou ld  happen  i f  we  cou ld  fund  more  o f  these  p rem ie r  EVP
research  p r o jec t s?  Wha t  doors  c ou l d  we open?  How much su f fe r ing  cou ld  we
s top?

Ever y  g i f t  counts .  Your  dona t i on  o f  j us t  the  c os t  o f  o r der i ng  a  p i z za  d i nner  -
$25  -  w i l l  be  doub l ed  t o  $50 .  $250  w i l l  be  doub l ed  t o  $500 ,  $500  to  $1 ,000
and $10 ,000  to  $20 ,000 .  I  cha l l e nge  you  to  use  e ver y  n i ck e l  o f  th i s  ma tch !
Our  anonymous  donor  i s  a sk ing  you  to  s t r e t ch  your  g i f t  th i s  year .

What  power  fo r  good  th i s  g i ves  y ou !  You  t r u l y  w i l l  make  a  d i f f e rence !  The re
has  never  been  a  be t te r  t ime ,  bu t  t ime  i s  o f  t he  ess ence .  Our  anonymous
donor  has  unders ta ndab l y  s e t  a  dead l in e  o f  Januar y  15 ,  2021 .

I  can ’ t  than k  you  enough f o r  your  generos i t y .  We can ’ t  do  i t  w i thout  you !
P lease  send  your  tax -deduc t ib l e  g i f t  to day !

S ince r e l y ,

Frank



Frank  Da v i s ,

P res iden t ,  Spas t i c  Pa r ap le g ia  Foundat ion
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Print Too Small to Read?
By  J ohn  S taeh le ,  HSP ,  S en io r  Ed i t o r  S ynapse

Is  the  p r in t  s i ze  in  th i s  i s s ue  too  sma l l  fo r  you  to  ea s i l y  r ead?  Do  you  need  a
magn i f y i ng  g las s  t o  read  your  p r i n ted  i s sue  o f  S ynap se?

S ince  the  Win te r  2020  i s sue ,  the re  has  been  a  l a r ge  p r in t  i s sue  o f  S ynapse
ava i l ab le  on l i ne  tha t  can  b e  read  on l i ne  o r  down l oaded  to  your  PC ,  l ap top  o r
tab le t  as  a  PDF  f i l e .  SPF  member  Ka t i e  Rob inson  vo lun tee r ed  to  use  he r  sk i l l s
to  c rea te  l a rge-p r in t  ve r s i ons  o f  a  va r i e t y  o f  pub l i ca t i ons  to  c r ea te  the  l a rg e-
p r in t  ve rs i on  o f  Synap se .

Read  more  abo ut  Ka t i e  by  read ing  her  a r t i c l e  on  page  9  o f  th e  Win te r  2020
i ssue ,  “Pa r ty  o f  More  Than  One . ”



L inks  to  the  l a r ge -p r in t  ve rs ions  o f  2020  Win te r ,  Sp r ing  and  Summe r  i s sues  o f
Synapse  appear  d i rec t l y  be low the  desc r ip t i ons  o f  t he  i s sues ’  con ten ts  ( s ee
Win te r  2020  tex t  g raph i c  be low ) .

I f  you  use  the  l a rge-p r in t  ve r s io n  and  l i k e  i t ,  o r  no t ,  s end  Ka t ie  an  ema i l  a t
k l r16333@gmai l . com  and t e l l  he r  wha t  you  l i ke  o r  d i s l i ke  ab out  th e  l a rg e-
pr in t  ve rs i on  o f  Synapse .



My adv i ce  t o  you  i s  d own l oad  a  c opy  and  do  no t  p r i n t  ou t  t he  l a rge-p r in t
ve r s ion .  The  regu la r  p r i n ted  copy  o f  the  W in te r  2020  i s sue  i s  20  pages  l ong .
The  l a rg e  p r i n t  ve rs i on  i s  80  pages  l ong !

GENERAL INTEREST

A Chance Encounter...
By  Mark  Pa t in k in ,  J ourna l  Co lumn is t

Pos ted  Jun  11 ,  2020  a t  4 :27  PM

Upda ted  Jun  11 ,2020  a t  8 :58  PM

I t  was  an  unusua l  s igh t  –  an  o lde r  man in  an  exerc i s e  whee l cha i r  pump ing
fo rwa rd  w i t h  two hand-c r anks  a l ong  P ro v idence ’ s  [R I ]  B lacks tone  Bou levard .

He  was  work ing  h i s  way  up  a  s l i gh t  h i l l  on  a  h o t  day .  He  wore  a  T -sh i r t ,
shor t s  and  cap .  Because  o f  pass ing  ca r s ,  he ’d  p u t  an  o range  f l ag  on  a  rod
above  the  bac k  o f  h i s  cha i r .

I  pu l l ed  ove r  to  as k  i f  we  might  c ha t ,  exp l a in ing  I  w r i te  fo r  the  newspaper .
He  ges tu r ed  t oward  h i s  mouth  in  a  way  tha t  made  i t  c l ea r  he  was  unab l e  to



ta l k .  Then  he  l i f t ed  a  phone  hang ing  f rom h i s  nec k  by  a  s t rap  a nd  began  to
type  a  message .

A  few seconds  l a te r ,  he  showed  me the  sc reen .

“My  name i s  K enneth  Hers h , ”  th e  no te  sa id .  “ I  ha ve  a  speech  de f i c i t  bu t  c an
hear  y ou  jus t  f i ne . ”

To  ge t  away  f rom the  t ra f f i c ,  he  p umped t he  cha i r  on to  nearby  g rass .

I  thanked  h im f o r  g i v ing  me a  few mi nute s ,  ca l l i ng  h im “Kenne th . ”

He  typed  an  answer :  “ I  go  by  Kenny . ”

That ’ s  how our  c onve rsa t i ons  went  –  me ta l k ing ,  and  Kenny  typ ing .

He  sa id  he  i s  66 .

Us ing  th e  index  f i nger  o f  h i s  l e f t  hand ,  he  typed  some more .

“Ask  any th i ng  you  l i ke , ”  h e  sa id .  “ I ’m no t  shy . ”

So  I  d id  –  wonder ing  ab out  h i s  co nd i t i on .



“A  ve ry  r a re  neuro log i ca l  d i sease  ca l l ed  P r imary  La te r a l  Sc le ros i s , ”  he  typed .

How long  had  he  had  i t ?

He  f l a s hed  h i s  l e f t  f i nge rs  th ree  t imes :  15  years .

He  l i ves  nea rby  on  the  Eas t  S ide  and  used  to  r un  th r ee  o r  more  m i l es  a long
the  bou le vard .  Now he  covers  the  same ground i n  th e  cha i r .

Kenny  in  the  s hade  i n  h i s  f reedo m cha i r

He  typed  tha t  he  c an  use  a  wa lke r ,  b u t  the  c ha i r  a l l ows  exerc i se .  I t  bo re  t he
name “F r eedom
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Cha i r ”  on  a  s tee l  po le  l ead ing  to  a  f r on t  t rac k i ng  t i r e .

Kenny  nodded  toward  a  b l i nke r  beh ind  h im .

“The  l i gh t s , ”  he  t yped ,  “a re  so  I  don ’ t  become roadk i l l . ”

I  to ld  h im he  was  a  funny  guy .  I t  b rought  a  l augh ,  and  Kenny  typed  aga in :

“My  mant ra  i s  ac commodat ion  w i thout  su r render . ”

I  a sked  h im wha t  h i s  j ob  used  to  be .

“ I  s t i l l  wo rk , ”  he  t yped ,  “and  d r i ve ,  and  cause  as  much  t roub le  as  I  can . ”

I  apo log i zed  fo r  assum ing  he  cou ldn ’ t  have  a  ca r eer .

I t  go t  a  sm i l e  as  he  typed  h i s  response:  “ I ’m p re t ty  ha rd  to  o f fend . ”

He  added:  “ I  see  the  bes t  i n  peop le .  J us t  my  na t u re . ”

We were  o n  B lac ks t one  Bou leva rd ’ s  cen t ra l  g reenbe l t .  Jogge rs  and  wa lke rs
went  by .  The  sun  l i t  up  the  runn ing  pa th .



He typed  tha t  he  and  h i s  w i fe  own a  shop  ca l l ed  t he  Amer i c an  Wa l lpape r  and
Des ign  C en te r  i n  Fa l l  R i ve r .

So  he  has  a  w i fe?

He  nodded .

“The  bes t , ”  he  typed .  “ We have  th r ee  adu l t  k id s  and  10  g randk ids . ”

I  m igh t  have  b een  impat i en t  i f  a  s t ra nger  f l agged  me down wh i l e  exe rc i s ing
but  Kenny  was  happy  t o  keep  ta l k i ng .

I  as ked  how the  i l l ness  s t a r ted .

He  typed  tha t  i t  b egan  w i t h  m i ld  neur o  p rob lems and  took  two years  t o
d iagnose .  A t  f i r s t ,  doc to rs  thought  i t  was  ALS .

“That  s en t  us  in t o  a  ta i l sp in , ”  K enny  typed .

I t  tu r ned  ou t  to  be  P r imar y  La t e ra l  Sc le r os i s ,  wh i ch  i s  i n  t he  same fam i l y  bu t
no t  fa ta l .

“ I t  a f f ec t s  mob i l i t y  and  sp eech , ”  t yped  Kenny .



He spent  the  nex t  m inu t e  compos ing  a  message ,  then  he ld  i t  up .

“ I  went  f r om c lums y  wa lk i ng  to  a  ca ne  t o  t r ekk ing  po les  t o  my wa l ke r  over  15
year s , ”  he  sa id .

“The  speech  wen t  f r om s l i g h t l y  s lu r red  t o  ba re l y  i n t e l l i g ib l e  to  the  p resen t . ”

Us ing  tha t  i ndex  f i nge r ,  h e  added  one  more  though t :  “Cogn i t i ve  func t i on  i s
norma l  desp i te  what  my k i ds  s ay . ”

I  as ked  how he  had  such  a  good  a t t i tude .

“ I ’m s t i l l  the  s ame me, ”  h e  typed ,  “and  I  choose  no t  to  h ide  under  t he
covers .  I  j us t  en joy  e ver y  day . ”

H i s  w i fe ,  he  sa id ,  has  taken  on  more  househo ld  wor k ,  bu t  Kenny  does  wha t
he  can .

“ I ’m in  cha rge  o f  l aundry  and  k i t chen  c lean ing , ”  he  typed .

He  can  s t i l l  d o  t ha t?

A  smi l e  and  nod .



I  as ked  about  t he  p r ognos i s .

“The  s ymptoms p r og ress  a t  a  g lac i a l  pace , ”  t yp ed  Kenny .  “Bu t  dea t h  can
come as  a  res u l t  o f  food  a sp i r a t i on  o r  fa l l s .  I  have  h ad  some nas ty  fa l l s . ”

Bu t  he  fe e l s  t he re ’ s  a  good  chance  he ’ l l  l i ve  un t i l  e l de r l y  years .

I t  was  warm ou t ,  w i th  a  p l easan t  b reeze .  The  two  o f  us  were  unde r  a  l a rge
oak  tha t  c as t  dapp l ed

“ I ’M  STILL  THE  SAME ME ,  AND I  CHOOSE NOT TO HIDE  UNDER THE
COVERS. ”

shade  on  the  g rass .  Runne rs  oc cas iona l l y  g la nced  our  way .

I  asked  Kenny  i f  h e  ever  f e l t  pangs  fo r  wha t  he ’ s  l os t .

He  nodded .

“ I  do , ”  he  t yped .  “The  ha rdes t  pa r t  i s  t he  speech  d i f f i cu l t i e s  a s  I  am a  b ig
ta l k e r ,  i f  you  ha ven ’ t  f i gu r ed  tha t  ou t  ye t . ”

He  a l so  w i s hes  he  c ou ld  do  more  w i th  h i s  g rand k ids .  Then  aga in ,  they ’ v e
a lways  known h im “ in  th i s  i ncan ta t ion  o f  me . ”



His  fam i l y ,  he  s a id ,  i s  a  b l ess ing .

“ I  r ea l l y  don ’ t  dwe l l  on  what  I  can ’ t  do , ”  he  t yped ,  “ bu t  wha t  I  ca n . ”

Look ing  up  f rom h i s  F r eedom Cha i r ,  h e  sa id  he  mos t l y  fe e l s  l ucky .

Then  i t  was  t ime f o r  h im t o  ge t  go ing .

I  wa tched  a s  he  took  o f f  d own the  b ou l evard ,  th i nk i ng  to  myse l f  how muc h
there  i s  t o  l ea rn  f r om thos e  we usua l l y  jus t  d r i ve  pa s t .

[Repr in ted  w i th  Mar k  Pa t ink in ’ s  pe rm iss ion . ]
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PLS and My Travel Bug
By  Dav id  Buseck ,  PLS

Exp lo r ing  new p laces  has  a lways  been  one  o f  my fa vor i t e  l e i su re  ac t i v i t i e s ,
bu t  my t rave l  i s  l o ok i ng  d i f f e ren t  s ince  I  was  d iagnosed  w i th  PLS  in  Ap r i l
2019 .



My t ra ve l  bug  s t a r ted  w i th  fami l y  camp ing  t r i ps  a r ou nd the  Wes t e rn  Un i ted
S ta t es .  I t  g rew wh i l e  t ra ve l i ng  a round  Europe  w i th  my paren ts  when we l i ved
in  Eng la nd  dur i ng  second  g rade .  S inc e  the n  I ’ ve  t ra ve led  fo r  bus ines s  and
p leasure  ac ros s  t he  U .S .  and  a round the  wor ld .  I  have  o f ten  t ra ve led  a lone
but  l ove  i t  when my w i f e  L inda  i s  e xp lo r ing  w i th  me .

When  I ’m  i n  a  new p l ace ,  I ’ ve  a lways  en joyed  wa l k i ng  f r ee l y  t o  expe r i ence  i t
more  in t imat e l y  than  I  can  f rom a  veh i c l e .  I  l o ve  to  wande r  i n  eve r -w iden ing
c i r c l es  f rom wher e  I  am s t ay ing ,  o r  to  se t  a  goa l—l i k e  f i nd ing  a  vege ta r i a n
res taur an t  o r  an  o f fbea t  a t t rac t i on—and to  f i nd  my way  the re  on  foo t  as  pa r t
o f  the  adventu r e .

I  a l so  l ove  wa l k ing  in  na tu r e ,  f r om c l imb ing  M t .  Sno wdon in  Wa les  when I
was  e igh t  to  t r a ips i ng  t h rough the  Panaman ian  jung l e  on  a  bus iness  t r i p  i n
my 30 s ,  to  h i k ing  up  t o  a  gues t  h u t  i n  t he  New Hampsh i r e  mounta i ns  in  my
50s .

A t  th i s  po i n t  the  pandem ic  has  s lowed down my t r ave l  f a r  more  than  PLS .  Bu t
my exper ienc es  a t  h ome s how me t ha t  my t ra ve l  w i l l  have  to  change  when I
can  be  on  the  r oad  aga in .  My  wa lk ing  r ange  has  sh runk  so  much  I  w i l l  have
to  p la n  ahead  ins tead  o f  ta k ing  o f f  to  e xp lo re  a  c i t y  o r  h i t t i ng  t he  t r a i l



wi thout  th in k i ng  abou t  i t .  I ’m now down to  a  max imum o f  4  m i l es—on my
bes t  day—wi th  two  wa l k i ng  s t i c ks ,  a  s l ower  pace  and  a  re s t  s top  eve ry  30
minu tes .  T h i s  f o rces  me to  th i nk ,  more  than  I  want  to ,  about  how to  us e  my
wa lk ing  t ime more  p leas ur ab ly .

I  wan t  to  keep  wa l k i ng  i n  new p l aces  f o r  a s  l ong  as  poss ib l e ,  so  I  pay
a t ten t i on  to  h ow my leg  t i r es  and  how tha t  a f f ec t s  o ther  pa r t s  o f  my body .  I
use  wa lk i ng  s t i cks  o r  a  ca ne  when I  know I ’ l l  be  wa l k ing  f o r  more  t han  a
mi le ,  wa lk i ng  fas t ,  dea l i ng  w i th  ro ugh  t e r ra in  o r  do i ng  lo t s  o f  s tand i ng .  As  a
s i de  bene f i t ,  t he  cane  i s  a  s i gna l  f o r  k i nd  peop le  to  g i ve  me  a  seat  so  I  can
get  t he  res t  I  need  b e twe en ac t i v i t i e s .  I  w i l l  a l so  have  to  p lan  my down t ime
crea t i ve l y  a f te r  an  ac t i ve  day  so  I  don ’ t  jus t  spend  the  t i me s i t t i ng  i n  a  ho te l
room.

My w i fe  w i l l  b e  a  good  par tner  in  th i s ,  a s  she  ha s  b een  dur ing  my P LS
journe y  so  f a r .  S he  cha l l enges  me t o  do  th i ngs  when I ’m hes i ta t ing ,  and
he lps  me f i gu re  ou t  adap ta t i ons  to  make  the m poss i b le .  She  a l s o  tempers  my
somet imes  m isp laced  e n thus iasm and  gent l y  h e lps  me th ink  about  s low ing
down.  She  w i l l  need  to  adapt  he r  own expec ta t i ons  and  behav io r s  as  we l l .



For tuna te l y ,  she  i s  c omfor tab le  exp lo r ing  on  her  ow n,  so  she  c an  s t i l l  have
fun  on  days  when  I  need  to  re s t .

My  range  w i l l  s tead i l y  d im in i sh  as  the  d i sease  p rogr esses ,  so  manag ing  our
t rave l s  w i l l  be  an  evo lv i ng  p ro j ec t  fo r  bo th  o f  us .  Bu t  my s i tua t ion  a l s o  b r ings
a  ce r ta in  sweetness  t o  v i s i t i ng  new p l aces  s i nce  I  k now tha t  the re  may  be  a
t ime when I  choose  t o  s ta y  home ins tead  o f  dea l i ng  w i th  mob i l i t y  i s sues  o n
the  r oad .  In  any  cas e ,  I  l ook  fo rwa rd  to  many  more  years  o f  exp l o ra t ions  in
new par t s  o f  the  U .S .  and  the  wor ld ,  bu t  w i t h  evo lv i ng  knowl edge  o f
emerg i ng  l im i t a t i ons  and  c rea t i ve  adap ta t ions  as  I  g o .

A Crushing Moment of Fear
By  L inda  L ev i ne ,  w i th  g r ow ing  awa reness  o f  the  imp l i ca t i ons  o f  Dav id ’ s
d iagnos i s

Dav id  l i f t s  h i s  l eg  w i th  h i s  hand  as  he  en te rs  t he  pa ssenger  s ea t  o f  my ca r .

I  w ince .

Ye t  ano the r  s ign  o f  t h i s  s i cken i ng  rea l i t y .

Eve ry  day  the r e  a re  new ,  o r  new t o  me,  su rp r i ses  l i ke  th i s .



Ev idence  tha t  the  d i s ease  i s  w inn i ng .

I  fee l  punched  in  the  s tomach .

I  hear  wo l ves  how l ing  in  my head  a nd  c law ing  a t  th e  door .

I  am ambushed  in  a  da rk  a l l e y  bu t  wa i t… i t ’ s  a  s unn y  day  i n  the  s uburbs !

I  am c rushed  as  the  sca f fo ld ing  o f  the  f u tu r e  co l l aps es  a round us .

B r ea the  in .  B rea the  ou t .  Repea t .

T ry ing  to  b rea the  my fea r s  away .

I  ro l l  my  shou lde rs ,  begg ing  the  tens ion  to  r e leas e .

S t re t ch i ng  my neck ,  I  l ook  to  t he  l e f t .

I  l oo k  to  my r ig h t…

Sta r t l ed !

Sweet  Da v id  i s  sm i l i ng  my way ,

Pa t i e n t l y  wa i t i ng  f o r  me to  s ta r t  the  c a r .



His  eyes  ca tch  m ine  and  tw ink le .

“Where  sha l l  we  go  fo r  d inne r? ”  he  asks .
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Blessed Beyond Measure
By  Laura  S tephenson ,  Car eg ive r  fo r  Rob in  Gros sb i e r ,  HSP

Be ing  a  careg i ve r  i s  r eward ing .  Now I  know tha t  some o f  you  w i l l  ag ree  w i th
tha t  s ta t emen t  and  o th ers  w i l l  ha ve  found  themse lv es  th rown in to  tha t
pos i t i on  and  a t  th i s  moment  don ’ t  f i nd  i t  r ewa rd ing .  Some o f  you  f ound
yourse l f  g r adua l l y  assu ming  th i s  r o le  and  f o r  o thers  i t  a r r i ved  w i th  l i t t l e
no t i c e .

There  i s  no  doubt  tha t  the  l i f e  o f  a  ca reg i ve r  can  b e  cha l l e ng i ng  and  many
t imes  i t  bo rders  on  exhaus t ion .  You  may  have  never  expec ted  to  f i nd  yours e l f
tak i ng  ca r e  o f  t he  l awn an d  mak ing  s u re  the  ca r  was  in  runn i ng  o rde r  o r
perhaps  you  a re  th e  one  now do ing  the  l aund ry ,  g r oc e ry  shopp ing  and
cook i ng .  You  d idn ’ t  know you  wou ld  need  a  med i ca l  degree  t o  unders ta nd  a l l
the  word s  now in  your  vocabu la r y  such  as  m otor  neurons  and  the  d i f f e rence
between SPG 4  and  a l l  t he  o the r  gene  muta t i ons .  A l s o ,  you  have  a  new ro le



as  advoca t e  fo r  s omeone  w i th  a  d i sab i l i t y .  The  l i s t  o f  new cha l l enges
cont i nues  to  g r ow w i th  ea ch  pas s ing  y ear ,  b u t  none  o f  the se  a r e  rea l l y  a t  the
hear t  o f  be ing  a  ca reg i ve r .

I  wou ld  l i ke  to  cha l l e nge  you  to  th ink  abou t  what  b e i ng  a  ca r eg i ve r  r ea l l y
means .  Some o f  you  may  be  th ink ing  I  d i dn ’ t  s i gn  up  for  th i s  j ob .  A l l  I  can
say  i s  t ha t  the  pe rson  fo r  whom you  a re  p r ov id ing  c a re  d idn ’ t  s ig n  up  fo r  th i s
e i the r .  They  d i s l i ke  hav i ng  to  depend on  o the rs  f o r  a ss i s tance  and  g r i eve
the i r  l oss  o f  f reedom w i th  each  l e ve l  o f  l oss .

Fo r  th e  pas t  30  years  God  has  g i ve n  me the  p r i v i l eg e  o f  wa l k ing  ( s he  now
whee l s )  w i th  my f r i end  Rob in  on  th i s  jou r ney  ca l l ed  HSP .  I  ha ve  seen  her  go
f rom can e  to  wa lke r  to  whee l cha i r  and  w i th  ea ch  s te p  g i ve  up  more  o f  he r
f reedom.

I  have  l ea rned  tha t  the r e  i s  a  g r i ev ing  p r oces s  tha t  ta kes  p la ce  w i th  ea ch
loss  and  tha t  I  need  to  be  the re  to  comfor t  and  enc ourage  a t  the  same t ime .

Over  the  years  I  h ave  l ea r ned  tha t  ca reg iv ing  i s  much  more  than  jus t  meet ing
a  per son ’ s  needs .

Here  a re  s ome o f  t he  impor tan t  th ings  I  have  l ea rned  about  the  sub jec t :



•  Th i nk  ahead  o f  what  the  person  you  a r e  ca r i ng  fo r  m igh t  no t  be  ab l e  to  do
as  the  d i sease  p r ogres ses  and  t ry  to  do  i t  now .  Whe n Rob in  r ea l i zed
she  was  los i ng  her  mob i l i t y  she  ment i oned  how she  had  wanted  to  go  to
D i sne y land .  We l l ,  we  went  to  D i sney land  wh i l e  s he  was  s t i l l  wa l k i ng  and
made a  l i f e t ime  o f  memor ie s  fo r  when  she  cou ldn ’ t  wa lk .

•  An t i c ipa te  a  need  be fo re  someone has  t o  ask  fo r  a ss i s tance .  T ry  pu t t i ng
yourse l f  i n  the i r  p lace  and  ask  “what  wou l d  he lp  me?”

•  F ind  ways  to  ass i s t  wh i l e  l eav ing  the  pe rson ’ s  s e l f -es te em and
independence  in tac t .

•  Whenever  poss ib le ,  l e t  t hem be  i ndepe nden t .  Look  fo r  t h ings  they  can  do ,
no t  wha t  they  can ’ t  d o .

•  Unders t and  t ha t  l i f e  f o r  the  HSP per son  c ont i nue s  to  change  and  s o  does
yours .  Y our  a t t i tude  c an  make  t h i s  eas ie r  o r  more  d i f f i cu l t  f o r  t ha t
person .

•  F ind  th i ngs  to  l augh  about  each  d ay .  There  i s  a  wo nder fu l  wor ld  wa i t i ng ,
he lp  t hem see  and  en joy  i t .  He lp  them to  l ea rn  to  l a ugh  a t  thems e lves
but  a l s o  l ea rn  t o  l augh  a t  your se l f .  You  can  a lways  t r y  d r i v ing  the i r
powe r  cha i r !  I  took  ou t  a  door  once  in  Rob in ’ s  c ha i r .



•  D id  you  know you  can  t r ave l  to  an ywhere  in  the  wor ld  f rom your  own l i v ing
room? Tr ave l  the r e  v ia  yo ur  cab le  channe l  o r  DVD.  Cook  o r  o r der  i n  a
mea l  f rom t ha t  c u l tu re .  Now s i t  back  and  l e t  your  t ra ve l s  beg in .

•  B r ing  joy  in to  the i r  l i ves  and  yours  w i l l  b e  fu l l  o f  j oy  as  we l l .
The  Amis h  be l i eve  tha t  i t  i s  a  b les s ing  f rom God to  be  ab le  to  ta ke  ca r e  o f
someone w i th  sp ec ia l  need s .  A f te r  a l l  these  yea rs ,  I  can  as sure  you  tha t  the
ca reg ive r  i s  t he  one  who i s  b les sed  bey ond  measure .

My Journey with Hereditary Spastic
Paraparesis/Paraplegia
By  M ike  Ca in ,  HSP  SPG7

Cur ren t l y  age  73 ,  I  f i r s t  b ecame inc onven i enced  a t  age  58 ,  though  o t hers  had
seen  changes  bu t  s a id  no th ing .  I  have  no  s igns  ex cept  a  funny  wa lk ,  wh i ch
peop le  though t  was  because  I  was  d runk !  The  tax i  d r i ve r ’ s  f a ce  changed  as  I
wa lked  f r om the  pub  a nd  s poke  t o  h im!

In  o rder  to  ge t  my d iagnos i s ,  I  exper ienc ed  the  usua l  odyss ey .  We kn ew
someth ing  was  wrong  but  d idn ’ t  know wha t .  I  wen t  to  s evera l  d i f f e r en t
consu l tan ts  and  e ven tua l l y  go t  to  a  neuro log i s t  and  had  sever a l  t es t s .  Whe n I



got  con f i rmat ion  o f  HSP ,  I  c r i ed  fo r  a l l  o f  ten  m inu te s  -  un t i l  the  doc t o r  sa id
I  m igh t  as  we l l  f i nd  my own cure .

I  l i ve  in  the  Un i ted  K i ngdom (UK)  and  our  hea l th  sys tem l oca l l y  g i ves  me
access  to  a  gym and ,
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about  once  a  month ,  to  neurophys io ther apy .  I  l ea r ned  remed i a l  massage ,  and
have  a  f r i e nd  who i s  a  phy s io  [ phys i c a l  the r ap i s t ]  who vo lun teers  to  g i ve  me
a  massage  o f  my  fee t  and  l egs  eve ry  week .

The  rou te  o f  mas sage  and  neurophys i o the r apy  has  worked  we l l  f o r  me.  I  read
about  se vera l  anc ien t  “me r id ians ”  [ ( in  acupunc tu r e  and  Ch i nese  med i c i ne)  a
se t  o f  p a thways  in  the  b ody  a long  wh ich  v i t a l  energy  i s  sa id  to  f l ow.  Source :
Ox fo rd  Languages]  and  ne rves ,  a nd  l ea rned  how some musc les  take  ove r  the
work  o f  o the rs .

I  was  speak ing  w i th  ano the r  neu ro log i s t  who  spec i a l i s ed  i n  HSP  and  I  go t
myse l f  re f e r red  to  h im.  I  now have  two neuro log i s t s ,  one  a t  an  HSP spec ia l i s t
cen t re  and  t he  o the r  l oca l l y .  I  see  them both  s i x  months  apa r t .  I  am g lad  to



say  tha t  the  Queen  o f  Eng land  v i s i t ed  the  spec ia l i s t  l ab  and  awa rded  i t  he r
p r i ze .

Research  and  knowledge  r egard ing  HSP has  g r own,  ye t  the r e  i s  a  l o t  we  don ’ t
know -  wh i c h  i s  why  we n eed  to  s hare  knowled ge  ac ross  the  wo r ld .  As  peop l e
have  spoken  toge the r  about  HSP  i t  h as  become obv ious  to  me tha t :

1 .  Nobody  i s  t he  so le  pe rs on  l i v i ng  w i th  HSP .  J o i n i ng  w i th  o thers  a nd  shar ing
our  exper i e nces  i s  impor tan t .

2 .  F ind ing  a n  approp r ia te  HSP g r oup  ca n  be  cha l l e ng ing  s inc e  “HSP ”  has
d i f f e ren t  mean ings  in  d i f f e ren t  c on tex t s  ( e .g . ,  HSP  can  s tand  fo r
“Henoch-Schon le in  purpur a”  wh i ch  i s  an  in f l ammato ry  d i sea se) .  Spe l l i ng
out  “SPASTIC”  o r  “Hered i ta ry  Spas t i c  Pa r apa res i s /Pa rap leg i a ”  when
sear ch ing  on l i n e  i s  a  g re a t  a id  to  f i nd ing  a  s u i tab le  g roup .

3 .  Any  g roup/ r esearch  cohor t  needs  t o  be  rep r esen ta t i ve  o f  the  HSP
popu la t i on .  The  HSP popu l a t i on  in  any  a rea  m ight  have  a  p re va lence  o f
a  par t i c u la r  g ene/ va r i a t i on  and  any  resu l t i ng  resea rch  m ight  on ly  app ly
to  t hem o r  s im i l a r  g r oups .

4 .  P a t i en ts  need  to  b e  c lo se l y  i nvo l ved  w i th  r esear ch  and  res earch  des ign
pr io r i t i e s .



5 .  Ther e  a r e  many  v iews  on  the  way  to  f i nd  a  cu re ;  even  the  mos t  “o f f  the
wa l l ”  i dea  dese rves  to  b e  hea rd .

6 .  We need  to  be  aware  o f  s cammers .  I f  s omeone  o f f e r s  a  m i rac l e  cu r e  fo r
HSP ( i f  you  pay  them load s  o f  money ! ) ,  tha t ’ s  a  c l ue  to  be  susp i c io us  o r
scep t i ca l .  I t  i s  unusua l  to  have  a  “ c u r e”  t ha t  no  o the r  pe rson  has  t r i ed .

I ’ ve  l ea rned  tha t  what  i s  mos t  d i f f e r en t  i s  the  way  d i f f e ren t  commun i t i e s
t rea t  HSP  s ymp toms ,  o r  come fo rward  w i th  ques t i ons .  Howeve r ,  we  a l l  have
s im i l a r  gene ra l  l i v ing  i s s ue s .  A  s t i c k  ( c ane)  he lps  to  show o th ers  t ha t
someth ing  i s  w rong  (we ’ re  no t  wa l k ing  d runk ! )  Bu t  then  p r ide  s top s  s ome
f rom us ing  the  a ids  th a t  make  l i f e  eas ie r  -  wa lk e rs ,  s hoppers ,  whee l c ha i r s .
Some t imes  i t  i s  eas ie r  fo r  us  and  o thers  i f  we  use  the se  a ids .

I t  m igh t  p rompt  peop le  a t  work  to  th ink  o f  t he  fu t u r e  when t hey  m igh t  no
longe r  be  ab l e  to  do  the i r  j ob .  I t  m igh t  remi nd  some par tne rs  tha t  we  a re
“pu l l i ng  ou r  we i gh t . ”  Ther e  a re  pa ren ts  who s ee  t hose  w i th  HSP and  imag in e
the i r  own ch i l d re n  hav ing  th i s  d i sease .  Be i ng  a  par en t  i s  ha rd ,  more  so  i f
your  ch i l d  needs  ex t ra  he l p .

I  have  be en  f o r t una te  t o  ge t  about  the  UK to  the  Houses  o f  Pa r l i amen t ,  a
Roya l  Co l l ege  in  Ed i nburg h ,  a  conc er t  ha l l  i n  Manc hes te r  a nd  o t her  p laces ,
and  I  am g lad  tha t  some ears  the r e  l i s tened .  HSP needs  to  be  be t t e r  known



among t he  med i ca l  p r o fes s ions  and  they  need  to  know where  they  can  ob ta in
he lp  and  in f o rma t ion  f o r  the i r  pa t i en t s .  F o r  peop le  w i th  HSP ,  i t  i s  imp or tan t
tha t  the y  don ’ t  f ee l  i so la t ed  and  know whe re  to  l i nk  fo r  h e lp  and  in f o rma t i on .
The  Spas t i c  Pa r ap leg ia  F oundat ion  i s  a  we l c omed re source .

A Long Walk to Non-Freedom
By  Ke i t h  Gurne y ,  PLS

I  used  to  b e  a  mara thon  r unner .

In  South  A f r i ca  the re ’ s  e ve ry t h ing  f r om ha l fmara thons  to  the  buc ke t - l i s t
Comrades  Mara thon  o f  90km,  Durban  to  P ie te rma r i t z burg .

In  2008 ,  wh i l e  t ra in ing  fo r  the  nex t  one ,  my r igh t  fo o t  s ta r ted  d r agg ing .

A f te r  c onsu l t i ng  a  neuro log i s t ,  I  was  subm i t ted  t o  a  ma jo r  hosp i ta l  f o r  tes t s
to  es t ab l i s h  the  c ause .  The  tes t  team ,  headed  by  my neuro l og i s t ,  ca r r i ed  ou t
a  ba t te ry  o f  tes t s  ov er  t h r ee  days .  I t  cou ld  ha ve  been  a  ve r y  f r i gh t en i ng
exper i ence .



But  I  p l aced  my  m ind  i n  neu t ra l ,  a s  d i f f e ren t i a l  d i agnoses  were  done  to  t e s t
f o r  a  ve ry  s ca ry  l i s t  o f  t h i ngs  l i ke  a  tumour  on  the  b ra in  o r  sp ine  and  the  b ig
daddy  ALS .

No th ing  was  found ,  exc ep t  a  sma l l  uppe r  ve r teb ra  bone  spu r  p ress ing  on  my
sp ina l  co rd .  In  the  appare n t  absenc e  o f  any  o the r  c ause  o f  my foo t  d ragg i ng ,
i t  was  c onc l uded  tha t  th i s  had  to  be  the  reason .

Neurosurge ry  removed  th e  bone  spur ,  and  fo r
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s i x  weeks  I  wen t  a round  w i th  a  neck  co l l a r .  I  was  to l d  no t  t o  d r i ve .  I  had  to
ignor e  th i s  adv i ce ,  as  the  on ly  o the r  d r i ve r  i n  my sm a l l  bus iness  was  a
lea rner -d r i ve r ,  a  danger  t o  a l l  i n  my van  and  o ther  road-us ers .  A t  the  f i r s t
pos t - su rgery  c onsu l ta t i on ,  the  neuros urgeon  had  no  p rob lem w i th  my d r i v ing .
Sa id  he  was  mere l y  cove r i ng  h i s  back .

Pos t - su rg ery  I  spe nt  one  n i gh t  i n  i n tens i v e  ca re .

In  the  ad j o i n ing  bed  was  a  young man o f  about  30  w i th  a  h eav i l y  bandaged
head .  S a id  he  was  in  f o r  t he  th i rd  a t temp t  to  r emove  a  b ra i n  tum our .



He hoped  to  l i v e  to  50 .  O f ten  the  adv i ce  I  have  been  g i ven  about  my PLS
s i tua t ion  i s  tha t  the r e  i s  a lways  someone wors e  o f f  than  you .

Wh i l s t  tha t  i s  t rue ,  i n  my re cent  s tage  o f  PLS ,  I  have  no t  been  ab le  to  d raw
much comfor t  f rom th i s .

A f te r  s i x  weeks  w i th  the  bone  spur  removed ,  I  r e t u rned  to  runn ing ,
success fu l l y ,  a lbe i t  s l ow ly  and  awkward ly .  Th i s  rep r i se  was  shor t - l i ved .  My
ab i l i t y  to  r un  de te r i o ra ted .  And  I  s ta r ted  s lu r r ing  my speech .  Never  a  s ign  o f
any th ing  g ood .

I  re tu r ned  t o  the  hosp i t a l  f o r  f u r t he r  tes t s .  My  t rea t i ng  neur o l og i s t  was  away .
So  these  t es t s  were  ca r r i e d  ou t  b y  a  d i f f e r en t ,  younger  neu ro l og i s t .

D id  t h ings  b y  the  book .  A nothe r  th ree  da ys  o f  ve ry  e x tens i ve  d i f f e ren t i a l
d iagnos t i c  t es t s .

Conc l us ion :  SCA –  Sp inoce rabe l l a r  A ta x ia .

Not  one  to  take  any th i ng  a t  face  va l ue ,  I  re sear ched  the  top i c  e x tens i v e l y .  I
found  tha t  SCA was  spec i f i c  to  ce r ta in  f am i l i e s  and  a ge  g roups .  Ne i the r  t h i s
nor  t he  symp toms I  was  e xper ie nc ing  wer e  a  f i t .  So ,  I  sought  ex t e rna l  adv i ce



f rom a  spec ia l i s t  g r oup ,  the  A tax ia  Un i t  a t  the  Un ive rs i t y  o f  Ch i c ago .  The
Head  con tac ted  me and  c on f i rmed my conc lus ion .

He  sa id  t ha t  the re  were  g ene  tes t s  f o r  SCA and  enqu i red  whe ther  b lood
samp le s  had  b een  sen t  fo r  tes t i ng .

I  subsequen t l y  l ea rned  tha t  th i s  had  indeed  b een  done ,  bu t  tha t  I  had  no t
been  i n fo rmed  o f  the  resu l t s .  I t  was  no t  SCA .

I  re tu r ned  t o  my t rea t i ng  neuro log i s t  f o r  f u r t he r  ad v i ce .  He  ca r r i ed  ou t  a
number  o f  add i t i ona l  tes t s  a t  h i s  r ooms .  He  gav e  me a  c l i n i ca l  d i agnos i s  o f
PLS;  sa id  i t  was  so  ra r e  th a t  i t  no t  been  p rev ious l y  c ons ide r ed .  And  indeed ,  I
have  s i nce  d i s c over ed  tha t  i t  i s  us ua l  fo r  a  d iagnos i s  o f  PLS  to  take  up  to  f i ve
years .  A  s o r t  o f  l a s t  res o r t  d iagnos i s  w i th  no  t es t s  c u r ren t l y  ava i l ab le  t o
con f i rm o r  r e fu te .

Not  c oo l !

My  neuro l og i s t  sa id  tha t  because  i t  was  such  a  ra re ,  and  c l i n i ca l ,  d i ag nos i s
he  wanted  a  second  op in ion  f rom ano ther  exper i enced  neuro log i s t .

Th i s  was  done  and  t he  c l i n i ca l  d iagnos i s  o f  P LS  was  con f i rmed.  On ly  pe rson
in  Cape  Town.  Abou t  40  i n  a l l  t he  UK .



As  the  d i s ease  ha s  p rogre ssed ,  I  hav e  con t inua l l y  adapted  to  th e  new n orma l .

A t  f i r s t ,  I  was  l imp ing  bad l y .  Then  I  had  to  use  a  s ta f f  or  su r f aces  such  as
tab le  edges  to  ge t  a round .  I  e rec ted  ra i l i ngs  f rom my f ron t  door  t o  ge t  to  my
veh i c l e .

Then  I  needed  two s ta f f s  t o  ge t  a round  ou ts ide  the  veh i c l e .

Never  c ru tches ,  two  s ta f f s  o f  about  1 .8m w i th  rubbe r  s toppers  l ooked  odd  b u t
were  much  sa f e r  and  more  ve rsa t i l e  tha n  c ru tches .  R emarkab le  to  some was
tha t  I  was  a lways  ab l e  to  d r i ve  w i thout  a ny  p r ob lem .  F ina l l y ,  I  go t  a round
c l i en t  p roper t i es  in  a  whe e l cha i r .  Th i s  phase  d id  no t  l a s t  l ong .

I  f i na l l y  had  a  co l l apse  th a t  I  do  no t  re ca l l  ve r y  c l e a r l y .  E xcep t  tha t  I  found
myse l f  i n  the  hosp i ta l  and  then  moved  to  an  ass i s ted- l i v ing  fa c i l i t y  by  my
fami l y .  Wh ich  I  c ame t o  ha te  i n tense l y  once  I  b ecame more  c lea r -headed  and
s t ronger .

Wi th  th e  ass i s ta nce  o f  my f ine  s ons  who ad apted  my home to  make  i t
whee l cha i r - f r i e nd l y  and  ac commoda te  a  hosp i t a l  bed ,  I  re t u rned  to  ass i s ted -
l i v ing  a t  home.

So ,  a t  65 ,  th i s  i s  where  I  am.



What  ge ts  me the  mos t  i s  my to ta l  depende nce  now on  o thers  to  ge t  in  and
out  o f  bed ,  in to  my whee l cha i r ,  and  so  much mo re .

I t  has  been  a  l ong  wa l k  to  non- f reedom. . .PLS  sucks ! !

My  Sons  Ky l e  and  L i am,  now 24  and  20 ,  w i th  me and my s ta f f .

SPIllinois Connection Zoom
By S id  C la r k  and  Hank  Ch i upp i

I l l i no i s  Co-Ambassadors

SPI l l i no i s  norma l l y  has  two o r  th ree  Connec t ions  a  y ear .  I t  i s  a  t ime fo r  us  to
ge t  toge ther ,  mee t  o ld  f r i ends ,  and  j o in  w i th  those  new to  HSP /PLS .  We
shared  ide as  on  wha t  work s  and  what  does  no t ,  t r i ck s  and  t raps



 10 p                  n10

o f  l i v i ng  w i th  our  d i so rde r ,  p romis ing  d i s c over ies  a nd  the  hope  t he  f u tu r e
may  b r i ng .  Then  came the  pandemic  a nd  eve ry  th i ng  s topped ,  no  meet ings .
Now the  count r y  has  bec ome a  Zoom na t i on .  SP I l l i n o i s  has  j o i ned  th i s  t re nd
and we have  had  a  numbe r  o f  Zoom Connec t i ons .

I  have  be en  a r ound c ompu te rs  s inc e  the  8 0s .  Unt i l  t h i s  yea r ,  I  had  never
heard  o f  Zoom.  T he  book  c lub ,  t he  church ,  the  Home Owners  Assoc ia t i on ,  and
even  the  l oca l  g ove rnment  and  vo te r  pa r t i c i pa t i on  e f fo r t s  a re  now on  Zoom or
te lec on fe r enc ing .

I  th i nk  the r e  a re  many  o f  the  “ reg u la r s ”  a nd  membe rs  o f  SPFounda t ion  tha t
have  no t  ye t  j o ined  in  and  a re  unsu re  about  Zoom.  Le t  me ta l k  abou t  a  bas i c
how you  go  about  a t tend ing  a  Zoom Connec t ion .

F rom the  hos t ,  the  pe rson  ho ld i ng  the  meet i ng ,  you  w i l l  r ece i ve  an  ema i l
i nv i te  g i v i ng  you  the  i n fo rmat i on  on  th e  Connec t ion .  Y ou  can  jo i n  on  you r
phone  and  l i s te n  in .  O f  c our se ,  y ou  cannot  s ee ,  nor  can  you  b e  seen ,  f o r  t he
Connec t i on .  You  w i l l  no t  s ee  any  p resen ta t ions .  The  inv i te  ema i l  w i l l  have  the
te lec on f e renc ing  number  p rov id ed  you  w i l l  need  to  c a l l .  I n  add i t i on ,  y ou  w i l l
need  t he  Meet ing  ID  number  to  j o in  the  Connec t ion .



For  th e  Connec t ion  to  b e  a  v i s ua l  event ,  you  need  a  compute r .  A  fu l l y -
charged ,  o r  connec t ed  to  a  charger ,  App le  d ev i c e  ( i Phone ,  i Pad) ,  o r  a  smar t
phone ,  tab le t  a l so  wor k .  The  ema i l  you  re c e i v e  w i l l  have  a  l i nk  t ha t  w i l l  t a ke
you  to  t he  meet i ng  s i t e .  I f  th i s  i s  your  f i r s t  t ime  on  Zoom ,  you  w i l l  be  asked
to  down load  the  Zoom app .  Tha t  i s  no t  a  b ig  d ea l  and  may  ta ke  5  to  10
minu tes .  You  then  w i l l  be  in  t he  wa i t i ng  r oom unt i l  t he  hos t  opens  the
Connec t i on .  You  can  t hen  j o in  in .

Once  i n ,  you  shou l d  c heck  a  few bas i c  con t ro l s .  On  the  bo t tom l e f t  s ide  o f
the  sc r een  chec k  the  m ic r ophone  i con  to  make  s u re  your  m ic rop hone  i s  on
and  the  aud io  vo lume i s  where  you  wan t  i t .  L i kew i se ,  make  su re  the  camera
i con  i s  on  and  f ocus ed  on  you .  B y  the  way ,  chec k  your  backg round and  do  no t
fo rge t  to  sm i l e .  Remembe r  o the rs  can  see  you  when the  camera  i s  on  so
watch  what  you  do  and  be  cour t eous .  Do  no t  l eave  i t  on  whe n you  l e ave  the
room or  ea t .  On  the  upper  r i gh t  o f  the  sc re en ,  you  c an  togg le  be tween the
speaker  v iew and  a  g a l l e ry  v iew th a t  shows  thumbna i l  s i z e  v i ews  o f  a l l  i n  the
Connec t i on .  On t he  bo t t om o f  t he  sc r een  i s  a  Chat  i con  tha t  l e t s  y ou  make  a
commen t  o r  as k  a  ques t ion  w i thout  in t e r rup t i ng .  Zoom Cha t  i s  a  g r ea t  way  to
share  l i nks ,  c l a r i f y  s ometh ing  s a id  on  the  v ideo  ca l l  o r  pos t  l i s t s  o r  l a rge
b locks  o f  te x t .  One  l as t  th i ng  t o  ment io n  i s  when the  connec t i on  i s  ove r ,
se lec t  Leave  the  Meet i ng  to  s ign  o f f .



F i r s t ,  the  few pers ona l  no t es  and  the  p roced ure  g i ven  above  a r e  on ly  one  way
to  ge t  i n to  a  Zoom Con nec t ion .  There  a r e  seve ra l  ways  to  jo in  a  Zoom
confe r ence;  t h i s  i s  no t  me ant  to  be  a l l  encompas s i ng .

Launch ing  Zoom f r om F i re fox ,  Goog le ,  o r  I n te r ne t  E xp lo re r  i s  t he  same .  Fo r
o ther  compu te r  p la t fo rms ,  c heck  t he  Zoom webs i te .  Once  in  Zoom ther e  a re
many  o the r  func t i ons  a va i l ab le .

Second ly ,  my compute r  wa s  a  good  g rade  PC  ha l f  a  dozen  yea rs  ago .  By
today ’ s  s tanda rd ,  i t  i s  a  F r ed  F l i n t s tone  ou t - o f -da t e  boa t  anc hor .  I  need ed  t o
buy  a  came ra  to  be  v i s ua l  and  tha t  tu rned  ou t  to  b e  a  p rob lem.  Many  o f  the
compute r  came ras  a re  manufac tu red  in  Ch i na  and  no t  s t ocked  i n  the  USA!
Your  o rder ,  as  was  m ine ,  may  be  pu t  on  a  s low boa t  c oming  ac r oss  th e
Pac i f i c !  I f  so ,  you  need  to  a l l ow a  l o t  o f  t ime .  I f  you  need  an  equ ipmen t
upgrade ,  r ead  t he  f i ne  p r in t .

Las t l y  remember  t o  a lwa ys  t rea t  the  m ic  as  “ho t . ”  I  was  in  a  Zoom meet i ng
recen t l y  w i th  the  county  c l e rk  on  vo t i ng .  She  ta l k ed  to  someone  o f f  camera
tha t  I  am sure  was  no t  me ant  t o  be  b r oadcas t  to  o th ers .

P lease  remember  Connec t i ons ,  a  ge t - toge ther ,  even  by  Zoom are  g r ea t  fo r  us
to  avo id  se l f  i s o la t i on ,  ma in ta in  commun i ty ,  and  s ha re .  We a re  no t  a lone .



The Fifteen-Year Odyssey to Diagnosis: An All
Too Familiar Story
By  T ina  K ing ,  PLS

My 15+ year  jou rney  to  de f in i t i ve l y  ob ta in  a  d iagn os i s  and  f i na l l y  be  ab le  t o
put  a  name w i t h  my inc rea s ing ly  p rob l emat i c  symp toms began  i n  2004 .  My
pr imary  ca re  phys i c i a n  (PCP)  had  o rde red  a  s l eep  s tudy  because  I  was
cons tan t l y  fa t i gued ,  desp i te  s l e ep ing  e igh t  hours  eve ry  n igh t .  Resu l t s  showed
Res t l ess  Leg  Syndr ome (RLS) .  No  wonder  I  was  t i r e d ;  my l eg s  moved  30
seconds  o f  eve r y  m inu te .  A  p r esc r ip t i on  fo r  Requ ip ,  wh i ch  I  s t i l l  t ake ,
p rov id ed  some r e l i e f .  I  ha ve  o f ten  wo ndered  i f  RLS  p rec ip i t a ted ,  con t r i bu t ed
to  o r  masked  P r imar y  La t e ra l  Sc l e ros i s  (P LS)  s ymptoms,  mak i ng  a  PLS
d iagnos i s  tha t  much  more  d i f f i cu l t .

I  a l so  exp er i enced  symp toms tha t  s eemed to
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over lap  w i th  o t her  neuro log i ca l  d i s o rders  l i ke  P a rk i ns on ’ s ,  S a rco id os i s ,
Mu l t i p l e  Sc l e ros i s  (MS)  and  neuro  c ond i t i ons  such  a s  m ig r a i nes ,  T IAs  (m in i -



s t rokes )  and  se i zu r es .  I  have  been  checked  fo r  a l l  o f  them,  somet imes
thorough ly  and  o ther  t imes  w i th  bare l y  a  g lance  a t  my med ica l  h i s to r y .

The  neuro log i s t  who t es te d  me fo r  MS watc hed  me wa lk  and  ge t  up  f rom
s i t t i ng  i n  a  cha i r ,  then  p rompt l y  announced  I  d idn ’ t  have  MS.  Anothe r
neuro log i s t  o rdered  an  MR I  and  th en  s ta ted  tha t  the  images  were  norma l  fo r
a  woman o f  my age .  H i s  s ummary  no te s  ind i ca t ed  I  was  an  e lde r l y  wh i te
fema l e  in  no  appar en t  d i s t r ess .

My  d i s t res s  was  dea l ing  w i th  doc to rs  who never  l o oked  beyond the  l im i t ed
tes t i ng  they  o rdered !

I t  became app aren t  tha t  t hey  e i the r  d id n ’ t  ca re ,  d i dn ’ t  wan t  to  tak e  the  t ime ,
o r  had  no  med ica l  c u r ios i t y  abou t  what  was  happen i ng  to  me.  I  began  to  l os e
s t reng th  in  my r igh t  s ide  and  exper i enced  numbnes s ,  t i ng l i ng ,  d roo l i ng ,
exces s i ve  sa l i va ,  chok ing ,  we igh t  l os s  and  overa l l  f a t i gue .

My  odys sey  con t inued  w i th  more  t es t s ,  m ore  spec ia l i s t s ,  mor e  inc omp le te  o r
inaccura te  d iagnos es  ( inc l ud ing  a  s t ro ke  d iagnos i s )  and  fu r the r  dec l i ne  in  my
hea l th .  Eve ntua l l y  I  rec e i v ed  a  d iagnos i s  o f  convers i on  d i so rder ,  ra ther  t han
s t rok e ,  when ye t  ano the r  MR I  and  sc an  were  o rdere d  and  showed no  b ra i n
b leed .



In  2018 ,  l i f e  began  to  change  when I  a t tended  a  s t r oke  wor kshop .  The
neuro log i s t  who  ga ve  the  p resen ta t i on  be l i e ved  s t ro kes  were  no t  a lways
caused  by  b l eeds .  S he  seemed to  ca r e  about  he r  pa t i en t s  and  he r  spec ia l t y ,
so  I  de c ided  to  make  an  appo in tmen t  w i t h  her .  I t  took  t h ree  months  to  ge t
in ,  bu t  i t  was  wor th  i t .  She  s pent  two hours  w i t h  me a t  my f i r s t  appo i n tment
and  o rder ed  neuro log i ca l  t es t s  wh i ch  neve r  had  been  o rdered  b y  p rev ious
doc to r s .  By  Januar y  2019  I ’ d  had  mu l t i p l e  b lood  tes t s  fo r  L yme and
auto immune d i se ases ,  Dak  scan ,  re f e r ra l s  to  ophtha lmo logy  and  in fec t i ous
d i sease  s pec i a l i s t s ,  l umba r  punc tu re ,  g ene t i c  t es t i ng ,  speech  a nd  phys i ca l
the rap y  asses sments ,  and  c ogn i t i ve  eva lua t ion .

When  a l l  r e su l t s  came bac k  w i th in  no rma l  r anges ,  she  d id  no t  t e l l  me  I  was
c raz y .  Ra the r ,  she  fe l t  Pa r k inson ’ s  d i s ease  ( PD)  was  a  poss ib i l i t y  s inc e  my
mother  had  P D.  She  s ta r ted  me on  a  l ow dose  o f  Car dopov i a ,  t o  wh i ch  I
responded ,  a long  w i t h  speech  and  phys i ca l  th e rapy  and  cyc l i ng  a t  the  Y .  She
was  never  co nv i nced  o f  PD ,  though ,  because  o f  spee ch  and  EMG tes t s  wh i ch
began t o  show uppe r  mo tor  p rob le ms and  l ac k  o f  t remor .  ( I  some t imes  shake
when fa t igued ,  bu t  never  exh ib i t  t rue  t remor . )  U l t im ate l y ,  i t  was  conc luded
tha t  my upper  mo tor  neur on  i s sues  wer e  spec i f i c  t o  P LS .  F i na l l y ,  wha t  was
happen i ng  t o  me had  a  name!



I t ’ s  been  ove r  s i x  months  s ince  I  was  d iagn osed  and ,  desp i t e  hav ing  to
nav iga te  a r ound COVID -19 ,  I  suc ces s fu l l y  c on t i nue  on  my ques t  fo r  ca re .  I
was  ab le  to  keep  my neur o logy  appo i n tment  on  Ju l y  2  and  rece iv ed
con f i rmat i on  o f  PLS .  I  a l so  rece i v ed  a  re fe r ra l  t o  an  ALS  c l i n i c  o f  the  S t .
Lou i s  Un ive r s i t y  Schoo l  o f  Med i c ine .  Once  I  r ece i ve  ano th er  nec essa ry
eva lua t i on  i n  December ,  I ’ l l  beg i n  the  ALS  c l i n i c  i n  2021 .

I ’m eager  to  move  to  th i s  nex t  phase  o f  ca re  a nd  do cument a t i on  fo r  P LS ,  bu t
rema in  c oncer ned  s i nce  convers i on  d i so rder  s t i l l  a ppears  on  my med i c a l
reco rds .  J o in ing  t he  Spas t i c  Pa rap leg i a  Foundat i on  ( SPF)  and  SPF  o f  I l l i no i s ,
p lus  P r ima ry  La te r a l  Sc le r os i s  (MND)  has  g i ven  me wonde r fu l  res ources  and
some peace  o f  m ind .  Sha r ing  our  e xper i ences  w i th  t h i s  i l l ness  he lps  me
unders t and  t he  d i s ease  and  how to  dea l  w i t h  i t .

A l so ,  watc h ing  a  documenta ry  on  Dr .  Debor ah  Warden ,  a  neuro log i s t  and
psych ia t r i s t  w i th  P LS ,  was  l i ke  g i v ing  vo i ce  to  my own j ourney  fo r  d iagnos i s .
Even  th ough s he  i s  a  we l l - respec ted  d oc to r  i n  the  f i e ld  o f  neur o logy ,  she  had
to  see k  a  doc t o r  who wou l d  be l i e ve  her  symp toms and  expe r i ences  and  fo l l ow
through t o  d iagnos i s  a nd  t rea tment .  I  have  s ta r ted  yoga ,  wh i ch  Dr .  Warden
f inds  h e lp f u l ,  and  f ocus  on  mov ing  s ome par t  o f  my  body  every  da y  - -  f i nd ing
most  days  “ fabu l ous , ”  re la t i ve l y  speak i ng !



What’s in a Name? Two Short Stories
By  George  and  T racy  Sp row l s

He l l o ,  my  name i s  George  Sprow ls  and  I  have  HSP ,  I  th i nk .

In  the  1960 s  I  wen t  to  the  Nava l  Academy .  We  wou ld  ca l l  t he  p l ebes  who
were  c lumsy  o r  awkward  “ spas t i c . ”  I  gu ess  yo u  can  say  what  goes  a ro und
comes  a round ,  r i gh t?  I  ha ve  a  who l e  new unders t and ing  o f  tha t  word  now .

As  ea r l y  a s  1979 ,  my l eg s  s ta r ted  to  je rk  a  b i t .  Th i s  b rough t  w i t h  i t
cha l l e nges .  I  f i n a l l y  was  c oncern ed  enough to  ge t  a  CT  s can  bu t  i t  was
inconc lus i ve .

In  the  m id -1980 s ,  I  was  se rv ing  as  the  Nava l
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At tach é  in  Saud i  A rab i a .  I n  some ad ven tu re  the re ,  I  jumped o f f  o f  a  wa l l  a nd
co l l ap sed  on  the  g r ound .  My  l egs  wou ld  no t  s uppor t  the  j ump .  My  l egs  wer e
weaker .  My  l egs  were  spas t i c ,  mean i ng  t hey  were  r ig id  and  ha rd  l i ke  t he
s tones  o f  tha t  wa l l ,  and  t hey  were  je r k ing  ( spasms )  even  more .



I  wen t  fo r  more  t e s t s  a t  a  hosp i t a l  i n  Ge rmany .  The se  were  pa in fu l ,  t e r r i b l e
tes t s  and  I  wou ld n ’ t  w i s h  them on  my wor s t  enemy .  Fo r  examp le ,  the y  pu t  a
ca t t l e  p rod  beh ind  my knee  and  then  measured  how long  the  e lec t r i c  impu l se
took  to  g e t  to  my b ra in .  S t i l l ,  no  und ers ta nd ing  o f  what  was  go i ng  on .

A f te r  my tour  in  Saud i  A r ab ia ,  I  came home and  wen t  to  Be t hesda  Nava l
Hosp i ta l  and  aga in  I  was  d i sappo i n ted  w i th  the  incon c lus i v e  tes t  resu l t s .

However ,  the  doc t o rs  cou ld  see  a  d i s t i nc t  weakness  in  my r igh t  l eg .

My  nex t  tour  was  in  Egyp t  where ,  aga in ,  I  s e rved  as  the  Nava l  A t taché .  I  was
a l so  as s ig ned  i n  a  f l y i ng  b i l l e t .  The  weak ness  i n  my l egs  p rogr essed  so  t ha t
my co-p i l o t  had  to  bac k  me up  f o r  takeo f f  and  l and i ngs .

When  I  l e f t  Egyp t  i n  the  ea r l y  1990s ,  I  wen t  to  the  VA  Hosp i t a l  a s  we l l  a s  the
P i t t sburgh  Med i ca l  Cente r  and  the  C le ve l and  C l i n i c  w i th  unsa t i s fac to r y
resu l t s ,  and  s o  found  a  neuro l og i s t  near  whe re  I  l i ve  in  Fa i r mon t ,  WV .  Tha t
doc to r  t rea ted  the  symptoms by  pu t t i ng  me on  va r ious  d rugs  inc lud ing
gabapent in ,  bac lo fen ,  and  m i rapex .  The  neur o log i s t  s ugges ted  I  m igh t  one
day  end  up  in  a  whee l ch a i r  g i ven  the  p rogr ess ion  o f  the  d i s ease .  H e  was
r igh t .  He  ca l l ed  wha t  I  ha ve  Sp ina l  Pa r ap leg ia ,  a  c l i n i ca l l y  desc r i p t i ve
d iagnos i s .  Bu t  wha t ’ s  i n  a  name?



__________

He l l o ,  my  name i s  T rac y  and  I  have  HSP ,  I  th i nk ,  ma ybe .  As  y ou  can  s ee  f r om
my fa ther ’ s  s to r y  and  count l ess  o the rs ,  th i s  d i sease  s eems ve r y  hard  to
d iagnose .  Pa r t  o f  th i s  i s  t he  ra r i t y  o f  the  d i s ease  and  par t  o f  i t  i s  th e
incons i s te n t  manne r  in  wh i c h  i t  shows  up ,  excep t  fo r  the  d ragg ing -o f - the - toe
ga i t .  I  do  no t  ha ve  t ha t .

S ince  my th i r t i e s ,  I  am now f i f t y - f i ve ,  I  have  had  t r oub le  w i th  my l eg s ,
pa r t i c u la r l y  my r igh t  one .

I t  s ta r ted  w i t h  a  fee l i ng  o f  weakness  b u t  the  pa in  c on t inued  to  inc re ase .  The
pa in  i s  a round my knees  a nd  more  in  the  m usc l es .  I  have  had  x - ra ys  and
MRIs  and  a l l  we  know f o r  su re  i s  tha t  I  d o  no t  ha ve  a r th r i t i s .  I  ha ve  ba lance
i s sues  and  the  f ron ts  o f  my shoes  a r e  worn  ou t .  One  neuro log i s t  sa id  I  d id
have  Dad ’ s  d i s eas e  based  on  the  symp toms bu t  the  nex t  neur o log i s t  sa id  I
d id  no t .  Aga in ,  I  d o  no t  h ave  t he  ga i t  tha t  was  so  p rominent  a  pa r t  o f  my
dad ’ s  d i agnos i s .

Fo r  a  l o ng  t ime ,  I  s ea rche d  fo r  Sp ina l  Pa rap l eg ia  on l i ne  and  never  f ound
any th ing .  And  then  one  day  the re  i t  was !  A  who le  webs i te  devo ted  t o  th i s
cond i t i on  I  was  s ta r t ing  to  th i nk  d idn ’ t  e x i s t .



And th en  t he re  was  t h i s  f oundat ion ,  t he  Spas t i c  Pa rap leg ia  Founda t i on .  F r om
the  webs i te  I  l ea rned  about  t he  con fe r ence  i n  P i t t sb urgh  i n  2018 .  A t  the
con fe r ence ,  we  began  to  unders ta nd  the  d i seas e  and  were  ve r y  en thus i as t i c
a t  the  r esea rch  and  the  suppor t i ve  commun i ty .

In  2019 ,  Dad  had  a  gene t i c  t e s t  done  on  65  genes  but  they  d id  no t  f i nd  HSP .
We know ther e  a re  o the r  HSP  genes  w i th  va r i a n t s  no t  i den t i f i ed  by  cu r ren t
genet i c  tes t s ,  bu t  we  hav e  dec id ed  t o  no t  mo ve  f o rwa rd  w i th  f u r the r  g ene t i c
tes t i ng  a t  th i s  t ime f o r  Dad .  Dad  has  been  c l i n i ca l l y  d iagnosed  w i th  HSP by
two separa te  doc to rs .  However ,  I  w i l l  c on t i nue  to  t ry  to  ge t  a  conc lus i ve
d iagnos i s  suppor ted  by  g enet i c  tes t ing .  Why?  I n  the  fami l y  the re  a re  s i x
g randch i l d re n .  We want  to  know fo r  them and  fo r  the i r  ch i l d re n .  And  perhaps
w i th  our  expe r ie nces  and  t he  con t inued  res earch  suppor ted  b y  the
foundat i on ,  more  de f i n i t i v e  answers  w i l l  b e  ava i l ab l e  to  them .

What ’ s  i n  a  name?  A  ce r ta in  sense  o f  sec ur i t y  tha t  t he re  i s  a  rea l  d iagnos i s
and  a l l  o f  th i s  i sn ’ t  jus t  i n  our  m i nds .  What ’ s  i n  a  name?  Resear ch  on  the
d i sease  w i t h  a  poss ib le  cu re .  What  i s  i n  a  name?  An  unders t and i ng  o f  the
d i sease  and  sugges t ions  on  m i t i ga t ing  the  sy mptoms .



What ’ s  in  a  name?  A  commun i ty  o f  knowledge  and  suppor t .  What ’ s  i n  a  name?
A t remendous  amount  when the  name i s  the  Spas t i c  Pa rap leg i a  Foundat ion .

My Children’s HSP Journeys
Re j ane  Mota ,  Mother ,  VP  o f  Assoc ia t i on  o f  Hered i ta ry

Spas t i c  Pa r ap leg ia  in  B raz i l  ( ASPEH B ras i l )

Cami l i a  &  Re jane

I  l i ve  in  B r az i l  w i th  my hu sband and  t h ree  c h i l d ren  ( a  daught e r  and  two
sons ) .

In  2001 my daughte r  Cam i la ,  who i s  34  now ,  began to  s how HSP symp toms ,
and  i t  took  more  than  one  year  t o  know tha t  Cam i la  has  HSP -SPG11 .

Due to  c omp l i ca t ions  o f  th i s  sub type ,  i t  was  ve r y  d i f f i cu l t  to  s ee  my
daught e r ,  who was  s t udy i ng  to  be  an  ac t ress ,  l os in g  her  d r eams.



Yea rs  l a te r  we found ou t  tha t  my younges t  s on ,  F i l i p e  who i s  now 28  year
o ld ,  a l so  has  the  same d i s ease .  B o th  deve loped  s ymptoms a t  the  age
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of  15 .  I t  was  no t  easy  to  s ee  eve ry t h ing  happen ing  aga in ,  a nd  in  2018  both
were  a l so  d iagnos ed  w i th  ALS- ju ven i l e  (A LS-5) .  Bo th  a re  us i ng  a  whee l cha i r ,
Cami l a  s ince  she  was  22  and  F i l i p e  s ince  27 .

F i l i pe

In  sp i te  o f  a l l  the  d i f f i cu l t  t imes  fo r  our  fa mi l y ,  we  dec ided  t o  tu rn  t he  pa in
in t o  some th i ng  pos i t i ve .  I n  2009 ,  Cami la  s ta r t ed  pa i n t i ng  so  she  c ou ld  do
someth ing  tha t  wou ld  make  her  happy  and  s he  show ed to  have  a  b eau t i f u l
g i f t  w i th  b rushes .  She  conver t s  wha t  she  l i ve s  to  f l owers ,  wh i ch  a r e  her
favor i t e  p i c t u res .  F i l i p e  en joys  do ing  rea l i s t i c  pa i n t in gs ,  des ign ing  mugs ,
t rave l i ng  and  exerc i s ing .



“ IN  SP ITE  OF  ALL  THE  DIFF ICULT  T IMES  FOR OUR FAMILY ,  WE DECIDED TO
TURN THE PAIN  INTO SOMETHING POSITIVE . ”

Fee l i ng  los t  and  a lone  in  t he  beg i nn i ng  was  unse t t l i ng  fo r  our  fami l y .  I  d id
no t  wan t  th i s  same fee l i ng  to  a f fec t  o t her  fami l i e s ,  s o  I  dec id ed  to  jo in  a
group  o f  f r i ends  w i th  HSP tha t  I  met  on  soc ia l  med ia .  In  2017 ,  we  founded
the  ASPEH B ras i l  (Assoc ia t i on  o f  Hered i ta r y  Spas t i c  P a rap leg i a  i n  B raz i l ) ,  w i t h
the  ma in  goa l  o f  g i v ing  emot i ona l  suppor t  and  in f o rmat i on  in  Por t ugues e  to
peop le  w i th  HSP  and  t he i r  f am i l i e s .

We do  no t  l e t  th i s  d i sease  de fea t  us .  We con t inue  do ing  phys io the rapy ,
ea t i ng  hea l t hy ,  and  ge t t i ng  ou t  i n  t he  sun .  I  have  hope  tha t  one  day  the
sc i ence  w i l l  advance  t o  f i nd  a  cu r e  f o r  HSP  a nd  my c h i l d r en  and  o ther  peop le
w i th  neurodegene ra t i ve  d i seases  w i l l  be  hea l thy  aga in .  Th i s  i s  the  d r eam o f  a
Mom who loves  her  c h i l d ren .

MEDICAL  &  RESEARCH

Making Diamonds
By  T ina  C roghan ,  SPF  Ambassador  and  Boa rd  Membe r ,  SPG7



My le f t  foo t  and  ank le  have  co l l ap sed  in  w i th  HSP .  I n  o rder  to  counte r  t h i s
and  to  inc re ase  my ba lanc e ,  I  ro l l  i t  ou t .  T h i s  s t re tc hes  th e  ou ts ide  o f  my
lower  l eg  (Ante r io r  T ib ia l i s )  and  s t reng thens  the  ins ide  o f  my lower  l eg
( In te r i o r  T ib i a l i s ) .

He re ’ s  how I  do  i t .

Pos i t i on  1

Pos i t i on  2



S i t  i n  a  comfor tab l e  cha i r  w i th  fe e t  f l a t  and  ank le s  t ouch i ng  (Pos i t i on  1 ) .  Ro l l
your  ank l es  ou t  keep ing  your  knees  t oge ther .  You  w i l l  be  mak i ng  a  “d iamond
shape”  w i th  you r  fe e t  (Pos i t i on  2 ) .

Repeat  th i s  fo r  a  count  o f  10  and  do  th i s  a t  l eas t  tw i ce  a  day .

Brain Tissue Donation to Help HSP and PLS
Research
By  Jack i e  We l lman ,  Iowa  S ta te  Ambassado r ,  SPF  Boa rd  Member

Th i s  i s  so r t  o f  a  morb id  a r t i c l e .  I t  i s  no t  meant  to  b e  tha t  way  bu t  I  wanted
to  shar e  my e xper i ence  w i th  you .

My aunt ,  who had  H SP ,  was  in  the  hosp i ta l  fo r  u l c e r  repa i r .  She  had  jus t  been
t rans f e r red  to  a  r ehab i l i t a t i on  fac i l i t y .  She  was  chec ked  on  a t  10  pm and  was
s l eep ing .  On  a  12 :30  am check ,  she  was  gone .  She  had  comp le ted  the
paperwork  to  donat e  her  body  t o  a  med i c a l  s choo l  i n  town.

They  wou ld  no t  take  the  body  due  to  COVID.

I  ca l l ed  Dr .  Züchne r  a t  the  Un ive rs i t y  o f  M iami  because  I  knew the  doc to rs
there  d o  rese arch  on  b ra i n  and  sp ina l  co rd  t i s sue  f o r  HSP .



From th ere  he  go t  the  ba l l  ro l l i ng  f o r  t he  t i s sue  dona t ions  th a t  mus t  be
comp le ted  w i t h in  20  hour s .  The  t i s sues  beg in  to  change  a f te r  dea th  so  the
sooner  the  be t te r .  A f t e r  20  hours  the  t i s sues  a r e  us e less .  We cou ld  no t  f i nd
anyone  who wou ld  do  the  au top s y .  My  aunt ’ s  w i s hes  were  no t  accommodated .

I  wr i te  t h i s  to  te l l  you  i f  y ou  w i sh  t o  dona te  you r  t i s sues  a f te r  your  dea th  fo r
resear ch ,  you  need  to  make  a r rangemen ts  now.

HSP :

Ca l l  1 -800 -UMBRAIN  (1 -800 -862 -7246 )
The  Un i ve rs i t y  o f  M iam i  B r a in  Endowment  Bank

PLS :

Nor thwes t e rn  i n  Ch i c ago
Na l i ah  S idd iq ue
312 -503 -4737
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LIVING WITH HSP/PLS

Yoga Changed My Life
By  Ve ron i ca  LaPor t ,  SP

When  I  was  abou t  12 ,  I  was  i n t roduced  to  phys i ca l  t he rapy .  I  was  to l d  tha t
th i s  was  t he  on ly  way  I  c ou l d  wa lk  norma l l y  and  combat  my Spas t i c
Pa rap leg i a .  The  the r apy  worked  fo r  a  wh i l e ,  bu t  a s  I  go t  o lde r  (my l a te  tee n
years ) ,  I  f ound  myse l f  w i t h  l ess  t ime to  spar e  f o r  my ther apy  be tween s choo l
and  homework .  Dur ing  th i s  t ime ,  I  rea l l y  l e t  my l eg s  go .  I  d idn ’ t  wor k  on
them as  much  as  I  shou ld  have  e xcep t  fo r  o ne  year  o f  row i ng  and  I  began  t o
lose  a  l o t  o f  mob i l i t y .

I  shou ld  have  been  do ing  a l l  o f  my  exerc i s es ,  bu t  i t  was  eas ie r  no t  to  do
them a f te r  a  wh i l e .  I  was  fa l l i ng  a  l o t  and  i t  was  ge t t ing  harder  to  ge t  back
up .  Mos t  o f  the  t ime ,  I  needed  he lp .  I  cou ld  no  l onge r  go  on  l ong  wa l k s
w i thout  acu te  musc l e  pa in  the  n ex t  da y .  I  was  sever e l y  ou t  o f  s hape .

When  I  s t a r t ed  co l l ege ,  i t  go t  be t te r  a s  I  was  wa l k ing  a l l  ove r  campus  a l l  t he
t ime .  However ,  i t  wasn ’ t  as  much  an  improvement  as  I  needed .



My mob i l i t y  was  s t i l l  l ow  and  I  was  s t i l l  f a l l i ng  a lmos t  tw i ce  a  day .

I t  wasn ’ t  un t i l  a  l a t e -n igh t  yoga  c la ss  tha t  I  rea l i zed  jus t  how out  o f  shap e  I
was .  My  Res ident i a l  Adv i s o r  (RA)  inv i ted  me to  jo in  he r  in  the  de-s t ress  yoga
c las s .  I t  was  t e r r i f i c ,  a nd  I  was  hones t l y  su rp r i s ed  b y  how many  o f  the  p oses
I  cou ld  ac tua l l y  do !  I  thou ght  f o r  su re  tha t  my l ac k  o f  ba lance  and  f l e x ib i l i t y
wou ld  be  an  i s sue ,  bu t  I  w as  w rong .

Wh i l e  my rou t ine  i s  d i f f e r en t  f r om the  f i r s t  c l ass  tw o years  ag o ,  I  have  fou nd
tha t  w i th  yoga ,  I  c an  do  s o  many  th ings  t ha t  I  had  l os t  t he  ab i l i t y  to  do .
These  were  o rd in a ry  th i ng s  such  as  bend i ng  ove r  to  p i ck  some th i ng  up  o f f  the
f loo r  o r  ca r ry i ng  my d i r t y  c lo thes  to  the  l aund romat .  I  s t i l l  have  t r oub l e  w i th
ca rpe t s  and  s ta i r s .

No  ques t i on ,  yoga  has  vas t l y  impro ved  my l i f e .

I  have  some ba l ance  now!  I t ’ s  no t  a s  good  as  mos t  peop le ’ s ,  bu t  I  can  use
my musc l es  to  keep  myse l f  upr ig h t  when I  s tumb le .  A  yea r  ago ,  I  wou ld  have
had  s ign i f i ca n t  t r oub le  do i ng  tha t .  I f  I  s tumb led ,  I  w as  go ing  down,  bu t  now
I  have  a  rea l  chance  to  rega in  my  ba l ance .  I  have  a l so  had  te r r i b l e  l eg
c ramps;  c ramps  s o  bad  t hey  wou ld  keep  me up  a t  n igh t  tos s ing  a nd  tu rn i ng  in
pa in .  Bu t  a  l i t t l e  b i t  o f  yoga  be fo r e  bed  t o  s t re t ch  ou t  t hose  musc l es  has



s ign i f i can t l y  he l ped .  Yoga  i s  an  exe rc i s e  tha t  I  can  do  a lmos t  anywhere  and
anyt ime.  Th i s  f l ex ib i l i t y  a l l ows  me t o  f i nd  a  way  to  f i t  i t  i n to  my da i l y
rou t ine .  Thanks  t o  da i l y  yoga ,  I  was  ab le  to  go  on  a  wa lk ing  tou r  in
Amste rdam ,  wh ich  was  n o  ea sy  fea t .  Yoga  and  s t i ck i ng  to  a  r ou t i ne  have
brough t  a  vas t  amount  o f  mob i l i t y  and  ba lance  bac k  in t o  my l i f e .

En Pointe: Ballet as Therapy
By  L i z  Fe r ry

Ever yone  a lways  looks  a t  me inc red u l ous l y  when I  t e l l  t hem I  dance  ba l l e t
( s omet imes  en  po in te ) .  Those  who ha ve  known me a l l  my  l i f e  knew me as  a
gymnas t ,  a  vau l t  spec ia l i s t ,  good  a t  the  mos t  aggres s i ve  appar a tus .

Those  who have  met  me in  recent  yea rs  c ou ldn ’ t  pos s ib l y  s ee  how th i s  g i r l
who wa lks  fu nny ,  has  mus c le  a t r ophy ,  and  has  ner ve  i s sues  can  dance .  Ye t
somehow i t ’ s  t rue .



I  had  to  g i ve  up  gymnas t i c s  n ine  years  ag o ,  when I  moved  f rom M ich i gan  to
an  a rea  o f  no r t he rn  Spa i n  tha t  d oesn ’ t  have  a  g ymnas t i c s  fa c i l i t y .

About  th r ee  years  ago ,  I  d ec ided  t o  g i v e  ba l l e t  a  t r y ,  knowi ng  t ha t  I  wasn ’ t
bu i l t  fo r  i t  and  had  ha t ed  l ea rn ing  i t  i n  gymnas t i c s  t ra in i ng .  Bu t  i t  was  t he
on ly  dance  c l ass  I  cou ld  f i nd  in  my c i t y  tha t  f i t  my  work  schedu le .

I t  tu r ns  ou t  tha t  I  d idn ’ t  r ea l l y  ha te  ba l l e t ,  I  had  j us t  ha t ed  my f i r s t  ba l l e t
teache r .  My  te acher  now i s  an  inc red ib l e  tec hn i c i an ,  who loo ks  fo r  wha tever
exp lana t i on  o f  a  s t ep  o r  t echn iq ue  works  to  ge t  th r ough t o  each  s tudent .  She
has  been  ve ry  r espons i ve  to  my neur o log i ca l  i s sue s ,  a t  f i r s t  o f fe r ing
sugges t i ons  o f  how t o  adapt  th e  exerc i ses  when I  c ou l dn ’ t  do  someth ing ,  and
now g iv i ng  me f ree  r e in  to  adap t  them as  I  see  f i t  w i th i n  the  l im i t s  o f  the
mus ic .

I  danced  in  my f i r s t  r ec i t a l  a f t e r  jus t  a  few months  en  po i n te .  Un f o r t una te l y
a f te r  tha t ,  my  s ymp toms p rogres sed .  Now I ’m no t  on ly  dea l i ng  w i th
spas t i c i t y ,  bu t  a l s o  a t r ophy ,  espec i a l l y  i n  my l e f t  c a l f ,  wh i ch  has  l ed  me to
tea r  the  junc t i on  o f  my Ach i l l e s  tendon and  my so leus  tw i c e  in  l es s  than  a
year .  Y e t  I  keep  g o i ng  bac k  fo r  more .

Some wou ld  ca l l  me  a  masoch i s t ,  bu t  I  ca l l  i t  pass ion .



How do  I  poss ib l y  danc e  ba l l e t  w i th  spas t i c i t y  and  a t rophy ,  you  may ask?
Hones t l y ,  no t  ve ry
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we l l ,  bu t  i t  se rv es  as  an  add i t i ona l  t ype  o f  phys i c a l  t he rap y .  I t  he lps  to  b u i ld
musc le  s t r eng th ,  i nc reas e  f l ex ib i l i t y  and  imp rove  ba l ance .  A l though my new
at rophy  i s sues  mean I  am les s  ab le  to  bu i l d  musc le ,  ba l l e t  he lp s  me ma in ta in
what  I  have  un t i l  d i seas e  p rog ress i on  h i t s  aga in .

Ba l l e t  f o r  me  i s  a l so  a  t ype  o f  menta l  t he rapy .  I t ’ s  the  mos t  t echn i ca l  s t y l e  o f
dance  –  rea l l y  i t ’ s  t he  base  fo r  a l l  o the r  s t y l e s .  As  a  gymnas t ,  I  apprec i a t e
techn ique .  I  ha ve  a lways  s t r i v ed  fo r  tec hn i ca l  pe r fec t ion .  Danc ing  b a l l e t  i s  a
way  fo r  me to  c ont inue  pu rsu ing  tha t  goa l ,  thoug h i t ’ s  a  goa l  tha t  I
cont i nua l l y  ad j us t  as  I  p i l e  on  i n ju r i es  and  more  neuron  damage.



I  a l s o  en j oy  the  c ha l l enge  o f  f i nd i ng  ways  to  c ompensa te  –  some th i ng  I
l ea rned  f r om be i ng  my gym ’s  “ in j u r y  queen”  and  hav ing  to  c ompensa t e  fo r
someth ing  in  gymnas t i c s .  Now I  do  the  same in  ba l l e t .  These  cha l l e nges
prov id e  me t he  menta l  and  phys i ca l  s t imu la t i on  tha t  I  s t rong ly  be l i e ve  have
he lped  my d i seas e  p rogr es s  more  s low ly .

F ina l l y ,  i t ’ s  a  wa y  fo r  me to  have  a  men ta l  escape  f r om the  f r us t ra t i on  o f  s t i l l
be ing  und iagnosed ,  a f te r  fou r  and  a  ha l f  yea rs  w i th  symptoms .

Wh i l e  my p r i va te  neuro log i s t s  ha ve  been  l ean ing  towards  some upp er  mo to r
neuron  synd rome ,  my pub l i c  neur o l og i s t ,  ass igned  b y  the  pub l i c  hea l th
sys tem,  ha s  on ly  r ecen t l y  g rudg ing ly  moved  pas t  he r  d iagnos i s  o f  “ i t ’ s  a l l  i n
your  head . ”  Wh i l e  I  do  se e  a  psych ia t r i s t  t o  dea l  w i th  the  me nta l  f rus t ra t i on
o f  th i s  s i tua t ion  (who f i rm ly  be l i eves  th a t  my neuro  i s sues  a re  j us t
neuro log i ca l ,  and  a r e  no t  i n  the  l ea s t  psycho log i ca l ) ,  b a l l e t  o f fe r s  me a
therap y  beyond wha t  I  cou ld  rece ive  b y  t r y ing  to  ta l k  i t  ou t .

One  th ing ’ s  fo r  s u re  –  whenever  I  have  wanted  s ome th i ng  in  l i f e ,  I  h ave
a lways  done  whate ver  i t  took  to  ach ieve  i t ,  d i s re gar d ing  t he  op in i ons  o f
those  who d idn ’ t  th i nk  I  c ou ld  o r  shou ld  go  a f t e r  i t .  I  want  to  keep  da nc ing



ba l le t  a s  l ong  as  phys i ca l l y  poss ib l e ,  so  I  w i l l .  O r  as  goes  the  mot to  f rom my
a lma ma te r ,  M i c h igan  S ta te  Un ive rs i t y ,  “Spar tans  w i l l . ”

When You Are Ready to SCOOT…
By  Cher ine  Be rg ,  HSP

Unfor tuna te ly ,  fo r  mos t  peop le  w i th  HSP ,  there  w i l l  c ome a  t ime when you
wi l l  need  more  than  a  Wa l kA ide ,  c ane ,  r o l l a to r  o r  a  wa lke r .

But  you  a ren ’ t  read y  f o r  a  whee l c ha i r .

A  mob i l i t y  scoo te r  i s  o f ten  the  n ex t  cho i ce .

A  scoo te r  w i l l  g i ve  the  use r  the  fee l i ng  o f  i ndependence .  Be ing  dependent  on
other s  i s  t ough .  Every one  l i kes  be ing  independen t ,  w i th  the  ab i l i t y  o f  do ing
tasks ,  c hores ,  o r  f un  ac t i v i t i e s  as  be fo re .



The scoote r  I  wou l d  l i ke  t o  recommend i s  the  T rave l Scoot .  I  have  had  my
Standa rd/De l uxe  mode l  T r ave lSc oot  fo r  abou t  15  ye ars .  I t  i s  one  o f  the  f i r s t
p roduced  and  i t  c on t in ues  to  g i ve  me the  independence  tha t  I  yea rn  fo r .  Yes ,
I  wou ld  LOVE  to  be  ab le  to  wa l k  aga in !  S ince  I  can ’ t ,  t h i s  l i t t l e  s coo te r  has
become ‘my  l egs ’ ,  i t  i s  how ‘ I  r o l l . ’  I  o f t en  re fe r  t o  my  scoo te r  a s  ‘My  Ange l . ’
I  am so  g l ad  tha t  I  can  s t i l l  go  shopp ing  by  myse l f ,  j u s t  me  and  my  scoo te r .

Why i s  th i s  sc oo te r  a  f avo r i te  o f  m ine?  I  c an  wa l k  a  l i t t l e ,  bu t  eve ry  s t ep  i s
becoming  more  d i f f i cu l t .

As  my cond i t i on  has  p rogr essed ,  I  am s t i l l  ab le  to  u se  th i s  s coo te r
independent l y ,  w i t h  no  he lp .

I t  i s  l i gh twe igh t ,  we igh i ng  about  35  lb s .  I t  fo lds  up  eas i l y ,  ta k i ng  me about  a
minu te  to  s e t  i t  up  o r  b r eak  i t  down.  My  Tra ve l Scoo t  has  on ly  th r ee  par t s :
the  ba t te ry ,  the  cha i r  a nd  the  scoote r  b ase .  I t  f i t s  eas i l y  i n  the  c a r  t runk .  I



now use  i t  i ns ide  my home as  we l l  as  c on t i nu i ng  to  us e  i t  fo r  shopp ing  a nd
t rave l .  The  l i th ium ba t te ry  i s  l i gh twe ig h t .  A  numb er  o f  acces sor i es  a re  now
ava i l ab le  fo r  the  scoo te r ,  i nc lud i ng  shopp ing  bas ke ts .  I  have  ta ken  the
scoo te r  and  ba t te r y  on  d i f f e ren t  a i r l i ne s  w i t h  no  i s s ues .
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For  more  in f o rma t ion ,  p r i c ing  and  c ontac t  i n fo r mat ion ,  go  to  t he  T ra ve l Scoo t
webs i te , www. t ra ve l sc oo t . com.

Making Strides with the WalkAide
By  K im Wh i te ,  HSP

In  2003 ,  when I  was  d i agnosed  w i th  HSP ,  I  was  l ook i ng  th r ough my ema i l s
and  ran  a c r oss  a  coup le  t ha t  sa id  “Rar eConnec t . ”  I  f ound  t ha t  s ever a l  peop le
w i th  HSP  wer e  ta l k ing  about  the  Wa lkA ide® [a  med i c a l  dev i c e  tha t  us es
func t iona l  e l ec t r i ca l  s t imu l a t i on  to  a c t i va t e  the  musc les  th a t  l i f t  the  foo t .
Ed . ] .  I  dec id ed  t o  f i nd  ou t  more  by  v i s i t i ng h t tp s : / / acp lus . com/wa l ka ide  and
go ing  to  YouTube .



The ACP Wa lkA ide

On the  Wa lkA ide  s i t e  I  saw a  v ideo  o f  a  g i r l  abou t  s i x  yea r s  o ld  who  had
cerebra l  p a l sy  a nd  cou ld  no t  wa lk .  They  t r i ed  t he  Wa lkA id e  on  her  r igh t  and
le f t  l egs  a nd  i t  wo rked  fo r  her .  She  wa l ked  ve ry  we l l  w i th  them and s he  even
lea rned  to  r un  w i th  them on her  l eg s .  When I  saw t ha t ,  I  s ta r t ing  c r y ing
because  I  was  so  happy  fo r  he r .

A f te r  tha t ,  I  as ked  my neu ro log i s t  about  the  Wa lkA ide .  He  had  never  hea rd
about  i t ,  so  he  gave  me a  p resc r ip t ion  to  g o  to  the  Hanger  C l in i c  t o  t ry  i t
ou t .

I  t r i ed  one  on  my le f t  l eg  and  i t  wo rked  fo r  me ,  bu t  my insu rance ,  wh ich  a t
the  t ime was  Br avo ,  wou ld  no t  pay  any  par t  o f  i t .  I  a ppea l ed  and  won.
Hanger  o rde red  the  Wa lkA ide  and  I  pa id  a  20% copay .  I  s t i l l  wea r  the
Wa lkA ide  and  j us t  pu rchas ed  a  new one .  I t  was  a  lo t  l ess  e xpens ive  than  i t



or ig i na l l y  was  in  2003 ;  my copay  was  on ly  $295  in  2020 .  Cove rage  and  c opay
depend o n  your  i nsuranc e ,  thoug h .  Some peop le  s ay  they  had  t o  pay  fo r  the
dev i ce  themse lve s  and  some succes s fu l l y  appea l ed  to  t he i r  i nsu rance  to  ge t
i t .

The  tec hn i c i an  a t  the  Hanger  C l i n i c  se t  i t  up  f o r  me us ing  a  c ompute r
p rogr am t ha t  ana l yzed  my wa lk ing  and  t hen  p r ogrammed th e  Wa l kA id e  w i th
tha t  i n fo rma t i on .  I  have  t o  go  back  soon  to  have  my dev i c es  res e t  because  I
recent l y  go t  Bo t ox  in j ec t i ons  in  bo th  o f  my l egs  and  the  te chn i c i a n  wants  to
make  su r e  my  Wa lkA ide  p r ogram i s  p r oper l y  ad jus ted .

The  Wa lkA ide  uses  a n  e l ec t r i ca l  impu l se ,  j us t  as  a  TENS un i t  does .  The
impu l se  c an  be  se t  a t  d i f f e ren t  l ev e l s  so  you  ge t  the  l ev e l  o f  impu l se  tha t  i s
r i gh t  fo r  you .

The  dev i ce  has  a  c u f f  tha t  goes  a r ound t he  upper  ca l f  a re a  jus t  be low t he
knee  and  can  be  worn  und er  j eans ,  a  d res s  o r  a ny th i ng  e l se  worn  on  the  l eg .
The  cu f f  i s  p l as t i c  w i th  a  c lo t h - l i ke  mate r i a l  on  the  i ns ide .  I t  a l s o  has  a
ba t te ry - opera ted  box ,  l i ke  a  TENS un i t ,  and  i s  c onne c ted  by  two w i res  f r om
the  box  to  two  e l ec t r odes  tha t  a r e  ins ide  the  cu f f .  T he  e lec t rodes  have  a
s t i c ky  base  t ha t  goes  towa rds  your  l eg  and  s ends  an  e lec t r i ca l  impu l se  as  y ou



s tep .  Th e  impu l se  s ig na l s  your  foo t  to  p i c k  up  and  no t  d rag  your  toe s .  The
e lec t r odes  need  t o  be  changed  ou t  i n  one  to  two  we eks .

I t  i s  r ea l l y  wonde r fu l !  W i th  a  p res c r ip t i on  f r om your  neuro log i s t ,  you  can  t r y
i t  ou t  a t  a  p ros the t i c s  and  o r tho t i c s  c l i n i c .  I f  i t  wo rk s  fo r  y ou ,  ge t  i t ;  i f  i t
does  no t ,  a t  l eas t  you  t r i e d .

The  Wa lkA id e  a l so  has  an  exerc i se  mode .  Wh i l e  you  a re  s i t t i ng  down you  can
exerc i s e  the  foo t  p i c k  up  mot i on .  The  techn i c i a n  can  p rog ram the  exerc i se
mode  t ime .  The  Hanger  C l i n i c  se t  my  exe rc i se  mode  so  I  can  p rac t i ce  l i f t i ng
up  my foo t  fo r  f i v e  second s  and  go in g  down fo r  two  s econds ,  repea t ing  the
foo t  p i ck  up  fo r  abou t  ten  m inu tes .

When i t  s t ops ,  y ou  can  p r ess  t he  e xerc i se  mode but t on  and  do  i t  once  aga i n .
I t  i s  r ea l l y  ha rd/ t i r i ng  to  wa lk  hav ing  HSP and  wear ing  t h i s  dev i ce  do es  ta ke
some o f  the  t i r edness  away .

A  word  o f  c au t i on :  Be  su r e  to  tu rn  o f f  yo ur  Wa lkA id e  when ge t t i ng  an  x - ray ,
u l t r asound o r  o the r  imag ing  p rocedur e  s ince  i t  w i l l  mess  up  the  d ev i c e  i f  l e f t
on .  A l so ,  you  cannot  wear  th i s  de v i ce  in  wat e r .



Bes t  o f  l uc k  to  a l l  o f  you  who success fu l l y  t r y  the  Wa lkA ide .  I  am thank fu l
tha t  i t  wor ks  fo r  me!

Life After Diagnosis: Learning to Thrive with
PLS
By  Ron Schw ing ,  P LS

In  2014 ,  I  was  43  and  an  ac t i ve -du ty  A i r  Fo r ce  o f f i ce r  se rv ing  as  a  F l i gh t
Tes t  Eng ineer  i n  a  p romis i ng  ca ree r ,  hav ing  r ecen t l y  been  se l ec ted  fo r
p romo t ion  to  Co l one l .  Fo r  the  p re v i ous  two to  th re e  year s ,  I  had  been
exper i enc ing  reduced  a th l e t i c i sm and  weaken ing  in  my lower
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body .  I  cha l ked  my  symptoms  up  to  be ing  in  my  fo r t i e s  un t i l  2014 ,  when  I
cou ld  no  longer  pas s  the  m i l i t a ry  f i tness  tes t .  I  was  r e fe r r ed  t o  a  neuro log i s t
and  a f t e r  s i x  mon ths  o f  d i agnos t i c  sc reen ings  was  g i ven  a  d i agnos i s  o f
PLS/HSP ( l a t e r  gene t i c  tes t ing  wou ld  come back  n egat i v e  fo r  known HSP
genes) .



I  d id  no t  t ake  the  news  w e l l  and  immed ia te l y  began  to  expe r i e nce  seve re
anx ie ty ,  d epres s i on  and  in somn ia  wh i c h  requ i r ed  p ro fess iona l  menta l  hea l t h
suppor t .  I  was  concerned  about  my l i f e ,  my  f ami l y  and  my ca r eer .  A t  tha t
t ime ,  my anx ie ty  symptoms were  fa r  worse  than  any  o f  my PLS  symp toms.  I t
took  a  good  e igh t  to  twe l ve  mon ths ,  w i th  s t rong  fam i l y  and  p ro fess iona l
suppor t ,  to  recover  my menta l  hea l th .  Wh i l e  my mi l i t a ry  ca ree r  wou ld  b e
t runca ted ,  I  was  no t  imme d ia te l y  d i s c harged .  Ins t ead ,  I  was  g i ven  a  non-
combat  dep loyab le  j ob  to  f i n i sh  my ca ree r .

A f te r  a  d i f f i cu l t  t r ans i t i on ,  I  have  se t t l ed  down to  w hat  i s  my new norma l .  My
mos t  severe  symptoms a re  poor  ba l ance/weak  l egs ,  s l owed and  s l u r red
speech  and  r educed  lung  capac i t y .

My  poor  speech  i s  t he  mos t  f rus t ra t ing  s ymptom fo r  me s ince  I  was  a lways  an
exce l l en t  ve rba l  commun ic a to r .  Wha t  once  was  my b es t  a t t r i b u te  as  an  A i r
Fo rce  o f f i ce r  i s  now my b igges t  l im i ta t i on .  Cu r ren t l y ,  COVID i s  a l so  a  b ig
concern  fo r  me w i th  the  po ten t i a l  a t tac k  to  my a l r eady  comprom ised
resp i ra to ry  s ys tem .

Desp i t e  the  ad j us tmen ts  a nd  l im i ta t i ons ,  I  f ee l  I  l i ve  a  fu l l  and  mean i ng fu l
l i f e .  I  am s t i l l  ab le  to  wor k  in  a  mean ing f u l  and  s a t i s f y ing  j ob  tha t  supp or t s



the  A i r  Fo rce  and  our  c ount ry .  My  p rev ious  hobb i es  o f  i ce  hockey ,  r unn i ng ,
h ik i ng  and  vo l l eyba l l  a re  l ong  beh ind  me and  my c ur ren t  two p r imary  ou t l e t s
a re  go l f  and  b i cyc l i ng .  I  can  s t i l l  go l f  w i th  a  ca r t .  My  sw ing  i s  s l ow and  the
ba l l  do esn ’ t  go  fa r ,  bu t  my mis s  h i t s  a re  no t  nea r l y  a s  bad .  I  haven ’ t  h i t  a
house  s i nce  PLS !  I  bough t  a  recumbent  t r i ke  (Ca t r i ke  V i l l age r )  wh ich  I  r i de
fo r  an  hour ,  four  to  f i ve  t imes  per  week .  The  gear i ng  i s  l ow and doesn ’ t
requ i r e  s ign i f i c an t  l eg  s t r ength .

Ron on  h i s  Ca t r i k e

No  one  can  p red i c t  how my  PLS  w i l l  p rogress  bu t ,  f o r  a s  l ong  as  poss ib l e ,  I
want  to  b e  ab le  to  do  tomor row whatever  I  ca n  do  t oday .  I t ’ s  a  use  i t  o r
lose - i t  menta l i t y .

I  do  a  lo t  o f  s t re tch i ng  t o  a i d  in  f l ex ib i l i t y  and  mob i l i t y .  I  have  a  30 -minute
s t re tc h ing  r ou t i ne  tha t  I  d o  ever y  morn i ng  and  e ven i ng .  My  wa lk ing  ga i t
tends  t o  be  be t te r  a f te r  s t re t ch ing .



Musc le  s t i f fness  i s  a  s ign i f i can t  c ha l l enge  fo r  me and  I  f i nd  mas sag e  the rapy
works  bes t  f o r  me .

P re -COVID I  was  ge t t i ng  a  deep  t i s sue  massage  week l y  f rom a  l i censed
therap i s t  bu t  when tha t  s t opped  I  purcha sed  a  handhe ld  mas sag e  gun
(The ragun P r ime ,  i n fo rmat ion  a t h t tp s : / / sm i l e .a mazon .com/The ragun -Pr ime-
Genera t ion -Percuss i ve -
T reatmen t/dp /B086Z6V3S6/ re f=sr_1_5?dch i ld=1&keywords=Theragun+pr ime&
q id=1602198610&s r=8 -5  ) .  I  u se  the  massage  gun  fo r  abou t  20  m inu tes ,
t yp i ca l l y  a f t e r  a  magnes i um Epsom sa l t  ba th  in  t he  even ings .  The  res u l t s
have  been  ve ry  good  f o r  me;  l e s s  s t i f f ness  and  be t te r  s l eep  w i th  f ewer  l eg
spasms .  I  f i nd  the  resu l t s  as  good  as  t he  i n -pers on  l i c ensed  the rap y  w i t hout
the  $60-per -hour  cos t .

“ I  F IND MASSAGE THERAPY  WORKS BEST  FOR ME . ”

I f  you  a re  a  m i l i t a r y  ve te r an ,  p le ase  con ta c t  your  l o ca l  Ve te ran
Admin i s t ra t i on  ( VA)  fac i l i t y  and  de te rm ine  wha t  ass i s tance  your  d i sab i l i t y
may  qua l i f y  fo r .  The  VA has  been  and  c ont i nue s  t o  be  a  huge  s ource  o f
suppor t .  In  add i t i on  to  med i ca l  c a re ,  I  qua l i f i ed  f o r  and  rece i ved  s ig n i f i can t
f i nanc ia l  ass i s ta nce  t o  mod i f y  my home t o  accommodate  my d i sab i l i t y .



Add i t i ona l l y ,  when  needed  I  can  rece i ve  f i na nc ia l  as s i s tance  to  mod i f y  my
automob i l e .

F ina l l y ,  i f  y ou  have  the  oppor tun i t y  and  means  to  pa r t i c i p a te  in  a  PLS/HSP
c l i n i c a l  s t udy ,  p lease  c ons ide r  i t .  I  h ave  par t i c i pa t ed  in  two:  Dr .  F lo e te r ’ s
Nat ion a l  Ins t i t u te s  o f  Hea l th  (N IH)  PLS  S t udy  ( now c losed)  and  D r .
Paganon i ’ s  Mass  Genera l  PLS  s tud y .  I t  p rov ides  muc h-needed  i n fo rmat ion  to
the  med i ca l  c ommun i ty  s ea rch ing  fo r  causes ,  t re a tments  and  a  cu re .  Wh i l e
i t ’ s  un l i ke l y  your  pa r t i c i pa t ion  w i l l  imp rove  your  c ond i t i on  in  th e  nea r - t e rm,  i t
w i l l  g i ve  you  access  t o  t he  l ead i ng  med ic a l  expe r t s  i n  our  d i so rde r .

My  loca l  neur o log i s t  i s  ve r y  good  bu t  I  am h i s  on ly  P LS/HSP pa t i en t .  A f te r
every  c l i n i ca l  s tudy  v i s i t ,  I  have  come away  w i th  more  know ledge  ab out  the
d i sease ,  more  know ledge  about  my own man i fe s ta t i on  o f  P LS  and  ex ce l l en t
recommendat ions  on  spec i f i c  d rug s ,  exe rc i ses  and  phys i c a l  a ids  t o  improve
my qua l i t y  o f  l i f e .
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FLASHBACK

Th i s  i s sue ’ s  f l a shback  i s  f r om the  Wi n te r  2003  ed i t i on  o f  S ynapse ,  “Ser v ing
the  P r imary  La t e ra l  Sc le r os i s  Commun i ty  s i nce  1997 . ”  You  can  v iew the  en t i re
Win te r  2 003  i s sue  on  the  SPF  webs i te , h t tps : / / sp - f oundat ion .o rg/ news -
resources /news le t te r . h tm l  [ J .  S taeh le ,  S r .  Ed i to r ]

Meet Synapse Founder

Joe  began pub l i s h ing  Synapse  in  1 997 .  He  ac tua l l y  s en t  i t  ou t  o n  a  month ly
bas i s !  O f ten  he  fea tu r ed  a  d i f f e ren t  PLSe r  each  month .  We a re  a l l  i ndeb ted  t o
Joe  fo r  h i s  i nsp i r a t i on  to  c rea te  Synaps e  and  fo r  h i s  ded i c a t ion  to  the  tas k  he
se t  fo r  h imse l f .



Thank  you ,  J oe  A lbe rs tad t  Cont r ibu ted  by  Ronn i e  Grove  My f i r s t  c on ta c t s  w i t h
o the r  PLSe rs  c ame as  news le t t e r s  f r om Frank  Levy  and  Joe  A lbe rs tad t .

Those  f i r s t  news le t te r s  we re  jus t  tha t :  l e t te r s  w i th  PLS  news .  We re  they  eve r
we l come!  Fo r  me,  th i s  was  p re -comp ute r  and  the  g r ea tes t  th ing  happen ing  in
my wor ld .  J oe  repor t ed  meet i ng  o the r  P LSers  i n  F l o r ida .

Sever a l  o f  us  a sk ed  Joe  to  c ons ide r  a  mee t ing  a  l i t t l e  fa r t he r  nor th .  I
a t tended  t ha t  f i r s t  ga t her i ng  Joe  hos ted  in  V ienna ,  VA  in  1998 .  Tha t ’ s  where
I  met  Ed  Ames  who  encou raged  me  to  ge t  a  compute r .

By  th i s  t ime  the  news le t te r  was  becoming  qu i te  s avvy  and  had  g o t ten  i t se l f
named Synapse .

Through Synapse ,  I  was  aware  the r e  was  a  l o t  happen ing  tha t  I  was  m is s i ng
out  on .  Ed  kep t  a f te r  me and  I  f i n a l l y  go t  on  l i n e  in  Ap r i l  1999 .

Ha l l e lu ja h ! ! !  Wha t  a  day !

Thanks  to  Joe ,  who b r ought  me to  Ed ,  who b r ough t  me to  the  c omput e r ,  I
now had  a l l  o f  you .



Then we had  the  g rea t  Connec t i cu t  Connec t ion  and  I  pu t  so  many  fac es  w i t h
names  f r om the  P LS  F r i e nd s  g roup  and  I  c an ’ t  b eg in  to  te l l  you  how
wonde r fu l  tha t  was .  Thus  came th e  f i r s t  thoug hts  o f  a  Wes t  V i rg in ia
Connec t ion ,  a .k . a . ,  Sp r i ng  F l i ng .  I  wa nted  to  sha re  my PLS  know ledge  and
maybe  re ach  someone who was  ou t  t he re  s t rugg l ing  a l l  a l one .  S i nce  t ha t
Connec t i c u t  meet i ng  i n  Oc tober  o f  1999 ,  the re  have  been  many  reg iona l
connec t ions ,  l unches ,  ga t he r ings ,  mee t ings ,  d inners ,  c rea t ion  o f  SP
Founda t ion ,  and  f i na l l y ,  th i s  pas t  Sep tember  the re  was  TeamWa lk .

Above  a l l ,  ca l l  them IMPORTANT.  Th i s  i s  NETWORKING !  Network ing  i s
someth ing  we c an  a l l  d o  to  be  a  par t  o f  the  b ig  p i c t u re .  F r om Joe  to  Ed  to
compute r  to  P LS-F r i ends  to  TeamWa lk .

We a re  mak i ng  a  d i f f e r ence !  Thank  you ,  J oe  fo r  s ta r t i ng  the  ba l l  r o l l i ng .

CONNECTIONS

North Texas Virtual Connection
By  Ce l yna  Rac kov  (SPG4 )  and  T ina  Cur fman (HSP) ,  SPF  Co-Amb assadors  Nor th
Texas  Reg ion



V i r tua l  Nor th  Texas  Connec t ion  happe ned  on  Augus t  1 5 th  a t  1 :00  pm.  Ca ro l
Rea l  (HSP) ,  T ina  Cur fman (HSP) ,  John  S taeh le  (HSP) ,  Wade  P i e r ce  ( PLS) ,
Jeana  F rase r  (SPG4) ,  Ce l yna  Rackov  (SPG4) ,  Cher i ne  Be rg  (SPG3A)  f rom
Nor th  Texas  and  K im Wh i t e  (SPG4 )  f rom the  H ous t on  a rea  par t i c ipa ted  in  the
meet ing .  The  mee t ing  was  he ld  o ver  Zoom and  l as ted  two hou rs .

The  mee t i ng  s ta r ted  w i t h  i n t roduc t i ons  a nd  soc ia l  conversa t ion  to  b rea k  the
i ce .  Each  one  sha red  the i r  b r i e f  HSP  o r  PLS  j ou rney .  Age  o f  on - se t ,
med i ca t i ons ,  the rap ie s ,  and  dev i ces  were  the  ma in  t op i c s  o f  the  d i s cuss ion .
John  S taeh le  sha red  h i s  e xper i e nce  as  Nor th  Texa s  ambassador  and  as
Synapse  ed i t o r ;  i t  was  a  g rea t  momen t  to  hea r  and  t o  l ea r n  so  much  g rea t
in fo rmat ion  f r om h im .

Some o f  us  comp la i ned  about  pa in  (ma i n l y  l ow back  pa in ) .  Low-back  pa in  i s
no t  a  s ymptom o f  HSP o r  PLS ,  bu t  i t  can  be  caused  by  ga i t  abnorma l i t i e s .
John  S  exp la ined  how bac l o fen  pump works  f rom imp lan ta t i on  a l l  t he  way
th rough  ma in t enance  and  peop le ’ s  exper i ence  w i th  i t .  K im Wh i te  s hared  her
journe y  us i ng  Wa lkA id e .  A f te r  l i s t en i ng  t o  how much  i t  he lped  her ,  our
in te r es t  i n  tes t ing  th i s  de v i c e  was  g rea t l y  e leva ted .



T ina  Cur fman spoke  abou t  the  “Awa reness  Week  5K  Run ,  Wa l k  o r  Ro l l ”  t ha t
wou ld  happen in  th e  coming  week .  She  gave  de ta i l s  about  the  event  and  the
da i l y  c ha l l enges .  John  S taeh le  encou raged  everyone  to  wr i t e  an  a r t i c l e  f o r
Synapse  a nd  inc lude  p i c t u r es  and  per s ona l  exper i ences .
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The  Nor th  Texas  H SP and  PLS  Facebo ok  g roup  was  c r ea ted  fo r  Nor th  Texas
members  to  enab le  commun ica t i on  o f  upc oming  events  and  t o  p ro v ide  a
re l i ab le  condu i t  fo r  members  to  s tay  connec ted .

The  nex t  Nor th  Texas  Connec t i on  event  i s  s ched u led  fo r  November  14 th ,
us ing  Zoom aga in .

Iowa Virtual Connection
By  J ack ie  We l lman,  Iowa S ta te  Ambas sador  and  SPF  Boa rd  Member

On the  even i ng  o f  Sep t ember  30 th  we had  an  I owa V i r tua l  Connec t ion  us i ng
Zoom.  D i na  Landpha i r ,  Jac k ie  We l lman ,  Co le t te  E rgenbr igh t ,  Dave  S ta tezn i ,
Dana  Sad le r  and  Ca ty  Juh l i n  a t tended  fo r  some HSP conversa t i on .  We each
shared  our  d iag nos i s  a nd  t es t ing  s to r i es .  We ta l ked  about  tes t ing  and  va r ious
med i ca t i ons  fo r  spas t i c i t y .  We dec ided  to  meet  l i ke  t h i s  eve ry  o the r  month .



FUND RAISERS

Adli Does It Again!
By  Ami  Hagan

At  22  months  o f  age ,  Ad l i  was  d iagnosed  w i th  Cer eb ra l  Pa l sy  even  though
doc to r s  co nt i nued  to  d e te rmine  her  s i tua t ion  as  a  “mys te r y . ”  A f te r  many
appo in tmen ts  and  many  te s t s ,  i t  was  f ina l l y  con f i rmed a t  age  f i ve ,  she  had  a
ra re  neuro log i ca l  d i se ase  ca l l ed  Hered i ta r y  Spas t i c  Pa rap leg i a  (HSP)  SPG3A.
Cur ren t l y  a t  age  e ig h t ,  she  i s  an  a c t i v e  g i r l  i n vo l ved  in  so f tba l l  and  N i n ja  U
and en j oy s  shoot i ng  hoops ,  r i d i ng  her  b i ke ,  and  p lay ing  w i t h  her  b ro t her  and
s i s te r .  A l t hough her  l egs  a re  “d i f fe ren t ”  she  has  ne ver  backed  down f r om a
cha l l e nge .

She  may not  be  ab l e  t o  pe r fec t  e ver y th i ng  she  does ,  bu t  she  g ives  i t  he r  a l l
when she  t r i es !



To k i ck  o f f  HSP  Awareness  week  in  Augus t  we  he ld  a  Hot  Dog /Burger
Fundra i se r  ou ts ide  o f  our  l oca l  F i r e  S ta t i on ,  popu l a t i on  1 ,593 .  We se rved  80
burge rs  and  160  ho t  d ogs .  On two sepa ra te  occa s ions  we had  to  go  and  ge t
more  f ood !  We d id  th i s  fo r  two  hou rs  on  a  VERY HOT & HUMID day ,  bu t  s t i l l
had  an  i nc red ib le  tu r nou t  and  ra i sed  $4 ,400 .00  fo r  the  Spas t i c  Pa r ap leg ia
Founda t ion !

To  he lp  sp read  awareness  about  HSP and  c e leb ra te  R are  D i s ease  Da y  on
February  29 th ,  we  so ld  ove r  100  “#hope fo rad l i  War r io r ”  t - sh i r t s  dur ing
February  and  ra i sed  $600  fo r  t he  SP  Founda t ion .

We hope  to  imp rove  and  cont inue  i t  each  year ;  i t  i s  someth ing  Ad l i  l oo ks
fo rward  t o !  She  i s  a  t r ue  war r io r  f o r  t he  caus e .

Ed i to r ’ s  No te :  Then  seven- year  o ld  Ad l i  k i c ked  o f f  2019 ’ s  HSP  Awa reness
Week  w i th  a  Hot  Dog  Fund ra i s e r  tha t ,  i n  two hour s ,  ra i s ed  $1 ,336  fo r  the
SPF .

OTHER

All The Way Up – My PLS Journey
By  Lou i se  Led i n



I  was  d i agnosed  w i th  PLS  i n  June  2011 .  N ine  yea r s  l a te r  I  am s t i l l  wa l k i ng
w i th  a  wa l ke r  and  s t i l l  d r i v i ng .  My  speech  has  dec l i ned  ove r  th i s  t ime  bu t  i s
s t i l l  i n te l l i g i b l e .  In  2013 ,  I  had  my f i r s t  Bac lo fen  pump imp lan ted  and  l a s t
November  had  i t  rep l aced  w i th  a  new one .  I  am s t i l l  i ndependen t  w i th  my
se l f -ca re  l i ke  d ress ing  and  shower ing .  Ove ra l l ,  I ’ ve  had  a  s l ow p rog ress i on  o f
PLS .  I t  has  no t  been  easy ,  bu t  has  be en  s l ow.

In  2019 ,  I  was  mot i va ted  to  wr i t e  a  s t o ry  about  my journe y  w i t h  PLS  a f te r  a
woman on  the  P r imar y  La t e ra l  Sc le ros i s  Fa cebook  g r oup announced  she  had
jus t  pub l i shed  her  book .  I  wasn ’ t  su re  whe re  t o  beg i n  as  I  hav e  never  wr i t ten
a  book  be fo r e ,  bu t  once  I  c rea ted  an  out l i ne  o f  my c hapte rs ,  i t  f l owed qu i te
we l l .  I  re v iewed many  o f  my med ica l  f i l e s  to  pu t  t h ing s  in  a  ch rono log i c  o rde r
and  was  happy  tha t  I  kep t  s o  many  not es .

My book ,  A l l  The  Way Up,  te l l s  my s t o ry  f rom the  beg inn i ng  o f  when I  k new
someth ing  was  o f f ,  my  d iagnos i s ,  wor k i ng ,  t he  Bac lo f en  pump ,  fa i t h  and



f i nd ing  s t r engt h ,  my suppor t  g r oup ,  NIH s t ud ies  I  p a r t i c i pa ted  in ,  and  he lp f u l
adv i c e  to  new ly  d iagnosed  pa t i e n t s .  My  hope  i s  tha t  my book  w i l l  b e
bene f i c i a l  to  o th ers  t o  ge t  a  be t t e r  unders ta nd ing  o f  what  l i v ing  w i th  P LS  i s
a l l  about .

A l l  The  Way Up ,  a  72 -page  so f t  co ver  pub l i ca t i on ,  i s  now ava i l ab l e  to  o rder  a t
h t tps : / / s i l v e r rh ombus- t r sw .squa respace .com/  .
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