
SPF  Summer  2020  News le t te r

i n  16p t  l a rge  p r in t

P roduced  by  Ka t i e  Rob inson

Co lumbus ,  Oh io

 1 p n1

WHAT 'S  INSI DE

Th i s  D i sease  Doesn ' t  De f i ne  Me  Page  5
HSP  I s  No t  Se l f -Cor rec t i ng  Page  8
To  Cat ch  a  Th ie f  Page  13



Garden ing  w i th  PLS  Page  1 4
Hee l s  A re  A  G i r l ' s  Bes t  F r i end  Page  15

Letter from the President
Dear  F r i end ,

As  you  know,  our  Founda t i on ' s  m is s ion  i s  to  c ons t an t l y  suppor t  the  bes t
upper -moto r  neuro log i ca l  r esear ch  on  th i s  p l ane t  so  the  day  w i l l  s oon  c ome
when a l l  i nd i v idua l s  w i th  HSP o r  PLS  c an  be  qu i ck l y  d iagnosed ,  t r ea t ed  and
cured .  Be l i eve  i t  o r  no t ,  t ha t  day  i s  no t  the  “ someday  by  and  b y”  w i s h  i t  onc e
was .  Today ,  w i th  the  cu r r en t  s t a te  o f  genet i c  res ea r ch ,  we  shou ld  a l l  be
exc i ted  b y  the  l i gh t  a t  the  end  o f  the  tunne l  s h in i ng  so  b r igh t l y .  Th i s  wou ld
not  be  p oss i b l e  w i th out  you .  Thank  you ,  s o  much !

I  want  you  to  know tha t  when you  donat e  to  the  Spa s t i c  Pa rap l eg ia
Founda t ion ,  you  a r e  no t  a c tua l l y  donat ing  to  SPF ,  you  a re  dona t ing  th r ough
SPF .  Y ou  see ,  we  have  s uch  a  l ow o verhead  ( on l y  p r i n t i ng  and  pos tage)  tha t
over  90  c en ts  o f  eve ry  do l l a r  donated  to  the  Sp as t i c  Pa rap leg i a  Foundat ion
goes  d i rec t l y  to  the  ve r y  bes t  and  mos t  exc i t i ng  res earch  on  th i s  p lane t ,  as
deemed by  the  exper t  vo lun ta ry  adv i c e  o f  our  wor ld  renowned Sc ien t i f i c
Adv i so r y  Board .



I  a l s o  mus t  admi t  tha t ,  a l t hough dona t ions  to  SPF  were  over  20% ahead  o f
l as t  y ear  be fo re  the  COV ID-19  c r i s i s ,  we  a re  now fa l l i ng  beh ind .  I  know t ha t
so  many  o f  us  a re  fe e l i ng  ve ry  wounded ,  wor r i ed  and  wea ry  dur ing  t h i s
COVID sca re ,  bu t  p lease  r emember  tha t  we  need  to  ma in t a in  our  s oc ia l
d i s tanc ing ,  wea r  our  mask s  in  pub l i c  and  wash  our  hands  o f ten  to  ma in t a in
our  hea l t h  and  sa fe t y .  We have  s t rong  hope  and  expec ta t ion  tha t  a  COVID-19
vacc ine  w i l l  be  ava i l ab l e  ea r l y  n ex t  yea r  o r  sooner .

Even  dur i ng  t h i s  c r i s i s ,  o u r  Founda t i on  i s  s t rong ly  do ing  i t s  pa r t  to  keep
research  mov i ng  f o rwa rd .  Thanks  to  you ,  we  have  been  ab l e  to  sus ta in  the
momen tum we have  fo rm idab ly  ma in ta in ed  fo r  th e  l as t  many  years  as  more
and  more  d i scover ies  a re  open i ng  new door s  t o  f i na l l y  conquer ing  t he
mise r ab l y  deb i l i t a t ing  d i s eases ,  HSP  and  P LS .  I n  the  2019  Annua l  R epor t  you
recen t l y  r ece i ved ,  we  t r i e d  to  re v iew t he  cu r ren t  re search  deve lopmen ts ,  bu t
a  f ew weeks  ago ,  we  dec ided  wha t  new resea r ch  p ro jec t s  ( t o ta l i ng  $900 ,000)
to  spons or  f o r  the  ne x t  two  years .  I  w i l l  t ouch  on  th e i r  h igh l i gh ts  he re .

Ever y  yea r  we  de s ign a te  ha l f  o f  ou r  fund ing  to  PLS  r esear ch  and  ha l f  to  HSP
resea rch .  Regard ing  PLS  r esea rch ,  we  a re  s ponso r i ng  Pe te r  Bede ,  M .D . ,
Ph .D . ,  Assoc ia te  P r o fesso r ,  Consu l tan t  Neuro l og i s t ,  Head  o f  the



Compu ta t iona l  Neur o imag i ng  Group ,  T r in i t y  Co l l ege ,  Dub l in  Med i ca l  P a t r on ,
I r i s h  Mot o r  Neuron
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vo lun ta ry  o rg an i za t i on .  I t  i s  the  on l y  o rgan i za t i on  in  the  Amer i ca s  ded i ca t ed
to  P r imary  L a te ra l  Sc le ros i s  ( PLS)  and  Hered i ta r y  Spas t i c  Pa rap leg ia  (HSP) .
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Dav id  Lew is ,  T r easur e r
Mar k  Weber ,  Esq . ,  Lega l  Counse l
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D isc l a imer :  The  Spas t i c  Pa rap leg i a  Foundat ion  does  no t  endorse  p roduc ts ,
se rv i c es  o r  manufac tu re rs .  Those  t ha t  a re  ment i oned  in  Synapse  a r e
inc luded  fo r  your  i n fo rmat ion .  The  SPF  as sumes  no  l i ab i l i t y  whatsoever  fo r
the  use  o r  con ten ts  o f  any  p roduc t  o r  s e r v i ce  ment io ned  in  the  news le t te r .
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Pres ident 's  Let ter  (cont inued)

Disease  Assoc i a t i on  ( IMNDA)  A  Fe l l ow  o f  the  B iomed i ca l  Imag ing  Labo ra to ry ,
Sorbonne  Un ive rs i t y ,  i n  h i s  s tudy  e n t i t l ed  “U s ing  MRI  techn iques  to  Exped i te
D iagnos i s  i n  PLS  and  Mon i to r  D i sease  P r ogres s i on . ”

A l so ,  i n  the  PLS  f i e ld ,  H i ro sh i  M i t s umoto ,  M .D . ,  DSc ,  Wes ley  J .  Howe
Pro fes so r  o f  Neu ro l ogy  a t  Co lumb ia  Un ive rs i t y  Med i c a l  Cen te r ,  MDA/  ALS



C l in i ca l  Resear ch  Cente r ,  The  Neuro l og i ca l  I ns t i tu te  o f  New Yor k ,  New Yor k ,
NY .  i s  be ing  sponsored  b y  us  in  h i s  s tudy  en t i t l ed .  “Ana ly z ing  d i s ease
progr ess  i n  pa t i en ts  w i th  P LS  to  deve lop  h i s to r i ca l  c on t r o l s ,  wh i ch  can  be
used  fo r  the  f i r s t  c l i n i ca l  t r i a l  i n  PLS  in  the  near  f u tu r e” .

A  s tudy  tha t  rea l l y  encompasses  bo th  PLS  rese arch  and  HSP re search  i s  b e ing
conduc t ed  by  Pembe Hande  Ozd in l e r ,  P h .D . ,  As soc ia te  P ro fesso r ,  D i r ec to r ,
Les  Turne r  ALS  Labo ra t o ry  I I ,  Depar tment  o f  Neur o l ogy ,  Nor thwes te rn
Un ive rs i t y ,  Ch i cago ,  IL ,  a nd  N i cho las  Ha tsopou los ,  Ph .D . ,  P ro fesso r ;
Depar tmen t  o f  Organ i sma l  B io logy  and  Ana tomy,  Un i ve rs i t y  o f  Ch i cago ,  i n
the i r  s tud y  en t i t l ed  “D i rec ted  Gene  De l i ve r y  to  Uppe r  Moto r  Neurons . ”

Now ,  rega rd i ng  HSP rese a rch ,  S iddhar th  Man i s h  Banka ,  Ph .D . ,  Manches t e r
Cent r e  fo r  Genom ic  Med i c i ne ,  S t .  Mary ' s  Hosp i ta l ;  and  Mar t in  Pe te r  Lowe,
Ph .D . ,  P ro f esso r ,  Depar tments  o f  B io l ogy ,  Med i c ine  and  Hea l th  Sc ienc es ,
Un ive rs i t y  o f  Manches te r ,  and  Anna  N i c o laou ,  Ph .D . ,  P ro fes so r  o f  B io log i ca l
Chemis t ry ,  Schoo l  o f  He a l t h  Sc ie nces ;  Fa cu l t y  o f  B io logy ,  Med i c ine  and
Hea l t h ,  Un ive rs i t y  o f  Manches te r ,  Manches te r ,  U .K . ,  a re  be i ng  sponsor ed  by
SPF  in  t he i r  s tudy  en t i t l ed  “Zebra f i sh  mode l s  t o  s t udy  and  t r ea t  he red i ta ry
spas t i c  pa rap leg ia . ”



Another  HSP researc h  tha t  we  a re  sponso r ing ,  w i th  your  he lp ,  i s  Cah i r
O 'Kane ,  Ph .D . ,  Un ive r s i t y  Lec tu r e r ,  Sen io r  L ec tu re r  (2000 ) ,  Reader  ( 2001)  in
Genet i c s ,  Depar tment  o f  G enet i c s ,  Un ive rs i t y  o f  Cambr idge ,  U .K . ,  i n  he r  s t udy
ent i t l ed  “A  ne uron  w i th i n  a  neur on:  I s  con t inu i t y  o f  the  axona l  endop lasm ic
re t i c u lum a  fac to r  i n  HSP  suscep t ib i l i t y? ”

The  l as t  new HSP r esear ch  s tudy  we jus t  s ta r ted  sponsor i ng  i s  Ca r o l yn  Sue ,
Ph .D . ,  MBBS,  D i re c t o r  o f  Neurogenet i c s ,  Depar tmen t  o f  Neuro logy  and  the
Ko l l i ng  I ns t i tu te ,  Roya l  No r th  Shore  Hosp i ta l ,  D i r ec t o r ,  Na t iona l  Cent re  fo r
Adu l t  S tem Ce l l  Resea rch ,  Ko l l i ng  I ns t i tu te ,  Roya l  No r th  Shore  Hosp i ta l ,
P ro fes so r ,  Sydney  Med i ca l  Schoo l ,  Un ive rs i t y  o f  Sydney ,  Gau tam Wa l i ,  MSc ,
Ph.D. ,

Pos t -doc to ra l  s c i e n t i s t ,  Un ive rs i t y  o f  S ydney ,  and  A l an  Mackay-S im ,  Ph .D . ,
D i rec to r ,  Na t iona l  Cen t re  f o r  Adu l t  S tem Ce l l  Resea rch ,  G r i f f i th  Un i ve rs i t y ,
B r i sbane ,  Aus t ra l i a ,  i n  the i r  s tud y  en t i t l ed ,  “F ind ing  d rugs  to  t rea t  SPG7 HSP
pat ie n ts ” .  T hese  doc to rs  have  been  rema rkab l y  succ ess fu l  i n  t he i r  work  w i th
drugs  fo r  SPG4 pa t i en ts  and  now th ey  a r e  a l so  wor k ing  on  the  s econd  m os t
common HSP gene ,  SPG7.



Ever y  yea r  I  seem to  be  more  and  more  e xc i t ed  by  t he  p rospec ts  o f  the
resear ch  we a r e  spons or ing .  We ins i s t  tha t  our  res earcher s  a r e  open  to
work ing  a nd  shar ing  w i th  o the r  resea rcher s  so  tha t  c o l l abora t ion  and  t he
synergy  o f  g r oup  th i nk  i s  poss ib le .  In f o rma t ion  s i l o s  a re  no  long er
acceptab l e .  Tha t  has  p r oven  suc ces s fu l  and  s ome o f  our  rese arche rs  ins i s t  on
work ing  th i s  wa y ,  as  we l l .  I  hope  you  jo in  me in  th i s  exc i temen t  as  our
research  cha rges  e ver  c l os e r  to  the  da y  when HSP and  PLS  can  be  qu i ck l y
d iagnosed ,  t r ea ted  and  cu red .

URGENT! URGENT!
SPF  Needs  You r  Ass i s t ance .

The  Comb ined  F edera l  Campa ign  o r  CFC i s  one  o f  t he  l a rg es t  f undra i s ing
campa igns  i n  Amer i ca .  I t  i s  a va i l ab le  fo r  a l l  Fede ra l  emp lo yees .  S ta r t i ng



September  1s t ,  Federa l  emp loyees  can  se lec t  wh i ch  char i t i e s  t hey  wou ld  l i k e
to  con t r ibu te  to  fo r  the  fo l l ow ing  y ear .

Do  you  know any  Fed era l  emp lo yees?  They  inc lude  pos ta l  wor ke rs ,  m i l i t a ry
personne l ,  po l i ce ,  a nd  many  o ther s .  I f  y ou  do ,  p le a se  rea ch  ou t  to  t hem.  Le t
them know about  your  d i s ease  and  the  wor k  SPF  i s  do ing  to  f i nd  a  cu r e .  Then
ask  them to  c hoose  Spas t i c  Pa rap leg i a  Foundat i on  dur ing  the  se lec t i on
p rocess  th i s  Fa l l .  Ou r  CFC  number  i s  12554 .

P lease  he lp  us  w i th  th i s  g r ea t  oppor t un i t y .  We cha l l enge  each  o f  y ou  to
rec ru i t  and  ge t  a  commi tment  f r om a t  l ea s t  one  Fede ra l  emp loyee .
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SPF 2020 GLOBAL VIRTUAL CONFERENCE SPF
2020 Global Virtual Conference By John
Staehle, Senior Editor
Th i s  yea r  the  SPF  Annua l  Con f e rence  was  conduc t ed  in  an  env i ronmen t  no t
exper i enced  by  the  Foundat ion  dur ing  i t s  18  yea rs  o f  ex i s tence .  The  Annua l
Con f e rence ,  sched u led  fo r  June  25 th  to  June  28 th  in  Nashv i l l e ,  was  cance led
due  to  the  Cov id -19  pande mic .  Shor t l y  the r ea f te r ,  e f fo r t s  b egan  to  o rgan i ze  a



v i r t ua l  c on f e rence  us ing  c u r ren t  techno l ogy  and  t he  wor ld -w ide  I n te rne t .  A l l
the  fea t u red  speakers  f rom the  cance led  c on fe r ence  expres sed  a  des i re  to
make  t he i r  p res en ta t ions  v ia  Zoom and  YouTube .  SPF ' s  c on fe rence
coord i na t o r ,  Norma Pru i t t ,  and  her  sma l l  s ta f f  o f  “ te ch ies ”  worked  ou t  the
de ta i l s  fo r  s c hedu l i ng  and  conduc t ing  th re e  sess io ns ,  ga in ing  exper i ence  and
cont i nua l l y  mak ing  imp rovements  a long  the  way  to  make  our  f i r s t  v i r tua l
con fe rence  a  g l oba l  success .

The  f i r s t  ses s i on  covered  two days .  F r ida y ,  June  26 th  fea tu red  Core y
Braas tad ,  PhD ,  who  d i s cus sed  “Bas i c  Gene t i c s  and  Ce l l  and  Gene  The rapy
Updates . ”  Sa tu rday ,  June  27 th  fea tu red  John  F i nk ,  MD,  SPF ' s  Med i ca l  Ad v i so r ,
who d i s cuss ed  t he  res earc h  be ing  d one  on  HSP and  PLS .  Th i s  se ss i on  was
a t tended  by  224  domes t i c  and  77  in te r na t iona l  pa r t i c ipan ts  in  17  count r i es .

The  second  s ess io n  he ld  on  Sa tu rday ,  Ju l y  18 th  fea tu r ed  t h ree  p r esen te rs :
H i rosh i  M i t sumoto ,  MD,  DSc ;  "We Have  Made  a  S teady  P rog ress  i n  C l i n i ca l
F ron t  o f  PLS; "  P .  Hande  O zd i n le r ,  PhD;  " Pa t h  to  Imp rove  Upper  Moto r  Ne uron
Hea l t h ; "  and  S tephan  Zuchner ,  MD,  PhD ,  FAAN ;  "Human Gene t i c s  and
Neuro l ogy  Updat e . "  Th i s  s ess ion  was  a t tended  by  170  domest i c  and  40
in te rna t iona l  pa r t i c ipan ts  i n  15  count r i es .



The  th i r d  ses s i on  he ld  o n  Augus t  22nd  a l so  fea tu red  th ree  p resen te rs :  Da r ius
Eb rah im i -Fakha r i ,  MD ,  PhD ,  “A  Mu l t imoda l  S t r a teg y  To  F ind i ng  Cur e  fo r  An
U l t r ara re  D i sease ; ”  Pe te r  W.  Baas ,  PhD ,  “HSP:  Unde r s tand ing  what ' s  wrong  so
that  we  can  f i x  i t ; ”  and  C ra ig  B l acks tone ,  MD,  PhD,  N IH/N INDS ,  “Research
Advances  i n  the  HSPs . ”  T h i s  se ss i on  was  a t tended  b y  124  domest i c  and  22
in te rna t iona l  pa r t i c i pan ts  f rom 8  count r i es .

To  v iew SPF  and  re la ted  v i deos  on  YouTube ,  go  t o  YouTube  V ideos  a nd
sea rch  spas t i cpa rap l eg ia fo unda t i on .  V i s i t  t he  SPF  webs i t e ,  ( h t tp : / /www.sp -
foundat i on . o rg/ )  o f ten .  Look  fo r  announcemen ts  reg ard ing  f u tu r e  v i r t ua l
v i s i t s  pe rhaps  w i th  our  do c to rs  t o  d i scuss  t he  ques t i ons  submi t t ed  dur i ng
each  v i r tua l  con fe r ence .  N orma con t inues  to  ask  tha t  ques t i ons  be  ema i l ed  to
Spas t i cCon fe r ence@gma i l . com.

Support the Printed Version of Synapse
Each  p r in t ed  i s s ue  o f  S ynapse  cos t s  t he  SPF  an  aver age  o f  $4 ,900 .  Seven ty
percen t  o f  the  cos t  i s  fo r  p r in t ing  and  the  ba lance  i s  fo r  pos tage  and  ma i l i ng
an  i s sue  to  subsc r ibe rs  o f  the  p r in t ed  ve rs ion .  On th e  o the r  hand ,  eac h  on l in e
i s sue  cos t s  $0 .  The  pub l i s he r  donates  i t s  g r aph i c  se rv i ces  to  c rea te  eac h
i s sue  f r om the  t ex t ,  g raph i c  and  photo  f i l e s  th e  ed i to r i a l  s ta f f  p ro v ides  them.



Yea r l y ,  the  SPF  spends  $19 ,600  to  p r in t  Synapse  f o r  approx imate l y  1400  SPF
members ;  money  tha t  c ou ld  o therw i s e  be  us ed  to  s e r ve  our  m is s i on  to  fund
research .  Tha t  works  ou t  to  $ 14  per  year  fo r  each  re c ip ien t  o f  p r in ted  cop ies
o f  Synapse .  Y ou  may  sa y ,  “We l l  tha t ' s  no t  ve r y  much . ”  You ' re  r i gh t ,  i t  i s n ' t
ve ry  much .  I n  each  ma i l ed  copy  th e re  i s  a  rem i t t anc e  enve lope  fo r  mak i ng  a
donat ion  to  the  SPF .  I f  y ou  re ce i ve  p r in t ed  cop i es  o f  Synapse ,  p l ease
cons i de r  mak i ng  a  ve ry  no mina l  $14  dona t i on  each  year  to  o f f se t  the  cos t  o f
send ing  you  fou r  p r in ted  i s sue s  o f  S ynapse .  A f te ra l l ,  tha t ' s  no t  ve r y  much .

I f  you ' re  sa y ing  to  your se l f ,  “ I  a l r eady  make  a  dona t i on  to  SPF ,  s o  I  shou ldn ' t
need  t o  donate  any  more  f o r  Synapse , ”  y ou  a re  ac tua l l y  r educ i ng  t he  amount
o f  the  dona t i on  you  made fo r  res earch  by  th e  amount  used  f o r  S ynapse .
There  ma y  be  some o f  you  tha t  do  no t  ha ve  i n te rne t  a cce ss  to  read  our
news le t te r  on  the  SPF  webs i te  o r  tha t  a r e  f i nanc i a l l y  unab le  to  spend  even
$14  on  non-es sen t i a l  i t ems .

I f  you  a r e  one  o f  the  many  on l i ne  readers  o f  Synapse ,  p leas e  cons id e r  mak ing
a  donat ion  on  beha l f  o f  th ose  who a re  l ess  f o r t una te  t o  SPF  t o  o f f se t  the
produc t i on  and  ma i l i ng  co s t s  o f  p r in ted  cop ies .



Dona t ions  can  be  made on  the  webs i te  o r  ma i l ed  t o  the  addr ess  l i s ted  on
page  2  o f  th i s  i s sue .  P l eas e  spec i f y  yo ur  donat i on  i s  fo r  S ynapse .

Ever y  Donat ion  o f  Any  S i z e  He lps !

John  S taeh le ,

Sen i o r  Ed i to r ,  S ynapse
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GENERAL  INTEREST



A Brief History of My HSP Journey
By  Ce lyn a  Kar i t as  Rackov ,  PhD Chem ica l  Eng ineer ing ,  HSP  SPG4,  SPF  Co-
Ambassador -No r th  Texas  Reg ion

I  have  expe r i enced  i nc reas ing  HSP  symptoms  s i nce  I  was  a  ch i l d .  As
misd iagnos i s  i s  the  cas e  w i th  many  r a re  d i s eases ,  m i ne  was  no t  i n i t i a l l y
d iagnosed  c o r rec t l y .  The  i nco r re c t  d iagnoses  r anged  f rom a  ps ycho log i ca l
i s sue  t o  Cerebra l  P a l sy .  E ventua l l y  I  me t  a  doc to r  who recogn i zed  the
symptoms and  gave  a  co r r ec t  d iagnos i s .  Thanks  to  the  CReATe s t udy  a t  the
Un ive rs i t y  o f  T exas  Southwes te rn  Med i c a l  Cen te r ,  I  was  p rec i s e l y  d iagnosed
in  2019  w i th  HSP SPG4 us ing  DNA tes t ing .

P r i o r  to  the  DNA t es t i ng ,  I  r ece i ved  my  f i r s t  HSP  d ia gnos i s  i n  2009 .  See ing
the  te rm “neurodegenera t i ve  d i s ease”  i n  the  d iagnos i s  was  unse t t l i ng .  I  knew
my symp toms were  ge t t i ng  wors e ;  bu t  i n  the  beg i nn i ng ,  I  c ou l d  no t  embr ace
th i s  r ea l i t y .

One  o f  the  ma i n  reas ons  f o r  my f ea r  and  unce r ta in t y  was  a  l ack  i n f o rmat ion
about  my d i se ase .  B e ing  f rom Braz i l ,  I  f i r s t  l ooked  f o r  i n fo rma t ion  i n
Por tug uese .  Wha teve r  in f o rmat i on  I  was  ab l e  to  f i nd  was  vague  and  no t  o f
much  he lp .  A f te r  s ome f ru s t ra t i on ,  I  t r i ed  t o  resea rc h  in  Eng l i sh  and  I  found



the  Spas t i c  Pa r ap leg ia  Foundat i on  webs i te ,  ( h t tp : / /www.sp - foundat i on .o rg / ) ,
where  I  wou ld  beg in  to  re ad  more  accur a te  in fo rma t ion  ab out  HSP .

The  Spas t i c  Pa rap leg ia  F oundat ion  became an  insp i r a t i on  to  c rea t e  a  g ro up
wi th i n  B r az i l  wher e  peop le  w i th  HSP and  the i r  r e la t i v es  cou ld  g o  fo r
in fo rmat ion  and  emot iona l  s uppor t .  Na tu r a l l y ,  I  d id  no t  c r ea te  th i s  g roup
a lone;  I  was  par t  o f  a  tea m o f  severa l  h igh ly  mot i va ted  peop le .  The
organ i z a t i on  i s  c a l l ed  ASPEH-B ras i l  ( Assoc ia t i on  o f  Hered i ta ry  Spas t i c
Pa rap leg i a  f rom B raz i l ) .  [ See  “ F i r s t  B raz i l i a n  HSP  Sympos ium”  a r t i c l e  on  page
6  o f  the  W in te r  2020  i s sue  o f  Synapse .  Ed . ]  The  f i r s t  t ime  I  l i ved  i n  the
Un i ted  S ta tes  was  f rom 2013  to  2014  fo r  my doc to r a l  degree  fe l l owsh ip  a t  the
Un ive rs i t y  o f  Texas  a t  A r l i ng ton .  S ince  2016  I  have  l i ved  as  a  pe rmanent
res id en t  in  Texas  w i th  my husband a nd  s tep -son  ( an  Army so ld ie r  s ta t i oned  in
Kentucky) .  I  c u r re n t l y  wor k  as  a  p ro fesso r  o f  Chemis t ry  a t  Da l l as  C o l l ege  and
in  Janua ry  2020 ,  I  became SPF  Nor th  Texas  Ambassado r ,  wh i ch  I  en joy  ve ry
much .  I t  i s  an  honor  t o  be  a  vo l un teer  a t  the  Spas t i c  Pa rap leg i a  Foundat ion .

This Disease Doesn't Define Me
By  Ve ron i ca  LaPor t ,  SP



Hav ing  a  d i sab i l i t y  i s  ha rd ,  bu t  hav i ng  a  phenomena l  and  lo v ing  fami l y  makes
i t  a l l  be t te r .  I  wou l d  have  never  go t ten  th i s  fa r  w i thout  my fam i l y  s tand ing
bes i de  me .  F rom f ind ing  s hoes  t ha t  b es t  f i t  my  need s  o r  he lp ing  me ge t  a
f i r s t - f l oo r  do rm r oom,  my fami l y  and  f r i ends  ha ve  been  my g rea tes t
suppor t e r s  s ince  the  beg inn ing ,  wh en I  jus t  thought  tha t  I  was  c l umsy .

No  one  i n  my fami l y  suspec ted  a  t h ing  un t i l  about  s e cond  g rade  when the
symptoms s ta r t ed  t o  wors en .  Howe ver ,  i t  wasn ' t  un t i l  I  was  abou t  11  tha t  my
mother  t ook  me to  Ch i l d re n ' s  Hosp i ta l  i n  Bu f fa l o ,  New York ,  to  f i nd  ou t  what
was  wrong  w i th  my l egs .  A t  Ch i l d ren ' s ,  I  rec e i v ed  a  d iagnos i s  o f  Spas t i c
Pa rap leg i a ,  bu t  they  ga ve  me no  r ea l  exp lana t ion  o f  what  tha t  was .

A f te r  the  in i t i a l  d i agnos i s ,  my  fam i l y  made  an  appo i n tment  a t  th e  C le ve l and
C l in i c .  The  C le ve land  C l i n i c  was  my sav io r ;  no t  on l y  d id  they  con f i rm my
d iagnos i s ,  bu t  they  a l so  t o l d  me what  i t  was  and  wha t  I  cou ld  do  t o  comba t
i t .  The i r  adv i c e  was  to  l oo k  in to  Bo tox  t r ea tments  to  r e lax  my leg  musc l es
and  phys i ca l  t he rap y  to  s t r e t ch  the  s t i f f  musc l es .

We then  f ound  tha t  S t r ong  Memor ia l  Hosp i ta l  wou ld  o f fe r  the  t r ea tments  and
I  s ta r ted  when  I  was  abou t  13 .  Now an  essen t i a l  par t  o f  my  Spas t i c
Parap leg i a  i s  t ha t  the  back  o f  my l egs  a nd  the  bo t toms o f  my fee t  a re



ex t reme ly  s ens i t i ve ,  so  s ens i t i ve  tha t  a  l i gh t  t i ck l e  fee l s  l i ke  to r tu re .  Bo to x
in jec t i ons  went  in t o  the  b ack  o f  my l egs ,  and  none  o f  t he  co ld  s p rays  o r  the
coo l i ng  ge l  eve r  wo rked .  I t  was  a lways  pa i n fu l .

Mos t  days  a f te r  the  p r ocedure ,  I  c ou l dn ' t  wa l k  and  needed  to  be  p laced  i n  a
whee l c ha i r .  I  wou ld  have  t o  take  an  en t i re  day  o f f  s choo l  to  have  th i s  done
and  on  the  d r i ve  home,  I  c ou ld  fee l  the  musc les  l oosen ing  up  in  my l egs .
When the  Bo tox  was  work i ng ,  I  was  wa lk i ng  be t te r .  I  ha rd l y  needed  to  use
my cane ,  bu t  un f o r t una te l y ,  a f te r  a
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few yea rs ,  the  Bo tox  s topped  work i ng .  I t  was  no  lo nger  he lp ing  so  I  s topped
do ing  the  t r ea tmen ts  about  ha l fway  t h rough h igh  sc hoo l .

Even  th ough the  Bo tox  eventua l l y  s topped  wor k ing ,  I  kep t  up  w i th  the
phys i c a l  th e rapy  un t i l  I  r eg re t t ab ly  s topped .  The  wo rk load  o f  h igh  s choo l  was
too  much  and  mix i ng  t ha t  i n  w i t h  my genera l  l a z i nes s ,  was  enoug h fo r  me to
s top .  I  d id  ca r ry  on  do ing  some o f  the  s t re t ches  a t  home,  bu t  i t  wasn ' t  un t i l  I
d id  some th i ng  u t te r l y  une xpec ted  tha t  I  r ea l i zed  j us t  how impor tan t  i t  i s  w i th
Spas t i c  Pa r ap leg ia  to  s tay  ac t i v e .



In  my  f r e shman  yea r  a t  S t .  Mary ' s  H igh  Schoo l ,  I  j o i ned  a  c rew team.  The  g i r l
w i th  t he  awkward  ga i t  and  ab i l i t y  to  con t i nua l l y  t r i p  over  no th i ng  was  now a
par t  o f  a  spor t s  team.  The  bes t  pa r t  o f  c r ew i s  tha t  i t  i s  l ow- impac t  and
doesn ' t  requ i re  s tand i ng .  C r ew he lps  you  bu i l d  and  tone  a l l  o f  y our  mus c les ,
w i thout  t he  danger  t ha t  b e ing  up r igh t  usua l l y  p resents  t o  peop le  l i ke  me.  I
s t i l l  work  ou t  today  on  the  row ing  mach ine .

Wh i l e  I  was  on  tha t  c rew team,  I  was  i n  the  bes t  shape  o f  my  l i f e  s i nce  the
d i sab i l i t y  s ta r ted  de ve l op i ng .  Now I  wasn ' t  a s  good  as  the  r es t  o f  the  team,
but  t ha t  d idn ' t  mat te r  to  me .  I  f ound  a  sp or t  tha t  I  c ou ld  be  pa r t  o f  and  i t
made  me fee l  no rma l .  Jo in ing  tha t  c r ew team i s  one  o f  the  moments  in  my
l i f e  tha t  I  repea ted ly  r e f l e c t  on ;  i t  was  the  moment  tha t  I  d id  t he  imposs i b l e .
The  g i r l  who  cou l dn ' t  e ven  wa lk  down t he  ha l lway  w i thout  t r i pp i ng  was
p lay i ng  spor t s .  I t  was  t hen  tha t  I  rea l i zed  tha t  a l l  o f  the  th i ngs  I  t o ld  myse l f
I  cou ldn ' t  do  because  o f  my d i sab i l i t y  were n ' t  as  imposs i b le  as  they  seemed.



A l though my d i sab i l i t y  i s  p a r t  o f  me,  i t  doesn ' t  de f ine  me nea r l y  as  much  as  I
in i t i a l l y  b e l i eved .  I t  d id n ' t  de f in e  me when I  h i ked  up  a  moun ta i n ,  when I
c l imbed up  c l i f f s  and  wa te r fa l l s ,  o r  even  when I  h i ked  up  and  down fo r  a t
l eas t  s i x  hour s  a t  the  Rena i ssance  Fa i r  i n  a  d ress .  Th i s  d i s ab i l i t y  d idn ' t  de f ine
me when I  wen t  away  t o  c o l l ege  and  wa l ked  t h rough the  snow-covered
s t ree ts  o f  Bu f fa l o ,  New Yor k  to  ge t  t o  c l as s .  And  i t  won ' t  de f ine  me as  I
con t i nue  to  l i v e  my l i f e ,  a s  I  con t i nue  to  sh ow the  wor ld  j us t  how s t r ong  and
capab le  th i s  young  woman i s .

Do I Use My Condition as a Crutch?
By  John  Hayes ,  HSP  SPG7

My f i r s t  re sponses  to  tha t  ques t i on  a r e  “NO”  and  “ab so lu t e l y  no t ! ”  I
unders t and  t ha t  th i s  i s  co n t rovers i a l ,  bu t  I  somet imes  wonder - - i s  t he re  more
I  can  do  t o  en jo y  my l i f e  and  be  some one who my l oved  ones  want  to  be
around?  A l though I  knew s ometh ing  was  no t  r i gh t  w i th  me and  i t  was  ge t t ing
progress i ve l y  more  d i f f i cu l t  to  do  some th ing s ,  l i ke  wa lk ing ,  no  one  e l se
cou ld  r ea l l y  see  wha t  I  knew was  happen ing .  I  went  und iagnosed  f o r  14
yea r s .



I  remember  fee l i ng  f r us t ra ted ,  he lp l ess ,  demot i va t ed  and  los ing  focus .  I n  a
“ f i gh t  o r  f l i gh t ”  app roach -we l l ,  I  re t rea ted .  I  ha te  tha t  I  d i d  tha t !  I  d i d  no t
share  my c i r cums tances  fo r  fea r  i t  j us t  be  seen  as  c omp la i n i ng .  I  sh ou ld  have
somehow .  They  sa y  h inds i gh t  i s  2 0/ 20 .

In  re t r ospec t ,  a sk ing  my phys i c i ans  ( even  though I  went  th rough some
misd iagnoses  and ,  a t  tha t  t ime ,  they  d id  no t  know my spec i f i c  cond i t i on)  f o r
suppor t  op t i ons  wou ld  ha ve  he lped  me g rea t l y .  Ta l k ing  about  my  s i tua t i on
w i th  o thers  in  s im i l a r  c i r c umstanc es  wou ld  have  r ea l l y  he lped ,  too .  I ns tead ,  I
fe l t  and  went  on  a lone .  I  became a  f unc t iona l  zomb i e ,  jus t  g o ing  th r ough my
days  w i thout  rea l l y  th i nk i ng  o f  o ther s  o r  my fu t u re .  I  was ted  my t ime and  the
t ime o f  t hose  a round  me.  F ina l l y ,  i n  2017 ,  my cond i t i on  was  iden t i f i ed .  I
became a  member  o f  the  e xc lus i ve  “Her ed i t a ry  Spas t i c  Pa rap leg ia ”  g roup ,
SPG 7  to  be  spec i f i c .  I t  was  he lp fu l  t o  ge t  a  d i agnos i s - tha t  i t  was  rea l ,  even
though ve r y  much  uncer ta i n .  Though my HSP i s  no t  med i ca l l y  comp l i ca ted  and
a f fec t s  on ly  my b ladder  and  lower  body ,  i t  s t i l l  t oo k  a  to l l  on  my mi nd .  I
made  some ques t i onab le  dec i s i o ns  tha t  a f fec ted  my c a ree r  f u tu re  and  my
fami l y .  Wh i l e  they  s eemed ra t i ona l  a t  t he  t ime ,  they  rea l l y  were  no t ;  t hey
were  borne  ma in l y  ou t  o f  uncer t a in ty  and  f r us t ra t i o n .  I  m i ssed  ou t  too  much
on what  was  re a l l y  impor t an t - l i f e  and  r e la t i onsh ips  w i th  my fami l y .



Maybe  I  saw myse l f  a s  a  v i c t im .  Sure ,  I  was  upse t  and  I  had  l o s t  hope  tha t
th i ngs  wou ld  ge t  be t te r ,  bu t  I  had  to  f i nd  s ometh ing  to  move  f o rwa rd .  Maybe
i t  wou ld  be  ex erc i s i ng ,  ea t ing  be t te r ,  commun ica t i ng  more  w i t h  o l d  and/ or
cur ren t  f r i ends ,  s p i r i tua l i t y ,  watch ing  the  c l as s i c  mov ies  y ou ' ve  a lwa ys
wanted  to ,  r e ad ing ,  l i s ten i ng  to  aud io  books  o r  mus i c ,  and/ o r  any th ing  e l se
tha t  c ou ld  g i ve  more  mean ing  t o  da i l y  l i f e .  Fo r  me ,  i t  i s  a  comb ina t ion  o f
these  th i ngs .  Th e  focus  i s  o f ten  on  our  p hys i c a l  hea l th ,  bu t  our  me nta l
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hea l th  i s  v i t a l .  The  power  o f  the  m i nd ,  bod y  and  sp i r i t -and  t he  sys t emic
re la t i onsh ip  o f  t hese  e lements - i s  so  impor t an t  to  our  over a l l  hea l th .  Wh i l e
the  symp toms o f  my HSP a re  no t  unc ommon,  by  the  p roce ss  o f  e l im ina t ion ,  I
was  ab le  to  f i nd  s ome phys i c a l  ac t i v i t i e s  I  can  do .  Wa lk i ng  used  to  be  one  o f
my favor i te  l e i su re  ac t i v i t i e s .  Tha t  ended  q u i te  a  f ew yea rs  ago .  I t ' s  n o t
re lax ing  o r  c omfor tab le  a t  a l l .  I  now have  hor r ib l e  ba lance ,  ge t  fa t i gued
qu i ck l y ,  can ' t  l i f t  my  fee t  more  t han  two inches  o f f  the  g rou nd  and  nav i ga t ing
s ta i r s  o r  b leac hers  i s  a lmos t  undoab le .  Funny  th ing ,  desp i te  the  c ha l l enges ,  I
am probab l y  in  be t te r  ph y s i c a l  cond i t i on  tha n  I ' ve  b een  i n  a  l ong  t ime .  There
are  ce r t a in  th i ngs  I  c annot  do ,  bu t  I  am now work ing  hard  to  c omba t  my
phys i c a l  s ymptoms f r om HSP and  imp rov ing  o thers .  I  make  mys e l f  d o



s t re t c h ing  exerc i s es .  I  d r ead  s ta r t ing  them and  t hey  hur t ,  bu t  I  f ee l  so  much
bet te r  a f te rwards  and  they  p r epare  my body  fo r  fu r the r  e xe rc i s es .

I  even tua l l y  f ound  tha t  I  c ou ld  r i de  a  r ecumbent  s ta t i onar y  b i ke  ( th e  ones
w i th  a  l ow  sea t )  t o  ge t  some ae rob i c  exe r c i se .  I  i nves ted  i n  one  tha t  I  keep
a t  home s inc e  shar i ng  equ ipmen t  i s  no t  the  bes t  i dea ,  espec ia l l y  a t  th i s  t ime
(Go ld ' s  Gym Cyc l e  T ra i ne r  400  R i  Recumbent  Exer c i s e  B i ke ,  a va i l ab le  i n
l im i ted  quant i t y  a t  Wa lmar t .  ( h t tp : / /wa lmar t . c om/ )  I  a l so  do  da i l y  ba l ance
exerc i s es .  The  b lue  image  in  the  p i c tu res  i s  a  ba lance  ha l f  ba l l  t r a ine r
(No/B rand  Yoga  Ba l l  Ba lance  Hemisphere  F i tness  T ra ine r  ava i l ab le  a t
Amazon. com.  I  use  i t  t o  p rac t i ce  my  ba l ance .  I 'm  bad  a t  i t ,  bu t  I  wan t  to
keep  what  I  have  fo r  a s  l ong  as  I  c an .  I t ' s  ve ry  impo r tan t  to  be  ab le  to  ho ld
onto  s ome th i ng  secur e  when s tand ing  on  the  ba l l .



Ever yone  i s  d i f f e ren t .  Th i s  works  f o r  me ,  bu t  e ve ryone  needs  to  f i nd  the i r
own ac t i v i t i e s  ( sw imming ,  s t re t c hes  and  e xerc i s es ,  we igh t l i f t i ng ,  e t c . ) .  I  have
more  ene rgy  now,  bu t  I  a l so  f ee l  I  t h i nk  more  c l ea r l y  and  I  have  more
con f id ence .  I t ' s  am az ing  to  me how f ind ing  a  way  to  be  phys i c a l l y  a c t i ve
impac ted  my out l ook .

Wh i l e  I  ha ve  regr e t s ,  I  want  to  move  fo rwa rd  pos i t i v e l y  i ns te ad  o f  b e ing
s tuck  dwe l l i ng  on  the  pas t .  I  guess  I  may  have  used  my  HSP  as  a  c ru t ch .  I
w i sh  I  d i dn ' t ,  bu t  I  had  a  r i gh t  to .  I  guess  my  rea l  message  i s ,  “Don ' t  Le t
Your se l f  U se  Your  Cond i t i on  as  a  C ru tch . ”  Y ou  c an ,  o f  c ourse ,  bu t  l ook  fo r
someth ing  more  and  move  f o rwa rd .  You  owe i t  to  yourse l f  and  t hose  who
care  abou t  you .

“Automatic” Shoes
By  Ma l i n  Do l l i nge r ,  HSP  SPG4

Are  you  t i r ed  o f  bend ing  down to  t i e  your  s hoes?  Can ' t  bend  down?  Can ' t  t i e
the  l a ces ,  l i ke  me?  I  bought  shoes  w i th  Ve l c ro  fas t eners  ins tead  o f  l ac es ,  so
the  two f l aps  c lose  w i th  Ve l c ro - easy .  I  s t i l l  need  t o  bend  down to  fas ten  the
Ve l c ro .  Re verse  the  p r ocedure  t o  un fa s ten  the  Ve l c r o  and  ta ke  o f f  the  s hoes .



But  wa i t !  E ve ry t h ing  i s  d i f f e ren t  now !  I  jus t  bough t  a  new pa i r  o f  shoes
on l ine  f rom Zeba  Shoes , www.zebashoes . com .  Once  you  ad jus t  the  l a c es  th e
f i r s t  t ime  you  wear  t hem,  you  w i l l  never  have  to  touch  them aga in  when
put t ing  on  and  tak ing  o f f  the  s hoes .

The  ad  fo r  these  shoes  appeared  i n  the  m idd le  o f  so meth ing  I  was  read ing .  I
wasn ' t  l o ok ing  f o r  shoes ,  bu t  I  was  in t r i g ued  by  the i r  c l e ve rness .  The re  a re
regu la r  l aces ,  bu t  the re  a r e  ex t ra  b inde rs  fo r  the  l a c es  to  ho ld  them in  p l ace
a f te r  you  f i r s t  ad jus t  them .

They  go  on  au tomat i ca l l y !  The  nea t  fea tu r e  i s  the  he e l ,  i t ' s  h inged  w i th  a
spr ing .  When the  l aces  a r e  ad jus ted  fo r  you ,  the  f i r s t  t ime  you  pu t  them on
( lac es  a re  l oose) ,  you  t i e  the  l aces  the  way  you  need  them so  your  shoes  s l i p
on  and  o f f  l i k e  l oa fe r s .  You  neve r  have  to  to uch  t hem aga in .

There ' s  p len ty  o f  ro om to  pu t  your  f oo t  i n  the  shoe .  Remember  T .G . I .F . :  Toes
Go in  F i r s t .

Once  your  toe s  a r e  in  the  shoe  a l l  the  way ,  the  hee l  o f  your  foo t  i s  on  top  o f
the  hee l  o f  t he  shoe ,  wh i c h  i s  HINGED w i th  a  SPRING .  You  pu t  your  we igh t
on  your  hee l  and  the  shoe  hee l  d r ops  down f l a t ,  and  your  foo t  i s  now f l a t
ins ide  the  shoe .  Then  the  hee l  o f  t he  shoe ,  on  a  h inge  w i th
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a  sp r ing ,  r i ses  up  b y  i t s e l f  and  cove rs  th e  hee l  po r t i on  o f  you r  foo t .  I t ' s
au toma t i c .

They  se l l  f o r  $ 130  and  sh ipp ing  i s  f ree .  Amazon  a l so  se l l s  new Zeba  shoes
and  eBay  has  a  f ew used  pa i r s .  I  t ook  a  gamb le  and  bough t  a  pa i r ;  I  am so
g lad  I  d id .  I  have  15  pa i r s  o f  used  shoes  now fo r  some home less  peop le .

They  g i ve  you  an  ex t ra  pa i r  o f  la ces  and  a  pa i r  o f  sho r t  t op  sox .  You  te l l
them the  s i ze  and  w id th  o f  the  s hoes  you  wear .

Due  to  cus t oms and  t rans ocean i c  s h ipp i ng ,  i t  took  about  th ree  weeks  to  ge t
them f rom Ch ina  where  th ey  a re  made .

A t  n igh t  I  pu t  my new shoes  s id e  by  s id e  on  the  f l oo r .  In  t he  mo rn i ng  I
s imp ly  inse r t  my  toes  in  bo th  sh oes ,  a l l  the  way  fo rward ,  then  l e t  my  hee l
d rop  down,  p r ess ing  the  s hoe  hee l  down,  wh i ch  the n  pops  up  by  i t s e l f  and
covers  the  h ee l  o f  my fo o t .  I 'm done .  Never  t ouched  the  shoes  and  they  a re
a l l  t he  way  on .



To take  them o f f ,  I  p u t  on e  toe  a t  the  t op  o f  the  o the r  hee l ,  and  push  down
and the  shoe  p ops  o f f .  Or  I  use  my s t i ck  w i th  the  me ta l  p r ong  on  the  end  to
push  th e  hee l  o f  th e  shoe  o f f  my  foo t .

The  pho to  a t  l e f t  i s  my  Zeba  shoes  r eady  t o  pu t  on .  Fo r  me,  i t ' s  e as ie r  i f  the y
are  inc l i n ed ,  so  I  c r ea ted  a  t i l t ed  s t and .  One  r espon der  w i th  foo t  d rop ,  d rop ,
caus ing  t r i pp ing  on  door  s i l l s ,  e t c ,  asked  me abou t  th i s  p rob lem.  The  second
phot o  shows  th e  ra i s ed  sh oe  t i p  wh i ch  p r even ts  t r i p p ing .  S ome o f  you  have
a l read y  to ld  me how happy  you  a re  w i t h  the  Z eba  s hoes .

Good luc k ;  fo r  me they  a r e  a  godsend .  I  hope  they  wou ld  be  f o r  you ,  too .  No ,
I  don ’ t  wa l k ,  bu t  I  need  to  have  shoes  on  a l l  t he  t ime  when  I ’m  on  my



scoo te r  [a .k .a .  powe rc ha i r ]  to  avo id  in j u r i ng  my fee t / toes  i f  I  b ump i n to
th i ngs .  A l s o ,  i t ’ s  impor t an t  to  have  s hoes  on  when I  need  t o  s ta nd ,  l i ke  us ing
the  ba th r oom,  reach i ng  f o r  th i ngs ,  t rans f e r r i ng ,  e t c .

HSP Is Not Self-Correcting
By  Russe l l  Ma jo r s ,  HSP

Dur ing  my  32  yea rs  o f  hav ing  HSP ,  I  have  seen  doc t o r s  f rom the  Mayo  C l i n i c
to  the  Nat iona l  Ins t i t u tes  o f  Hea l t h .  I  ha ve  purc hased  and  used  many  p i eces
o f  exe rc i s e  equ ipment  w i th  va r y ing  deg rees  o f  succ ess .

Wha t  i s  needed  i s  t o  r ecogn i ze  th is  i l l nes s  i s  no t  se l f - co r rec t i ng  and  much
can  be  done  by  t he  pa t i en t  to  f i gh t  the  l oss  o f  s t rength  and  s low th e
progr ess i on  o f  th e  i l l ness .  Y ou  jus t  ha ve  to  l ook  fo r  i t .



The  In t e rne t  has  a  w ide  v a r i e t y  o f  t re a tments  and  exerc i s e  equ ipment  l i s ted
and  I  recommend those  SPF  members  l ook ing  t o  expand  the i r  t r ea tment
opt i ons  spend  the  t ime needed  to  s ee  i f  the re  i s  a t  l e as t  one  p iec e  o f
equ ipment  o r  t r ea tment  th ey  m igh t  fee l  c omfor tab le  work ing  w i th .  I f  t he i r
fami l y  doc to r  i s  unava i l ab l e ,  c rea te  a  t r ea tmen t  p lan  tha t  i nco rpora tes  t he
new t rea tment ( s )  and  rev iew i t  w i t h  the i r  the r ap i s t .  Th i s  w i l l  g i ve  th e  pa t i en t
a  new fee l i ng  o f  c hosen  in vo lvemen t  and  in i t i a t i ve  and  w i l l  b r eak  the  m indse t
o f  he lp les sness  b roug ht  o n  and  s t r engt hened  by  i na c t i v i t y .  Bod ies  a t  res t  d o
s tay  a t  res t ,  some t imes  fo reve r .

Some o f  the  dev i ces  I  ha ve  t r i ed  tha t  have  been  bene f i c i a l  t o  me  a re :

•  The  Ch i  Mach ine  (h t t p : / / ch imach ineshop .co m/ ) )  i s  an  e lec t r i c  d ev i ce  tha t
f i rm ly  moves  t he  l egs  wh i l e  you  a re  l y ing  on  the  f l oo r  o r  o ther
hor i zo n ta l  su r face .

•  The  Thumper  V ersa  P ro  Re f l exo logy  p la t fo rm s t imu la te s  the  ne r ves  on  the
bot t om o f  your  fe e t  w i th  p robes  tha t  shake  powe r fu l l y .
( h t tps : / /www. thumpermas sager . com/massage rs / ve rs a -p ro/ )

•  I  con t inue  to  r ece ive  Pu l sed  E lec t rom agne t i c  F i e ld  (PEMF)  t rea tments  a t  my
therap i s t ' s  o f f i ce  i n  Greensboro ,  Nor th  Ca ro l i na .  I  l i e  on  a  padd ed
cush i on  and  a nothe r  i s  p la ced  on  my kne es .  The  ope ra to r  tu r ns  on  the



un i t  and  I  ge t  a  powe r fu l  v i b ra t i on  tha t  i s  no t  pa in f u l .  Each  sess i on
las t s  about  an  hour  and  c os t s  a round $150  per  se ss i on .  My  wa l k i ng  has
improved  by  hav i ng  ses s io ns  w i th  th i s  de v i ce .
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I  hope  t ha t  a l l  members  o f  our  g r oup  can  f i nd  a  mach ine  o r  dev i ce  t ha t  w i l l
r educe  t he i r  s t i f fne ss  and  improve  the i r  m ob i l i t y .  I t  w i l l  t ake  s ome t ime and
pers i s te nce ,  bu t  i t  i s  t ime  we l l  spen t  as  i t  i s  an  inv e s tmen t  in  you rse l f .



I  w i s h  a l l  the  b es t  t o  each  and  we l come you  to  c on ta c t  me a t
( rma jo r s11@gma i l . c om)  about  your  exe rc i se  resu l t s .  B e  sa fe .

I  am exc i ted  f o r  what  the  fu t u re  w i l l  b r i ng  us !

My HSP Story
By  Den i s e  Ghobr ia l

In  March  2019  I  was  d iagnosed  w i th  HSP .  My  journey  to  t h i s  d iagnos i s  b egan
in  2017  when I  went  in  f o r  some phys i ca l  the r apy  be cause  I  was  hav ing
i s sues  w i t h  my ga i t  and  was  fa l l i ng  qu i t e  o f ten .  My  mother  and  her  f a ther
were  bo th  d iagnosed  w i th  CMT (Charco t -Mar ie -Tooth )  d i s ease  and  so  i t
seemed I  had  i nhe r i t ed  i t  a s  we l l  cons ide r ing  I  had  t he  exac t  same l imp  as
they  had .  A t  one  o f  my th erapy  s ess i ons  my PT  was  per fo r m ing  a  c e r ta in
procedur e  when my fee t  and  l egs  s ta r ted  to  spasm.  She  a sked  how l ong  t ha t
had  been  g o ing  on  and  I  i n fo rmed her  fo r  as  l ong  as  I  can  remember .  She
fe l t  I  had  c l onus  and  sugg es ted  t ha t  I  i n f o rm my PCP and  ge t  a  r e fe r ra l  to
see  a  neu ro l og i s t .

Th i s  l ed  to  many  tes t s  i nc l ud ing  EMGs/Ner ve  Conduc t ion  S t ud ies ,  MR Is ,  X -
rays  and  a  va r i e ty  o f  o the r  tes t s .  I  was  d iagnos ed  w i th  P LS  and  s tenos i s  o f



ce rv i c a l  sp ine  w i th  mye l opa thy .  I  was  schedu led  f o r  sp ina l  s tenos i s  bone
gra f t  s u r gery ,  bu t  i t  was  c ance l l ed  a t  the  ve r y  l as t  s econd .  My  su rgeon
not i ced  a t rophy  in  my r ig h t  hand .  He  was  qu i te  concerned  t ha t  I  had  l os t
near l y  70% o f  musc l e  t one  w i th i n  a  two -mon th  pe r iod .  Consequen t l y ,  he  fe l t
p roceed i ng  w i t h  su rger y  wou ld  no t  be  in  my bes t  i n t e res t .

I  was  sen t  to  a  neuro l og i s t  spec ia l i s t  a t  Oregon Hea l th  &  Sc i ence  Un i ve rs i t y
in  Por t l a nd  Oreg on .  I t  was  th rough t h i s  spec ia l i s t  and  h i s  tes t ing  tha t  I  was
f i na l l y  d i agnosed  w i th  HSP  re l a ted  t o  REEP1  (SPG31 )  and  (HMN5B)  and
ZFYVE26  (SPG15) .

S ince  then  I  hav e  made  a  few l i f e  s ty l e  changes  t ha t  have  r ea l l y  he lped  me to
cope  w i th  th i s  d i s ease  a nd  ga in  a  more  pos i t i ve  a t t i tude .  Fo r  one  th ing ,  I
s ta r ted  on  an  an t i - i n f l ammator y  ea t ing  p r ogram and  have  l os t  57  pounds  in  8
months .  I  a l s o  t ry  t o  wa lk  th ree  t imes  a  week  fo r  20- 45  m inutes  and  to  use
my s ta t i ona ry /e l l i p t i ca l  b i ke .

I  have  a l so  no t i c ed  th a t  re gu la r  phys i ca l  the rapy  ( es pec ia l l y  poo l  t he rap y) ,
massage  the rapy  a nd  ch i r oprac t i c  the r apy  he lp  k eep  my h ips  a nd  musc l es
loosened  up  s o  I  c an  en j oy  mov ing  a r ound b e t te r .



I 'm  a lso  t ak ing  25  mg of  bac l o fen  th ree  t imes  a  day  wh ich ,  so  f ar ,  seems  to
he lp  red uce  som e o f  the  s t i f fness  and  spa sms .  I  am in  the  p roces s  o f  ge t t ing
new or t ho t i c  i ns e r t s  fo r  my shoes  wh ic h  I  hope  w i l l  he l p  w i t h  some o f  my
ba lance  i s sues .  My  younge r  b ro t her  a l so  has  s ymptoms ve ry  s im i l a r  t o  m ine
and I 'm t ry i ng  to  keep  h im in fo rmed w i th  the  i n fo rmat ion  I  come ac ros s .  Our
mother  and  g r and fa ther  a r e  bo th  deceased  so  we  have  no  o ther  re la t i ves  to
be  tes t ed  to  c on f i rm wh ic h  muta ted  ge ne  we i nher i t ed .  Bu t  we  wou ld  b o th
l i ke  to  con t i nue  l ea rn i ng  a s  much  a s  we can  ab out  o ur  HSP d i se ase  wh ich ,  a t
th i s  po in t ,  i s  th r ough SPF ' s  webs i te  and  the  Synapse  news le t te r .
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MEDICAL  &  RESEARCH



Straight Toes
By  T ina  C roghan ,  HSP  SPG7 ,  M i s s our i  SPF  Ambassador ,  SPF  Board  Membe r ,
Cha i r  Educa t ion  Commi t tee

On June  19 ,  I  underwen t  F lexor  T eno tomy [a  s u rg i c a l  p rocedu re  t o  re lease
the  tendon t o  s t ra igh t en  t oes .  Ed . ]  on  the  toes  o f  my l e f t  foo t .  I  have  been
dea l i ng  w i th  my fee t ,  espe c ia l l y  the  to es  on  tha t  foo t ,  fo r  s ome t ime .  I  ha ve
been  s t r e t ch ing  them se ve ra l  t imes  a  da y  and  s t i l l  had  my toes  cu r l i ng  under
my fee t .  They  wer e  cu r l i ng  so  much  tha t  I  wou l d  cons tan t l y  wa lk  on  a  “ c lub”
o f  kno t ted  up  toes  a nd  wou ld  “ fe e l ”  t he  so le  o f  my f oo t .

The  su rge ry  was  per f o rmed w i th  a  l oca l  a nes t he t i c  on ly .  My  p od ia t r i s t ,  D r .
M ichae l  J .  Horw i t z ,  s tuc k  a  s ca lpe l  i n  t he  s id e  o f  ea ch  toe  j us t  n i ck i ng  t he
tendon unt i l  i t  r e l eased  enough f o r  my toe  to  “p op  ou t ”  s t r a igh t .  He  d idn ' t  do
any th ing  to  my b ig  toe  be cause  he  sa id  I  was  s t i l l  wa lk i ng  and  I  r ea l l y
needed  my  b ig  toe  fo r  ba l ance  ( such  as  i t  i s ! )  A f t e r  a  d ress ing  and  a  wa l k i ng
shoe  (a  moo t  po in t  w i th  my  HSP ! ) ,  I  was  sen t  home.  I  u sed  no  pa in
med ic a t ion  o t her  than  Adv i l .  I  was  t o ld  to  k eep  my f oo t  e lev a ted  fo r  two
days .  I  used  the  oc cas iona l  i ce  pack  and  t he re  was  no  b leed ing .  I  g o t  i n t o  my
AFOs  and  s ta r ted  r id i ng  my recumbent  b i ke  th ree  da ys  l a t e r .



Be low a re  p i c t u res  o f  my  f ee t  be fo re  and  a f te r  the  p rocedure .  You  can  rea l l y
see  the  d i f f e rence  on  my le f t  f oo t .  I 'm wa i t i ng  un t i l  the  e nd  o f  s ummer  to  do
the  r igh t  fo o t .

Vitamin D
By  Ma l i n  Do l l i nge r ,  M .D . ,  HSP  SPG4

From t ime t o  t ime ,  med i ca l  i s sue s  a r i se  t ha t  s ugges t  a  no t e  to  you  a l l .  Th i s  i s
about  v i tamin  D  de f i c i ency .  As  you  l i ke l y  know ,  v i ta min  D  p r oduc t ion  i s
s t imu la t ed  by  exposure  to  sun l i g h t ,  s o  peop le  who a r e  indoors  a  l o t ,  l i ke  us ,
may  becom e de f i c i e n t .  Th e  bes t  t ime  fo r  s un l i g h t  mak ing  v i tamin  D  i s
be tween 7AM and  9AM.  La te r  i n  the  day ,  fo r  e xamp l e ,  m id -day ,  i t ' s  no t  as



e f fec t i ve  in  mak i ng  v i tam in  D  and  i s  more  e f f ec t i ve  in  mak ing  sunburn  (w i th
the  l a t te r ,  the  r i sk  o f  sk in  c ancer s  a f te r  se vere  s unburn  inc reases ) .

i n  add i t i on ,  one  o f  us ,  me,  has  been  “ ou ts ide”  on ly  b r i e f l y  fo r  the  pas t
severa l  mon ths ,  d ue  t o  my dec i s ion  to  i s o l a te  myse l f  f rom co ronav i r us
exposure .  So ,  my  r ecen t  c omprehens i ve  phys i ca l  exam showed a  ve ry  l ow
v i tamin  D  l e ve l .  I  am now tak i ng  a  l a rge  dose  o f  v i t amin  D  (4000u da i l y )  to
rep lace  wha t  i s  m i ss ing .

Now I  w i l l  d i s cove r  i f  some o f  my  symptoms  a re  re la ted  to  th i s  v i t am in  D
de f i c i ency .  The  s tandard  l i s t  o f  symptoms v i tamin  D  de f i c i ency  ca n  p roduce
are :  t i r edness ,  f requen t  i n fec t i ons ,  bone  loss ,  ba c k  pa in ,  l os s  o f  bone
s t ruc tu r e ,  d epres s i on ,  s l ow wound hea l i ng ,  ha i r  l o ss ,  musc le  pa in ,  and  we igh t
ga in .  Espec ia l l y  impor tan t  now w i th  the  co ronav i r us ,  v i t amin  D  i s  i nvo lved
w i th  t he  ac t i va t i on  o f  T  l ymphocy tes ,  a  v i t a l  pa r t  o f  our  immune r esponse .

Ask  you r  phys i c i an  to  chec k  your  b l ood  l e ve l  o f  v i t amin  D  nex t  t ime you  a re
there .  No rma l  l eve l  i s  30  to  100 ;  m ine  i s  17  and  I  was  a l r eady  t ak ing  1000u  a
day .  Obv ious l y ,  tha t  was  no t  enough .  I t  se ems t ha t  the  HSP and  P LS
in t r oduc t o ry  “ r u le  books ”  shou ld  men t ion  check ing  v i tam in  D  l ev e l s .  S ince
pub l i c a t i on  o f  th i s  mes sag e  in  t he  PLS  and  HSP cha t rooms and  on  Facebook ,



some o f  you  re sponded w i th  feedback ,  wh i ch  I  am thank fu l l y  ab le  to
summar i ze .  Some peop le  had  low v i tamin  D  l eve l s  de sp i te  ea r l y  morn ing
sun l ig h t ,  s o  th i s  re in f o rce s  chec k ing  your  v i t am in  D  l eve l  regard less  o f  sun
exposure .  Then ,  the r e  a re  tox i c  e f f ec t s  o f  too  much  v i tamin  D ,  so  you  shou ld
not  s imp ly  s ta r t  ta k ing  v i t amin  D  w i thout  a  b lo od  te s t  f i r s t .  Your  d oc t o r  w i l l
know how much to  g i v e  you .  My  persona l  ph ys i c i an  c hecked  my v i tam in  D
leve l  t h ree  weeks  a f t e r  I  had  been  tak ing  4000u  a  day .  I t  r o se  somewhat ,  bu t
i t  was  s t i l l  t oo  l ow.
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My dosage  aga i n  went  up .  Sounds  l i k e  I  don ’ t  absor b  v i tamin  D  ve r y  we l l .  The
overa l l  message  i s  y our  doc to r  shou ld  be  invo l ved  i n  your  v i t amin  D
t rea tmen t ;  don ’ t  t r y  to  do  th i s  “o n  your  own. ”  You  may  end  up  tak ing  too
l i t t l e  o r  t oo  much  w i t hout  knowing .  Too  much  v i tamin  D  i s  as  ha rmfu l  as  too
l i t t l e .

Mental Health
John  Boucher ,  HSP  SPG7



In  the  pas t ,  I ' ve  wr i t ten  a r t i c l es  fo r  Synapse  about  t he  impo r tance  o f  hav ing
a  good  suppo r t  ne twor k  in  p lace  and  the  impor tance  o f  a  good  exerc i se  and
s t re t c h ing  p r ogram fo r  tho se  w i th  HSP .

There  a l so  i s  a  ps ycho log i ca l  c omponen t  to  l i v ing  w i th  HSP ,  espec ia l l y  as  th e
d i sease  p rog resses .  Le t ' s  f a ce  i t ,  l i f e  has  s udden ly  taken  a  180-degree  tu rn
on  you .  You  can  no  lo nger  be  the  husband/  w i f e  you ' d  l i k e  to  be .  Fo r  those
w i th  ch i l d re n  i t ' s  ex t reme l y  d i f f i cu l t  no t  be ing  ab le  t o  be  th e  fa ther /mothe r
you  once  were .  Add i t i ona l l y ,  i f  you  were  the  so le  p ro v ide r  a nd  can  n o  longer
ca re  fo r  your  fam i l y  the  way  you  once  d id ,  i t ' s  e x t reme ly  d i f f i cu l t  and  pa in f u l
to  dea l  w i th .

Wi th  tha t  be ing  sa id ,  i t ' s  no t  uncommon fo r  d epr ess ion  and/or  anx ie ty  to
impac t  those  w i th  HSP .  Your  neu ro l og i s t  and/or  supp or t  ne twor k  w i l l  b e  ab le
to  recogn i ze  d epres s i on .  The  s igns  to  watch  fo r  a r e :

•  Excess i ve  wor ry i ng
•  Fee l i ng  res t l ess ,  on  edg e  o r  hyperac t i v i t y
•  Musc le  t ens i on
•  Fee l i ngs  o f  gu i l t  o r  wor t h lessness
•  Wi thd raw ing  f r om fam i l y  and  f r i ends



•  Reck less  behav io r
•  Fa t ig ue
•  D i f f i c u l t y  s l e ep ing
•  Changes  in  appe t i t e
•  Anger  and  i r r i t ab i l i t y
•  Phys i ca l  pa i n
•  Pe rs i s t en t  sadness
•  D i f f i c u l t y  c oncent ra t ing
•  Su i c id a l  i dea t ion

I f  you  exper ience  any  o f  t hese  ( o r  o the r  i s sues)  p l e ase  ge t  i n  t ouch  w i th  a
menta l  hea l t h  p ro fess iona l  r i gh t  away .  I f  needed ,  y ou  c an  reac h  the  Nat i ona l
Su i c id e  P revent ion  Hot l i ne  on  the  in te r ne t  a t
(h t tps : / / su i c id epr even t ion l i f e l i ne .o rg/ )  o r  by  phone  a t  1 -800 -273 -8255

in  Peop le  w i t h  PLS  and  HSP? ”  i s  the  f i r s t  to  f i nd  tha t  neuro i n f l ammat ion  (a
type  o f  i n f l a mmat ion  tha t  happens  i n  the  b r a in )  i s  imp l i ca ted  in  th ese
d i seases .



Supporting the Quest for Cures
By  Pame la  Jo rdan  Hand ley ,  HSP  SPG7 ,  Assoc ia te  Ed i to r ,  Co -Ambas sad or -Oh io

The  Spas t i c  Pa r ap leg ia  F oundat ion  i s  c ommi t ted  t o  p rov id ing  i n f o rmat ion
about  Hered i ta r y  Spas t i c  P a rap leg ia  (HSP )  and  P r ima ry  La t e ra l  Sc le ros i s
(PLS) ,  c rea t ing  opp or t un i t i e s  fo r  m utua l  supp or t  and  shar ing ,  and  d i scove r ing
the  cu r es  fo r  HSP  and  P LS  by  fund ing  r esear ch .  S i nc e  the  F ounda t i on ' s
c rea t i on  in  2002 ,  we  have  ra i s ed  and  funded  over  $7  m i l l i on  in  r esear ch
gran ts .  La s t  year ,  SPF  was  ab le  t o  p ledg e  $800 ,000  o f  res ea rch  f und i ng
thanks  to  the  s uppor t  o f  members  and  f r i ends  o f  the  SPF .

The  2019  Annua l  Repor t  h i gh l i gh ts  researche rs  and  s tud ies  s ponsor ed  by  SPF
and  g i v es  a  g l impse  in to  t he  exc i t i ng  b reak th roughs  be ing  made  in  the  ques t
fo r  t rea tmen ts  and  cur es  t o  thes e  two upp er  mo tor  neuron  d i so rd ers .  The
p rog ress  cou ld  ex tend  way  beyond  HSP  and  PLS  s i nc e  resear che r s  say



common th reads  l i nk  the  many  neuro l og i c  cond i t i ons  tha t  a f fec t  m i l l i ons  o f
peop le .

One  h igh l i gh t  i n  the  l a t es t  Annua l  Repor t  i s  t he  work  be ing  done  by  Sabr i na
Paganon i ,  M .D . ,  Ph .D .  and  her  te am o f  researc hers  a t  Harva rd  Un i ve rs i t y ,
Mas sachuse t t s  Genera l  Hosp i ta l  (Bos t on ,  MA) .  The i r  s tudy  en t i t l ed :  “What
Causes  Upper  Moto r  Neuron  P rob lems  How does  neuro - in f l a mmat ion  a f f ec t  t he
upper  mo to r  neur ons?  Dr .  Paganon i  l i kens  i t  to  t he  te lephone  game where
you  wh i sp er  a  messag e  and  i t  ge t s  d i s t o r t ed  by  the  t ime  i t  r eaches  the  l as t
pe rson .  The  more  ou ts id e  no i se  the r e  i s ,  the  more  t he  message  ge ts
d i s to r ted .  I n  th i s  c ase ,  the  b ra in  i s  t r y ing  to  send  messages  to  the  sp ine  and
the  Upper  Moto r  Neurons  a re  l i ke  te l ep hone  cab les ,  pass ing  t he  message
a long .  I f  n euro in f l ammat i on  c auses  a  l o t  o f  o u ts id e  “ no i se , ”  tha t  cou ld  red uce
the  ab i l i t y  o f  t he  Uppe r  Moto r  Neurons  to  func t ion  p roper l y  and  r ece i ve  the
“co r rec t ”  message.

Dr .  Paganon i ' s  s tud y  team i s  us ing  a  sp ec ia l  b ra i n  imag ing  techn ique  ca l l ed
MR I-PET.  They  co l l ec ted  over  50  s cans  in  peop le  w i th  P LS  and



 12 pn12

HSP and  compa red  t hem t o  hundreds  o f  s c ans  f r om peop le  who a re  e i the r
hea l thy  o r  ha ve  d i f f e ren t  neuro log i ca l  d i s eases  such  as  ALS  ( Lou  Gehr ig ' s
d i sea se ,  a  d i f f e ren t  d i s eas e  tha t  can  be  in i t i a l l y  con fused  w i th  P LS) .  Resu l t s
show tha t  the  pa t te r n  o f  n euro - in f l ammat i on  i s  d i f f e ren t  i n  each  d i sease .

“ LAST  YEAR,  SPF  GRANTED OVER  $800 ,000  FOR  RESEARCH.”

Resu l t s  w i l l  p ro v ide  impor tan t  i ns igh ts  i n to  th e  caus es  o f  PLS ,  ALS  and  H SP
and  w i l l  he lp  i d en t i f y  ways  to  d i f f e r en t i a t e  be tween  these  d i seas es .  In
add i t i on ,  th i s  nove l  imag i ng  te chn ique  c ou ld  be  used  to  mon i to r  resp onse  to
exper imenta l  t r ea tmen ts .  Th i s  i s  a l read y  happen ing  in  ALS  t r i a l s  and  [ they]
hope  t o  be  ab le  t o  inc lude  th i s  imag i ng  tech n ique  i n  c l i n i c a l  t r i a l s  fo r  P LS  and
HSP in  the  n ear  f u tu r e .

Other  r esearc hers  a nd  s tud ies  fea tu r ed  in  the  2019  Annua l  Repor t  a r e :

•  Pe te r  W.  Baas ,  Ph .D . ,  “Cause  o f  Ne rve  Degene ra t i on  i n  Peop le  w i th
Hered i ta ry  Spas t i c  Pa rap l eg ia . ”

•  Gera rdo  Andres  Mor f in i ,  Ph .D . ,  “Unders tand i ng  How Mutant  Spas t in  A f f ec t s
the  In t race l l u l a r  Mom ent  o f  Organe l l es . ”



•  Xue-J un  L i ,  Ph .D . ,  “Us ing  Pa t i e n t -Spec i f i c  Neurons  to  Exp lo r e  t he  T rea tment
o f  HSP  and  PLS  th rough Regu la t ing  M i tochondr ia . ”

•  John  K .  F i nk ,  M.D . ,  “B i omarker  D i sco very  fo r  P r imary  La te ra l  Sc le ros i s . ”
•  La ra  Mar r one ,  Ph .D .  &  P ro fess o r  M imoun Azzouz ,  P h .D . ,  “Gene  the r apy  f o r

spas t i c  pa rap leg ia  t yp e  15  ( SPG15) . ”
•  Dar ius  Ebrah im i -Fa khar i ,  M .D . ,  Ph .D .  and  Mus ta f a  Sah i n ,  M.D . ,  Ph .D . ,

“Genera t i on  o f  Human Ner ve  Ce l l s  f r om Ch i l d r en  w i t h  AP-4  A ssoc ia ted
Hered i t a ry  Spas t i c  Pa rap l eg ia  to  Suppor t  a  Sea rch  fo r  New Therap ies . ”

•  Ho lge r  Sondermann ,  Ph .D . ,  “D i scov ery  o f  Nove l  Mechan i sms  Under l y ing  HSP
SPG3A. ”

•  Typha ine  Es teves ,  L i r i ope  Toupenet ,  Ju l i en  B r anchu ,  Ph .D . ,  Kha l i d  E l -
Hach im i ,  F rede r i c  Dar ios ,  Ph .D . ,  Da n ie l  S toc kho lm a nd  G iova nn i
S tevan i n ,  Ph .D . ,  “ Ident i f i c a t i on  o f  the  neu rona l  t rans c r ip tom ic
s igna t u re  assoc ia t ed  w i th  l y sosom a l  de fec t s  i n  he r ed i ta r y  spas t i c
pa rap leg ia  SPG11 . ”

•  H i r osh i  M i t sumo to ,  M .D . ,  D .Sc . ,  Wes l ey  J .  Howe P r o fesso r  o f  Neu ro l ogy  a t
Co lumb ia  Un ive rs i t y  a t  The  Neuro l og i ca l  Ins t i t u te  o f  New York  and  New
York -P resby te r i an  Hosp i ta l /  Co lumb ia  Un i ve rs i t y  Med i ca l  Cen te r .

The  comp le te  r epor t  i s  a va i l ab le  a t  ( h t t p : / /www.sp- f oundat i on . o rg/ ) .  Y ou ' l l
f i nd  i t  i n  th e  "Who We Ar e ”  sec t i on ;  jus t  se l ec t  Corpora te  Documen ts  and



then  c l i ck  on  2019  Annua l  Repor t  (La t es t ) .  In fo rmat i on  on  how you  can  he lp
the  Spas t i c  Pa r ap leg ia  Foundat i on  fund  r esear ch  s tud ies  such  as  these  i s  a l s o
ava i l ab l e  a t  ( h t tp : / /www.sp- foundat ion .o r g/ ) .
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LIVING WITH HSP/PLS  TO CATCH A  THIEF  By  S .  A .  We inho ld ,  HSP  SPG4

In  the  tw i l i gh t  o f  a  b r i sk  November  da y  when bo ld  c o lo r s  tu rn  to  e ven ing
shades ,  t he  5  p .m.  rush  hour  bega n .  Wa i t i ng  on  the  e igh t h  f l oo r  o f  the  One



P laza  o f f i c e  bu i l d ing  were  the  documents  to  c omp l e te  my c l i en t ' s  i n ves tmen t
por t f o l i o  changes .  T he  documen ts  were  in  hand  a nd  submerged  i n to  my
overs i z ed  ca r ry -a l l  to te .  I  s cu r r i ed  bac k  to  my ca r  wh i l e  f i t t i ng  t he  to te
secure l y  on  the  s hou l de r .  There  was  a  hur ry  in  my s teps ,  h op ing  no t  to  a r r i ve
la te  fo r  Gr ace ' s  s occe r  game.  I  l ooked  a round be fo r e  c ros s ing  a t  the  l i gh t ,
no t i c ing  a  numbe r  o f  c ha i ned  doors  and  bar r ed  w in dows  encourag ing  me to
ge t  bac k  to  t he  ca r  ASAP.

The  l i g h t  mes saged  me to  c ros s .  I  to ld  my l e f t  foo t  to  s tep  up  the  cu rb ,  i t
r ebe l l ed  ha l fway  up .  The  message  f r om my b r a in  s omehow go t  i n te rc ep ted ,
l and i ng  me f ace  f l a t  on  th e  cemen t .  The  ca r r y -a l l  to te  f l ew o f f  toward  the
pedes t r i ans .  A  s u r rea l  s l ow mot io n  took  over .  In  need  o f  a  h andout ,  I
g l impsed  a t  a  man in  a  da rk  ta t te red  j acke t .  Fo r  a  f ew seconds  our  eyes  met ,
bo th  knowi ng  what  h ad  c r ossed  h i s  m ind .  The  to te  f l ew pa s t  h i s  reach  in t o
another  woman ' s  i ns t i nc t i v e  c lu t c h ,  as  a  ba c kpacked  co l l eg e  s tudent
s t rugg l ed  to  he lp  me up .

I  has t i l y  s t ra igh tened  ou t  my d i she ve l ed  bus i ness  s u i t  and  a  b lood ied  exposed
knee ,  thanked  the  b ys ta nders  and  scur r i ed  my embar rass ed-se l f  o f f  to  my c a r
ho ld i ng  t i gh t  t o  the  now e ven  more  t r easur ed  ca r ry - a l l  to te .



Those  m is - s teps ,  among many  in  th e  ea r l y  s tages ,  w ere  m is - s teps  r i gh t  i n to
HSP.  L i t t l e  d id  I  know,  I  was  s tepp ing  in to  an  uneasy  know ing  and  no t
knowing  wha t  o r  how l i f e  wou ld  c hange .  As  w i th  o th ers  who go  t h rough t h i s
p roce ss ,  t he re ' s  a  th ie f  i n  the i r  s to ry ,  too .  The  th ie f  i s  HSP ,  and  the  th ie f
s t ea l s .

F i r s t  i t  s te a l s  away  your  “ s t ru t ” ,  the  con f idence  and  vo l i t i on  f o r  t he  s imp le
nex t  s tep .  E ven  i f  tha t  s tep  can  be  made ,  i t  has  i t s  own sc ragg ly  c i r cu l a r
mot i on  g i v i ng  o the rs  to  wonder  i f  someone  had  t oo  much  o f  th e  “happy
hour?”

Nex t  i t  ransoms your  c on f i dence .  I t  can  s l ow ly  take  you  i n to  a  “ s hy”  h id i ng
not  r ea l l y  want ing  to  mov e  amongs t  peop le  w i t h  the  a t ten t i on  i t  b r ings .  Not
want ing  to  answer  ques t ions ;  “a re  you  okay?” ,  “do  y ou  have  M.S .? ” .  No
longe r  mov ing  in  the  c i r c l es  you  once  sm i l ed  and  danced  your  way  t h rough .

Th i rd l y ,  tha t  HSP  t h ie f  p i c ks  you r  pocke t .  A t  t imes ,  s tea l i ng  your  sm i l e .  Tha t
loss ,  go ing  unno t i ced  b y  you ,  un t i l  d en ia l  tu r ns  in to  rea l i t y .  The  th i e f  i ns ide
o f  HSP  may  no t  be  ab le  to  be  cap tu r ed ,  bu t  we  can  make  the  t h i e f  l e s s
powe r fu l .  We may  no t  be  ab le  t o  rega in  our  “ s t r u t ; ”  however ,  our  “ s t ru t ”  can
take  on  a  n ew con f iden t  fo rm .



“STEPS”  TO CAPTURE THAT THIEF”

Endorph ins  a re  our  c r ime  f i gh t ing  f r i ends .  Endorp h ins  a re  neu ro t r ansm i t te r s
wh i ch  a re  r e leas ed  in  the  b ra in  to  reduce  pa i n ,  s t res s ,  anx i e ty  and  ma ke  us
fee l  g ood .  They  a re  a  na tu ra l  ana lges i c ,  o r  pa ink i l l e r .  Endorph ins  wor k  b y
ga ther ing  in  t he  space  be tween  neurons ,  p revent ing  nega t i ve  impu l s es  f rom
t rave l i ng  to  the  b ra in .  S in ce  endorph ins  ac t  on  th e  op ia t e  recep to rs  in  our
b ra ins ,  the y  can  r educe  pa in  and  boos t  p leasu re ,  r esu l t i ng  i n  a  fe e l i ng  o f
we l lb e i ng  w i t hout  th e  comp l i ca t i on  o f  add i c t i ons .  Endorph i ns  mot i va ted  in
body  movement  have  be en  p roven  to  r educe  the  “ sa dness . ”  They  can  be
espec ia l l y  us e fu l  i n  b oos t ing  se l f -es t eem.

Second ly ,  endorph ins  ca n  regu la te  appe t i t e  a long  w i th  reduc ing  we igh t .

So  jus t  wha t  do  we HSPer s  do  to  acqu i re  the  p romis ing  e f fec t s  o f  endorp h ins?
Twenty  to  t h i r t y  m inu tes  o f  upper  b ody  movement  can  re le ase  t he  pos i t i ve
consequences  o f  endo rph i ns  in t o  your  sys tem.  I t  cou ld  be  a s  s i mp le  as  a
sea ted  box ing  o r  a  sea ted  ae rob i c  wor kout  s im i l a r  to  the  o ne  p r oduced  by
d i sab led  O lymp ic  ska te r ,  L i sa  E r i c s on ,  fo und  on  YouTube:  “L i sa  E r i c s on ' s
Sea ted  Aerob i c  Wor kout . ”  My  rou t ine  s ta r t ed  ou t  w i t h  5 -10  m inutes  a  da y ,



i n c reas ing  every  wee k  by  f i ve  more  m inu tes  da i l y  un t i l  twen ty  to  th i r t y
m inu tes  was  doab l e .

Look ing  fo r  o the r  avenues ,  someone  had  p laced  a n  a r t i c l e  a t  my desk  abou t  a
loca l  mayor  whose  two young daug hte rs  wer e  d i sab l ed .  Tha t  pa r t i cu l a r  mayor
had  th ree -whee l  hand  peda led  b i kes  p laced  in  l oca l  pa rks .  My  husband  re ad
i t ,  g oog l ed  th e  park  a nd  w i th i n  m inute s  we were  d r i v ing  o f f  t o  the  park .

Qu i te  uns ure  whe the r  I  wanted  to  showcase  my inab i l i t y  to  peop l e  in  the
park ,  I  s t a r te d  read i ng  and  t ry i ng  t o  access  the  app  on  my phone  to  r en t  the
b ike .  We f i na l l y  l oos ened  t he  b i ke  f r om the  rack  and  I  t rans f e r red  f rom my
whee l c ha i r  t o  the  b i k e  wh i ch  was  su rp r i s i ng ly  eas ie r  than  I  expec t ed .  As
coord i na t ion  se t  i n ,  my  body  immed ia t e l y  r eca l l ed

 14 p n14

the  b i ke  r i des  f r om my “p r ev ious  l i f e . ”  There  was  a  moment  o f  remember i ng
“ f reedom, ”  pur e  phys i ca l  f reedom .  The  fabu l ous  f ee l  o f  t he  w ind  th rough  my
ha i r  was  obser ved  by  my husband who l a te r  to ld  me,  “ I  w i l l  never  fo rge t  the
ear - t o -ea r  sm i l e  on  your  fa ce . ”  A lmos t  g i v ing  h im more  exh i l a ra t i on  than  I
go t ,  cemen t ing  in  h i s  m ind  the  in te n t  to  pu rchase  an  adu l t  hand  t r i ke .  And
l i f e  has  never  been  the  sa me.



FREEDOM FROM THE  THIEF

We looked  a t  two  c ompan i es ;  Invacare  T op-End  Hand Cyc le  w i th  th r ee
speeds .  Thes e  b i k es  o f fe r  s tab i l i t y ,  t rans f e r r i ng  in  a nd  ou t  i s  e as ie r  w i t h  i t s
l ow to  the  g r ound f rame des ign .  The  hand-bra k i ng  i s  con f id en t .  And  i t  ha s  an
easy  ta ke  apar t  des ig n  fo r  t ranspor t i ng  and  f i t t i ng  i n to  your  veh i c l e .

The  t r i ke  I  c hose  was  f r om Sun B i cyc les  and  they  d i s t r i b u te  th r ough re ta i l
b i ke  shops  wh ich  i s  g rea t  fo r  any  mechan i ca l  ass i s tance  you  may  need  i n  the
fu tu re  ( h t tp : / /www.sun .b i ke/ t r i kes / adu l t - hand- t r i ke / ) .  Sea t s  a nd  peda l  l eve l s
a re  a l l  ad jus tab le  fo r  your  ease  and  com for t .  I  l i k e  the  f r on t  pa rk i ng  b rak e
fo r  eas y  t rans fe r s  in  and  ou t  o f  my whee l cha i r .  T r i k e s  a re  powered  b y  the
fo rwa rd  c i r c l i ng  o f  your  a r ms  and  hands ,  wh i l e  your  fee t  r ema i n  s ta t i ona r y .
Due  to  t he  re l i a nce  on  upper  body  s t reng th ,  th i s  ha s  g i ven  me inc r eased
musc le  power .

Our  s l ogan  now i s ,  “ t h i s  i s  how we ro l l . ”  Many  new a venues  o f  t rav e l  have
opened  up .  So  many  b i ke  pa ths  t o  d i s co ver .  We may  have  to  move  t o  a  year -
round  su nny  s ta t e : ) .  We went  f rom a  ca sua l  da i l y  r i d e  to  a  da i l y  r i de  o f  3  to
4  m i l es .  I f  you  tak e  someone w i th  you ,  they  c an  eas i l y  b i ke  o r  wa l k  a l ongs id e
you .



The  hand-peda led  t r i kes  a re  a  g rea t  way  to  th row the  HSP  th i e f  beh ind  ba r s .

Do ing  a l l  you  c an  to  s end  endorph i ns  th rough your  s ys tem c l ea rs  t he  m ind ,
s t reng thens  the  hear t  and  f rees  t he  sou l .  And  t he  exh i l a ra t i on  o f  mov i ng
yourse l f  a t  a  new sweet  s peed  p roduc es  a  new “ s t r u t . ”  And  you  f i nd  your se l f
i n te rac t ing  bo ld l y  w i th  o th er  b i ke rs  and  “ t r i k e r s . ”

I  am thank fu l  fo r  p ra yers  answered  and  I  encou rage  you  to  commi t  to  g i v i ng
yourse l f  r enewed e nergy  and  a  w indb lown smi l e .

Gardening with PLS
By  A lan  “Sk ip ”  J o rgensen



In  the  f i f th  yea r  w i th  a  d i agnos i s  o f  PLS ,  as  a  71-ye ar  o ld ,  my l i f e  ha s  been
enr i ch ed  by  ac t i v i t i e s  t ha t  phys i c a l l y  and  emo t i ona l l y  g i ve  a  boos t  to  c op ing
w i th  a  l im i t i ng  cond i t i on .

F i r s t  i s  ma in ta i n ing  mob i l i t y .  Th i s  i s  wha t  works  fo r  me - t oday ,  mean ing  those
w i th  PLS  know o f  t he  p rog ress s i ve  b u t  spor ad i c  phy s i ca l  c hanges .  Two
wa lke rs  a r e  used ,  one  fo r  i ndoo rs  and  the  o the r  re f e r red  to  as  th e  “ fou r -
whee l  d r i ve”  f o r  use  in  comment ,  “ I  l i ke  your  s t i cks . ”

“THERE  IS  ALWAYS SOMETHING TO LOOK FORWARD TO-AND YOU JUST  KEEP
GOING! ”

Nex t  a re  the  wa l k ing  s t i ck s ,  f ash i oned  f rom l imbs  s a l vaged  b y  a  f r i end  a t  the
beach ,  cu r ed ,  shaped  and  used  fo r  s hor t  d i s t ances  s uch  as  go i ng  in  a  s to re ,  a
b ro th er ' s  home o r  to  c hur ch .  Two s t i c ks  a re  neces sa ry  fo r  b a lance  and  a re



cur ren t l y  used  f o r  up  to  3 0-40  ya rd s .  Hav ing  hand -c ra f ted  thes e  a ids  they  a re
unusua l ,  f i n i shed  w i th  a  s h ine ,  and  o f t en  ge t  the  c omment ,  “ I  l i ke  your
s t i c ks . ”

Then  f o r  l onger  d i s ta nces ,  one -m i l e  round  t r i ps  to  town,  ge t t ing  a round a
ma l l  o r  v i ew ing  a  foo tba l l  game f rom the  s i de l i nes ,  my  “T rue”  GR IT  F reedom
Cha i r  ( h t tps : / / t r y . gogr i t .u s /g r i t - f reedom-cha i r ) )  i s  j us t  th a t ,  o f fe r i ng  t he
f reedom to  ac cess  pub l i c  p laces  mos t  anywhere  a  whee l cha i r  ca n  t ra ve l .  I
en joy  pa rk  t ra i l s ,  pav ed  o r  d i r t ,  and  can  “ h i k e”  w i th  f r i e nds .  S im i l a r  t o  a
whee l c ha i r  i t  i s  opera t ed  by  two ha nd  l e ve rs  c onnec ted  by  a  s p r ocke t  and
cha in  to  26 ”  whee l s .  A  ba t te ry  powered  cha i r  may  be  in  the  fu tu r e  bu t  fo r
now aerob i c  the  ya rd  a nd  garden .  I t  has  l a rger  t i r es ,  a  baske t  under  t he  sea t
and  can  ca r r y  ou tdoor  ga r den  equ ipmen t .  I t  has  t o  be  tough  as  i t  ge t s  d i r t y
and  rough ly  abused .
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The  ya rd ,  however ,  needed  to  be  pu t  i n  shape .  Hav i ng  done  th i s  i n  the  pa s t
and  be ing  s tubborn  about  i t ,  why  c ou l dn ' t  we  do  i t  aga in?  We cou ld ,  w i th
he lp  f rom nephew Ca yden ,  and  o f  c ourse  the  “we ”  i s  my  w i fe ,  Conn ie .



A second  cop ing  mec han i sm i s  tak ing  ad van tage  o f  s ummer  da ys  to  g e t
ou ts id e  fo r  work  in  t he  ya rd .  We were  fo r tuna te  to  have  moved  in to  a  home
wi th  man y  conven ienc es  f o r  a  pe r son  w i t h  PLS .

The  “ fo ur -whe e l  d r i ve”  wa lke r  i s  th e  workh orse  h ere .  So i l  has  be en  moved ,
i r r i ga t i on  t renches  dug ,  sp r ink le r s  i ns ta l l ed ,  ya rd  c on tou red ,  a nd  g ra ss
p lan t ed .  Th i s  wor k  i s  poss ib le  f rom the  sea t  o f  th e  wa lke r  w i t h  the  he lp  o f
sharp  too l s  and  t im ing  to  d ig  when t he  so i l  i s  mo i s t .  A  baske t  c a r r i es  s eeds ,
fe r t i l i z e r  and  sma l l  too l s .  A reas  a re  des igned  s o  tha t  the  wa lke r  i s  on  a  pa th
a l l ow i ng  an  ab i l i t y  to  r each  garden  beds .  I  do  make  many  s t renuous  moves  to
the  g r ound and  back  on  m y fee t ;  i t ' s  j us t  pa r t  o f  th e  dea l  t hough knee  pads
add  comfo r t .



A garden?  Yes ,  t hough re l uc tan t l y .  Wh i l e  wa i t i ng  t o  p lan t  the  b ack  l awn th i s
Fa l l ,  i t  was  dec i d ed  to  p lan t  po ta t oes  in  the  Spr i ng  t o  he lp  c ond i t i on  the  s o i l .
No t  hav ing  a  ga rden  fo r  s evera l  yea rs ,  t he  bug  b i t  and  now th ere  a r e  on ions ,
g reen  beans ,  cabbage ,  cau l i f l ower ,  ca r ro t s ,  l e t tuce ,  cucumbers ,  pumpk ins ,
rhubarb ,  a r t i c hoke  and  an  as so r tment  o f  f l owers .  A  f ew gopher s  en joyed  the
bount y ,  un t i l  runn ing  in t o  a  t rap !  Excess  ha rves t  i s  g i ven  to  fami l y ,  f r i ends
and  ne ighbors .

We ge t  ou t  each  da y  and  en j oy  the  c ons tan t  change s  o f  f l ou r i sh i ng
vegetab les  a nd  b lo oming  f l ower s  as  we l l  as  apprec i a t ing  our  wor k  f r om the
bedroom w i ndow or  pa t i o .  Pa r t i c u l a r l y  i n  th i s  pe r iod  o f  COVID-19 ,  our  ga rden
i s  an  a t t rac t i v e  d i s t rac t i on .



Who knows  wha t  the  nex t  season  w i l l  b r i ng ,  l e t  a l one  the  nex t  year ,  as  t he
progress i on  o f  PLS  r ema i ns  a  mys te r y?  For  now,  th e se  mob i l i t y  a ids  and  ya rd
ac t i v i t i e s  ke ep  me encour aged  and  engaged  w i t h  a  pos i t i ve  e f fec t  on  phys i c a l
hea l th  and  emot io na l  we l l - be ing .  There  i s  a lways  s ometh ing  to  l o ok  fo rward
to -and  you  jus t  keep  go ing !



Heels Are a Girl's Best Friend
By  Ve ron i ca  LaPor t ,  SP

The  mos t  impo r tan t  th i ng  I  have  l ea rned  in  my 20  years  i s  tha t  hee l s  a re  a
g i r l ' s  bes t  f r i end .

Wi th  Spas t i c  Pa r ap l eg ia  I  have  an  awkward  ga i t .  I  wa lk  w i t h  my hee l s  i n  the
a i r  and  m y toe s  d ragg i ng  on  the  f l oo r .  Th i s  awkwar d  ga i t  ma kes  i t  ve r y  ha rd
to  keep  shoes  in  good  cond i t i on  as  I  wear  ou t  the  toe -end  o f  the  s o l es .  Shoes
tha t  have  too  much  t r ac t i on  w i l l  p r event  my fee t  f r om d ragg ing  and  cause  me
to  t r i p ,  ca us ing  me to  sc u f f  up  my shoes  f u r t he r .  I  usua l l y  by -pas s  th i s  b y
wea r ing  f l a t  s hoes  tha t  have  ank le  s t raps  o r  l aces  (w i th  no  bumps  o r  any
pat te rns  on  the  s o les )  w i t h  a  th i ck  rubber  o r  s tee l  toe .  Howe ver ,  I  found  t ha t
w i th  s tee l - toed  shoes ,  i t  i s  near l y  imposs ib le  to  wea r  the  meta l  ou t ,  bu t  y ou
can  wear  ou t  the  r ubber  undernea th ,  mak ing  a  t r i p ha zard .  I  had  to  be  ca r e fu l
w i th  t he  s te e l - toed  shoes ,  e ven  though the  o nes  I  h ad  were  ve r y  s ty l i sh .

The  s t r ap  a round  the  ank l e  i s  a l so  c r i t i c a l  a s  my  hee l  w i l l  pop  ou t  o f  any
shoe  I  wear  tha t  doesn ' t  have  some th i ng  t y i ng  down my fee t .  Tha t  l eaves  th e
f l a t ,  th i c k - toed  shoes ,  a l though the y  a re  no t  the  be s t  economica l  cho i ce  as
they  can  be  expens i ve  and  don ' t  l a s t  ve ry  l ong .



But  the r e  i s  a no the r  op t i on ,  he e l s .  I  have  found  tha t  hee l s  work  bes t  fo r  me
in  te rms  o f  s tab i l i t y ,  as  even  w i th  the  f l a t  shoes  des c r ib ed  abo ve ,  I  s t i l l  need
a  cane  f o r  ba la nce .  However ,  w i t h  hee l s  ( abou t  2  to  3  inches) ,  I  can  have
s tab i l i t y  and ,
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somet imes ,  I  don ' t  even  need  th e  cane .  As  th e  hee l s  suppor t  my hee l  wh i l e
I 'm wa lk i ng  and  I  can  wa l k  down th e  s idewa l k  w i t hout  depend ing  on  an  a id  ( I
s t i l l  t a ke  t he  cane  w i th  me jus t  i n  c as e) .  I  have  found  tha t  I  c an  wa lk  up  and
down s ta i r s  (my wors t  enemy,  espec ia l l y  the  c a rpe ted  ones)  be t te r  i n  hee l s ,
even  four - i nch  ones .

A l though hee l s  a re  my mos t  i dea l  method  o f  cover i ng  my fee t ,  the y  a ren ' t  the
eas ie s t  op t ion  to  f i nd .  I  have  t o  have  a  par t i cu la r  d es ign;  they  have  to  ha ve
a  s t rap  a r ound my ank le  and  cover  my t oes .  I f  the re  i sn ' t  a  s t rap  a round my
ank les ,  t he  shoe  w i l l  c ome f l y ing  o f f  my  fee t .  I f  the  shoes  don ' t  co ver  my
toes ,  I  w i l l  r un  the  r i s k  o f  i n jur i ng  them wh i l e  I  d rag  my  fee t .  G ran ted  I  don ' t
d rag  my  fee t  a s  much  i n  hee ls  a s  I  do  the  res t  o f  the  t ime ,  the re  i s  s t i l l  t he
r i sk  o f  i n j u r i ng  unpr o tec ted  toes .  A l t hough they  can  s t i l l  wear  ou t  qu i ck l y  and
my spec i f i ca t i ons  a re  ha rd  to  f i nd ,  I  f i nd  hee l s  to  b e  the  bes t  f i t  f o r  my ga i t .



As  w i th  a l l  th ing s  in  l i f e ,  no  one  so l u t i on  i s  pe r f ec t .  Hee l s  b r ing  w i t h  them a l l
the  i s s ues  t hey  have  fo r  e ven  peop le  w i thout  s pas t i c  pa rap leg ia .  One  p r ob lem
is  the  s t ress  pu t  on  your  ank les .  Ano the r  p i t f a l l  i s  tha t  hee l s  a re  b es t  f o r  c i t y
l i v ing  and  d o  no t  f unc t ion  near l y  as  we l l  when wa l k i ng  in  the  woods .  The
ground you ' re  wa lk ing  on  fac to rs  i n  as  we l l ,  f o r  h ee l s  wou ld  be  idea l  f o r  l ong
wa lks  on  the  s i dewa lk ,  bu t  no t  r ea l l y  i n  th e  more  ru r a l  a reas  o r  fo r  l ong
wa lks  be tween c las ses  i n  t he  snow .

G iven  t he  r igh t  env i ronment ,  I  w i l l  a lways  choose  my hee l s .  Fo r  more  fo rma l
even ts  and  go ing  ou t  to  d i nner ,  hee l s  a re  my go- to  s hoes .  They  p r ov ide  me
wi th  a  l i t t l e  b i t  o f  f r eedom as  I  don ' t  have  to  ho ld  on  to  someone ' s  a rm wh i l e
wa lk ing ,  and  I  d on ' t  need  to  re l y  so  heav i l y  on  the  c ane .  And  tha t  l i t t l e  b i t  o f
f reedom i s  eve ry th ing  t o  me,  and  why  my hee l s  a re  my bes t  f r i e nd .



Your Scooter/Wheelchair As the Driver's Seat
By  Ma l i n  Do l l i nge r ,  M .D . ,  HSP  SPG4

Wi th  my new hand i c ap  van ,  I  can  d r i ve  my hand i cap  scoo te r  o r  whee l cha i r
d i rec t l y  i n to  th e  d r i v ing  pos i t i on  s ince  i t  has  a n  empty  space  i ns te ad  o f  a
d r i ve r ' s  s ea t .  I t  a l so  has  the  usua l  co l l aps ib le  ramp to  ge t  i n  and  ou t  o f  the
van .  As  w i th  a l l  s i d e -en t r y  hand i cap  vans ,  the  m idd l e  row o f  sea ts  i s  r emoved
to  make  ro om fo r  s coo te r  o r  whee l c ha i r  en t r y .

I  d r i ve  my van  f r om my sc oo te r ,  wh i c h  i s  l ocked  in  p lace  by  a  dev i ce  on  the
f l oo r  th a t  ma tches  a  l a rge  meta l  p in  under  the  scoo te r .  Th i s  saves  me f rom
hav i ng  to  t ra ns fe r  i n  and  ou t  o f  the  d r i ve r ' s  sea t  f r om my scoo te r  wh i ch
wou ld  ha ve  been  parked  i n  the  empt y  space  beh ind  the  d r i ve r ' s  sea t .  Thos e
t rans f e r s  were  v e ry  d i f f i cu l t  and  pa in fu l  fo r  m e,  s i nc e  I  have  HSP- r e la ted
parap leg ia  and  a l so  t o rn  c a r t i l ages  i n  bo t h  shou lde r s .

A f te r  I  b ough t  the  van ,  i t  took  me s i x  mon ths  t o  f i n a l l y  g e t  e very th i ng
work ing  r igh t ,  and  i t  wo rk s  per fec t l y .  I t  seemed eas y  and  l og i ca l  a t  f i r s t ,  bu t
then  I  d i s c ove red  tha t  no  one ,  i nc l ud ing  the  exper i enced  dea l e r ,  knew “how
to  do  i t  r i gh t . ”  I ' v e  jus t  c omp le ted  a  l ong  t r i a l  and  e r ro r  pe r iod ,  to  f i na l l y
f i gu r e  i t  ou t .  I f  you  have  un l im i t ed  pa t i ence ,  some ex t ra  funds ,  an  impor tan t



need  t o  l im i t  t ra ns fe r s ,  and  a  f r i e nd-me - t o  te l l  you  how to  adap t  the  van  and
the  scoo te r ,  and  wan t  to  g i ve  i t  a  go ,  p le ase  no t i f y  me.  New sea t l ess  vans
are  expens iv e ,  bu t  used  ones  can  be  bough t  fo r  about  ha l f  the  p r i ce ,  o r  l e ss .
The  pho tos  w i th  th i s  a r t i c l e  show you  the  de ta i l s .
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The  van  i s  so ld  w i thout  a  d r i ve r ' s  s ea t .  Your  s coo te r  becomes  t he  d r i ve r ' s
sea t .  On l y  a  ve r y  few s coo te rs  ha ve  t he  requ i r ed  f l oo r  c l ea r ance  a nd  the
sea t - r a i se r  to  be  usab le  ( s o  you  can  s ee  ou t  the  f r on t  w indow t o  d r i ve ) .  I



know wh ich  scoo t e rs  work  and  how t o  adapt  them.  Do  no t  buy  the  s coo te r  the
dea le r  wan ts  t o  se l l  you  w i thout  f i r s t  ta l k i ng  t o  me.  Or  ask  me ab out  th e
scoote r  you  a l r eady  have .  I  know how t o  ins ta l l  a  sea t  l i f t  fo r  $ 25 ,  i f  the
scoo te r  does  no t  a l read y  have  one .  You  need  to  be  s u re  t h i s  k ind  o f  van  w i l l
work  fo r  you ,  be f o re  you  buy  i t .

The  loc k ing  dev i c e :  i s  on  the  f l oo r ,  requ i res  two ex t r a  i t ems  on  your  s coo te r
fo r  t he  two in te r l ocks  o n  the  f l oo r .  One  i s  a  bo l t / r od  undernea th  the  s coo te r ,
po in t ing  down,  and  the  o t her  i s  a  meta l  fo r k  in  th e  f r on t  o f  the  sc oo te r ,
wh i ch  meshes  w i th  a n  in te r lock  on  the  ca r  f l oo r .  C le a rance  i s  eve r y th ing ;
bo th  i t ems  mus t  mesh  per fec t l y  i n  o rder  to  l ock  the  s coo te r  i n  p lac e  wh i c h
then  a l l ows  you  to  sa fe l y  d r i ve  the  ca r .  I  w i l l  t e l l  you  how to  make  th i s  work .
I  w i l l  a l s o  exp l a in  how to  mod i f y  the  f l oo r  o f  the  ca r ,  so  i t  i s  smooth  and
doesn ' t  d i s rup t  the  s coo te r  whee l s  and  mess  up  t he  l oc k ing  maneuver .

What  about  s e rv i c ing  the  van:  dead  ba t te ry ,  bad  t i r es ,  someone  e l se  needs  to
dr i ve  the  van?  You  a l s o  ge t  the  rea l  d r i v e r ' s  s ea t  w i t h  the  van ,  bu t  the  s ea t
i s  on  r o l l e r s  and  i s  po r t ab l e .  You  ke ep  i t  i n  the  ba c k  o f  your  ga rage ,  “ j us t  i n
case . ”



What  about  th e  “hand i cap  emergenc y?”  Someone  has  pa rked  i n  the  b lu e -
s t r i p ed  no-pa rk i ng  hand i ca p  access  l ane  nex t  to  your  van .  The re ' s  no  way  you
can  ex t end  t he  ramp b ecause  tha t  ca r  i s  i n  the  way .  The  o ld  s o lu t i on  w i t h  a
van  t ha t  ha s  a  d r i ve r ' s  s ea t  i s  t o  have  a  regu la r  d r i v e r  back  up  your  van
about  e igh t  fee t  so  the  r amp can  now be  e x tended  c lea r  o f  the  ad jacent
“b loc k i ng”  ca r ,  l ong  enough fo r  you  to  ex te nd  the  ra mp,  d r i v e  your  s coo te r  o r
whee l cha i r  i n to  the  van ,  t rans fe r  to  the  d r i ve r ' s  sea t ,  re t r ac t  t he  ramp and
dr i ve  away .

Now w i th  no  d r i ve r ' s  s ea t ,  e xcep t  the  s coo te r  on  wh i ch  you  a re  s i t t i ng
outs id e  the  van ,  no  one  e l s e  can  back  up  the  van  to  a l l ow r amp ex t ens i on
and en t ry .  Ther e  i s  nowhe re  fo r  the  d r i v e r  t o  s i t ,  even  b r i e f l y .  A  pers on
s tand i ng  in  the  d r i v e r  a re a  canno t  work  the  peda l s ,  and  yo u  dare  no t  l e t
them t ry  us ing  your  hand  cont r o l s .  I  keep  a  fo ld ing  cha i r  i n  t he  back  o f  t he
van  so  a  “bac k -up”  d r i ve r  can  s i t  i n  a  cha i r  and  reac h  the  peda l s  to  sa f e l y
opera t e  the  van  to  back  i t  up  a  shor t  d i s tance .  The  b rake  and  gas  peda l s  a re
now pa in ted  wh i te ,  s o  the  d r i ve r  i n  the  ch a i r  ca n  eas i l y  see  them,  espec ia l l y
a t  n ig h t .

I  know about  se vera l  th ings  tha t  mus t  be  c ons id e red ,  such  as  ge t t i ng  a  van
w i th  a  ramp tha t  can  be  e x tended  par t -way ,  i n  case  you  have  l im i ted  to ta l



room nex t  to  the  v an  (be tween th e  ramp l engt h  and  the  tu r n i ng  rad ius ,  you
need  about  e igh t  fee t ) .  I  have  f i ve  f ee t  where  I  pa r k  nex t  to  my home and  I
l ea rned  how t o  ex tend  the  in - f l oo r  ramp ha l fway  ou t .  I n  th i s  “ l im i ted
ex tens ion”  ramp s i tua t ion ,  you  cannot  use  a  fo ld ing  ramp,  wh i ch  c annot  be
ex tended  par tway .  You  ne ed  a  re t r ac tab le  in - f l oo r  r amp.

To  p lace  the  van  so  you  c an  see  p r oper l y  ou t  t he  f r on t  w i ndow,  y ou  need
e i the r  a  sc oo te r  w i th  a  l i f t  o r  a  cus tom r a i sed  f l oo r .  There  a r e  t r i cks  f o r  how
to  “a im”  the  sc oo te r  so  i t  meshes  w i t h  the  in te r lock i ng  p ins  o n  the  f i r s t  t r y
(no t  t he  th i r d  o r  s eventh) .  I ' ve  made  a l l  the  m is ta ke s  and  t r i a l s  and  e r ro rs  so
you  won ' t  have  to .  I f  you ' d  l i ke  to  p ursue  th i s  p ro je c t ,  ema i l  me a t
ma l ind@cox .ne t  o r  c a l l  a t  310  378  4059 .
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FLASHBACK
F lashback  i s  a  new sec t ion  o f  Synapse ,  The  News le t te r  o f  the  Spas t i c
Pa rap leg i a  Foundat ion ,  I nc .  The  f o l l ow ing  a r t i c l e  i s  rep r in ted  f rom the  Augus t



2001 i s s ue  o f  Synapse  wh i ch  a t  t ha t  t ime ,  had  b een  "Serv i ng  t he  P r imary
La te r a l  Sc le ros i s  Commun i ty  s inc e  1997 . "

What is HSP and why am I writing about it?
By  Mark  Weber

In  th i s  i s s ue  you ' l l  no t i ce  tha t  I  c omb i ned  news  about  PLS  and  HSP
(he red i t a ry  spas t i c  pa rap l eg ia ) .

You  may  wonde r  why .

PLS  and  H SP sha re  a  number  o f  s im i l a r i t i e s .

Some PLSers  ha ve  symp toms on l y  f rom the  wa i s t  down.  (Ok- they  may  have
minor  a rm/  hand  invo l vement ,  bu t  no t h ing  s ign i f i ca n t . )  I f  t hey  had  a  fa mi l y
h i s to ry  o f  s im i l a r  s ymptoms they  wou l d  be  d iagnosed  w i th  HSP .  Bu t  w i t hout  a
fami l y  h i s to r y ,  some neuro log i s t s  wou ld  d iagnos e  them w i th  PLS .  Othe rs
wou ld  s t i l l  c a l l  i t  HSP  o r  " appar en t l y  sporad i c  H SP" .

Some PLSers  exp er i ence  t hose  symp toms and  a l so  have  speech  p rob l ems ,  o r
symptoms in  a l l  f ou r  l imbs ,  o r  bo th .  I f  they  have  no  fami l y  h i s to r y  o f  s im i l a r
symptoms ,  they  h ave  PLS .  Bu t  i f  they  have  a  fam i l y  h i s to r y ,  the y  have  HSP .



So fa r ,  no  one  knows  whe the r  any  ve rs ion  o f  HSP  sh ares  th e  same caus e  as  a
cor re spond ing  fo rm o f  PL S .  Bu t  i f  you  a t t end  a  mee t i ng  w i th  HSPers ,  the y
appear  i nd i s t i ngu i shab le  f r om PLSe rs .  We s hare  the  s ame ga i t  p rob l ems .
Some HSPers  a l s o  have  the  same speech  p rob lems  a s  some PLSers .  The
d i f fe rence  appears  when you  as k  an  HSPer  abou t  h i s /her  fami l y .  Tha t ' s  when
you ' l l  hea r  about  the  s ymp toms exp er ie nced  by  the i r  ch i l d r en ,  pa ren ts  and
grandparen ts .

Se r io us  sc ien t i f i c  p r ogres s  has  been  made on  HSP .  A t  l eas t  f i ve  sepa ra te
genes  ha ve  been  d i s co ver ed  tha t  a re  r espons ib le  fo r  va r i ous  f o rms  o f  HSP .
(See  th e  p rev ious  a r t i c l e  a bout  the  " a t l as t in "  g ene  d i s covered  r ecen t l y  b y
John  F i nk ,  M.D . ,  o f  t he  Un ive rs i t y  o f  M i ch igan . )  A nd  a t  l eas t  ten  HSP gene
loc i  have  a l so  been  d i s co ve red .

Fur the r ,  t he  ALS2  gene  d i s covered  b y  Dr .  Teepu  S idd ique  (Nor t hwes te r n
Un ive rs i t y )  tha t  causes  ju ven i l e - onse t  PLS  i s  theor i zed  to  encode  fo r  the
same c lass  o f  p ro t e in  as  t he  p ro te i n  encoded  by  the  " a t l as t in "  HSP gene
d i sc over ed  by  D r .  F i nk .

Why  does  th i s  mat te r?



A group  o f  PLSers  and  HSPers  a re  cu r r en t l y  c r ea t ing  a  foundat ion  to  f und
med ica l  r esear ch  and  educa t io n  on  PLS  and  HSP .  Dr .  F ink  i s  ve r y  ac t i ve  in
he lp i ng  t o  c rea te  the  f oundat ion  and  i s  commi t t ed  t o  inc l ud ing  P LSers  a long
wi th  HSPe rs  in  the  g roup .

A l so ,  s ome mee t i ngs  known on l y  to  P LSe rs  o r  HSPer s  w i l l  now be  known and
open  to  bo th  g roups .

I  have  g r ea t  hopes  f o r  t h i s  new co l l ab ora t ion  be tween HSPer s  a nd  PLSers .
Anyone  in te r es ted  in  vo lun tee r ing  to  wor k  fo r  th e  new founda t ion  i s  u rged  to
con tac t  Mark  Weber  o r  Ka t h i  Ge i s l e r .

Toge t her ,  we  w i l l  f i nd  the  cu r e .

[2001  contac t  i n fo rma t i on  fo r  Mark  and  Ka th i  ha s  be en  de le ted .  The  en t i re
Au tumn 2001  i s sue  o f  Synapse  i s  ava i l ab l e  on  the  SPF  webs i t e ,  (h t tp : / / sp -
foundat i on .o rg/news - r esources /news le t te r .h tm l )
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Have Something to Write About?
Synapse  began  as  a  P LS  news le t t e r  i n  June  1997  fo r  peop le  l i v i ng  ma in l y  i n
New Eng land  and  t he  m id -A t l an t i c  s ta tes  who had  been  d iagnosed  w i t h  PLS .
The  news le t te r  added  the  Spas t i c  P a r ap leg ia  Founda t ion  in  2003  a f te r  the  SPF
was  inc o rpor a ted  in  2002 .  Synapse ,  became the  SPF ' s  o f f i c i a l  quar t e r l y
pub l i c a t i on  in  J anua ry  2008 .

I ssues  o f  S ynapse  c onta in  a r t i c l es  on  med ic a l  and  r e sear ch  t op i cs ;  a r t i c l es
about  how peop le  cope  w i th  o r  have  ove rcome a  s ymptom o f  the i r  HSP  o r  P LS
tha t  had  a f fec t ed  the i r  q ua l i t y  o f  l i f e ;  human i n te re s t  s to r i es ;  s to r i es  ab out



ch i l d r en  who e xce l  i n  sp i te  o f  ha v i ng  HSP;  fundra i s e r s ;  new mob i l i t y  a ids ,
da i l y  l i v ing  a ids ,  a nd  homemade gadge ts  tha t  make  l i f e  eas ie r .

My  goa l  i s  to  p rep are  f our  20 -page  i s sues  each  year ,  W in te r ,  Spr i ng ,  Summer
and  Fa l l .  The  Spr i ng  i s s ue  was  jus t  1 6  pages  because  I  d id  no t  have  enough
conten t  f o r  20-page  i s sues .

Nea r l y  a l l  o f  th e  con ten t  i n  Synaps e  i s  w r i t ten  by  members  o f  th e  Foundat i on ,
jus t  l i ke  you .  I f  you  ha ve  s ometh ing  r e la ted  t o  HSP o r  PLS  tha t  yo u  wou ld
l i ke  to  sh are  w i th  the  SPF  commun i ty ,  s end  i t ,  w i th  p i c tu r es  i f  you  have
them,  to  J ohn  S taeh le ,  Sen io r  Ed i to r ,  a t  ( j s ta eh le@swbe l l . ne t ) .

Augus t  23 -29 ,  2020  was  the  #HSPandPLS  Awareness  Week  SPF  Cha l l enge .  To
ce leb ra te  Awa reness  week ,  each  o f  us  was  cha l l enged  to  pos t ,  t ag  and  sha re
a  photo  in  the  #HSPandPLS ,  #SPFAwarenessWeek  o r  #Spas t i cAwareness
Facebook  g roup  o f  wha t  you  d i d  eac h  day  to  sp re ad  awa renes s  o f  our
d i seases .  The  ed i t o r i a l  s t a f f  w i l l  s e l e c t  a  va r i e t y  o f  the  pos t i ngs  f o r  the  Fa l l
Synapse .

Back  i s s ues  o f  Synaps e ,  f r om the  Fa l l  2000  i s sue  to  the  mos t  rec ent  i s sue ,
a re  pos t ed  on  the  SPF  webs i te ,  ( h t tp : / /www.sp- foundat ion .o r g/ ) .  C l i c k  on



Resources  f r om the  l e f t  menu and  then  Synapse  News le t te r  f rom the  sub-
menu.

HOW TO HELP

We opera te  ou t  o f  the  s t rength  o f  o ur  commun i ty ,  ca r ing  f r i ends  and
sponsors .  Your  he lp  makes  a  d i f f e renc e !

P lease  con tac t  us  a t  ( vo lun teer@sp - founda t ion .o rg )  to  he lp  i n  one  o f  the
areas  be l ow or  t o  sugges t  ano t her  way  you  can  ge t  i nvo l ved .

SUPPORT  RESEARCH TO SPEED OUR CURES
BY  VOLUNTEERING

Be low you ' l l  f i nd  in f o rma t i on  on  some o f  the  ways  y ou  can  he lp  SP
Founda t ion  in  the i r  sea rch  fo r  a  cu re  t o  PLS  and  HSP .

Ra i se  Funds :  The  p r imar y  focus  o f  SPF  i s  to  ra i se  f und s  to  supp or t  researc h
to  f i nd  t he  caus es ,  t r ea tments  and  cures  f o r  He red i ta ry  Spas t i c
Pa rap leg i a  and  P r imary  La te ra l  Sc le r os i s .  Our  ma j o r  fundra i s ing  ac t i v i t y
cons i s t s  o f  a  Team Wa lk .  I nd iv i dua l s  c an  he lp  o rgan i z e  l oca l
fundra i se r s .  P eop l e  a re  a l s o  needed  to  secure  co rp or a te  sponsorsh ips
and  he lp  w i th  g r an t  app l i c a t i ons .



Pat ie n t  Connec t i on  P rog rams:  Organ i z i ng  a  Connec t i ons  ga ther i ng  fo r  peop le
to  mee t ,  s hare  s to r i es  and  he lp  one  anothe r  i s  a  g rea t  se r v i ce .  E vents
can  be  as  s imp le  as  mee t i ng  fo r  co f f ee !  In  a reas  w i t h  l a rge  pa t i en t
popu la t i ons ,  SPF  se eks  t o  es tab l i sh  Chapte rs .

Con fe rence  Organ i ze r s :  SP F ' s  c on fe r ence  c oord i na t o r  g lad l y  we l comes
p lann ing  and  o rgan i z ing  a ss i s tance  f rom SPF  membe rs  l i v ing  in  o r  near
the  met r opo l i t a n  a reas  s e le c ted  f o r  annua l  con fe rences .  These  events
fea t u re  speakers  a nd  p rog rams on  spec ia l  top i c s  o f  i n te res t  to  ou r
commun i ty  as  we l l  as  p r ov ide  the  oppor tun i t i e s  fo r  i nd i v idua l s  to  meet
o the rs .  Con fe rences  can  be  ha l f -day  o r  fu l l -day  events .

Commun ica t ions :  I nd iv idua l s  w i th  wr i t i ng ,  res earch ,  webs i te  o r  g raph i c
des i gn  sk i l l s  a re  needed  t o  ass i s t  w i th  va r ious  com mun ica t ion
in i t i a t i ve s .

Ambassadors :  Ambassador s  ra i se  awareness  abou t  ou r  d i sorde r s  as  we l l  a s
enhanc e  commun i ty  bu i l d i ng  and  i ndus t r y  re la t i onsh i ps .  Y ou  can  as s i s t
w i th  med ia  re la t i ons ,  shar e  your  s to r y ,  spea k  a t  l oc a l  g roups  o r  he lp
w i th  g rass r oo ts  ad vocac y .

Bus iness  and  Adm in i s t ra t i ve  Suppor t :  Vo l un teers  w i t h  bus in ess  and
admin i s t ra t i ve  s k i l l s  can  p lay  a  va luab le  r o le  in  adm in i s te r ing  the  wor k



of  the  SPF .  Mos t  o f  the  he lp  i s  coo rd ina ted  th rough ema i l
co r respondence  and  uses  popu lar  O f f i c e  app l i ca t i ons .




