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Letter from the President 

 

Dea r  F r i end ,  

I  a lways  en joy  wr i t i ng  to  you  fo r  t h i s  news l e t t e r  and  i t  
neve r  seems  l i ke  we  have  enough  chances  t o  
commun i ca te .  We l l ,  t oday  i s  Eas te r  Sunday  and  i t  i s  an  
i n te res t i ng  t ime  fo r  ou r  ed i to r ,  John  S taeh l e ,  t o  have  
asked  me  fo r  my  though t s .  I  hope  you  w i l l  f o rg i ve  me  i f  
my  rum ina t i on  sounds  too  much  l i ke  a  se rmon .  

Eas te r  and  Passove r  bo th  dea l  w i th  seve re  T ragedy ,  Dea th  
and  Hope ;  sub jec t s  pa r t i cu l a r l y  po ignan t  i n  ou r  
Co ronav i rus  t imes .  The  i n te re s t i ng  th ing  abou t  the  
j ux tapos i t i on  o f  a l l  t hese  words  i s  t ha t  t h i s  i s  a  l a rge  
r eason  why  many  a the i s t s  choose  to  be  a the i s t s  — the re  
can ' t  be  a  l ov i ng  God  tha t  a l l ows  such  t r agedy  to  happen .  



Many  o f  t he  smar te s t  m inds ,  i n  t he  h i s t o r y  o f  mank ind ,  
have  f o r  cen tu r i e s  t r i ed  t o  answer  th i s  ques t i on  i n  
some t imes  ex t reme ly  l ong  and  comp l i ca ted  books .  

Th i s  i s  a  t ime  i n  h i s t o r y  when  th i ngs  p robab l y  l ook  
s im i l a r l y  a s  b l eak  a s  they  d id  t o  the  f o l l owe r s  o f  J e sus  
when  they  saw h im dy ing  on  the  c ros s  o r  when  the  Jew i sh  
peop l e  hea rd  the  Egyp t i ans  march ing  toward  them,  f a c i ng  
a lmos t  su re  massac re .  We  a re  a l l  hav ing  t o  s tay  l o cked  up  
i n  ou r  homes  wh i l e  we  hea r  ho r r i b l e  s t a t i s t i c s  i n  t he  news  
eve ry  day  — no t  know ing  when  i t  w i l l  end  — no t  know ing  
who  w i l l  ge t  s i c k  o r  d i e .  

The  ques t i on  o f  “why”  i s  no t  j u s t  a  ph i l o soph i ca l  o r  
r e l i g i ous  ques t i on ,  pa r t i cu la r l y  f o r  ou r  commun i t y  o f  
peop l e  su f f e r i ng  f r om a  hos t  o f  r a re  d i s eases .  “Why  d id  
th i s  happen  to  me  o r  t o  my  c l o se  f r i end  o r  l oved  one? ” ,  i s  
a  ques t i on  tha t  p robab l y  popped  i n to  you r  m ind  
au tomat i ca l l y  t he  moment  the  d i agnos i s  was  hea rd  — o r  
even  be fo re  when  you  o r  you r  l o ved—one  expe r i enced  the  
agon i z i ng ,  p rog res s i ve  symptoms .  

I  th i nk  the  answer  i s  f ound  i n  the  Eas te r  and  Passove r  
a ccoun t s  and  i t  i s  p robab l y  bes t  t o l d  i n  t he  na r ra t i ve s  
t hemse l ves .  We  have  a l l  hea rd  a t  l ea s t  one  o r  t he  o the r  
s to r y  so  many  t imes  tha t  i t  has  become more  cu l t u ra l  t han  
d i r e c t l y  mean ing fu l  a s  t hey  a re  mean t  t o  be .  L i ke  poe t r y ,  
I  th i nk  t he  message  can  mean  more  i n  t he  me tapho r  than  



i t  c an  when  we  t r y  t o  b reak  i t  down  i n to  a  numer i c ,  
l og i ca l  a rgument ,  bu t  we  rea l l y  need  to  pay  c l o se  
a t ten t i on  to  t he  s to r y l i ne .  

The  answer ,  I  be l i e ve ,  i s  t ha t  even  i n  t he  mos t  t r ag i c  o f  
t imes ,  Love  and  Hope  ex i s t  i n  a  g rand  and  momentous  
f o rm.  Love  and  Hope  ex i s t  f o r  each  o f  u s  r ega rd l e s s  o f  
who  we  a re  o r  how bad  ou r  s ymptoms  have  become .  When  
Jesus  me t  the  f i r s t  peop l e  tha t  w i tnessed  
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P res i den t ' s  Le t t e r  ( con t i nued)  

h i s  r e su r rec t i on ,  he  d i d  no t  g ree t  t hem w i th  a  l e c tu re .  He  
d id  no t  g ree t  t hem w i th  a  rebuke .  He  sa id  “G ree t i ngs .  Do  
no t  be  A f r a i d ! ”  You  don ' t  have  to  be l i e ve  i n  Je sus  a s  a  
mess i ah  to  cons i de r  t ha t  a  wonde r fu l  g ree t i ng .  He  d i d  no t  
a sk  them to  p i t y  h im  no r  t o  s t r i ke  the i r  enem ies .  He  d i d  
no t  m i r acu l ous l y  r emove  a l l  t he i r  p rob l ems .  He  j u s t  sa i d ,  
“Do  no t  be  A f r a i d ! ”  Tha t  same  message  i s  r epea ted  many  
t imes  i n  bo th  the  o l d  and  new te s tamen t s .  I f  we  have  
cou rage  and  t ru s t i ng l y  be l i e ve  i n  t ha t  hope ,  a  l i gh t  a t  t he  
end  o f  ou r  t unne l  w i l l  en l igh ten  whe the r  o r  no t  ou r  
phys i ca l  d i sease  symptoms  s ta r t  t o  subs i de .  



I f  we  s i n ce re l y  and  pa t i en t l y  be l i e ve  i n  tha t  Hope  and  
Love ,  i t  w i l l  become  more  and  more  con tag ious  and  
syne rg i s t i c .  G rea t  peop l e  wo rk  t oge the r ,  wonde r fu l l y ,  i n  
r e sponse  to  t r agedy .  Examp le s  o f  t ha t  can  be  seen  a l l  
o ve r  the  p l ace  i n  the  wake  o f  th i s  Co ronav i ru s  t r agedy .  I  
was  i n  t he  c i t r u s  bus i nes s  and  have  l i v ed  th rough  many  
hu r r i c anes  i n  bo th  sou th  Texas  and  F l o r i da .  Many  o f  u s  
r emember ,  i n  9—11 ,  how peop l e  pe r fo rmed  toge the r  so  
wonde r fu l l y  and  sac r i f i c i a l l y  t ha t  g rea t  ou t comes  d i d  
happen .  

You  know tha t  t he  Co ronav i rus  d i d  no t  s t op  the  need  o r  
t he  m i s s i on  o f  ou r  Spas t i c  Pa rap l eg i a  Founda t i on .  We  
need  to  be  even  mo re  d i l i gen t .  We  need  to  be  even  more  
coo rd ina ted  and  ha rd  wo rk i ng  t oward  mee t i ng  ou r  goa l s  o f  
cu res  f o r  bo th  HSP  and  PLS !  We  need  to  be  re l en t l e s s  i n  
ou r  de te rm ina t i on .  You  know tha t  many  peop l e  i n  ou r  SPF  
commun i t y  have  t empora r i l y  l o s t  t he i r  j obs  so  the  
reco rd—break ing  g i v i ng  power  we  had  l a s t  yea r  may  have  
qu i ck l y  dw ind l ed .  I f  t ha t  i s  you ,  I  am ve ry  so r r y  and  I  
hope  you r  emp loyment  soon  re cove r s .  I f  t ha t  i s  no t  you ,  I  
hope  tha t  I  can  cha l l enge  you  to  g i ve  even  more  i n  2020  
to  make  up  f o r  t ha t  l o s s  and  ma in ta i n  ou r  momentum.  

As  I 'm  su re  you  know,  we  were  f o r ced  to  cance l  ou r  
Annua l  Con fe rence  s chedu led  f o r  June  25 th  t o  the  28 th  i n  
Nashv i l l e ,  TN  due  to  p rob l ems  con t ro l l i ng  soc i a l  
d i s t anc i ng  th roughou t  the  4—day  even t .  Eve ryone  who  



r eg i s t e red  has  been  no t i f i ed  and  re fund  checks  have  been  
i s sued .  We  a re  p l ann ing  a  V i r tua l  Con fe rence  on l i ne  tha t  
w i l l  beg in  on  June  26 th .  An  agenda  w i l l  be  ema i l ed  to  a l l  
o f  ou r  SPF  commun i t y  and  i n te rne t  l i n k s  w i l l  be  i n c l uded  
to  eas i l y  r eg i s te r  t o  a t t end  a t  t he  s chedu led  t imes .  You  
can  a l so  v i s i t  t he  SPF  webs i te ,  www.sp founda t i on .o rg ,  t o  
r eg i s t e r  on l i ne  now.  Mos t  o f  the  same  speake r s  w i l l  be  
speak ing  on l i ne  ove r  the  nex t  f ew  mon ths .  We  a re  
a r r ang ing  oppo r tun i t i e s  f o r  you  to  a sk  ques t i ons .  Ou r  
Con fe rence  Manage r ,  No rma  P ru i t t ,  i s  do ing  an  exce l l en t  
j ob  o f  a r r ang ing  and  coo rd ina t ing  th i s  V i r t ua l  Con fe rence .  

Ou r  c ruc i a l  m i s s i on  con t i nues !  We  can  do  i t !  I  hope  you  
a re  who lehea r ted l y  j o i n i ng  w i th  me  i n  th i s  e f f o r t !  I  w i l l  
c l o se  my  a lmos t  un in tended  se rmon  today  w i th  Psa lms  
90 :17 :  “ Le t  the  f avo r  o f  the  Lo rd  ou r  God  be  upon  us  and  
p rospe r  f o r  u s  the  work  o f  ou r  hands  — O  p rospe r  t he  
work  o f  ou r  hands ” .  

 

 



 

From the  Ed i tor  

The  Sp r i ng  i s sue  o f  Synapse  was  more  d i f f i cu l t  t o  p repa re  
than  p rev ious  i s sues  o f  the  news le t t e r .  

Consequen t l y ,  i t  i s  be ing  pub l i shed  a  coup l e  o f  weeks  i n to  
Summer .  No rma l l y ,  t he  Sp r i ng  i s sue  f o cuses  on  the  Annua l  
Con fe rence  i n c l ud ing  the  da i l y  p rog ram schedu le ,  t he  
b i og raph i e s  o f  t he  f ea tu red  speake r s ,  ho te l  r e se rva t i on  
i n fo rma t i on ,  hos t  c i t y  a t t r a c t i ons  and  more .  The  Cov id—19  
pandemic  changed  ou r  no rma l  t h i s  yea r .  I t  c r ea ted  a  vo id  
i n  t he  no rma l  20—page  i s sue  tha t  I  cou ldn ' t  f i l l .  I n  
add i t i on ,  my  ed i t i ng  du t i e s  we re  i n te r rup ted  by  a  2  1 /2  
mon th  s t ay  i n  a  r ehab i l i t a t i on  f a c i l i t y .  I f  you  have  HSP  o r  
PLS ,  don ' t  b reak  an  ank l e .  



The  ca l l  f o r  a r t i c l e s  f o r  the  Summer  Synapse  has  a l r eady  
been  i s sued  and  the  news l e t te r  shou ld  be  pub l i shed  on  
s chedu le .  

John  S taeh l e ,  Sen io r  Ed i t o r  
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SPF 2020 VIRTUAL ANNUAL 
CONFERENCE 
Norma l l y ,  the  Annua l  Con fe rence  i s  he ld  the  l a s t  week  o f  
June .  The  Cov id—19  pandemic  changed  ou r  no rma l  f o r  
t h i s  yea r .  The  Annua l  Con fe rence ,  s chedu led  f o r  June  
25 th  t o  June  28 th  i n  Nashv i l l e ,  was  cance l ed  and  sho r t l y  
t he rea f te r ,  e f f o r t s  began  to  o rgan i ze  a  v i r tua l  con fe rence .  
The  f i r s t  two  speake r s  made  the i r  p re sen ta t i ons  on  June  
26 th  and  27 th  us i ng  Zoom and  concu r ren t l y  l i v e—s teamed  
on  YouTube :  on  F r i day  even ing  Co rey  B raas tad ,  PhD ,  
d i s cussed  Bas i c  Gene t i c s  and  Ce l l  and  Gene  The rapy  
Upda tes  and  on  Sa tu rday  morn ing ,  John  F i nk ,  M .D . ,  SPF ' s  



Med i ca l  Adv i so r ,  d i s cus sed  the  r e sea r ch  be ing  done  on  
HSP  and  PLS .  

A l l  t he  f ea tu red  speake r s  f r om the  cance l ed  con fe rence  
exp res sed  a  des i r e  t o  make  the i r  p re sen ta t i ons  v i a  Zoom 
and  YouTube .  SPF ' s  con fe rence  coo rd ina to r ,  No rma  P ru i t t ,  
and  he r  sma l l  s t a f f  o f  “ t e ch i e s ”  a re  work ing  ou t  t he  
de ta i l s  f o r  s chedu l i ng  and  conduc t i ng  the  nex t  r ound  o f  
p resen ta t i ons .  To  v i ew  SPF  and  re l a ted  v i deos  on  
YouTube ,  go  to  YouTube  V ideos  and  sea r ch  
spas t i cpa rap l eg i a founda t i on .  V i s i t  t he  SPF  webs i t e ,  
www.sp founda t i on .o rg  o f t en  f o r  announcement s  r ega rd ing  
s chedu l e s  f o r  add i t i ona l  speake r  p resen ta t i ons .  A l so ,  
r eg i s t e r  f o r  f u tu re  Zoom p resen ta t i ons  on  the  SPF  
webs i t e .  A t t endance  a t  t he  2020  V i r t ua l  Annua l  
Con fe rence ,  whe the r  by  Zoom o r  YouTube ,  i s  FREE .  

Online or Printed 
When  you  subsc r i bed  to  Synapse ,  you  chose  “Synapse  
(on l i ne  ve r s i on ) ”  o r  “Synapse  (p r i n t ed  copy ) ”  o r  you  may  
have  chosen  bo th .  

The re  a re  two  advan tages  t o  read ing  Synapse  on  the  web :  
(1 )  i t ' s  pos ted  w i th i n  one  day  o f  t he  ed i t o r ' s  app rova l  
wh i ch  i s  abou t  5  to  7  days  soone r  than  when  ma i l ed  
cop i e s  a r r i ve  i n  ma i l boxes ;  and  (2 )  t he  l i n k s  th roughou t  
the  i s sue  a re  ac t i ve  a l l ow ing  you  to  c l i c k  and  go  t o  t he  



s i t e .  You  can  a l so  down load  the  l a t e s t  i s sue  i n  PDF  fo rma t  
t o  r ead  o f f l i ne  o r  p r i n t  u s i ng  you r  p r i n te r .  

I f  you  cu r ren t l y  r e ce i ve  a  p r i n t ed  copy  o f  Synapse  and  
w i sh  to  d i s con t i nue  i t ,  p l ease  go  to  the  SPF  webs i t e ,  c l i c k  
on  Jo in  Us  and  S tay  In fo rmed ,  comp le te  the  requ i r ed  
f i e l d s  and  check  ju s t  t he  Synapse  (on l i ne  ve r s i on )  box .  
You  w i l l  be  r emoved  f r om the  ma i l i ng  l i s t  and  you  w i l l  
s ave  the  SPF  $5  fo r  each  i s sue  you  no  l onge r  re ce i ve  i n  
t he  ma i l .  

Let Me Muscle In 
“On l y  a  f l e sh  wound”   
I  r emember  f r om ch i l dhood   
T r i v i a l  i n j u r y  t o  the  good  guy   
The  bad  guy  ge t s  k i l l ed  
 
F l e sh  i s  t aken  f o r  g ran ted   
O r  r a the r ,  musc l e   
Connec ted  to  bones  t o  make  th i ngs  work   
L i ke  s i t t i ng ,  s t and ing ,  wa l k i ng   
Ty ing  my  shoes  
 
Ge t t i ng  f r om he re  to  the re   
W i thou t  a  p r i o r  bus i ness  p l an   
Taken  f o r  g ran ted  a l l  my  l i f e   
Now I  have  a  new spec i a l t y   
P l ann ing  my  cen te r  o f  g rav i t y  



 
L i f e  i s  a  se r i e s  o f  con t ro l l ed  f a l l s   
A lways  someth ing  to  g rab   
To  s top  myse l f  
I  d read  the  momen t ,  someday   
When  I  w i l l  m i s s  
 
Good  f r i ends  a re  my  l i f e l i ne   
The re  a re  two  k inds  
O ld  f r i ends  and  New f r i ends   
The  o l d  ones  r emember  me   
Be fo re  my  d i sab i l i t y   
They  see  me  wa l k i ng  i n  the i r  memory   
O r  they  don ' t  ca re  abou t  my  wa l k i ng  
 
The  new ones  don ' t  know me   
Excep t  i n  my  whee l cha i r   
Wha t  do  they  th i nk?  
Can  they  imag ine  how I  u sed  to  be?   
Can  a  p re t t y  woman  l ook  a t  me  as  a  man?   
In  f a c t  can  I  do  the  same?  
 
Some  new f r i ends  have  a  g i f t   
O f  no t  ca r i ng  abou t  my  whee l cha i r   
O r  p re tend ing  r a the r  we l l  
 
 



I  need  t o  p rove  myse l f   
The  pa r t  o f  me  tha t ' s  l e f t   
My  i n t e l l e c tua l  s i de   
Un touched  by  my  f l e sh  wound   
So  I  keep  sea r ch ing  f o r  t he  c l eve r  t hough t   
To  make  i t  a l l  be t t e r  
 
F rom “L i f e  i s  a  Jou rney ”  by  Ma l i n  Roy  Do l l i nge r ,  X l i b r i s ,  

2015  
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GENERAL INTEREST 
Resilience Matters — Part Three 
Building Resilience 
By  Ka th i  Ge i s l e r ,  P re s i den t  o f  L i f e ' s  S t i l l  Good  

  

Peop l e  t yp i ca l l y  wo rk  th rough  th ree  s t ages  t o  deve l op  
g rea te r  r e s i l i ence .  



The  f i r s t  i s  Gain ing  Knowledge  and  Understand ing .  
Th i s  i nvo l ves  i nves t i ng  t ime  and  ene rgy  re sea r ch ing  you r  
cond i t i on  — the  symptoms  and  how the  cond i t i on  i s  l i k e l y  
t o  change  ove r  t ime .  I t  a l so  he lp s  t o  seek  ou t  o the r s  w i th  
you r  cond i t i on  to  compare  s i t ua t i ons  and  re sou r ces .  

The  second  s tage  i s  mak ing  changes  i n  Managing  Da i ly  
L i fe .  Lea rn  new cop ing  s t r a t eg ie s  and  l i f e s t y l e  behav i o r s  
t o  d i s cove r  how to  bes t  t ake  ca re  o f  you r se l f  phys i ca l l y ,  
soc i a l l y  and  f i nanc i a l l y .  T r y  d i f f e ren t  me thods  f o r  
manag ing  s t re s s  and  unp red i c t ab i l i t y .  New,  he lp fu l  
t e chn iques  w i l l  he l p  bu i l d  con f i dence  to  be t t e r  hand l e  
you r  s i t ua t i on .  

The  th i r d  i s  an  “accep tance ”  o f  you r  s i t ua t i on ,  l e ad ing  to  
Growth  and  Reconc i l ia t ion .  I n  th i s  s t age ,  you  s t a r t  t o  
expe r i ence  sh i f t s  i n  p r i o r i t i e s  a s  a  r e su l t  o f  a  more  
deve loped  unde r s tand ing  o f  wha t ' s  impo r tan t  and  wha t  i s  
no t .  You  may  beg in  t o  t ake  s t eps  to  s t r eng then  
r e l a t i onsh ip s  and  f ee l  a  sense  o f  g ra t i t ude  f o r  the  pos i t i ve  
th i ngs  i n  l i f e .  The re  a re  numerous  l i f e s t y l e  f a c to r s  o r  
hab i t s  t ha t  you  can  cu l t i va te  t o  suppo r t  and  bu i l d  
r e s i l i ence .  Check  ou t  t h i s  l i s t  t o  hono r  wha t  you ' r e  
a l r eady  do ing ,  and  no te  whe re  you  can  l ea rn  and  add  new 
s t r a teg i e s :  



Mainta in  s t rong  soc ia l  connect ions  — Soc i a l  suppo r t  
r educes  dep res s i on  and  w i l l  he l p  you  manage  s t r e s s ,  
l ead ing  to  be t t e r  phys i ca l  and  psycho log i ca l  hea l t h .  

Maximize  phys ica l  wel lness  — Focus  on  hea l t hy  ea t i ng  
hab i t s ,  exe r c i se ,  s l eep  and  symptom managemen t  and  
the rap i e s .  

Set  rea l i s t i c  goa ls  — Ach i ev i ng  goa l s  he l p s  you  f ee l  
compe ten t ,  f u l f i l l ed  and  i n  con t ro l .  

Pract ice  grat i tude  — Recogn i ze  and  s t ay  aware  o f  t he  
pos i t i ve  th i ngs  i n  l i f e .  

Nurture  pos i t ive  emot ions  — Savo r  humor ,  hope  and  
op t im i sm when  they  occu r  and  engage  i n  a c t i v i t i e s  t ha t  
r e su l t  i n  pos i t i ve  emot i ons .  

Al low negat ive  emot ions  — Fee l i ngs ,  d i f f i cu l t  a s  we l l  a s  
p l easan t ,  a re  pa r t  o f  be ing  human .  Exp res s i ng  ange r ,  
f r u s t r a t i on ,  g r i e f  o r  sadness  i s  hea l t hy ,  a s  l ong  as  you  
don ' t  s t ay  s tuck  i n  t hem.  Use  m ind fu lness  and  re l axa t i on  
t e chn iques  — B rea th ing  t e chn iques ,  image ry ,  p rog res s i ve  
musc l e  r e l axa t i on  and  m ind fu lnes s  med i t a t i on  a re  he l p fu l  
s t r a teg i e s  to  reduce  s t re s s  and  anx i e t y .  

Pract ice  forg iveness  — Ho ld ing  on  to  r e sen tmen t  and  
b i t t e rness  t owards  peop l e  who  have  hu r t  you  i s  a s soc i a t ed  
w i th  h i ghe r  co r t i so l  and  b l ood  p res su re  l eve l s ,  a s  we l l  a s  



psycho log i ca l  d i s t r e s s .  Fo rg i veness  i s  a  g i f t  you  can  g i ve  
t o  you r se l f .  

Plan  for  the  future  — Accoun t  f o r  a c tua l  needs  and  
l im i t a t i ons  f o r  t oday  a s  we l l  a s  i n  t he  fu tu re .  

F ind  a  sense  o f  meaning  and  purpose  in  l i fe  — Hav ing  
“pu rpose ” ,  whe the r  th rough  vo lun tee r  wo rk ,  he l p i ng  
o the r s ,  soc i a l  a c t i v i t i e s ,  r e l a t i onsh ip s  o r  o the r  avenues  
has  phys i ca l  a s  we l l  a s  p sycho log i ca l  bene f i t s .  

Foster  inner  peace/sp i r i tua l i ty  — Invo l vemen t  i n  a  
f a i t h  commun i t y  o r  o the r  avenues  such  as  be ing  i n  na tu re  
env i r onment s  can  he lp  f o s te r  an  i nne r  peace .  

Learn  to  te l l  your  s tory  in  a  d i f ferent  way  — Hono r  
the  cha l l enges  bu t  a l so  wha t  t hey ' ve  t augh t  you  and  wha t  
s t r eng ths  you ' ve  deve loped  as  a  r e su l t .  



 

Ka th i  Ge i s l e r  i s  a  Co—Founde r  o f  t he  Spas t i c  Pa rap l eg i a  
Founda t i on  and  a  f o rmer  V i ce  P re s i den t  o f  t he  SPF .  She  
has  HSP  and  l i ve s  i n  Massachuse t t s .  
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The Rocky Road to Diagnosis A 
Genetic Test That Took About Two 
Years  
By  James  A .  F i t zG ibbon ,  HSP  SPG7  

The  f i r s t  c l ue  I  had  tha t  t h i ngs  we re  no t  qu i t e  r i gh t  came  
when  peop l e  s t a r t ed  a sk i ng  me  wha t  was  wrong  w i th  my  
r i gh t  l eg ,  say i ng  i t  l ooked  as  i f  I  was  l imp ing .  Tha t  was  i n  
2010 .  

The  l imp  g radua l l y  became  more  o f  a  hobb l e ,  so  
even tua l l y  I  wen t  t o  the  l o ca l  hosp i t a l  t o  ge t  i t  checked  
ou t  i n  2013 .  Fo l l ow ing  a  number  o f  MRI  s cans ,  i t  was  
h i n ted  tha t  my  cond i t i on  m igh t  be  neu ro l og i ca l  o r  gene t i c .  
I  was  adv i sed  t o  ge t  myse l f  checked  a t  a  cen t re  tha t  
spec i a l i z ed  i n  t h i s  so r t  o f  i l l ne s s .  We  were  ab road  a t  t he  
t ime  — in  the  M idd l e  Eas t .  

Abou t  a  yea r  o r  so  l a t e r ,  we  moved  back  to  UK  and  I  
consu l t ed  the  nea res t  hosp i t a l  t ha t  cou ld  gu ide  me  to  
i den t i f y  t h i s  mys te r i ous  i l l ne s s .  I  was  r e f e r r ed  t o  the  l o ca l  
hosp i t a l  t ha t  i n  t u rn  r e f e r r ed  me  to  ano the r  hosp i t a l  t o  
ge t  a  gene t i c  t e s t .  Th i s  was  i n  Sep tember  2016 .  A t  t he  
same  t ime ,  I  was  a l so  r e f e r r ed  to  a  na t i ona l  cen t re  f o r  
neu ro l og i ca l  i l l ne s s  and  re sea r ch  i n  London .  I  d i d  l umbar  
punc tu res ,  a  f ew  more  MRIs ,  an  ECG te s t ,  a  cogn i t i ve  



p rocess i ng  t e s t  and  the  usua l  phys i ca l  checks  be fo re  
d i agnos ing  me  w i th  Id i opa th i c  Ce rebe l l a r  A tax i a .  The  
re su l t s  o f  t he  gene t i c  t e s t  we re  s t i l l  no t  i n  by  the  t ime  I  
had  to  go  ab road  fo r  emp loymen t  i n  Oc tobe r  2016 .  

Unbeknowns t  t o  me ,  r e su l t s  d i d  come  f rom the  l abo ra to ry  
i n  Ox fo rd  tha t  November ,  bu t ,  because  the  repo r t  
con ta i ned  e r roneous  i n fo rma t i on ,  huge  a reas  we re  
r edac ted  and  i t  was  neve r  sha red  w i th  me .  When  I  a sked  
the  hosp i t a l  whe re  I  had  the  gene t i c  t e s t i ng  done  abou t  
any  news  i n  June  2017 ,  i t  s eemed  tha t  a  co r rec ted  r epo r t  
had  been  f o rgo t ten  abou t .  

In  May  2018 ,  I  had  a  ma jo r  r e l apse .  The  f o l l ow ing  mon th ,  
I  r e tu rned  to  the  UK ,  wen t  t o  the  l o ca l  Hea l t h  Cen t re ,  was  
immed ia te l y  hosp i t a l i z ed  and  even tua l l y  was  r e fe r red  back  
t o  the  ma in  hosp i t a l  i n  London  the  f o l l ow ing  mon th .  
Appa ren t l y ,  t he  doc to r  I  no rma l l y  saw was  busy  a t  t ha t  
t ime ,  so  I  had  to  see  a  s tuden t  doc to r ,  who ,  upon  read ing  
my  gene t i c  r epo r t ,  wh i ch  had  m i racu l ous l y  a r r i ved ,  
d i agnosed  HSP ,  SPG7  muta t i on .  

Th i s  l eads  me  to  ponde r :  i f  I  had  had  the  gene t i c  r epo r t  
i n  2016  o r ,  a t  l ea s t ,  i n  2017 ,  cou ld  I  somehow have  
p reven ted  HSP  be ing  t r i gge red  i n  2018?  I  guess  I ' l l  neve r  
know,  bu t  wha t  i s  f o r  su re ,  i s  t ha t  t he  road  to  my  
even tua l  d i agnos i s ,  t ook  abou t  e i gh t  yea r s !  



A Career Sidetracked by A VUS 
(Variant of Unknown Significance) 
By  Pe te r  S l obodn i ck ,  HSP  

In  2006 ,  I  s t a r t ed  EMT Bas i c  t ra i n i ng .  A t  t he  same  t ime ,  I  
began  ca r i ng  f o r  my  f a the r  who  was  t e rm ina l l y  i l l  w i t h  
me tas ta s i zed  l ympha t i c  cance r  t ha t  had  sp read  to  o the r  
pa r t s  o f  h i s  body .  A f t e r  h i s  pas s i ng ,  I  dec i ded  to  become  
a  F i r e f i gh te r  Pa ramed i c .  I  ea rned  two  Assoc i a t e  o f  A r t s  
deg rees  i n  F i r e  Techno logy  and  was  awarded  Ph i  The ta  
Kappa  academ ic  hono r s .  I  had  an  i n te rnsh ip  w i th  the  
Sac ramen to  C i t y  F i r e  Depa r tmen t  a s  an  EMT—B.  I t  was  the  
t r a i n i ng  I  a cqu i r ed  f r om th i s  f i r e  house  tha t  i n f l uenced  me  
to  pu r sue  the  med i ca l  f i e l d .  The  sk i l l s ,  e xpe r i ence  and  
t r a i n i ng  I  a cqu i r ed  f r om the  S ta t i on  56  f i r e  house  a l l owed  
me  to  ga i n  va l uab l e  pa t i en t  ca re  expe r i ence .  

I  s t a r t ed  my  pa ramed i c  t r a i n ing  i n  Texas  nea r  F t .  Wor th  
because  the  s cope  o f  p rac t i ce  f o r  pa ramed i c s  i n  Texas  
was  so  much  b roade r  than  i t  was  i n  Ca l i f o rn i a .  I  ga i ned  
my  t r a i n i ng  and  va r i ous  sk i l l s  f r om the  Benb rook  F i r e  
Depa r tmen t  and  i n  the  Hugu ley  Med i ca l  Cen te r ' s  
Emergency  Room.  I  was  l i c ensed  as  a  Na t i ona l  Reg i s t r y  
EMT Pa ramed i c  and  soon  a f t e r ,  a  l i c ensed  Ca l i f o rn i a  
Pa ramed i c .  

I  bu i l t  my  re sume  i n  the  med i ca l  f i e l d  a s  an  emp loyee  o f  
t he  UC  Dav i s  Med i ca l  Cen te r  (UCDMC)  pe r f o rm ing  a  



va r i e t y  o f  du t i e s  f o r  c r i t i c a l  and  non—cr i t i c a l  pa t i en t s .  I  
was  i n ju red  abou t  a  yea r  a f t e r  my  emp loymen t  s t a r t ed .  I  
was  the  so l e  Emergency  T rauma Techn i c i an  t o  cove r  t he  
en t i r e  ER  Depar tmen t .  I  no t  on l y  had  to  run  f r om 
“pod/a rea ”  t o  “pod /a rea , ”  bu t  I  had  to  ge t  each  nu r se  o r  
doc to r  any  i t em they  a sked  me  to .  The  ER  Depa r tmen t  
was  s t a f f ed  w i th  a  m in imum o f  f i ve  t o  seven  Sen io r  
Emergency  Depa r tmen t  Techn i c i ans ;  howeve r ,  I  was  the  
on l y  Sen io r  ER  T rauma Techn i c i an  tha t  a r r i ved  f o r  h i s  
sh i f t  one  day .  I  l e a rned  f r om the  emergency  pe r sonne l  
t ha t  t he  t e chn i c i an  on  the  p r i o r  sh i f t  d i d  no t  show up  
e i t he r .  The  exhaus t i on  and  repe t i t i v e  t a sks  I  had  to  
pe r f o rm fo r  t he  en t i r e  Emergency  Room resu l t ed  i n  an  
i n ju r y ,  caus ing  me  to  ca l l  i n  a s  be ing  hu r t .  I  wen t  t o  my  
P r imary  Ca re  Phys i c i an  a t  UCDMC,  who  took  me  o f f  o f  
f u l l—t ime  du ty  and  pu t  me  on  “ l i gh t  du ty . ”  I  began  
rehabb ing  my  body  and  rega in i ng  my  s t r eng th  w i th  t r i p s  
t o  t he  gym and  exe rc i se s  i n  t he  poo l .  

My  PCP  cou ld  no t  see  o r  t r ea t  me  any  more  s i n ce  my  
i n ju r y  occu r red  a t  wo rk .  I  t hen  s t a r t ed  see ing  the  
emp loyee  hea l th  doc to r  who  to l d  me  I  wou ld  
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need  su rge ry  t o  f i x  my  i n ju ry ,  two  he rn i a ted  d i s k s  i n  my  
neck .  Th i s  caused  me  some  conce rn ,  so  I  a sked  to  see  a  
neu ro l og i s t  a t  UCDMC fo r  a  second  op in i on .  The  



neu ro l og i s t  t o l d  me  tha t  I  d id  no t  have  the  i s sue  tha t  the  
o the r  doc to r  sa i d  I  had .  Th i s  se cond  op in i on  l e f t  me  more  
con fused  than  eve r  abou t  how to  p roceed .  I  r eg re t fu l l y  
wen t  f o rwa rd  w i th  the  co r rec t i ve  su rge ry ,  t h i nk ing  my  
o r i g i na l  s ymptoms  were  go ing  t o  improve .  

My  ex i s t i ng  hea l t h  i s sues  we re  compounded  by  a  new 
i s sue  tha t  p re sen ted  i t se l f  a f t e r  t he  su rge ry :  d i f f i cu l t y  
swa l l ow ing  a f t e r  t he  r ep l a cemen t  o f  t he  two  he rn i a ted  
d i s k s  i n  my  ce rv i ca l  ve r t eb ra .  I  l ea rned  I  had  a  he rn i a ted  
d i s k  i n  my  l umbar  sp ine ,  t oo .  Tha t  ex tended  my  t ime  away  
f r om work .  I  began  to  use  a  cane .  

I  began  sea r ch ing  f o r  o the r  l e s s  phys i ca l l y  demand ing  
work  tha t  I  cou ld  do  a t  t he  hosp i t a l .  I  app l i ed  f o r  each  
pos i t i on  I  f ound  bu t  had  f ew  i n te r v i ews .  I  wasn ' t  ge t t i ng  
any  j ob  l eads  o r  i n t e re s t  f r om anyone  i n  the  UCDMC 
sys tem.  

A f t e r  I  was  mar r i ed .  I  f e l l  unde r  my  w i f e ' s  hea l t h  
cove rage .  I  saw  a  new neu ro log i s t  who  s t a ted  tha t  my  
p rev i ous  neu ro l og i s t  t o l d  h im  I  cou ld  have  He red i t a r y  
Spas t i c  Pa rap l eg i a ,  no t  Dandy—Wa lke r  Synd rome .  I  was  
ab l e  t o  ge t  t he  gene t i c  t e s t  i n  Oc tobe r  2014  to  con f i rm  
my  HSP  d i agnos i s .  I  have  a  va r i an t  o f  unknown  
s i gn i f i c ance  (VUS)  on  gene  FA2H .  

I  then  began  to  l ea rn  a s  much  as  I  cou ld  abou t  He red i t a r y  
Spas t i c  Pa rap l eg i a  and  pa r t i c i pa ted  i n  a s  many  c l i n i ca l  



t r i a l s  a s  I  cou ld .  I t  was  more  o f  a  f a c t—f i nd ing  t r i a l  a s  
HSP  i s  a  r a re  d i sease .  The  l a t e s t  c l i n i ca l  t r i a l  I  was  i n  was  
w i th  D r .  J ac i nda  Sampson ,  who  to l d  me  tha t  my  ve r s i on  
had  no t  been  documented  be fo re .  I  have  j o i ned  “Pa t i en t s  
L i ke  Me”  i n  an  a t t emp t  t o  he lp  those  w i th  th i s  r a re  
d i sease  and  the  med i ca l  commun i t y  i n  gene ra l .  

I Had Ataxia for 27 Years, but Now… 
By  R i cha rd  Haag ,  HSP  SPG7  

I  have  He red i t a r y  Spas t i c  Pa rap l eg i a  (HSP) .  

Un t i l  I  was  40  i n  1988 ,  I  was  a s  hea l t hy  a s  anyone  can  
be .  I  r a re l y  m i s sed  a  day  o f  wo rk  and  my  mos t  se r i ous  
i l l ne s s  was  the  f l u .  When  I  t u rned  40 ,  I  no t i ced  a  sub t l e  
l o s s  o f  s t r eng th  i n  my  l egs .  Ou r  f am i l y  phys i c i an  a l so  
no t i ced  a  s l i gh t  abno rma l i t y  i n  my  ga i t  and  r e fe r red  me  to  
a  l o ca l  neu ro l og i s t  who ,  a f t e r  t e s t s  tha t  i n c l uded  MRIs ,  CT  
s cans ,  and  a  sp ina l  t ap ,  conc luded  tha t  I  had  a tax i a .  He  
r e f e r r ed  me  to  a  neu ro l og i s t  a t  Ind i ana  Un i ve r s i t y  ( IU )  t o  
ge t  a  second  op in i on .  The  IU  neu ro l og i s t  con f i rmed  the  
d i agnos i s  o f  a t ax i a .  

A tax i a  i s  a  r a re ,  p rog re ss i ve ,  gene t i c  d i sease  tha t  causes  
weakness  i n  t he  l egs ,  a rms ,  and  d i f f i cu l t y  i n  t a l k i ng .  Even  
a f t e r  seve ra l  b l ood  t e s t s  f o r  t he  genes  tha t  we re  
suspec ted  to  cause  a tax i a  a l l  c ame  back  nega t i ve  I  was  
t r ea ted  f o r  a t ax i a  anyway .  In  2001 ,  my  cond i t i on  had  



worsened  and  a  bac l o f en  pump was  i n se r t ed  i n  my  
abdomen  to  r educe  the  amoun t  o f  s t i f f nes s  i n  my  l egs .  
The  pump,  con ta i n i ng  a  l i qu i d  f o rm o f  bac l o f en ,  de l i ve red  
the  d rug  d i r e c t l y  t o  my  sp ina l  co rd  th rough  a  ca the te r .  A t  
t he  t ime ,  we  were  l i v i ng  nea r  Co lumbus ,  Oh io  and  I  was  
unab l e  t o  f i nd  a  l o ca l  neu ro l og i s t  who  spec i a l i z ed  i n  
a tax i a .  A  F l o r i da  neu ro l og i s t ,  who  ma in ta i ned  an  a tax i a  
r eg i s t r y ,  t o l d  me  the  c l o ses t  phys i c i an  t o  me  who  
spec i a l i z ed  i n  a tax i a  was  D r .  S i d  G i l lman  a t  t he  Un i ve r s i t y  
o f  M i ch igan  i n  Ann  A rbo r ,  M i ch igan .  I  made  an  
appo in tmen t  w i th  h im  and  a f t e r  t he  mos t  tho rough  
exam ina t i on  I  eve r  r e ce i ved ,  he  to l d  me  “ you  know you  
don ' t  have  a tax i a ” .  I  a lmos t  f e l l  o f f  my  cha i r .  I  had  been  
t r ea ted  f o r  a t ax i a  f o r  27  yea rs .  I  had  no  weakness  i n  my  
uppe r  ex t rem i t i e s  and  no  d i f f i cu l t y  w i th  speak ing  no r  w i th  
my  eyes igh t .  He  suspec ted  tha t  I  had  a  pa rap l eg i a  wh i ch  
on l y  a f f e c t s  t he  s t r eng th  and  ne rves  f r om the  h ip s  down .  
He  re f e r r ed  me  to  D r .  John  F i nk  a l so  a t  t he  Un i ve r s i t y  o f  
M i ch igan .  I  saw Dr .  F i nk  i n  May ,  2015 ,  and  a f t e r  ano the r  
t ho rough  exam ina t i on  and  a  ba t t e r y  o f  b l ood  t e s t s ,  he  
con f i rmed  I  had  HSP ,  SPG7 ,  a  r e cess i ve  va r i an t  o f  HSP .  
Luck i l y  f o r  me ,  the  t r ea tmen ts  f o r  HSP  a re  the  same  as  
f o r  a t ax i a .  

The  word ,  “He red i t a r y , ”  s ca red  the  he l l  ou t  o f  me .  The  
SPG7  gene ,  be ing  r eces s i ve ,  means  I  d i dn ' t  pas s  the  
d i sease  to  my  daugh te r s  whe re  they  wou ld  have  
symptoms ,  bu t  I  d i d  pas s  t he  d i sease  t o  them as  ca r r i e r s .  



The  bo t tom l i ne  i s ,  t ha t  even  though  I  had  been  
m i sd i agnosed  w i th  a tax i a  f rom 1988  to  2015 ,  SPG7  d idn ' t  
cause  any  new symptoms  to  be  p resen ted .  

Rare Disease Week on Capitol Hill 
By  T ina  C roghan ,  HSP ,  SPF  Boa rd  Member ,  M i s sou r i  SPF  
S ta te  Ambassado r  

I t  was  a  co ld  and  ra i ny  morn ing  be fo re  dawn… 

Sounds  l i ke  the  open ing  to  a  mys te ry  nove l .  

I n s tead ,  i t  was  ac tua l l y  t he  beg inn ing  o f  t he  t r ek  tha t  
T im ,  Thunde r ,  my  s i s t e r  Ma ry  Kay  and  I  t ook  f r om S t .  
Lou i s  t o  Wash ing ton ,  D .C .  t o  be  one  o f  900  i nd i v i dua l s  
who  made  the  j ou rney  to  advoca te  on  beha l f  o f  r a re  
d i seases .  To  be  i n  a  
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p i c tu re  t aken  on  the  s teps  o f  the  US  Cap i to l  and  be  one  o f  
900  — ( s i gh )  — I  was  ju s t  so  l u cky  t o  have  gone .  

We  a l l  endu red  the  l a te  Feb rua ry  we t  and  co l d  and  the  
expe r i ence ,  a s  a  who le ,  was  qu i t e  mov ing  and  ve ry  
i n sp i r a t i ona l !  

Ou r  f i r s t  day  was  ded i ca ted  to  l ea rn ing  abou t  a l l  o f  t he  
i t ems  i n  Cong res s  tha t  t he  r a re  d i sease  commun i t y  needs  
o r  tha t  a re  r eady  to  be  app roved .  They  i n c l ude  suppo r t i ng  
the  c rea t i on  o f  The  Ra re  D i sease  Cen te r  o f  Exce l l ence  a t  
t he  U .S .  Food  and  Drug  Admin i s t r a t i on  (FDA) ,  enac t i ng  
the  Newborn  Sc reen ing  Saves  L i ve s  Reau tho r i z a t i on  Ac t  



(H .R .  2507  /  S .  2158)  and  suppo r t i ng  i n c reased  fund ing  
f o r  t he  FDA ' s  O rphan  Drug  P roduc t s  C l i n i ca l  T r i a l  G ran t s  
P rog ram and  the  Na t i ona l  G ran t s  P rog ram (as  we l l  a s  
o the r s ) .  A l though  the re  a re  no  spec i f i c  b i l l s  f o r  HSP  and  
PLS  pend ing ,  a l l  r a re  d i seases  wou ld  bene f i t  f r om the  
i n c reased  fund ing  o f  the  Na t iona l  In s t i t u te s  o f  Hea l th  
(N IH)  and  a l so  hav ing  a l l  o f  ou r  l eg i s l a to r s  pa r t i c i pa t i ng  
i n  t he  b i pa r t i s an  Ra re  D i sease  Caucus  so  tha t  we  w i l l  have  
ou r  un ique / spec i f i c  conce rns  vo i ced .  Ra re  D i sease  
advocacy  i s  no t  po l i t i c a l ;  i t  i s  ne i t he r  b l ue  no r  r ed ,  bu t  
r a the r  pu rp l e .  

One  o f  ou r  b reakou t  se s s i ons  was  ge t t i ng  toge the r  w i th  
a l l  o f  t he  o the r  r a re  d i sease  advoca tes  f r om my  s ta te ,  
M i s sou r i .  I  was  p l easan t l y  su rp r i sed  tha t  t he re  we re  13  o f  
u s  i n  D .C .  r ep re sen t i ng  seven  d i f f e ren t  r a re  d i seases .  
Mos t  i n  ou r  g roup  were  nov i ce s  a t  advoca t i ng  ( l i k e  me) ,  
bu t  t h ree  we re  “o l d  hands ”  a t  t h i s !  We  dec i ded  who  wou ld  
be  bes t  t o  speak  to  each  i s sue  the  Eve ry  L i f e  Founda t i on  
(who  sponso red  th i s  even t )  wan ted  us  t o  sha re  w i th  ou r  
e l e c ted  o f f i c i a l s .  We  a l l  had  mee t i ngs  on  ou r  s chedu l e s  
w i th  bo th  M i s sou r i  Sena to r s ,  and  then  mee t i ngs  w i th  a l l  o f  
t he  Cong ressmen/woman  f rom the  d i f f e ren t  a reas  o f  t he  
s t a te  whe re  we  l i v e .  We  go t  t o  mee t  w i th  the  s t a f f  
members  o f  ou r  l eg i s l a to r s  who  spec i f i c a l l y  hand l e  
hea l t hca re  i s sues  and ,  by  t e l l i ng  the  s to r i e s  o f  ou r  
i nd i v i dua l  r a re  d i seases  and  how Cong ress  can  suppo r t  u s  



i n  ou r  f i gh t  f o r  a  cu re ,  we  a l l  f e l t  t ha t  ou r  vo i ces  had  
been  hea rd .  

I  w i l l  s ay  tha t  t h i s  was  a  ve ry  humb l i ng  and  i n sp i r a t i ona l  
week  i n  Wash ing ton ,  D .C . !  I  am so  g l ad  tha t  I  was  the re  
and  I  hope  to  go  aga in  nex t  yea r  t o  advoca te  on  beha l f  o f  
SPF .  I  encou rage  o the r  S ta te  Ambassado r s  and  gene ra l  
SPF  members  t o  do  the  same .  I  have  made  new l i f e l ong  
f r i ends ,  bo th  i n  the  r a re  d i sease  commun i t y  and  on  
Cap i t o l  H i l l ,  and  I  am exc i t ed  f o r  wha t  the  fu tu re  w i l l  
b r i ng  us !  

My Name Is Constance Rucker and 
This Is My Story 
By  Conn ie  Rucke r  

 

In  Sep tember  2016  I  s t a r t ed  wa l k i ng  l i ke  I  had  d rop  foo t .  
A t  t he  t ime  I  was  work i ng  i n  hosp i ce  ca re  and  I  had  to  do  



a  l o t  o f  wa l k i ng .  I  was  f a l l i ng  a  l o t ;  i t  was  becom ing  
ha rde r  and  ha rde r  f o r  me  to  wa l k .  

I  made  an  appo in tmen t  w i th  my  doc to r  who  re f e r r ed  me  
to  a  neu ro l og i s t .  The  neu ro l og i s t  r an  many  t e s t s ,  
i n c l ud ing  mu l t i p l e  MRI s ,  an  EMG and  mon ths  o f  o the r  
t e s t s .  I t  was  the  m idd l e  o f  2017  and  I  s t i l l  d i d  no t  know 
wha t  was  go ing  on  w i th  me .  

MY  FAITH  IN  GOD GAVE  ME  THE  STRENGTH I  NEEDED 

Then  i n  November  2017 ,  I  made  an  appo in tmen t  a t  Emory  
Hosp i t a l  i n  A t l an ta ,  GA .  The  doc to r  the re  l ooked  a t  t he  
MRI  and  the  EMG te s t s  I  had  b rough t  w i th  me  and  
conc luded  tha t  i t  l ooked  to  be  ALS .  I  f e l t  l i k e  I  had  been  
s t abbed  i n  t he  hea r t  and  my  eyes  f i l l ed  w i th  t ea r s .  I  
d i dn ' t  wan t  t o  hea r  t ha t  wo rd ,  ALS .  I  had  my  f am i l y  w i th  
me  and  we  began  to  p ray .  My  l i f e  changed  tha t  day .  

I  was  s chedu l ed  f o r  ano the r  appo in tmen t  t o  do  more  t e s t s  
i n  Feb rua ry  2018 .  I t  was  then  I  was  t o l d  t ha t  my  
d i agnos i s  had  changed  to  PLS .  I  had  neve r  i n  my  l i f e  
hea rd  o f  PLS ,  so  I  r e sea r ched  i t  t o  ge t  a s  much  know ledge  
a s  I  cou ld  abou t  the  d i sease .  My  symptoms  con t i nued  t o  
p rog res s  t o  the  po in t  I  had  to  r e s i gn  f r om my  job  i n  May .  
My  f a i t h  i n  God  gave  me  the  s t r eng th  I  needed  on  th i s  
j ou rney .  



I t ' s  ve ry  ha rd  f o r  me  to  wa l k  now.  I  u se  an  e l e c t r i c  
whee l cha i r  and  a  cane  to  ge t  a round .  My  husband ,  s i s t e r s ,  
k i d s  and  my  chu r ch  f am i l y  a l l  he lp  me  ou t .  My  p raye r  i s  
t ha t  a  cu re  i s  f ound  f o r  t h i s  ho r r i b l e  d i sease .  I  wou ld  l i ke  
t o  thank  eve ryone  tha t  suppo r t s  t he  cause  t o  f i nd  a  cu re  
f o r  PLS .  
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Camping — Part Two 
By  Jeane t t e  Boyd  

In  the  yea r s  be fo re  I  knew tha t  I  have  HSP ,  I  backpacked  
and  camped  — h i k i ng  up  i n t im ida t i ng  moun ta in s ,  swa t t i ng  
va in l y  a t  no— see—um bugs ,  hunke r i ng  down  i n  a  ny l on  
t en t  and  mak ing  campf i r e s  w i th  my  sons .  

Need l e s s  t o  say ,  my  HSP  symptoms  emerged .  La te r ,  t hose  
man i f e s ta t i ons  i n te r f e red  w i th  my  da i l y  l i v i ng .  C l imb ing  
ove r  t r ee  roo t s ;  wa l k i ng  a round  a  t en t  t o  se cu re  guy—
ropes ;  and  back ing  ou t  o f  t he  range  o f  a  snake ;  a l l  
became  th ings  o f  my  pas t .  Bu t  my  l ove  o f  be ing  i n  the  
ou tdoo r s  was  neve r  cove red  by  dus t .  

In s tead ,  i t  wen t  ano the r  d i r e c t i on .  Name l y ,  I  s t i l l  wen t  
ou t s i de  and  t r ave l ed  — bu t  now v i a  a  t i ny  t r a i l e r .  I n  
e s sence ,  my  camp ing  took  a  modes t  RV  rou te .  



Now,  i n s tead  o f  sh rugg ing  on  a  backpack ,  I  shu f f l e  on  my  
wa l ke r  t o  ou r  t eensy  t r a i l e r .  A f t e r  l oad ing  i t  w i th  bedd ing ,  
c l o thes ,  and  s imp le  f ood ,  my  ab l e—bod ied  husband  and  I  
a t t a ch  ou r  t r a i l e r  t o  ou r  SUV  and  head  ou t  t o  “ camp”  i n  a  
pa rk  o r  A rmy  Co rps  o f  Eng inee r s  s i t e  i n  the  l a t e—fa l l—  
ea r l y—win te r  mon ths .  

T rue ,  I  no  l onge r  am ab l e  t o  h i ke  rock—s t rewn  pa ths  t o  
r each  ex t r ao rd ina ry  v i s t a s .  T rue ,  I  no  l onge r  en joy  the  
sa t i s f a c t i on  tha t  comes  f r om ca r r y i ng  eve ry th i ng  I  need  
on  my  back .  T rue ,  I  don ' t  f a l l  a s l eep  a t  n i gh t  w i th  t he  
peace  tha t  comes  f r om know ing  tha t  I  had  h i ked  
uneven t fu l l y  t h rough  an  a rea  tha t  was  home to  g r i z z l y  
bea r s .  

I  have  t r aded  those  un ique  g i f t s  i n  f o r  t h i ngs  tha t  I  CAN 
do :  t h i ngs  l i k e  see ing  w i l d  he rds  o f  p ro tec ted  bu f f a l o s  
f r om my  pa rked  ca r ;  t h i ngs  l i k e  l i s t en ing  to  coyo te s  
ca l l i ng  a t  dese r t ' s  dusk ;  t h ings  l i ke  r i d i ng  my  mob i l i t y  
s coo te r  on  sho r t  a spha l t  pa ths  t o  magn i f i c en t  v i ews ;  
t h i ngs  l i k e  wa t ch ing  a s ton i sh ing  f i lms  na r ra ted  by  r ange r s  
a t  V i s i t o r  Cen te r s  a c ros s  the  na t i on .  

Mos t  impo r tan t l y ,  when  I  was  ab l e  t o  h i ke  and  t en t—
camp,  I  cou ld  sha re  the  hou r s  w i th  my  husband .  I  can  s t i l l  
do  tha t ,  a l be i t ,  some  rou te s  t ake  us  i n te rm i t t en t l y  a l ong  
busy  h i ghways  whe re  I  do  ge t  i r r i t ab l e  and  have  wh i t e  
knuck l e s .  I  know tha t  I  am l u cky  t o  have  a  ma te  t o  a s s i s t  



me in  cop ing  w i th  HSP .  Bu t  I  a l so  know tha t  cop ing ,  even  
passab l y  we l l ,  w i t h  HSP  has  t o  add res s  bo th  i t s  emot i ona l  
and  phys i ca l  a spec t s .  O the rw i se ,  t he  t rue  impac t  o f  HSP  
(and  o the r  neu ro l og i ca l  d i so rde r s )  i s  no t  f u l l y  r e ckoned  
w i th .  

I  INWARDLY  DECIDED THAT ONLY  MY  BODY  WAS 
CRIPPLED;  

MY  MIND WAS  NOT . . .  

No, It Wasn't My Worst Nightmare 
Ever. It Was Real! 
By  Ma l i n  Do l l i nge r ,  M .D . ,  HSP  SPG4  

Abou t  t h ree  mon ths  a f t e r  ge t t i ng  HSP ,  a t  age  55 ,  I  had  an  
awfu l  t hough t ;  I  sudden l y  r ea l i z ed  tha t  t h i s  was  NOT a  
n i gh tmare .  I  was  no t  go ing  to  wake  up  soon  and  rea l i z e  
how awfu l  t ha t  n i gh tmare  was ,  and  now I  was  OK;  I  cou ld  
wa l k .  Sudden l y  i t  dawned  on  me  tha t  I  was  t o  be  
pa ra l y zed  fo r  t he  r e s t  o f  my  l i f e  and  wou ld  neve r  wa l k  
aga in .  O r  run .  O r  dance .  O r  p l ay  o rgan  peda l s .  O r  go  f r om 
he re  to  the re  w i thou t  th i nk ing  and  p l ann ing  eve ry  sma l l  
pa r t ,  eve ry  s t ep ,  eve ry  we igh t  bea r i ng  and  movement ,  
eve ry  cen te r  o f  g rav i t y ,  eve ry  handho ld ,  eve ry  emergency  
ac t i on  shou ld  I  s l i p  and  f a l l .  Tha t  I  wou ld  spend  the  r e s t  
o f  my  l i f e  a s  a  c r i pp l e ,  a  word  I ' ve  neve r  spoken ,  o r  
w r i t t en ,  o r  u sed .  



I  i nward l y  dec i ded  tha t  on l y  my  body  was  c r i pp l ed ;  my  
m ind  was  no t ,  and  f o r  t he  r e s t  o f  my  l i f e  I  was  go ing  t o  
i gno re  my  d i sab i l i t y ,  and /  o r  dea l  w i th  i t  so  i n t ens i ve l y  
and  e f f e c t i ve l y  tha t  ove ra l l ,  i t  wou ld  no t  make  any  
d i f f e rence .  I  cou ld  s t i l l  be  a  phys i c i an ,  p l ay  mus i c ,  go  on  
t r i p s ,  be  ac t i ve  i n  o rgan i za t i ons ,  be  c rea t i ve ,  ea rn  a  
l i v i ng ,  and  “p re tend”  I  was  j us t  t he  same  as  I  a lways  was .  
Now,  28  yea r s  have  passed  s i n ce  my  d i agnos i s ,  and  I  
canno t  v i sua l i z e  myse l f  i n  f a c t  be ing  “no rma l . ”  My  new 
l i f e t ime  no rma l  i s  now to  neve r  wa l k  and  to  i gno re  my  
d i sab i l i t y .  I  do  th i s  by  i nward l y  and  p r i va te l y  dea l i ng  w i th  
i t  e ve ry  momen t  o f  eve ry  day  and  n igh t .  On l y  i n  
occas i ona l  r ea l  d reams  can  I  sudden l y  b r i e f l y  wa l k  
una ided ,  p l ay  o rgan  peda l s ,  dance ,  and  ge t  f r om he re  to  
the re  w i thou t  ho ld i ng  on to  th i ngs ,  I  can  wa l k  t o  my  ca r ,  
ge t  i n ,  and  d r i ve ,  can  s t and  up  and  t ake  th i ngs  o f f  a  t a l l  
she l f .  These  occas i ona l  “non—rea l i t y ”  d reams  were  
suppo r ted  by  see ing  the  ope ra ,  “The  Dea th  o f  
K l i ngho f f e r , ”  who  appea r s  on  s t age  s i t t i ng  i n  h i s  
whee l cha i r  a f t e r  he  i s  k i l l ed .  He  i s  t hen  ab l e  t o  s t and  up  
i n  f r on t  o f  h i s  whee l cha i r  and  wa l k  away .  I  wonde red  thus  
i f  my  sou l ,  a s  we l l  a s  h i s ,  i s  no t  hand i capped .  
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Chapter Two 
By  Ch r i s t i ne  Hend r i c k son ,  HSP  SPG7  



My name  i s  Ch r i s t i ne .  I  am 49  yea r s  o l d ,  I 'm  a  daugh te r ,  
s i s t e r ,  mo the r ,  w i f e  and  a  nu r se  p rac t i t i one r .  Fo r  yea r s  I  
s t rugg l ed  w i th  f a t i gue ,  s l u r r ed  speech  and  an  uns tab l e  
ga i t .  I  was  t o l d  i t ' s  j u s t  dep res s i on ,  i t ' s  because  you ' r e  a  
busy  woman ,  a  s i ng l e  mothe r  o f  two  and  you r  j ob  i s  
demand ing .  Bu t  m i l l i ons  o f  peop l e  dea l  w i th  t he  same  l i f e  
cha l l enges ,  so  why  we re  m ine  so  deb i l i t a t i ng?  A f t e r  
e i gh teen  yea r s  o f  numerous  med i ca l  p ro fe s s i ona l s ,  
d i agnoses ,  t e s t s  and  med i ca t i ons  and  a f t e r  a  neu ro l og i s t  
f i na l l y  r e commended  gene t i c  t e s t i ng ,  I  was  d i agnosed  i n  
2018  w i th  He red i t a r y  Spas t i c  Pa rap l eg i a ,  SPG7 ,  a  
r e cess i ve  va r i an t  o f  HSP .  

 

Now wha t?  I  was  a  ve ry  busy  nu r se  p rac t i t i one r ,  a  s i ng l e  
mom o f  two  t eenage r s .  I  wen t  t o  my  neu ro l og i s t  and  he  



sugges ted  tha t  I  app l y  f o r  Soc i a l  Secu r i t y  D i sab i l i t y  
Income  (SSDI ) .  Tha t  r ocked  my  wor l d !  I  have  worked  
s i n ce  I  was  16  yea r s  o l d .  A f t e r  I  go t  ove r  the  shock  o f  
t h i s  conve r sa t i on ,  I  f i l l ed  ou t  t he  f o rms  fo r  SSDI .  In  my  
f i e l d  I ' ve  seen  so  many  peop le  r e j e c ted  f o r  SSDI  bene f i t s  
( e spec i a l l y  t he  f i r s t  t ime  they  app l i ed ) ,  t ha t  I  was  no t  
hope fu l .  Bu t  t hen  I  go t  t he  ca l l  — my  app l i c a t i on  was  
app roved .  I  was  e l i g i b l e  t o  r e ce i ve  SSDI  bene f i t s .  Aga in ,  
now wha t?  My  l i f e  a s  I  knew i t  f o r  47  yea r s  was  now 
go ing  t o  change .  

T ime  to  s t a r t  my  second  chap te r .  My  new job  was  my  
hea l t h .  I  mar r i ed  a  wonde r fu l ,  ca r i ng  and  unde r s tand ing  
man .  I  ga ined  two  s t epch i l d ren  and  bo th  o f  my  ch i l d ren  
we re  i n  co l l ege .  I  s t a r ted  ea t i ng  be t te r ,  exe r c i s i ng  
r egu l a r l y ,  s l eep ing  be t t e r ,  vo lun tee r i ng  and  t r y i ng  to  
dec rease  my  s t r e s s .  One  day  I  saw  a  YouTube  v i deo  abou t  
Se lma  B l a i r  and  he r  new wa l k ing  a s s i s t i ve  dev i ce ,  t he  
A l i nke r .  She  and  I  had  s im i l a r  s ymptoms  and  th i s  dev i ce  
seemed  to  improve  he r  l i f e  s i gn i f i c an t l y ,  so  I  bough t  one .  
A t  f i r s t ,  i t  was  ha rd  f o r  me  to  mas te r ,  bu t  I  kep t  t r y i ng .  
Now I  can  con f i den t l y  say  i t  has  been  a  game change r .  I t  
has  g i ven  me  more  con f i dence  and  i n c reased  my  
i ndependence .  I  can  do  more  “no rma l ”  t h i ngs  now (and  
l ook  coo l ,  no t  d runk ! ) .  

I n  2021  I  w i l l  t u rn  50  yea r s  o l d .  I  have  composed  a  l i s t  o f  
50  th i ngs  t o  do  be fo re  my  50 th  b i r t hday .  



 

I ' ve  become the  wes t  F l o r i da  ambassado r  f o r  SPF .  I  
f i n i shed  a  D i sney  5K  us i ng  my  amaz ing  A l i nke r .  I  
vo lun tee r  week l y  a t  t he  VA ,  dona te  b l ood  and  send  
packages  to  the  so l d i e r s  ove r seas  (my  son  i s  se r v i ng  i n  
the  M idd l e  Eas t ) .  Wr i t i ng  th i s  a r t i c l e  i s  ano the r  i t em I  can  
check  o f f  t he  l i s t .  

These  a re  j u s t  some  o f  t he  adven tu res  on  my  50  be fo re  
50  l i s t .  You  can  f o l l ow  a l l  o f  t hem on  my  Ins tag ram 
@50 .be fo re50 .  

HSP  i s  s t i l l  he re  eve ry  day ,  bu t  I  choose  t o  be  happy  and  
rema in  hope fu l  f o r  a  cu re .  

[Ed i t o r ' s  No te :  See  page  8  o f  t he  Fa l l  2019  i s sue  o f  
Synapse  f o r  more  on  the  A l i nke r . ]  

Notes from Hospital and Rehab Stays 
By  Lew i s  S i d  C l a r k ,  I l l i no i s  SPF  Co—Ambassado r  



I r e cen t l y  was  i n  t he  hosp i t a l  ER  w i th  s tomach  pa in .  Th i s  
was  be fo re  co ronav i ru s  sen t  many  to  the  hosp i t a l .  I  ended  
up  hav ing  emergency  ga l l b l adde r  su rge ry  the  nex t  
morn ing  and ,  w i th  HSP/PLS ,  r ehab i l i t a t i on  a t  a  Sk i l l ed  
Nu r s i ng  Fac i l i t y  (SNF) .  He re  a re  some  no tes  you  may  
cons i de r  f o r  any  s t ay  you  may  have .  

Anes thes i a :  Due  to  p rob l ems  w i th  anes thes i a  I  have  had  
w i th  p rev i ous  hosp i t a l  s t ays ,  be fo re  th i s  su rge ry  I  handed  
ou t  many  cop i e s  o f  t he  a r t i c l e  on  anes thes i a  and  
neu romuscu l a r  su rge r i e s  (Synapse  Sp r i ng  2019 ,  pg .14 ,  
“Su rg i ca l  Anes thes i a  i n  HSP  and  PLS” ) .  Wh i l e  t he  su rg i ca l  
t eam had  a  P l an  B  i f  t h i ngs  d id  no t  go  a s  r e fe renced ,  i t  
d i d  work  and  I  came  ou t  o f  the  anes thes i a  i n  good  shape .  
Tha t  a r t i c l e  i s  de f i n i t e l y  some th ing  tha t  shou ld  be  i n  you r  
Go  Bag .  A  Go  Bag  has  the  many  re fe rence  mate r i a l  t ha t  
you  w i l l  be  a sked  to  p rov ide :  examp les  i n c l ude  a  l i s t  o f  
you r  doc to r s ,  p re sc r i p t i on  d rugs  and  ove r—the—coun te r  
med i ca t i ons  you  t ake ,  p rev i ous  ope ra t i ons ,  con tac t  l i s t ,  
and  o f  cou r se ,  i n su rances .  Fo r  a  more  de ta i l ed  l i s t  o f  
spec i f i c  i t ems  to  pu t  i n  you r  Go  Bag ,  see  my  a r t i c l e ,  “Go  
Bag  Check l i s t ”  i n  t he  W in te r  2018  Synapse ,  page  8 .  

D rugs :  Fo r  t he  comp le te  l i s t  o f  my  d rugs ,  I  showed  
dosages ,  p re sc r i b i ng  doc to r  and  t im ing .  I  gave  i t  t o  the  
ER  on  adm i t t ance .  Word  o f  wa rn ing ,  you  need  to  be  
r e spons i b l e  and  wa t ch  wha t  t he  
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hosp i t a l  a c tua l l y  g i ves  you .  They  took  my  l i s t  and  merged  
i t  w i th  wha t  they  had  on  f i l e  f r om yea r s '  ea r l i e r  v i s i t s !  So ,  
I  was  wa rned  some  o f  t he  d rugs  showed  dup l i c a ted  
t r ea tmen t s .  They  i gno red  the  t im ing  and ,  f o r  examp le ,  
s imp l y  wan ted  to  g i ve  me  a l l  my  Baco fen  a t  one  t ime  
i n s t ead  o f  spaced  ou t  ove r  a  24—hour  pe r i od .  I t  t ook  a  
v i s i t  f r om the i r  Pha rmac i s t  t o  s t r a i gh ten  th i ngs  ou t .  Be  
a l e r t ,  check  the  d rugs  and  dosages  they  a re  g i v i ng  you  
eve ry  t ime  they  b r i ng  you  you r  meds .  Ca re  Team:  Wh i l e  i n  
t he  SNF  fo r  r ehab ,  I  had  a  va r i e t y  Doc to r s ,  RNs ,  CNAs  
(Ce r t i f i ed  Nu r s i ng  Ass i s t an t )  and  PCT ' s  (Pa t i en t  Ca re  
Techn i c i an )  a l l  o f  whom work  va r i ous  days ,  t imes  and  
sh i f t s .  Wh i l e  t he  ones  tha t  a re  a s s i gned  to  you  any  one  
day  may  change ,  l ea rn  the  names  o f  t hose  tha t  he lp  you  
the  mos t .  Lea rn  sh i f t  change  t imes  s i n ce  i t  i s  ha rd  t o  ge t  
se r v i ce  then ,  an t i c i pa te  and  ask  f o r  he lp  be fo re  then .  
Remember  they  a re  no t  j u s t  ou t s i de  you r  doo r  wa i t i ng  f o r  
you r  ca l l  bu t ton .  I t  t akes  t ime  fo r  t hem to  r eac t  and  you  
need  to  know wha t  an  emergency  i s  and  wha t  i s  a  “n i ce  t o  
have . ”  I t  i s  a l so  a  n i ce  ges tu re  to  tu rn  i n  “Supe r  S ta r ”  
r e cogn i t i on  f o r  excep t i ona l  se r v i ce .  I f  needed ,  f i l e  a  
comp la i n t  f o rm when  the re  a re  un reso l ved  con t i nu ing  
p rob lems .  

Cal l  But ton :  I  a lways  had  my  i Phone  w i th i n  r each  and  
cha rged .  More  than  once ,  I  had  ca l l  bu t t on  p rob l ems ,  



espec i a l l y  i n  t he  SNF .  The  ca l l  bu t ton  was  l e f t  ou t  o f  my  
reach .  A l so ,  I  have  had  ca l l  bu t ton  f a i l u r e !  The  bu t ton  d i d  
no t  wo rk !  S i n ce  I  marked  down the  nu r ses '  s t a t i on  phone  
number  and  had  my  ce l l  phone ,  I  ca l l ed  them fo r  he lp .  
Yes ,  t hey  we re  su rp r i sed  to  have  a  pa t i en t  ca l l  t hem,  bu t  
I  go t  t he  he lp  I  needed .  

Go Home :  The  goa l  o f  any  s t ay  i s  f o r  you  to  be  as  
i ndependen t  a s  you  can  be  and  f o r  you  to  go  home .  
D i s cha rge  i s  a  f unc t i on  o f  you r  med i c i ne ,  cond i t i on  and  
i n su rance  a l l owances .  I f  you  d id  some  the rapy  bu t  i t  was  
no t  r e co rded ,  you r  r e co rds  i nd i ca te  you  d i d  no t  do  i t .  
Have  any ,  and  a l l ,  e f f o r t s  and  improvement s  r e co rded .  
Take  eve ry  oppo r tun i t y  f o r  Phys i ca l  The rapy  and  
Occupa t i ona l  The rapy  tha t  i s  o f f e red .  A f t e r  I  was  home,  I  
had  i n—home  PT/OT  fo l l owed  by  ou tpa t i en t  r ehab i l i t a t i on .  
Med i ca re  and  p r i va te  i n su rance  compan ie s  se t  l im i t s  on  
the  amoun t  tha t  i s  cove red .  Do  add i t i ona l  e xe r c i se s  on  
you r  own  and  f o l l ow  th rough  on  the  sugges t i ons  o f f e red .  
Keep  a l l  you r  d i s cha rge  pape r s  and  no te  any  f o l l ow  up  
appo in tmen t s  needed  and  re fe r ra l s .  

It Needs More Power 
By  Ky l e  A lumbaugh ,  HSP  

Hav ing  HSP  s i n ce  b i r t h  has  had  i t s  cha l l enges .  My  f a the r  
and  b ro the r  a l so  have  th i s  d i sease .  G row ing  up ,  f ea r  o f  
r e j e c t i on  and  f a i l u re  we re  two  key  cha l l enges .  As  I  g rew 



o lde r ,  t he  degene ra t i ve  a t t r i bu te s  o f  t he  d i sease  s ta r ted  
mak ing  i t  more  d i f f i cu l t  t o  wa l k .  

As  I  was  pu r su ing  my  deg ree  i n  my  ea r l y  30s ,  I  was  
f a l l i ng  ve ry  o f t en  on  and  o f f  campus  w i th  the  a s s i s t ance  
o f  a  cane .  My  w i f e  and  I  had  dec i ded  tha t  a  whee l cha i r  
was  the  nex t  s t ep .  Th rough  th i s  t r ans i t i on ,  we  had  he lp  
f r om Voca t i ona l  Rehab i l i t a t i on  Se rv i ce s .  Any  o f  you  
r eade r s  who  a re  pu r su ing  emp loymen t  o r  a  deg ree ,  p l ease  
seek  he lp  f r om Voca t i ona l  Rehab  i n  you r  a rea .  They  have  
he lped  w i th  a  home remode l  f o r  my  whee l cha i r ,  veh i c l e  
mod i f i c a t i ons ,  f und ing  f o r  co l l ege  and  more .  In  2018 ,  I  
d i s cove red  tha t  pa in  i n  my  a rms  was  g radua l l y  com ing  i n .  
I  imag ine  some  o f  you  may  have  had  th i s  p rob l em,  t oo .  

Th rough  my  whee l cha i r  vendo r ,  I  d i s cove red  an  add—on  
to  my  manua l  whee l cha i r  t ha t  g i ves  i t  power .  I t ' s  ca l l ed  
Smar t  D r i ve  MX2+ and  i t  i s  made  by  pe rmob i l  ( f o r  more  
i n fo rma t i on ,  go  t o  
h t tp s : / /pe rmob i l u s . com/p roduc t s / t i l i t e—manua l—
whee l cha i r s—smar td r i ve—power—ass i s t / smar t—dr i ve / .  I t  
i s  a  mo to r i z ed  power  a s s i s t  so l u t i on  f o r  i t s  u se r s  t ha t  
b r i dges  t he  gap  be tween  power  and  manua l  whee l cha i r s .  
I t  r e sponds  t o  a  B lue too th  connec t i on  a  smar t  wa t ch ,  t he  
Push  T racke r  a l so  f r om pe rmob i l .  I  t ap  my  wr i s t  tw i ce  and  
the  cha i r  moves .  You  can  se t  a cce l e ra t i on  and  speed  i n  
10% in te r va l s .  I t ' s  been  rea l l y  g rea t  f o r  ge t t i ng  a round  i n  
the  commun i t y .  I t ' s  made  my  l i f e  much  eas i e r  and  a l l owed  



me to  be  more  ac t i ve .  I t  a l l ows  me  to  ba t t l e  t h rough  f ea r  
o f  f a i l u re  and  re j ec t i on  w i th  g rea t  con f i dence .  

 

Reade r s ,  f e l l ow  owner s  o f  t h i s  l ong ,  l i f e  g rabb ing  d i sease ,  
ho ld  on .  Su re ,  we  ge t  down ,  upse t ,  ang ry  a t  t he  
cha l l enges  among  us .  Yes ,  t hese  cha l l enges  a re  ou r  own ,  
bu t  t he  cha l l enges  o f  l i f e  t ake  ho ld  i n  many  fo rms .  
Whe the r  you  ge t  a  f l a t  t i r e ,  the  dog  poops  on  the  f l oo r ,  
you r  whee l cha i r  b reaks ,  k i d s  t r a ck  i n  mud  on  f r e sh  c l ean  
f l oo r s ,  you r  f ee t  a re  supe r  sens i t i ve  caus ing  pa in  o r  mom 
becomes  c r i t i c a l l y  i l l ,  we  can  t ake  j oy  and  pe r seve re .  Each  
cha l l enge  has  a  d i f f e ren t  app roach .  P l an  f o r  t he  w in  and  
t a ck l e  l i f e  w i th  j oy fu l  cou rage !  Th i s  i sn ' t  ou r  end ,  f o l k s .  
Th i s  i sn ' t  t he  r ed  l i gh t .  So ,  GO!  



 12  pn12   

LIVING WITH HSP/PLS 
Mobility Aids That Gave Back My 
Independence 
By  Mar l ene  Doo len ,  HSP ,  SPF  S ta te  Ambassado r  — Cen t ra l  
Texas  Reg ion  

In  my  m id—40 ' s ,  I  began  to  expe r i ence  wa l k i ng  and  
ba l ance  p rob l ems .  Know ing  a  re l a t i ve  o f  m ine  had  a  r a re  
d i so rde r ,  He red i t a r y  Spas t i c  Pa rap l eg i a  (HSP) ,  I  f e l t  I  
m igh t  have  HSP ,  t oo .  I  made  an  appo in tmen t  w i th  a  
neu ro l og i s t  who  d i agnosed  me  to  have  HSP .  The  doc to r  
sugges ted  I ,  “u se  a  cane  so  peop l e  w i l l  no t  t h i nk  you  a re  
d runk . ”  A f t e r  l eav ing  the  doc to r ' s  o f f i c e ,  I  c r i ed  and  
dec i ded  to  do  my  bes t  w i th  wha t  I  had  o r  cou ld  have .  
Then  I  began  to  use  a  cane .  

I  s t a r t ed  t o  obse rve  my  f ee t  we re  no t  mov ing  we l l  when  
d r i v i ng .  So ,  I  dec i ded  to  i nves t i ga te  add ing  hand  con t ro l s  
t o  my  veh i c l e ,  a  Honda  Odyssey  m in i van .  Once  I  knew 
tha t  was  wha t  I  needed  to  do ,  I  go t  some  educa t i on  and  
t r a i n i ng  on  how to  d r i ve  sa fe l y  w i th  hand  con t ro l s .  I t  was  
o f f e red  by  a  hosp i t a l  i n  Aus t i n ,  TX  because  they  had  a  ca r  
w i th  hand  con t ro l s  f o r  t r a i n ing  pu rposes .  An  i n s t ruc to r  
r ode  i n  t he  ca r ,  w i th  me  d r i v i ng ,  t o  t each  me  how to  use  
the  hand  con t ro l s .  I  had  to  have  a  coup le  o f  t imes  t o  ge t  



t h rough  the  p rocess  o f  d r i v i ng  i n  t he  a rea  a round  Aus t i n  
downtown .  Insu rance  d i dn ' t  cove r  the  cos t  o f  t he  t r a i n i ng  
so  I  had  to  pay  the  hosp i t a l  f ee  ou t  o f  my  pocke t .  

 

I  was  conv inced  I  cou ld  do  i t ,  so  I  had  hand  con t ro l s  
i n s t a l l ed  on  my  Odyssey .  Be fo re  I  cou ld  ge t  a  r ev i sed  
Texas  d r i ve r ' s  l i c ense  w i th  a  r e s t r i c t i on  tha t  a l l owed  me  
to  d r i ve  on l y  veh i c l e s  w i th  hand  con t ro l s ,  I  had  to  p rove  
to  the  Texas  Depa r tmen t  o f  Mo to r  Veh i c l e s  (DMV)  I  cou ld  
d r i ve  sa fe l y  w i th  hand  con t ro l s .  I  demons t ra ted  to  a  DMV 
eva lua to r  I  knew how to  ope ra te  my  veh i c l e  u s ing  the  
hand  con t ro l s  be fo re  I  was  app roved  to  d r i ve  tha t  way .  I  
r e ce i ved  my  new d r i ve r ' s  l i c ense  and  was  i s sued  a  
hand i cap  t ag  to  hang  on  the  r ea rv i ew m i r ro r  when  I  d r i ve  
and  when  I  pa r k  i n  spaces  des i gna ted  f o r  t he  
hand i capped .  

I  s t a r t ed  us i ng  a  wa l ke r  f o r  ba l ance  as  t he  t i p s  o f  t he  
so l e s  o f  my  shoes  we re  wea r i ng  away .  I  on l y  used  the  



wa lke r  f o r  sho r t  d i s t ances  and  i n  t he  house .  Fo r  l onge r  
d i s t ances ,  I  pu r chased  my  f i r s t  4—whee l  s coo te r .  I  a l so  
pu r chased  a  B runo  Joey  l i f t  t ha t  was  i n s t a l l ed  i n  t he  r ea r  
a rea  o f  my  Odyssey .  I  kep t  the  s coo te r  i n  the  back  o f  t he  
m in i van  to  use  

 

when  I  wen t  shopp ing .  The  wa l ke r  was  p l a ced  i n  t he  back  
sea t  o f  t he  m in i van  to  use  when  I  had  to  ge t  f r om the  
d r i ve r ' s  sea t  t o  t he  rea r  o f  the  m in i van  whe re  the  s coo te r  
was  l o ca ted .  



 

When  I  began  to  have  more  d i f f i cu l t y  ge t t i ng  a round  i n  
my  home  and  the  4—whee l  s coo te r  cou ldn ' t  ge t  t h rough  
the  doo rways ,  I  pu r chased  a  more  maneuve rab le  3—
whee led  s coo te r  t o  t r ave l  a round  the  house .  I t  l e t  me  
con t i nue  to  sa fe l y  ge t  mos t  househo ld  th i ngs  done .  When  
we  moved  i n to  a  new more  ac cess i b l e  home  i n  2010 ,  I  
dec i ded  to  pu r chase  a  new 4—whee l  s coo te r  f o r  shopp ing .  
I  gave  my  f i r s t  4—whee l  s coo te r  t o  a  hand i capped  
Ve te ran .  

A  coup l e  o f  summers  ago ,  my  son  and  h i s  f am i l y  came  
f rom V i rg i n i a  t o  v i s i t  u s .  We  s t a r t ed  a t  one  end  o f  t he  
ma l l  and  wen t  t o  a  “Texas ”  s to re  t o  pu r chase  some  
Texas—re l a ted  i t ems .  I  was  l ead ing  the  way  “d r i v i ng ”  my  
s coo te r  t h rough  the  ma l l .  A l l  o f  a  sudden ,  I  hea rd  my  son  
ho l l e r i ng ,  “Hey ,  Mom,  you ' r e  way  ahead  o f  u s ! ! ”  We  a l l  



had  a  good  l augh  and  then  I  s l owed  down  to  l e t  t hem 
ca t ch  up .  

Exercise and Stretching Is Key 
By  John  Bouche r  HSP ,  SPG7  

Fo l l ow ing  a  rou t i ne  exe r c i se  and  s t re t ch ing  p rog ram i s  
c ruc i a l  f o r  t he  He red i t a r y  Spas t i c  Pa rap l eg i a  (HSP)  pa t i en t  
t o  f unc t i on  op t ima l l y .  

A s  we  a l l  a r e  aware ,  HSP  makes  musc l e s  ma l func t i on  
caus ing  c ramp ing  and  musc l e  spasms .  HSP  i s  a  l a rge  
g roup  ( cu r ren t l y  a round  80  t ypes )  t ha t  make  wa l k i ng  
d i f f i cu l t  due  to  
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weakness  and  spas t i c i t y  i n  t he  l egs .  The  80+/— types  o f  
HSP  a re  f u r the r  d i v i ded  i n to  pu re  and  comp lex  f o rms .  Pu re  
p r ima r i l y  a f f e c t s  t he  l ower  ex t r em i t i e s  and  back .  Comp lex  
i nvo l ves  the  l ower  ex t r em i t i e s  and  back  a s  we l l  a s  t he  
a rms ,  eyes ,  t h roa t  and  poss i b l y  t he  ce rebe l l um.  The  
p r imary  p rob l em i s  t ha t  t he  s i gna l s  ou r  neu ro l og i ca l  
s y s tem sends  t o  va r i ous  pa r t s  o f  ou r  bod i e s  do  no t  r each  
the i r  i n t ended  des t i na t i on .  Cu r ren t l y  t he re  i s  no  cu re  f o r  
t h i s .  

S i n ce  the re  i s  no t  much  we  can  do  abou t  the  neu ro l og i ca l  
s y s tem,  bu t  t he re  a re  th i ngs  we  can  do  to  ma in ta i n  



musc l e  f unc t i on .  The  human  body  rea l l y  does  amaz ing  
th i ngs  and  can  f i gu re  ou t  how to  work  a round  p rob l ems .  
Jus t  wa l k i ng  i s  d i f f i cu l t ,  bu t  i f  we  con t i nue  to  push  and  
f i gh t ,  ou r  body  w i l l  f i gu re  ou t  how to  make  the  r equ i r ed  
musc l e s  wo rk  i n  “non t rad i t i ona l ”  ways .  O f t en  t imes  th i s  
r equ i re s  a  l i t t l e  ex t r a  work  and  r equ i r e s  one  to  be  
cogn i zan t  o f  s imp le  movemen ts .  Fo r  examp le ,  we  have  to  
concen t ra te  on  wa l k i ng  p rope r l y  by  hav ing  the  hee l  s t r i ke  
the  g round  f i r s t ,  f i gh t i ng  aga ins t  f oo t  d rop .  You  shou ld  
s t a r t  any  p rog ram l i ke  th i s  s l ow l y  and  cau t i ous l y  i n  a  sa fe  
env i r onment .  Pe rhaps  exe r c i se  eve ry  o the r  day  a t  f i r s t  
and  s l ow l y  p rog re ss  t o  exe r c i s i ng  eve ry  day .  I  wou ld  
r e commend  s t r e t ch ing  3—4 t imes  a  day ,  eve ry  day .  Keep  a  
l og  t o  t r a ck  you r  p rog res s .  I t  can  be  hand—wr i t t en  o r  
t he re  a re  some  good  f r ee  apps  ava i l ab l e  f o r  you r  smar t  
phone  l i ke  MapMyWa lk  by  Unde r  A rmour  ( i t  t r a cks  more  
than  j u s t  wa l k s ) .  

The  mos t  impor tan t  t h i ng  i s  sa f e t y .  I f  you  have  to  use  a  
cane ,  wa l ke r  o r  r o l l a t o r ,  so  be  i t .  You  may  ache  and  f ee l  
t i r ed ,  e spec i a l l y  a t  f i r s t ,  bu t  I  wou ld  encou rage  you  to  
push  th rough  i t  and  don ' t  g i ve  up .  L i s t en  to  you r  body ,  i f  
you  a re  hu r t ,  s top ;  you  know you r  body  be t t e r  t han  
anyone .  

The  r eason  I  l i k e  t o  s t r e t ch  and  exe r c i se  i s  two fo ld  — i t  
makes  me  f ee l  good  and  hope fu l l y ,  I  can  s l ow  HSP ' s  
p rog res s i on  un t i l  a  cu re  can  be  f ound .  



S tay  pos i t i ve  and  keep  i n  m ind  tha t  t he  g l a s s  i s  ha l f  f u l l !  
We  a re  no t  g i ven  th i ngs  we  can ' t  hand l e !  

My Take on Physical Therapy 
By  He len  Sm i th ,  HSP  SPG4  

We  do  no t  i gno re  phys i ca l  t he rapy  ou t  o f  l a ck  o f  t ime  o r  
hav ing  be t t e r  t h i ngs  t o  do .  I  have  t aken  l ong  b reaks  
because  o f  the  pa in  i t  causes .  I  t e l l  myse l f  — i t  w i l l  keep  
me  more  l imbe r  and  s t r onge r ,  bu t  i t ' s  a  cha l l enge .  

I  s t a r t ed  work i ng  ou t  aga in  a t  Magee  Rehab ' s  sa te l l i t e  
o f f i ce  c l o se  to  me .  The  g i r l s  the re  a re  wonde r fu l .  They  
show th i s  i n  t he i r  i n t e rac t i ons  w i th  a l l  o f  u s  and  the i r  
obse rva t i ons  wh i l e  we  d id  the  exe r c i s e s  t hey  t augh t  u s .  
By  the  t ime  I  f i n i shed  tha t  r ound  o f  t he rapy  I  f e l t  so  
much  more  con f i den t .  A f t e r  my  i n su rance  cove rage  ended ,  
I  s t a r t ed  wha t  t hey  ca l l  We l l nes s  The rapy .  Fo r  a  l ow  cos t ,  
I  cou ld  s t i l l  go  and  do  wha t  they  taugh t  me  on  the i r  
equ ipmen t  wh i l e  t hey  we re  the re .  I  cou ld  a sk  ques t i ons  a s  
needed ,  t oo .  

A  f ew  mon ths  ago ,  i t  go t  t o  t he  po in t  whe re  I  was  t e l l i ng  
a  f r i end  abou t  the  pa in  I  was  i n  and  she  i n s i s t ed  I  t h i nk  
abou t  g i v i ng  up  the  PT .  So ,  I  t a l ked  to  my  phys i ca l  
t he rap i s t .  She  to l d  me  the  pa in  I  was  hav ing  f r om 
ove rdo ing  i t  shou ld  on l y  l a s t  two  days .  The  pa in  f e l t  l i k e  
t i ng l e s  shoo t i ng  down  my  l egs .  Then  she  re commended  I  



t a l k  t o  t he  doc to r  who  p resc r i bed  gabapen t i n  f o r  me .  I  d i d  
and  he  i n c reased  the  dosage  wh i ch  took  ca re  o f  t he  
d i s comfo r t  I  was  expe r i enc i ng .  

 

I  was  go ing  r egu l a r l y  bu t  was  w iped  ou t  t he  nex t  day .  So ,  
I  r educed  the  t ime  I  spen t  u s i ng  the  Nu—Step  Recumben t  
C ros s  T ra i ne r  (nus tep . com)  f r om twen ty  m inu tes  t o  f i f t een  
m inu te s .  The  Nu—Step  i s  a  dev i ce  l i ke  a  r e cumben t  b i ke ,  
bu t  i n s t ead  o f  peda l i ng  i t ,  you  push  down  on  f l a t  peda l s  
and  you r  l egs  go  back  and  f o r th  i n s t ead  o f  a round  and  
a round .  I t  i s  my  f avo r i t e  p i e ce  o f  equ ipmen t .  I t  no t  on l y  
s t r eng thens  my  ca l f  musc l e s  bu t  a l so  my  s tomach  
musc l e s .  A f t e r  t ha t  I  u se  s t eps  w i th  a  r a i l i ng  t o  ho ld  wh i l e  
I  s t r e t ch  my  l egs  and  f ee t .  



 

Then  I  u se  the  To ta l  Gym ( to ta l gymd i rec t . com) .  On  th i s ,  I  
l i e  f l a t  on  my  back  a t  an  ang l e  w i th  my  l egs  i n  a  squa t  
pos i t i on .  Us i ng  bo th  o f  my  l egs ,  I  push  my  body  up  the  
i n c l i ne  un t i l  t hey  a re  s t r a i gh t .  Then  I  r e tu rn  t o  t he  squa t  
pos i t i on  and  repea t .  A f t e r  u s i ng  bo th  l egs ,  I  do  each  l eg  
i nd i v i dua l l y .  I nc reas ing  the  ang le  o f  i n c l i ne  i n c reases  the  
amoun t  o f  my  body  we igh t  I  have  to  push  up  the  i n c l i ne .  

Fo l l ow ing  tha t  I  head  to  t he  pa ra l l e l  ba r s .  I  s t and  on  a  
squa re  f oamy  b l ock  and ,  w i th  my f ee t  nex t  t o  each  o the r ,  
I  l i f t  my  a rms  to  t e s t  my  ba l ance .  
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Then  I  s t agge r  my  f ee t  and  l i f t  my  a rms  and  f i n i sh  w i th  
one  f oo t  i n  f r on t  o f  t he  o the r .  Th i s  l a s t  pos i t i on  i s  t he  
b i gges t  cha l l enge .  A t  f i r s t ,  I  cou ld  ma in ta i n  my  ba l ance  
j u s t  a  f ew  seconds .  As  I  have  con t i nued  to  work  on  my  
ba l ance ,  I  now can  ho ld  t ha t  pos i t i on  f o r  abou t  30  
seconds .  The  who le  t ime  I  am do ing  th i s  I  am be tween  



t he  pa ra l l e l  ba r s  wh i ch  I  u se  to  ca t ch  myse l f  i f  I  l o se  my  
ba l ance .  I  dec reased  a l l  t he  ma t  exe r c i se s  I  do  f rom 
twen ty  t o  f i f t een  t imes  each .  I  can  hones t l y  say  tha t  when  
I  l e f t  t he  f ac i l i t y ,  I  f e l t  l i ke  I  had  had  a  workou t  bu t  I  
was  pa in  f r ee  tha t  day  and  the  nex t .  

The  po in t  I  mos t  wan t  t o  make  i s  t ha t  I  have  been  do ing  
th i s  cons i s t en t l y  f o r  a lmos t  a  yea r .  I t  i s  t he  l onges t  
s t r e t ch  o f  t ime  tha t  I  have  done  phys i ca l  t he rapy .  I  
p rom i se  you  i t  i s  wo r th  i t  phys i ca l l y  and  emot i ona l l y .  So ,  
ge t  t o  work !  You ' l l  be  so  g l ad  you  d i d .  

No te :  S in ce  wr i t i ng  th i s ,  we  we re  h i t  w i th  the  Cov id—19  
pandemic .  Consequen t l y ,  I  canno t  go  t o  Magee  Rehab  fo r  
my  we l l nes s  the rapy .  I  go t  a  b i t  l a x ,  bu t  I  do  have  a  
t r eadm i l l  a t  home  tha t  I  u se  i n s tead  o f  the  Nu—Step .  I  
bough t  a  sponge  b l o ck  tha t  I  u se  to  do  the  ba l ance  
exe r c i s e s .  The  mat  exe r c i se s  I  j u s t  do  on  the  f l oo r .  I  
haven ' t  been  do ing  them tw i ce  a  week  a s  be fo re ,  bu t  I  
p rom i sed  myse l f  t ha t  I  w i l l  s ta r t .  Th i s  hea l t h  c r i s i s  has  
g i ven  us  a l l  a  r eason  to  s t ep  back  and  re—exam ine  l i f e .  I  
am an  op t im i s t i c  pe r son  and  I  f ee l  l i k e  we  w i l l  a l l  ge t  
t h rough  th i s .  I  w i sh  you  a l l  t he  bes t  and  S tay  We l l ! ! !  



CONNECTIONS 
North Texas Connection, March 7, 
2020  
By  Ce l yna  Rackov ,  HSP  SPG4 ,  SPF  Ambassado r  No r th  
Texas  Reg ion  

SPF  members  i n  t he  No r th  Texas  r eg i on  he ld  i t s  f i r s t  2020  
connec t i on  even t  Sa tu rday ,  Mar ch  7 th ;  i t  was  l unch  a t  
M i chae l ' s  I t a l i an  K i t chen  Res tau ran t  i n  I r v i ng .  Ou r  
mee t i ng  l a s ted  two  hou r s .  Members  T ina  Cu r fman  (HSP) ,  
Lenny  P i epho  (SPG7) ,  J eana  F rase r  (SPG4)  j o i ned  by  he r  
husband  Dav id  F ra se r ,  and  Ce l yna  Rackov  (SPG4)  j o i ned  
by  he r  husband  Randy  Rackov  pa r t i c i pa ted .  

The  mee t i ng  began  w i th  i n t roduc t i ons  and  soc i a l  
conve r sa t i on  t o  ge t  t o  know one  ano the r  a  l i t t l e  be t t e r .  
Nex t ,  members  sha red  i n fo rma t i on  abou t  t he i r  d i agnos t i c  
onse t  age .  Ce l yna  began  hav ing  symptoms  as  a  ch i l d ,  
T i na ' s  s ymp toms  began  i n  he r  t een  yea r s  wh i l e  Jeana  and  
Lenny  d i d  no t  have  symptoms  un t i l  adu l thood .  

Conve r sa t i on  then  sh i f t ed  t oward  r a re  d i sease  day  a s  i t  
was  the  Sa tu rday  p r i o r  and  f re sh  i n  eve ryone ' s  m ind .  We  
l ea rned  tha t  t he re  a re  more  than  7 ,000  known  ra re  
d i seases  and  1  ou t  o f  10  Amer i cans  has  some  t ype  o f  r a re  
d i sease .  We  conc luded  tha t  hav ing  a  r a re  d i sease  may  no t  
be  so  r a re .  W i th  so  many  ra re  d i seases ,  i t  i s  impo r tan t  



t ha t  we  i n c rease  pub l i c  awareness  o f  bo th  HSP  and  PLS  as  
so  many  peop l e  w i th  these  d i seases  o f t en  a re  i n i t i a l l y  
m i sd i agnosed .  

We  moved  on  to  t a l k  abou t  supp l emen t s  l i k e  V i t am in  D ,  
magnes ium,  and  a  f ew  o the r s  a s  we l l  a s  an t i ox i dan t s .  T i na  
spoke  abou t  he r  a r t i c l e  on  the  W in te r  Synapse ,  S tay ing  
Ac t i ve  w i th  HSP .  In sp i r ed  by  he r  speak ing ,  each  one  o f  u s  
then  began  sha r i ng  wha t  we  do  to  keep  ac t i ve .  Ac t i v i t i e s  
such  as  P i l a t e s ,  hyd ro the rapy ,  wa te r  wo rk  ou t ,  go l f ,  
t enn i s  and  s t r e t ch ing  we re  a l l  d i s cussed  a t  l eng th .  

Wa l k i ng  a i d s ,  such  as  canes ,  c ru t ches ,  wa l k i ng  s t i c k s  and  
l eg  b races  we re  nex t  i n  ou r  d i s cuss i on .  One  aspec t  o f  
u s i ng  these  a id s  i s  t he  d i f f e rences  i n  us i ng  the  a i d s  on  
bo th  s i des  o r  j u s t  on  one  s i de .  I t  seems  to  be  j u s t  a  
ma t te r  o f  p re fe rence ;  howeve r ,  t h i s  t ype  o f  t h i ng  shou ld  
a lways  be  r ev i ewed  w i th  a  l i censed  the rap i s t  so  a s  no t  t o  
cause  a  new p rob l em f rom favo r i ng  one  s i de  ove r  the  
o the r .  

Las t l y ,  we  spen t  some  t ime  l amen t i ng  ove r  d i sab l ed  
pa rk i ng  ava i l ab i l i t y .  D i sab l ed  pa rk i ng  i s  o f t en  l eg i s l a t ed  
r equ i r i ng  a  m in imum number  o f  d i sab l ed  spaces .  Many  
bus inesses  t r ea t  d i s ab l ed  pa rk ing  p l aces  a s  a  was te  o f  
space  p rov id i ng  the  ba re  m in imum and  occas i ona l l y  no t  
p l a c i ng  them i n  an  op t ima l  p l a ce .  



At  the  t ime ,  t he re  was  no  S tay—at—Home o rde r  and  no  
co ronav i ru s  cases  i n  t he  a rea ,  bu t  we  were  a l r eady  
wor r i ed  abou t  COVID—19 ,  a s  peop l e  w i th  comp l i ca ted  HSP  
and  PLS  a re  i n  t he  h i gh—r i sk  g roup .  We  had  s chedu l ed  
ou r  nex t  ge t— toge the r  f o r  May  2nd  i n  case  eve ry th ing  
wou ld  be  back  t o  no rma l .  Sad l y ,  t ha t  da te  w i l l  have  t o  be  
pushed  ou t .  
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