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Letter from the President 

 

Dear  Member  o f  the  SPF Communi ty ,  

I 'm not  sure  when you wi l l  read th i s  l e t te r  but  as  I  
wr i te  i t ,  i n  ear l y  January ,  “Happy New Year ! ”  i s  s t i l l  
ve ry  appropr ia te .  I  hope 2020 i s  o f f  to  a  grea t  s ta r t  
fo r  you and your  fami ly .  Our  team i s  very  busy  
work ing  on exc i t ing  p lans  fo r  2020 and we want  to  
share  some announcements  w i th  you as  we k i ck  o f f  
the  year .  

F i r s t  o f  a l l ,  i f  you haven ' t  a l ready heard ,  thanks  to  
you,  our  fundra i s ing broke  a  record  in  2019.  We 
ra i sed 32% more  than we d id  in  2018,  jus t  over  
$870,000.  Thank you So Much! !  As  you know,  our  
miss ion  i s  to  suppor t  research to  cure  HSP and PLS 
and i t  i s  jus t  a  mat ter  o f  t ime and money be fore  we 
get  to  those  cures .  T ime before  a  cure  i s  fo r tunate ly  



a lways  decreas ing .  I  w ish I  cou ld  say the  same about  
the  demand for  money.  Your  cont r ibut ions  cont inue  
to  make incred ib le  p rogress  poss ib le  as  we head ever  
s t ronger  toward tha t  goa l  o f  a  cure .  

Every  year  our  wor ld  renowned Sc ient i f i c  Adv i sory  
Board o f  the  top exper ts  on HSP and PLS care fu l l y  
s tudy the dozens  o f  research proposa ls  we rece ive  
f rom a l l  over  the  wor ld  and rank them f rom wors t  to  
bes t .  The very ,  very  bes t  a re  ranked as  Exce l l ent  
and Very  Promis ing  (EVP) .  As  sc ience  i s  b las t ing 
forward  w i th  ever  inc reas ing  speed,  for  the  las t  
severa l  years ,  there  have been many more EVP 
proposa ls  than we cou ld  a f ford  to  suppor t .  Th i s  year ,  
we wi l l  be  ab le  to  suppor t  fa r  more  o f  them than we 
ever  cou ld  before .  Th is  jus t  might  be  the  year  that  
one o f  the  EVP proposa l s  makes  a  fantas t i c  g round 
break ing d i scovery  that  changes  everyth ing for  the  
ra re ,  upper  motor  (HSP & PLS)  d i sease communi ty .  

I t  goes  w i thout  say ing,  I  hope,  that  we rema in 
deep ly  commi t ted  in  2020 to  fur ther ing  our  miss ion  
to  deve lop t rea tments  and a  cure  for  HSP and PLS.  
Thanks  to  you,  we were  ab le  to  d i rec t  $623,808 to  
research in  2019.  Our  p lans  for  2020 inc lude  fur ther  
expand ing  our  research por t fo l i o  by  growing the 



number  o f  pharmaceut i ca l /b io tech par tners ,  
launch ing exc i t ing  new gene therapy pro jec ts ,  
expand ing and d i rec t ing  more fund ing than ever  
before  to  t rans la t iona l  research in i t i a t i ves  tha t  w i l l  
l ead  to  t reatments  for  our  communi ty .  S tay tuned for  
some major  announcements  f rom us  in  the coming 
months !  

We are  ded ica ted to  serv ing  the  SPF communi ty ;  to  
improve  the  qua l i t y  o f  l i f e  fo r  everyone l i v ing  w i th  
HSP and PLS.  Th is ,  o f  course ,  inc ludes  our  youth .  In  
2020,  we p lan to  
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Vo lume 23,  I ssue  1-Winter  2020 

The Spas t i c  Parap leg ia  Foundat ion  Inc .  (SPF)  i s  a  
na t iona l ,  not - fo r -pro f i t ,  vo lunta ry  o rgan i za t ion.  I t  i s  
the  on ly  o rgan i za t ion in  the Amer i cas  ded ica ted to  
Pr imary  La tera l  Sc le ros i s  (PLS)  and Hered i ta ry  
Spas t i c  Parap leg ia  (HSP) .  Synapse Ed i tors  

John Staeh leSen io r  Ed i to r  

j s taeh le@swbe l l .ne t  

VACANTMed ica l /Research Ed i to r  

Pub l i shed quar te r l y ,  Winter ,  Spr ing ,  Summer and 
Fa l l ,  fo r  the  HSP/PLS communi ty .  I t  i s  a l so  ava i lab le  
on l ine  a t  www.sp- foundat ion .org  

The SPF i s  a  non-pro f i t  501(c)3 .  

Tax  ID # 04-3594491 

mailto:jstaehle@swbell.net
http://www.sp-foundation.org/


Combined Federa l  Campa ign CFC #12554 

Send Correspondence & Donations to:  Spas t i c  
Parap leg ia  Foundat ion 1605 Gou lar te  P lace  
Fremont ,  CA 94539-7241 

Contact  the SPF at:  (877)  773-4483 
in fo rmat ion@sp- foundat ion .org  or  www.sp-
foundat ion.org  

SPF Board of  Directors:  
Frank Dav is ,  P res ident  
L inda Gentner ,  V ice  Pres ident  
Jean Chambers ,  RN,  Secre ta ry  
Dav id  Lewis ,  Treasurer  
Members :  Corey Braastad,  PhD,  Hank Ch iupp i ,  John 

Cobb,  T ina  Croghan,  Greg Pru i t t ,  J im Sheorn,  
Car ina  Thurgood,  Mark  Weber ,  Esq . ,  Jack ie  
Wel lman 

SPF Med ica l  Adv isor :  John K .  F ink ,  M.D. ,  Un ivers i ty  
o f  M ich igan 

D isc la imer :  The Spas t i c  Parap leg ia  Foundat ion  does  
not  endorse  products ,  serv i ces  o r  manufac turers .  
Those tha t  a re  ment ioned in  Synapse a re  inc luded 
for  your  in fo rmat ion.  The SPF assumes no l i ab i l i t y  
whatsoever  fo r  the  use  or  contents  o f  any  product  
o r  se rv i ce  ment ioned in  the  news le t te r .  

mailto:information@sp-foundation.org
http://www.sp-foundation.org/
http://www.sp-foundation.org/
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Pres ident ' s  Le t te r  (cont inued)  in i t i a te  an SPF Youth  
Counc i l .  Our  Youth  Counc i l  w i l l  no t  on ly  ass i s t  our  
Board o f  D i rec tors  to  fur ther  the  needs  and w ishes  
o f  the  HSP and PLS Youth  Communi ty  but  w i l l  a l so  
work  together  to  share  ideas  about  how best  to  l i ve  
w i th  HSP and PLS under  the age o f  25 .  A lex  Whi te  
has  agreed to  be the d i rec tor  o f  our  new Youth  
Counc i l  and he w i l l  soon inv i te  severa l  o ther  
members  to  jo in  h im f rom a l l  a round the  count ry .  I f  
you,  your  son or  daughter  wou ld  be  in te res ted in  
jo in ing  our  SPF Youth  Counc i l ,  p lease  send me an 
ema i l  to  le t  me know ( f rank .dav is@sp-
foundat ion.org) .  

In  2019,  our  ch ie f  med ica l  adv isor ,  Dr .  John F ink ,  
in i t i a ted a  month ly  computer  v ideo  meet ing  on the  
f i r s t  Tuesday o f  every  month .  I t  i s  a  comple te ly  open 
forum and Dr .  F ink  en joys  answer ing your  ques t ions .  
You can f ind  out  about  the  nex t  schedu led meet ing  
and how to  connect  under  “Events”  on our  webs i te .  

In  2019,  we began a  par tnersh ip  w i th  Dr .  Pembe 
Hande Ozd in le r  o f  Nor thwestern Un ivers i ty  to  open a  
new Upper  Motor  Neuron In i t ia t i ve  (UMNI) .  Th i s  

mailto:frank.davis@sp-foundation.org
mailto:frank.davis@sp-foundation.org


fac i l i t y  w i l l  g rea t ly  fac i l i ta te  the  s tudy o f  Upper  
Motor  D iseases  such as  HSP,  PLS and o ther  d i seases  
l i ke  ALS,  Sp ina l  Cord In jury ,  s t roke ,  Mu l t ip le  
Sc le ros i s  and Hunt ington ' s  D isease which  a l so  have 
upper  motor  neuron prob lems.  

The miss ion  o f  UMNI i s  to  unders tand the b io logy o f  
upper  motor  neurons  and to  revea l  the  under ly ing 
causes  o f  pa tho logy so  tha t  they can deve lop  
e f fec t i ve  and long- las t ing t rea tments .  SPF and Dr .  
Ozd in le r  ins i s ted tha t  they  genera te  an inc lus ive  and 
co l labora t i ve  env i ronment  to  exped i te  research 
e f fo r ts  and d i scover ies .  The UMNI w i l l  enab le  upper  
motor  neuron sc ient i s ts  to  have a  p la t fo rm where  the  
f low o f  knowledge wi l l  be  fac i l i ta ted v ia  jo ined 
pro jec ts ,  mu l t i -PI  grant  app l i ca t ions ,  shar ing  o f  
resources ,  and regu lar  meet ings  among members .  I  
hope you share  in  the  exc i tement  and hope tha t  
UMNI w i l l  be  a  grea t  benef i t  to  our  communi ty !  

Wi th  your  he lp ,  we cont inue  to  march fo rward  to  the 
day when peop le  w i th  HSP or  PLS can be  qu ick ly  
d iagnosed,  t rea ted and cured .  I  thank you aga in  fo r  
mak ing  a l l  o f  th i s  poss ib le !  



 

Thanks for the Privilege of Working 
With You 
By John Staeh le ,  Sen io r  Ed i to r  

Ma l in  Do l l i nger  began h i s  ro le  as  the  Med ica l /  
Research Ed i to r  fo r  Synapse on the  Fa l l  2015 i ssue.  
F rom the  very  beg inn ing  he has  been a  superb ly  
competent  co l l eague.  In  November  o f  las t  year ,  he  
asked to  be re l i eved o f  h i s  ed i to r ia l  dut ies  tha t  in  h i s  
own words ,  “ I  cher i shed my ro le  as  sc ient i f i c  and 
med ica l  ed i to r . ”  I  fu l l y  unders tood h i s  reasons  for  
s tepp ing  away f rom the ed i tor ' s  job  and re luc tant l y  
accepted h i s  w ishes .  

I  am p leased he w i l l  cont inue  to  submi t  a r t i c les  fo r  
Synapse  as  t ime permi ts .  H is  med ica l  a r t i c les ,  
wr i t ten  so  non-med ica l  readers  l i ke  me can 
unders tand them,  have  been apprec ia ted many 

t imes .  A l so ,  I  a lways  en joy read ing  h i s  poems and 
the  “unusua l ”  a r t i c les  f rom h i s  pets  and scooters .  



Frank Dav is  added,  “ I  jus t  want  to  o f fe r  a  very  
generous  thank you fo r  a l l  the  inc red ib le  work  and 
t ime you have devoted to  our  Foundat ion over  lo ts  
and lo ts  o f  years .  I  th ink  you a re  mak ing  a  w ise  
dec i s ion  and I  w ish  you and Lenore  the bes t  o f  
hea l th  and happ iness . ”  

Even though I  never  met  Ma l in  in  person,  work ing  
w i th  h im and shar ing persona l  communica t ions  for  
four  years ,  I 'm proud to  ca l l  h im a  f r iend .  

Bes t  w ishes ,  my f r iend ,  and thank you fo r  a l low ing 
me the  pr i v i l ege o f  work ing  w i th  you.  

A New Look for Synapse 
By John Staeh le ,  Sen io r  Ed i to r  

I  hope you not i ced th i s  i ssue  o f  Synapse  looks  a  lo t  
d i f fe rent  than prev ious  i ssues .  The format  you a re  
used to  see ing  has  been in  e f fec t  s ince  the  Spr ing  
2008 i ssue.  Th i s  Fa l l  we dec ided i t  was  t ime to  
update  the  format  o f  our  o f f i c ia l  news le t te r .  You are  
see ing  the  product  o f  the  hard  work  o f  the  graph ic  
a r t i s t  a t  Gu l f  Bus iness  Pr in t ing ,  Donna H inshaw,  who 
turned my l im i ted  se t  o f  requ i rements  in to  what  
you ' re  see ing  today.  



I  wou ld  l i ke  to  hear  what  you th ink  about  the  new 
look .  Emai l  your  comments  to  me a t  
s taehjo@gmai l . com.  
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SPF Annual Conference 2020 
REGISTRATION FOR THE 2020 
ANNUAL SPASTIC PARAPLEGIA 
FOUNDATION CONFERENCE IS 
OPEN 
The Spas t i c  Parap leg ia  Foundat ion  inv i tes  you to  
a t tend the  2020 Annua l  Conference  to  learn ,  share ,  
ne twork ,  and have fun!  Mark  your  ca lendars  to  jo in  
us  in  Nashv i l l e  beg inn ing  w i th  a  Welcome Recept ion  
Thursday even ing ,  June 25 t h  cont inu ing  through 
Sunday noon,  June 28th ,  2020.  

The Spas t i c  Parap leg ia  Foundat ion  sponsors  a  
conference to  br ing together  the  lead ing  SPF 
researchers ,  c l in i c ians ,  and fami l ies  l i v ing  w i th  
#HSPandPLS.  SPF has  hos ted  the  Annua l  SPF 
Conference s ince  2003.  We look  fo rward  to  reun i t ing  
as  a  communi ty  a t  th i s  year ' s  conference  in  order  to  



l end  each o ther  suppor t  and s t rength ,  and to  lea rn 
about  the  la tes t  advances  in  research and care .  

The conference  i s  f i l l ed  w i th  a  var ie ty  o f  workshops ,  
keynote  sess ions  w i th  lead ing  researchers ,  a  fami ly -
f r i end ly  research pos te r  sess ion  and more .  There  a re  
many oppor tun i t ies  to  connect  and in terac t  w i th  
o ther  SPF fami l i es  and to  rece ive  f i r s thand updates  
f rom the  researchers .  

You have three opt ions  to  reg i s te r  on l ine  for  the  
2020 Annua l  SPF Conference:  by c l i ck ing  the  Annua l  
Conference bar  a t  the  top o f  the  SPF home page OR 
by go ing to  
h t tps : / / fo rm. jo t fo rm.com/90107997584167 OR by 
us ing  th i s  d i rec t  l i nk  h t tp : / /b i t . l y /SPFAC.  

REGISTRATION  

[By the  t ime th i s  i s sue o f  Synapse was  pr in ted  and 
ma i led ,  the  Ear l y  D iscount  dead l ine  may have 
passed.  Ed i to r ]  

Each person who i s  a t tend ing  any por t ion  o f  the  
conference must  reg i s te r ,  inc lud ing  a t tendants .  The 
conference reg i s t ra t ion  fee  g ives  access  to  a l l  

https://form/
http://bit.ly/SPFAC


sess ions .  See  the  reg is t ra t ion  form on page 19 fo r  
ra tes  and dead l ines  fo r  d i scounts .  

PAYMENTS  

SPF has  two opt ions  to  ass i s t  in  reg i s ter ing  and 
pay ing  for  the  annua l  conference  reg is t ra t ion  fees .  
F i r s t  opt ion  i s  to  make a  persona l  check  payab le  to  
“SPASTIC PARAPLEGIA FOUNDATION” or  “SPF”  and 
earmark  the Memo L ine:  “2020 AC” .  P r in t  and 
comple te  the  reg is t ra t ion  form (ava i lab le  on the  SPF 
webs i te  and on page 19 o f  the  Winter  i s sue o f  
Synapse)  and ma i l  i t  and your  check  be fore  the  ear l y  
d i scount  dead l ines ,  to :  Spas t i c  Parap leg ia  
Foundat ion,  1605 Gou la r te  P lace ,  F remont ,  CA 
94539.  

The second opt ion  i s  to  Reg is te r  fo r  the  Conference  
on l ine  a t  h t tp : / /b i t . l y /SPFAC.  Once the reg i s t ra t ion 
form i s  submi t ted  on l ine ,  pay  the  reg is t ra t ion  fees  
by  c red i t  ca rd  on l ine  a t :  h t tps : / /sp-
foundat ion.network forgood.com/ pro jec ts /22291-
spas t i c -parap leg ia - foundat ion .  You can a l so  f ind  th i s  
in fo rmat ion  on l ine  a t  sp- foundat ion.org .  

V i s i t  sp- foundat ion.org  and on the  very  top l ine ,  
c l i ck  on the  green tab  labe led “Donate  by  Cred i t  

http://bit.ly/SPFAC
https://sp-foundation.networkforgood.com/
https://sp-foundation.networkforgood.com/


Card”  to  submi t  your  fees  on l ine .  The l ink  w i l l  open 
another  box  where  you can enter  the  Do l la r  Amount  
for  the  reg is t ra t ion  fees  and type  2020 Annua l  
Conference on the  next  l i ne  labe led  “Your  Note  for  
the  Donor  Scro l l ” .  The “donat ion”  w i l l  be  earmarked 
as  the  reg is t ra t ion  fees  fo r  the  conference .  Screens  
w i l l  open to  a l low you to  reg is te r  your  name,  emai l  
address ,  and c red i t  card  in fo rmat ion.  

Hur ry  as  the  f i r s t  ear l y  d i scount  ends  February  17th .  
Any ques t ions ,  p lease ema i l  us  a t  
Spas t i cConference@gmai l . com.  

A f te r  you complete  the conference  reg is t ra t ion  
process ,  p lease remember  to  book your  hote l  room 
at  the  l ink  be low.  Hur ry  the d i scounted ra te  hote l  
room b lock  ends  on June 1s t .  

ANNUAL SPASTIC PARAPLEGIA CONFERENCE 
POLICIES 

EARLY DISCOUNT DEADLINE 

P lease  note  in  order  to  rece ive  the  ear l y  conference  
d i scounts ,  a  reg is t ra t ion  form must  be submi t ted and 
pa id  by  the  des ignated dates  on the reg i s t ra t ion 
form.  

mailto:SpasticConference@gmail.com
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REFUND POLICY 

There  are  no  re funds  o f  reg is t ra t ion  fees  fo r  
cance l l a t ions  rece ived a f te r  May 31 ,  2020.  To  cance l  
a  reg is t ra t ion ,  you must  emai l  your  not i f i ca t ion to  
Spas t i cConference@gmai l . com pr io r  to  May 31 ,  2020.  
Otherw ise  your  fees  w i l l  be  d i rec ted as  a  donat ion to  
the  Spas t i c  Parap leg ia  Foundat ion  or  you may send 
an a l te rnate  in  your  p lace  fo r  no  add i t iona l  cos t .  
Advanced not i f i ca t ion o f  a l te rnate  i s  requ i red by May 
31,  2020,  so  we may ad jus t  the  reg i s t ra t ion and 
cus tomize  the i r  badge accord ing ly  dur ing  check- in .  

IMAGE CONSENT POLICY 

By a t tend ing  the  2020 Annua l  Spast i c  Parap leg ia  
Foundat ion Conference you g ive  your  consent  to  use  
your  image and any v ideo record ing  captured dur ing  
the  conference  through v ideo,  photographs ,  o r  
d ig i ta l  imagery ,  to  be used by  the  Spas t i c  Parap leg ia  
Foundat ion in  p romot iona l  mater ia l s ,  pub l i ca t ions ,  
and web s i te  and wa ive  any and a l l  r ights  to  these  
images .  

 

mailto:SpasticConference@gmail.com


FILMING/RECORDING POLICY 

The record ing  o f  any  aud io  and/or  v ideo  record ing  o f  
conference sess ions  or  a t  any  venue o f  the  annua l  
conference i s  fo rb idden wi thout  p r io r  wr i t ten  
approva l  o f  the  SPF.  PowerPo in t  presenta t ions  w i l l  
be  ava i lab le  on the  webs i te  a f te r  the  complet ion o f  
the  annua l  conference .  A t tendants  a t  the  annua l  
conference expect ,  and deserve ,  the  r ight  to  pr i vacy .  
The SPF does  photograph and record a t  the  annua l  
conference and w i l l  make photographs and o ther  
med ia  ava i lab le  fo r  news,  educat iona l ,  and 
promot iona l  purposes .  

SOLICITATION POLICY 

So l i c i t ing  funds  for  o rgan i za t ions  o ther  than the  
Spas t i c  Parap leg ia  Foundat ion  or  fo r  ind iv idua l  
benef i t  i s  proh ib i ted a t  SPF events .  Any mater ia l s  
d i s t r ibuted seek ing  funds  fo r  o ther  o rgan i za t ions  or  
fo r  ind iv idua l  benef i t  w i l l  be  removed.  

HOTEL RESERVATIONS 

The 2020 Annua l  Conference  w i l l  be  he ld  in  the  
H i l ton Nashv i l l e  A i rpor t  Hote l  in  Nashv i l l e ,  
Tennessee ,  loca ted  a t :  2200 E lm H i l l  P i ke ,  Nashv i l l e ,  



TN 37214.  The hote l  i s  on ly  two mi les  f rom Nashv i l l e  
In te rnat iona l  A i rpor t  (BNA) .  

Be low i s  a  l i nk  tha t  you may use  to  book 
reserva t ions .  You may a l so  ca l l  the  reservat ions  l i ne  
a t  844-886-4136 and use the  group code SPF to  
obta in  the ra te .  The cuto f f  da te  fo r  the  room b lock 
and d i scounted group ra te  o f  $154 ends  June 1s t .  

h t tp : / /b i t . l y /2020SPFACHote lReserva t ion  

HOTEL HIGHLIGHTS 

•  C lose  to  Br i l ey  Parkway and I -40  for  qu ick  
movement  a round Nashv i l l e  

•  Compl imentary  shut t le  f rom BNA A i rpor t  (6:00 
am-11:00 pm da i l y )  

•  382 renovated guest  rooms,  a l l  w i th  
compl imentary  WiF i  

•  Heated indoor  poo l  and we l l -equ ipped f i tness  
center  

•  Hote l  On-s i te  D in ing  Opt ions  and Conven ience  
Shop 

A hear ty  breakfas t ,  a  casua l  lunch,  pos t -work  snacks  
and dr inks-you ' l l  f i nd  what  you crave a t  the  hote l .  
Two R ivers  Cafe  o f fe rs  a  breakfas t  buf fe t  and a  la  
ca r te  i tems,  and the  At r ium Bar  serves  tas ty  

http://bit.ly/2020SPFACHotelReservation


Amer ican d i shes  and your  favor i te  cockta i l s .  F resh 
Connect ions  and room serv i ce  are  a l so  ava i lab le .  

About  Nashvi l le:  Welcome to Music  City 

So synonymous i s  Nashv i l l e  w i th  mus ic ,  i t ' s  a lmost  
hard  to  descr ibe  the  p lace  w i thout  burs t ing in to  
song.  I t ' s  been dubbed the Count ry  Mus ic  Cap i ta l  o f  
the  Wor ld  and i s  o f ten  re fe r red to  more  co l loqu ia l l y  
as  Mus i c  C i ty -however  you choose  to  re fe r  to  i t ,  the  
count ry  connect ions  are  c lear .  In  recent  years  
though,  Nashv i l l e  has  worked hard  to  broaden i t s  
hor i zons-and i t  now matches  i t s  wor ld- renowned l i ve  
mus ic  scene w i th  a  cu l tu ra l  o f fe r ing  tha t  takes  in  
superb  cu i s ine ,  a r t i s t ry  and more .  I t  makes  fo r  a  
spec ia l  p lace  to  s tay-you ' l l  l eave  w i th  your  toes  
tapp ing  for  sure .  

Local  Attract ions 

•  Grand Ole  Opry  
•  Ryman Aud i to r ium 
•  Count ry  Mus ic  Ha l l  o f  Fame and Museum 
•  N issan S tad ium,  home of  the  Tennessee  T i tans  
•  Br idges tone Arena,  home o f  the  Nashv i l l e  

P redators  
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GENERAL INTEREST 
Res i l i ence  Mat ters -Par t  Two Why Res i l i ence  i s  
Impor tant  By  Kath i  Ge is le r ,  P res ident  o f  L i fe ' s  S t i l l  
Good 

 

Bu i ld ing  res i l i ence  i s  shown to  improve  the  qua l i ty  o f  
l i fe .  Peop le  w i th  h igh leve l s  o f  res i l i ence  have  bet te r  
long- te rm phys i ca l  and emot iona l  hea l th  and lower  
r i sks  o f  phys i ca l  and emot iona l  i l l nesses  and 
cond i t ions .  

Res i l i en t  peop le  a l so  tend to  have  hea l th ie r  
re la t ionsh ips  as  we l l  as  g rea ter  se l f -es teem and se l f -
conf idence ,  wh ich  o f ten leads  to  new pos i t i ve  l i fe  
oppor tun i t ies .  



Everyone has  advers i t i es  in  l i f e .  Peop le  w i th  h igher  
l eve l s  o f  res i l i ence  a re  shown to  manage advers i ty  
be t ter  and to  grow f rom the exper ience - -  l ea rn ing  
th ings  about  themse lves ,  what  they  va lue  and a  
grea ter  conf idence  to  meet  fu ture  cha l lenges .  

Peop le  w i th  chron ic  and progress ive  cond i t ions  such 
as  HSP and PLS can espec ia l l y  benef i t  f rom bu i ld ing 
the i r  res i l i ence  because  o f  the  ongo ing,  
unpred ic tab le  changes  they  face  in  the i r  hea l th ,  
ab i l i t i es  and se l f - image.  Th is  unpred ic tab i l i ty  can 
lead to  a  sense o f  loss  o f  cont ro l  over  one ' s  l i fe  -  a  
fee l ing  tha t  can sp i ra l  in to  depress ion ,  poor  
management  o f  d i sease  or  negat i ve  changes  in  
re la t ionsh ips .  

But  by  lea rn ing new ways  to  look  a t  the i r  s i tua t ions ,  
ind iv idua ls  can d i scover  there  i s  much they  can 
cont ro l  about  the i r  l i ves -and tha t  sense  o f  se l f -
e f f i cacy  i s  one o f  the  pr imary  cont r ibutors  to  
res i l i ence .  Se l f -e f f i cacy  i s  hav ing the  conf idence  tha t  
you can do what  you need to  do and manage what  
comes your  way.  

Peop le  w i th  se l f -e f f i cacy  tend to  be happ ie r  and 
more  res i l i en t ,  manag ing both  l i f e  and the i r  hea l th  



cond i t ions  bet te r .  Be ing  res i l i en t  i s  par t i cu la r l y  
he lp fu l  when there ' s  p rogress ive  change in  one ' s  
hea l th  cond i t ion and funct ion ing.  

Researchers  have  out l ined three s tages  tha t  peop le  
typ i ca l l y  work  through on the  road to  deve lop ing  
grea ter  res i l i ence .  Learn about  these in  the  nex t  
Res i l i ence  Mat ters  Co lumn “How to  Bu i ld  Res i l i ence”  
in  the  Spr ing  i ssue  o f  Synapse .  

Food for  Thought:  

1.  What  i s  a  pos i t i ve  outcome of  hav ing your  
cond i t ion? 

2 .  What  impor tant  th ing  have  you learned about  
yourse l f ?  

3 .  Is  there  a  new p leasurab le  ac t iv i ty  or  hobby tha t  
you now enjoy tha t  you o therwise  wou ld  not  
have? 

Kath i  Ge is le r  i s  a  Co-Founder  o f  the  Spas t i c  
Parap leg ia  Foundat ion and a  fo rmer  V i ce  Pres ident  o f  
the  SPF.  She has  HSP and l i ves  in  Massachuset ts .  

 



First Brazilian Hereditary Spastic 
Paraplegia Symposium 
Prepared by  Ja i l son Mouz inho,  HSP,  ASPEH-Bras i l  
P res ident ,  SPF member;  Miche l l e  Deton i ,  HSP,  
ASPEH-Bras i l  D i rec tor ,  SPF member;  Ce lyna S i l va -
Rackov ,  SPG4,  SPF S ta te  Ambassador ,  Nor th  Texas  
Reg ion  

In  Braz i l ,  i t  i s  es t imated tha t  Hered i ta ry  Spas t i c  
Parap leg ia  (HSP)  may a f fec t  about  10 ,000 peop le  
wh ich  represents  10% of  the  known a f fec ted  wor ld  
popu la t ion.  Wi th  such ra reness  there  i s  l i t t l e  
awareness  o f  th i s  d i sease  in  the count ry .  Even many 
hea l th  pro fess iona l s  have never  heard o f  i t .  As  w i th  
any other  ra re  d i sease there  i s  a  scarc i ty  o f  
per t inent  in format ion ava i lab le  fo r  both  hea l th  
pro fess iona l s  and for  fami l i es  o f  those a f fec ted .  

In  order  to  make per t inent  in format ion ava i lab le  to  
Braz i l i ans  in  Por tuguese ,  Assoc iacao de Parapares ia  
Espast i ca  Hered i ta r ia  do  Bras i l  (ASPEH-Bras i l )  wh ich  
t rans la tes  to  Assoc ia t ion  o f  Hered i ta ry  Spas t i c  
Parapares i s -Braz i l ,  was  founded in  December  2017.  
ASPEH-Braz i l  founders  were  s t rong ly  insp i red  by  the  
SP-Foundat ion.  



On December  14th ,  2019 ASPEH-Braz i l  he ld  the  F i r s t  
B raz i l i an  Hered i ta ry  Spas t i c  Parap leg ia  Sympos ium in  
the  c i ty  o f  Sao Pau lo ,  B raz i l .  An aud ience  o f  
approx imate ly  200 peop le  heard mot iva t iona l  
speakers  and rece ived in format ion  on lega l ,  hea l th  
and pub l i c  po l i cy  top i cs  f rom qua l i f i ed  pro fess iona l s .  
In  add i t ion ,  one o f  the  grea tes t  va lues  was meet ing  
o ther  peop le  w i th  the same cha l lenges .  

The event  began wi th  a  lec ture  by  para-a th le te  
Fernando Aranha,  who i s  a  Para lympic  champion in  
the  t r ia th lon spor t  in  Braz i l .  He spoke about  
mot iva t ion and overcoming through spor ts .  
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S imi la r l y ,  Mar f l i a  Cas te lo  Branco ,  p res ident  o f  the  
S indrome do Amor ,  an Assoc ia t ion  o f  ra re  syndromes 
tha t  g ives  emot iona l  suppor t  to  a f fec ted fami l i es ,  
spoke about  lea rn ing to  embrace a  pos i t i ve  
perspect i ve  in  the  face  o f  l i fe ' s  l im i ta t ions .  Reg ina  
Prospero f rom the  V idas  Raras  Ins t i tu te  gave  an 
overv iew of  the  i s sue o f  pub l i c  po l i c ies  for  ra re  
d i sease  pat ients  in  Braz i l .  



Four  a t torneys  presented on top ics  o f  g rea t  in teres t  
to  fami l i es  and peop le  a f fec ted  by  HSP,  inc lud ing the 
lega l  r ights  o f  peop le  w i th  HSP,  such as  the  
procurement  o f  med ic ines  by  Braz i l i an  Hea l th  Un ique 
Sys tem,  tax  exempt ions  and pub l i c  po l i c ies .  What  
made these presenta t ions  more mean ingfu l  was  the  
fac t  tha t  three o f  the  four  a t to rneys  have  HSP and 
the  four th  has  sp ina l  muscu la r  a t rophy.  

 

Hea l th  speakers  inc luded renowned pro fess iona ls  and 
researchers  Dr .  Marcondes  Franga and Dr .  Acary  
Bu l le  a long wi th  add i t iona l  speakers  fo r  neuro logy,  
genet i cs ,  phys ia t ry  and phys io therapy f rom 
impor tant  ins t i tu t ions  such as  Un ivers i ty  o f  Campinas  
(UNICAMP) ,  Un ivers i ty  o f  Sao Pau lo  (USP)  and 
Federa l  Un ivers i ty  o f  Sao Pau lo  (UNIFESP) .  They 
addressed top ics  tha t  inc luded the  genet i cs  o f  HSP,  



HSP and re la ted  d i seases ,  drug and non-drug 
therap ies  fo r  HSP.  

Dr  Fernanda B i t ta r ,  who a t tended the SPF Annua l  
Conference 2019 in  San Anton io ,  Texas ,  USA,  
p resented a  summary o f  the  conference  w i th  
emphas is  on the wor ldw ide impor tance o f  the  Spast i c  
Parap leg ia  Foundat ion 's  work  in  HSP and PLS 
research .  

The F i r s t  Braz i l i an  Hered i ta ry  Spas t i c  Parap leg ia  
Sympos ium conc luded w i th  grea t  success  through i t s  
d i sseminat ion o f  re l iab le  app l i cab le  in format ion 
der ived f rom qua l i f i ed  sources  such as  UNIFESP,  
UNICAMP and the  SP-Foundat ion.  The impact  o f  th i s  
in fo rmat ion  to  a f fec ted  peop le  and the i r  fami l i es  
b rought  hope through e f fec t i ve  therap ies  tha t  
improve  qua l i t y  o f  l i fe ,  med ica l  t rea tments  to  s low 
and reduce the e f fec t  o f  the  d i sease  and progress  
toward  an eventua l  cure .  



 

Staying Active with HSP 
By T ina  Cur fman,  HSP 

I  was  f i r s t  d iagnosed w i th  HSP in  1991.  I  s ta r ted 
showing symptoms in  my la te  teens .  

I ' ve  a lways  been very  ac t i ve .  P lay ing spor ts  in  schoo l  
and then runn ing/wa lk ing every  morn ing  before  
work .  Of  course ,  w i th  HSP you never  know how 
you ' re  go ing  to  fee l  o r  what  your  body w i l l  l e t  you 
do tha t  day .  I  am thankfu l  tha t  I  am s t i l l  ab le  to  
work  fu l l  t ime and tha t  I  am ab le  to  wa lk  a  l i t t l e  
over  two mi les  a  day.  I t ' s  not  a  “pre t ty  wa lk”  but  my 
neuro log i s t  assures  me tha t  my ga i t  i s  norma l  fo r  my 
cond i t ion .  For  me,  wa lk ing on the t readmi l l  o r  my 
rout ine  wa lk  through my ne ighborhood was  get t ing  
bor ing .  I  wanted to  t ry  someth ing  d i f fe rent .  



 

My 14-year  o ld  son p lays  tenn i s .  I  s igned h im up for  
l essons  when he was  11.  He rea l l y  en joys  p lay ing 
and as  I  watched peop le  come for  the  adu l t  c lasses ,  
they  a l l  l ooked l i ke  they  were  hav ing fun .  So ,  I  
ta l ked to  my son 's  coach,  Brandon,  and asked i f  he  
wou ld  be  w i l l i ng  to  work  w i th  me.  I  to ld  h im that  I  
had HSP and sent  h im a  l ink  to  read about  my 
cond i t ion.  He sa id  he wou ld .  We s ta r ted out  s low,  
very  s low.  I  d id  not  know i f  I  cou ld  rea l l y  move to  
h i t  the  ba l l .  I 'm exc i ted  to  say  tha t  I  am s t i l l  tak ing  
lessons  and tha t  I ' ve  a l so  jo ined the Adu l t  Beg inner  
C lass .  I ' ve  found the  more I  move the  bet te r  I  fee l .  I  
have more  mob i l i t y  now than when I  f i r s t  s ta r ted in  
November  2018.  My Neuro log i s t ,  who has  a lways  
encouraged me to  s tay  ac t i ve ,  to ld  me I  no  longer  
need to  do phys ica l  therapy.  She sa id  I  am do ing  my 
own therapy w i th  tenn is  and wa lk ing .  She d id  say as  



l ong as  I  can p lay  sa fe ly  and I  am not  fa l l i ng  or  
los ing my ba lance ,  she th inks  i t ' s  g rea t !  

Tenn is  has  been great  for  me,  both  menta l l y  and 
phys ica l l y .  I  do  s t i l l  have bad days ,  where  I  am not  
ab le  to  wa lk  due to  the  spasms or  pa in ,  but  I  jus t  t ry  
and work  through i t .  The suppor t  f rom my 
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fami l y  and a l l  the  new f r iends  I ' ve  made through 
tenn is  has  complete ly  changed my l i fe .  A lways  be  
w i l l i ng  to  t ry  someth ing  new!  

Reflections 
By Susan Park inson,  FSP (a .k .a .  HSP)  

Seventy- three  years  went  by  ra ther  qu ick ly .  I  have  
t imes tha t  I  re f lec t  on those  years  w i th  a  l i t t l e  smi rk  



on my face ,  some wi th  smi les ,  and some w i th  f rowns.  
I  th ink  I ' ve  had a  fu l l  l i f e  w i th  lo ts  o f  adventure:  
some bad and some good.  But  I  l i ke  to  th ink  I 'm 
gra te fu l  fo r  the  good and the  bad because i t  has  
he lped me learn more  about  the  wor ld ,  and peop le ,  
as  we l l  as  myse l f .  

I  l oved be ing  a  mother  and watch ing them as  they  
grew and changed;  gra te fu l  tha t  I  was  there  to  
watch as  they  weaved the i r  way in to  adu l thood.  I  
wove myse l f  out  o f  a  twenty- two-year  marr iage ,  
th r i l l ed  tha t  I  cou ld  l i ve  my fu ture  l i f e  w i th  
happ iness ,  f ree  o f  an abus ive  re la t ionsh ip .  I  was  
f ree  and l  was  ready to  f l y .  

But  l i f e  th rows us  surpr i ses  somet imes.  M ine came as  
I  was  wa lk ing  across  a  rough lawn,  ca re fu l l y  ho ld ing  
a  la rge  p la te  f i l l ed  w i th  food for  a  p i cn i c .  Sudden ly  I  
was  on the ground wi th  those  tas ty  morse l s  th rown 
in  every  d i rec t ion.  I  got  up and d idn ' t  th ink  much 
more  about  i t -unt i l  the  nex t  t ime and the  t ime a f te r  
tha t .  I  f ina l l y  went  to  my doctor  who had no idea 
why I  was  t r ipp ing .  A f te r  a  few months  o f  tes ts  and 
no answers  he suggested I  go to  the  Mayo C l in i c  in  
Roches ter .  That  i s  where  I  found the  d iagnos i s  o f  
Fami l ia l  Spas t i c  Parap leg ia .  I  fe l t  so  re l i eved tha t  I  



f ina l l y  knew what  i t  was .  I t  cou ld  have  been 
someth ing much worse  and I  tucked my prescr ip t ion  
in  my pocket  and f l ew home.  Th i s  progress ive  
d i sease  wasn ' t  go ing  to  be progress ive  w i th  me!  

Th i s  d iagnos i s  came when I  was f i f ty ,  and I 'm now 
73.  Bac lo fen never  worked fo r  me and I  have t r i ed  a  
la rge  var ie ty  o f  med ica t ions ,  a l l  w i th  the  

same resu l t .  I  worked a t  keep ing a  schedu le  o f  
exerc i ses .  I  now use my wa lker  fu l l  t ime.  I  can no 
longer  wa lk  w i thout  i t .  I  don ' t  t rave l  anymore  and 
se ldom go out  in  the  w in ter  where  I  have to  f ight  
w i th  the  snow and i ce .  I  rea l l y  l im i t  myse l f ,  a f ra id  o f  
fa l l i ng  and break ing a  bone.  

I  don ' t  l i ke  th i s  d i sease  tha t  has  robbed my body o f  
th ings  i t  once  loved to  do .  But  I  t ry  to  s top and te l l  
myse l f  how for tunate  I  am that  i t ' s  not  a  hor r id  
d i sease  tha t  i s  tak ing my l i fe .  My mind i s  in  p lace  ( I  
hope)  and there  a re  lo ts  o f  th ings  I  can do .  I  can 
s t i l l  pa in t ,  read books ,  en joy  fami ly  and f r i ends ,  and 
p lant  a  few th ings  in  a  garden box  outs ide  in  the 
Spr ing .  No,  i t ' s  not  conven ient  l i ke  i t  once  was and I  
ha te  to  ho ld  peop le  up  when we go out .  I 'm 
embarrassed a t  be ing  so  s low and I  fee l  l i ke  a  



burden.  But  I  th ink  they  unders tand.  We are  f r i ends .  
I  wou ld  do  the  same fo r  them.  

I  don ' t  p re tend tha t  i t s  easy  and somet imes I  ge t  so  
t i red o f  i t .  Why does  th i s  happen? I  want  to  run 
down a  beach w i th  my grandch i ld ren ,  o r  someth ing 
as  sma l l  as  tak ing  a  l i t t l e  wa lk  in  the  lawn,  or  go  
f i sh ing  which  I  a lways  loved to  do.  I t  makes  me 
mad!  

Then I  have  to  ta lk  to  myse l f .  “Susan,  you can ' t  do 
lo ts  o f  th ings  you wish  you cou ld .  But  there  a re  lo ts  
o f  peop le  who don ' t  even have ha l f  the  cho ices  you 
have.  You have to  keep on t ry ing  to  do  what  you can 
and work  to  d i scover  new th ings . ”  I  d i scovered a  
s low cooker  the  o ther  day wh ich  i s  much eas ie r  than 
t ry ing to  s tand over  a  s tove.  Peop le  w i l l  he lp  and 
serve themse lves ,  and they  seem to  l i ke  the he lp ing.  
I  wou ld  l i ke  to  he lp  someone tha t  was  hav ing  
d i f f i cu l ty  se rv ing  a  mea l .  Or  needed he lp  shopp ing ,  
o r  ge t t ing someth ing f i xed .  I  have  a  d i sease tha t  
makes  lo ts  o f  th ings  d i f f i cu l t .  I  know there  i sn ' t  
anyth ing I  can do about  s topp ing i t  r ight  now,  but  I  
know I  can work on l i v ing my l i f e  today.  I t ' s  a  
cho ice .  



Importance of a Strong Support 
Network 
By John Boucher ,  HSP SPG7 

HSP i s  hard  enough to  l i ve  w i th ,  hav ing  a  s t rong 
suppor t  ne twork i s  key .  An appropr ia te  network  
shou ld  inc lude a  med ica l  team and fami ly  members .   

Medical  Support  Team :  An HSP pat ient  must  have 
the  suppor t  o f  a  qua l i t y  med ica l  ca re  team that  w i l l  
work  together .  I t ' s  very  impor tant  to  have a  
neuro log i s t  tha t  has  HSP spec i f i c  knowledge ( they ' re  
not  easy to  f ind! ) .  Th is  i s  impor tant  because  he  or  
she w i l l  be  ab le  to  prescr ibe  the appropr ia te  
med ica t ion in  the  cor rec t  dose .  You 

 9  pn9  

and your  neuro log i s t  have to  work  together  to  f ind  
what  works  bes t  fo r  you s ince  so  l i t t l e  i s  known 
about  HSP.  The neuro log i s t  w i l l  a l so  be  ab le  to  
recommend a  good therap is t .  

Phys ica l  therapy i s  rea l l y  impor tant  to  those  
su f fe r ing HSP.  The therap i s t  can he lp  you to  lea rn 
exerc i ses  and s t re tches  tha t  you can to le ra te  and 



wi l l  benef i t  you spec i f i ca l l y .  Exerc i se  i s  key to  be ing  
a t  your  bes t .  The therap is t  and/or  neuro log i s t  w i l l  be  
ab le  to  send you to  see  an Exerc i se  Phys io log is t  tha t  
can recommend and teach you how to  proper ly  do  
exerc i ses  appropr ia te  for  the  HSP pat ient .  

I t  i s  a l so  impor tant  to  have in  your  suppor t  ne twork  
menta l  hea l th  pro fess iona l s .  There  i s  no shame in  
admi t t ing tha t  you see  someone for  menta l  hea l th  
i ssues  re la ted to  what  you are  go ing  through.  Le t ' s  
face  i t ,  we ' re  not  who we used to  be;  we can ' t  do  a l l  
o f  the  s tu f f  we used to  do a t  a l l  o r  a t  the  same 
leve l / in tens i ty .  I t ' s  on ly  na tura l  tha t  as  your  
par t i cu la r  HSP case  progresses ,  you may become 
suscept ib le  to  depress ion  and/or  o ther  menta l  hea l th  
i ssues .  Your  neuro log i s t  w i l l  be  ab le  to  recogn ize  
these i ssues  and re fe r  you to  the  appropr ia te  menta l  
hea l th  pro fess iona l .  

Fami ly  Suppor t  Team: I t  i s  key  to  have  the  suppor t  
o f  your  fami ly -husband/wi fe ,  ch i ld ren,  parents ,  in -
laws  and your  bro thers  and s i s te rs .  They each need 
to  have  vary ing  leve ls  o f  unders tand ing  what  you a re  
go ing through.  I f  you ' re  marr ied ,  your  spouse  shou ld  
have a  deta i led  unders tand ing  o f  your  d i sease .  They 
w i l l  need to  know what  you ' re  go ing  through and 



what  to  expect  so  tha t  they can prov ide  the  
appropr ia te  leve l  o f  suppor t .  I f  you have ch i ld ren,  
the  d i sease w i l l  have to  be exp la ined to  them-the 
leve l  o f  de ta i l  w i l l  depend on the i r  age .  They w i l l  
need to  unders tand the i r  chances  o f  inher i t ing  the  
d i sease  a l so .  Th is  i s  very  impor tant  so  tha t  they can 
he lp  to  suppor t  you.  Parents ,  in- laws,  b ro thers  and 
s i s te rs  w i l l  on ly  need to  know about  the  d i sease  on a  
tangent ia l  l eve l  so  they  can he lp  you and suppor t  
you.  

I f  you are  bu i ld ing  a  suppor t  team,  the  most  
e f fec t i ve  one w i l l  have both  a  med ica l  and a  fami ly  
component .  

Party of More Than One 
When You Have More Than One 
Disability 
By Kat ie  Rob inson,  HSP 

Upon my concept ion ,  I  dec ided I  wanted to  t ry  more  
than one genet i c  cond i t ion .  I  was  born  w i th  
Ocu locutaneous A lb in i sm type 1a;  a lb in i sm causes  
the  body to  produce l i t t l e  to  no  p igment  and causes  
vary ing  degrees  o f  v i son loss .  My HSP presented very  
mi ld ly  as  a  teenager  and became more  ev ident  in  my 



ear ly  20s .  HSP has  caused sensor imotor  
po lyneuropathy  and I  have d i f f i cu l ty  regu la t ing my 
autonomic  nervous  sys tem ( l i ke ly  f rom neuropathy) .  
I  am prone to  tachycard ia  and d i f f i cu l ty  w i th  my 
hear t  ra te  jumping a round and my b lood pressure  
tank ing  and jumping back up .  Th i s  has  a l so  caused 
mi ld  gas t ropares i s  and s low co lon mot i l i t y .  HSP 
a f fec ts  my b ladder  as  we l l .  My d ie t  i s  very  b land and 
carb  based wi th  a  s ide  o f  laxa t i ves .  In  add i t ion ,  I  
have Mast  Ce l l  Ac t i va t ion Syndrome,  a  cond i t ion the  
causes  the  MAST ce l l s  in  my body to  leak  h i s tamine  
inappropr ia te ly  when exposed to  s t rong scents ,  
ce r ta in  foods ,  med ica t ions  and tempera ture  changes .  

My A lb in i sm i s  a  more severe  type ,  so  I  am very  pa le  
and my v i s ion  i s  on the  worse  end o f  the  spect rum at  
about  20/600.  I  have a lways  known v i sua l  
impa i rment ,  so  I  have a lways  had a  d i sab i l i ty  to  
compensate  for .  Acqu i r ing add i t iona l  d i sab i l i t y  f rom 
HSP has  been more  d i f f i cu l t  fo r  me to  accept  and has  
rea l l y  tes ted  my ab i l i ty  to  adapt  on the  f l y .  I  have  
a lways  known how to  be b l ind;  I  have not  a lways  
known how to  be b l ind  w i th  a  phys i ca l  d i sab i l i t y .  I  
can say  i t  i s  eas ie r  to  be born  w i th  a  d i sab i l i ty  and 
not  know what  you are  miss ing vs .  acqu i r ing  a  
d i sab i l i t y  and remember ing what  used to  be .  I  do  



mourn fo r  what  I  used to  have and what  I  used to  be 
ab le  to  do.  I  a l low myse l f  to  fee l  those  fee l ings ,  but  
then I  p i ck  up  and keep go ing .  I  f ind  new ways  to  do  
o ld  th ings  and f ind  new th ings  to  do .  I  t ry  to  keep 
my wor ld  ever  expand ing,  not  shr ink ing.  I  cur rent ly  
wa lk  w i th  AFO's  and a  cane for  the  b l ind or  I  use  a  
cus tom manua l  whee lcha i r  fo r  d i s tances .  Us ing  a  
whee lcha i r  w i th  a  s ign i f i cant  v i sua l  impa i rment  has  
been a  lea rn ing curve .  I  rece ived Or ienta t ion and 
Mob i l i t y  (O&M) lessons  as  a  ch i ld  but  those lessons  
were  as  a  wa lk ing  b l ind  person,  not  a  whee lcha i r  
us ing  b l ind  person.  O&M teaches  peop le  w i th  v i s ion  
loss  how to  sa fe ly  t rave l  independent ly  in  a l l  t ypes  
o f  env i ronments .  I ' ve  fa l len o f f  edges ,  bumped in to  
wa l l s ,  corners ,  fu rn i ture ,  and peop le .  I ' ve  scraped up 
my f rame and tes ted my seatbe l ts  ab i l i t y  to  keep me 
in  the cha i r .  I  can a l so  k i ck  a  pre t ty  sweet  whee l ie  
and move fas te r  than I  moved before .  I  
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can go shopp ing and en joy myse l f  and shop fo r  much 
longer .  F rom a  seated pos i t ion ,  I  see  more  i tems on 
lower  she lves  I  cannot  see  s tand ing  up.  I ' ve  
par t i c ipa ted  in  some whee lcha i r  spor ts .  I  can go out  
w i th  f r i ends  and p lay  Pokemon Go fo r  longer  s t in ts  
w i th  no  pa in .  

Cur rent l y ,  I  am 29 and work  fu l l  t ime as  a  Bra i l l e  
Transcr iber  and Large Pr in t  P roduct ion  Spec ia l i s t ;  I  
am a  Cer t i f i ed  L i te ra ry  Bra i l l e  Transcr iber .  Th i s  
means  I  make bra i l l e  and la rge pr in t  tex tbooks  and 
educat iona l  mater ia l s .  I  speak to  un ivers i ty  s tudents  
tw ice  a  year  about  my exper ience as  a  b l ind  person 
in  the educat ion sys tem,  so  they can be  bet te r  
teachers  for  d i sab led and ab led s tudents .  I  a l so  ta lk  
l i fe  as  an independent  work ing adu l t ,  inc lus ion ,  and 



how to  avo id  ab le i sm and token ism.  For  fun I  l i ke  to  
read (aud io ,  b ra i l l e  and la rge  pr in t ) ,  most l y  non-
f i c t ion  or  rea l i s t i c  f i c t ion .  I  l oom kn i t  ha ts ,  
headbands  and scarves .  I  make lo t ion fo r  myse l f  and 
for  fami ly  and f r iends .  I  own an a lb ino corn snake 
named Min i  Me.  I  l i ke  to  watch an ime and car toons .  I  
cons ider  in te rnet  b rows ing  a  hobby.  Up next ,  I  have  
se t  my s ights  on learn ing  to  use a  sewing mach ine to  
make dresses  and sk i r t s  and to  exp lo re  mak ing 
c lo th ing  to  he lp  concea l  incont inence  products  wh i le  
s t i l l  l ook ing  fash ionab le .  

I  do not  know what  my fu ture  ho lds .  So  fa r ,  I  have  
not  heard o f  another  pa t ient  l i ke  me.  But  I  am who I  
am,  fo r  be t te r  o r  worse .  I  dea l  w i th  the d i f f i cu l t i es  
head on,  fee l  my fee l ings  and keep mov ing.  Dry  
humor  has  been a  major  cop ing  method.  Good 
f r i ends ,  and s tay ing busy ,  and enjoy ing the sma l l  
th ings .  I  am content  in  my ever -chang ing wor ld .  

This Is Not All About Me 
By L i sa  Kubek,  PLS 

I  was  d iagnosed 10 years  ago and qu i te  hones t l y ,  i t ' s  
s t i l l  sur rea l .  Never  d id  I  th ink  when I  was p lay ing 



baseba l l  tha t  I  wou ld  someday be conf ined to  a  
whee lcha i r .  

The progress ion o f  my symptoms has  proven to  be 
cha l leng ing to  say  the leas t .  I ' ve  los t  use  o f  my legs ,  
my hands and arms,  and wors t  o f  a l l ,  my ab i l i t y  to  
speak.  

But  enough about  me.  I  o f ten  th ink  about  the  a f fec t  
th i s  i s  hav ing  on my fami ly .  I  cou ldn ' t  ask  for  a  
bet ter  careg iver  than my husband Joe .  When we 
marr ied  a  l i t t l e  over  30  years  ago,  he hadn ' t  s igned 
up for  th i s .  I  guess  th i s  i s  par t  o f  the  “ in  s i ckness  
and in  hea l th”  o f  our  vows.  Most  assured ly  I  s t i l l  do  
my share  o f  laugh ing. . .  I  l augh a  lo t  thanks  to  Joe!  
That  i s  why I  fe l l  i n  love  w i th  h im f rom the s ta r t  and 
our  laughter  and love  has  grown s t ronger  desp i te  
PLS! ! !  

A l so ,  my son,  Joey ,  has  shown repeated ly  that  he ' l l  
do  anyth ing ,  and I  mean anyth ing ,  fo r  me.  He i s  our  
joy  and we t ry  to  le t  h im go to  l i ve  h i s  l i f e .  He 's  
shown us  h i s  devot ion  t ime and aga in .  Of  course ,  
Joe 's  s i s te r ,  Sue ,  and my s i s te r ,  Mary ,  have been 
more  than generous  w i th  the i r  ongo ing he lp  for  our  
fami l y .  



Las t  but  not  leas t ,  I  need to  thank our  f r i ends  who 
w i l l  s top in  o r  ca l l  to  see  i f  we need anyth ing .  A t  
t imes they ' l l  take  me out  o r  s i t  home w i th  me wh ich  
g ives  Joe a  we l l -deserved break.  Unfor tunate ly ,  I 'm 
unab le  to  jo in  them for  some th ings  we used to  do,  
so  some of  those  re la t ionsh ips  have  severed.  That ' s  
okay though because  I  know i f  I  ca l l ed  any o f  them,  
they 'd  be here  in  a  nano-second to  he lp .  I  wou ld  l i ke  
to  g ive  props  to  my champion,  Dr .  Tomas Ho lmlund,  
Neuro log i s t  f rom the Dent  Ins t i tu te .  He or ig ina l l y  
d iagnosed me and remains  in  my corner  10 years  
la te r .  

My future  i s  PLS and every  day my fami ly  and I  a re  
lea rn ing  to  l i ve  w i th  i t .  We are  fo rced to  be 
pr i soners  o f  our  bod ies  fo r  the  res t  o f  our  l i ves .  
D i sab led ,  no  t reatments ,  no cure  (ye t ) .  

My Long Search for A Diagnosis 
By Tracy  Tay lo r  

In  the la te  1980 's ,  when I  was  in  my mid  20 ' s ,  I  
became aware o f  a  nasa l  sound ing vo i ce .  I  thought  
noth ing  about  i t  fo r  a  wh i le  and no one ever  sa id  
anyth ing about  i t .  Whi le  l i v ing  in  Tampa,  I  v i s i ted  an 
ENT and he thought  I  had some k ind o f  s inus  i s sue,  



so  I  had s inus  surgery .  A f ter  surgery ,  when my nose  
was f i l l ed  w i th  cot ton ,  my vo i ce  sounded norma l .  
Once the  co t ton was out ,  the  nasa l i t y  was s t i l l  there .  
He sent  me to  speech therapy ,  wh ich  he lped a  b i t ,  
but  the  nasa l i t y  was s t i l l  there .  In  the ear l y  90 's ,  
wh i le  l i v ing in  Miami ,  I  went  to  another  ENT about  
my nasa l  sound ing vo i ce ,  he  sent  me to  speech 
therapy ,  wh ich  he lped a  lo t .  Whi le  in  therapy ,  my 
vo i ce  was a  lo t  c learer ,  but  s t i l l  not  100%. Insurance  
on ly  pays  fo r  therapy fo r  so  long and the  few months  
o f  therapy he lped,  but  i t  was  over .  The ENT a l so  
sent  me to  see  a  neuro log i s t .  He had me do 
numerous  tes ts ,  a  MRI ,  CT scan,  e tc . ;  a l l  tes ts  came 
back negat ive .  He had ment ioned a  few d i seases ,  
one be ing  ALS,  but  noth ing  came of  i t .  
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Then a  f r iend o f  my mom recommended see ing  a  
p las t i c  surgeon tha t  maybe I  had a  para lyzed pa la te .  
I  had an appo in tment  w i th  a  team of  doctors -p las t i c  
surgeon,  denta l ,  neuro log i s t ,  soc ia l  worker ,  gene 
therap is t ,  e tc .  They conc luded tha t  I  had a  para lyzed 
pa la te  and tha t  hav ing  pharyngea l  f l ap  surgery  wou ld  
be good fo r  my cond i t ion .  I  had the  surgery  in  the  
ear l y  2000 's  and a  touch up in  2002 fo l lowed by 



speech therapy.  Aga in ,  my vo ice  got  bet te r  w i th  
therapy ,  but  once  i t  s topped,  i t  went  back  to  be ing  
nasa l .  Dur ing  most  o f  th i s  t ime speech therapy 
he lped ,  but  when I  s topped,  i t  wou ld  get  worse .  

I  was  a l so  sent  to  see a  Pros thodont i s t  who f i t ted 
me wi th  a  re ta iner  type  o f  product  tha t  pushed up 
the  pa la te  a rea .  I  wore  th i s  fo r  a  few years  but  i t  d id  
damage to  my tee th .  I t  seems every th ing  I  d id  
he lped a  l i t t l e  but  noth ing major .  A t  th i s  t ime,  my 
speech was s t i l l  unders tandab le  but  very  nasa l .  

In  the la te  2000 's  I  went  to  a  new neuro log is t  who 
d iagnosed me wi th  Myas then ia  Grav i s  and put  me on 
a  s tero id  and another  med ic ine  and to  speech 
therapy .  Aga in ,  i t  he lped a  l i t t l e ,  but  when I  
s topped,  i t  went  back  to  norma l .  

In  2006,  I  s ta r ted  to  not i ce  I  wou ld  s tumble  a  lo t  o r  
t r ip  over  th ings;  my neuro log is t  d iagnosed i t  as  d rop 
foot  and I  s ta r t ing  us ing  an AFO on my r ight  foot .  
Th i s  seemed to  he lp  w i th  my t r ipp ing.  

F ina l l y ,  in  2010,  under  the pressure  f rom my bes t  
f r i end,  I  went  to  C leve land C l in i c ,  saw a  new 
neuro log i s t ,  aga in  MRI ,  CT scan o f  b ra in ,  thyro id  
tes t ,  e tc .  and they  a l l  came back  negat i ve ,  inc lud ing  



tes ts  fo r  Myas then ia  Grav i s  and ALS.  My new 
neuro log i s t  took me of f  the  s te ro id ,  wh ich  le t  me 
lose  about  20 pounds ,  and the  Mest inon.  A t  my re-
eva lua t ion w i th  the  neuro log is t ,  she to ld  me tha t  
they  d id  not  have  a  d iagnos i s ,  but  p robab ly  i t  was  
PLS.  Aga in ,  I  was  sent  to  speech therapy and aga in  
i t  worked a  l i t t l e ,  but  i t  had to  end so  you know 
what  happened.  

About  6-8  months  a f te r  d i scont inu ing the Myas then ia  
Grav i s  med ica t ion ,  I  not i ced my ba lance  was a  b i t  
o f f .  I  go back  to  the  neuro log i s t  a t  C leve land C l in i c  
every  year  for  fo l l ow up and a  checkup.  Went  to  
phys ica l  therapy tw ice  and speech therapy tw ice  a t  
C leve land C l in i c .  

To  th i s  day,  my vo ice  i s  s t i l l  ve ry  nasa l  and i s  
somet imes not  unders tandab le  over  the  phone.  The 
speech therap is t  spoke to  me about  bank ing my 
vo i ce ,  but  I  do  not  th ink  I  am menta l l y  there  ye t .  
S t ra teg ies  I  use  to  he lp  w i th  my PLS,  i f  tha t  i s  what  
I  have  a re :  

1 .  Wa lk  w i th  a  cane when I  wa lk  fa r ;  
2 .  Wa lk  a round my home or  pa t io  w i thout  cane;  do 

not  want  to  become dependent  on i t ;  



3.  Work  out  in  the  gym at  l eas t  4  t imes a  week,  a rms 
but  ma in ly  l eg  s t rength;  

4 .  Ta lk  s low ly  so  tha t  my vo i ce  i s  somewhat  more 
unders tandab le ;  

5 .  Neuro log i s t  gave me a  hand icap deca l  fo r  my car .  
A f te r  see ing  numerous  doctors  and therap i s ts  over  
the  years ,  I  s t i l l  have no conc lus ive  answers .  I  t ry  to  
keep myse l f  phys i ca l l y  and menta l l y  s t rong,  wh ich  i s  
another  s tory  as  I  a l so  have PBA.  

Still Searching for A Diagnosis 
By Ann Dap ice ,  PhD (Lenape/Cherokee) ,  D i rec tor  
Educat ion and Research ,  T .K .  Wol f ,  Inc . ,  a  501(c)(3)  
Amer ican Ind ian organ i za t ion  Sk ia took ,  OK 

Some 15 years  ago I  began hav ing  t roub les  c l imb ing 
s ta i r s .  I  had been ac t ive  and ab le  to  run up and 
down s ta i r s  a l l  my l i f e .  For  a  t ime,  a  neuro log is t  in  
Tu l sa  d id  some tes ts  ru l ing  out  MS,  MG,  ALS,  and i t  
was  dec ided tha t  I  shou ld  go  to  a  surgeon who 
per formed decompress ion surgery  in  2009.  Ne i ther  
my c l imb ing and wa lk ing  prob lems nor  low back  pa in  
were  he lped .  I  was  then d iagnosed wi th  S jogren 's  in  
2014.  I  learned tha t  a long wi th  o ther  head to  toe  
symptoms of  th i s  auto immune d isease ,  there  were  
neuro log i ca l  p rob lems as  we l l  wh ich  o f ten preceded 



Sjogren ' s  d iagnos i s .  A f te r  severa l  d i f fe rent  sess ions  
o f  phys i ca l  therapy tha t  d id  not  he lp  and an 
add i t iona l  neuro log i s t  who sa id  he  d idn ' t  know what  
the  prob lem was ,  my wa lk ing,  ta lk ing ,  swa l low ing,  
and dropp ing  th ings  were  worsen ing .  So  I  went  to  
the  S jogren ' s  neuro logy  c l in i c  a t  Johns  Hopk ins  in  
la te  2017.  The neuro log i s t  there  sa id  tha t  he  saw 
some spas t i c i ty  in  my wa lk ing  and a f ter  tes ts ,  sa id  
he  d id  not  th ink  S jogren ' s  was the  prob lem,  but  
ins tead,  I  had PLS.  I  had not  heard  o f  PLS so  I  
began research ing  i t ,  saw c l in i ca l  t r ia l s  fo r  ra re  
d i seases  and as  a  long- t ime researcher ,  I  wanted to  
a id  in  the  research .  

So  I  s igned up for  t r ia l s  in  San Franc i sco  in  
November  2018 and a t  the  NIH in  Bethesda in  
January  2019.  In  San Franc i sco ,  a f te r  br ie f  
examinat ion ,  I  was  to ld  I  had "PLS l ight . "  Then las t  
March I  was  to ld  tha t  the  Bethesda research showed 
I  had no PLS and perhaps  was hav ing prob lems 
re la ted  to  ag ing .  Over  the  years  I  have become o lder  
wh i le  t ry ing to  f ind  out  what  the  prob lems were ,  but  
I  am qu i te  ac t i ve  phys ica l l y ,  soc ia l l y  and 
academica l l y  in  numerous  ways .  I  was  le f t  in  
confus ion .  I t  fe l t  somehow 



 12  pn12  

embar rass ing .  I  d id  not  make up the d iagnos i s .  Whi le  
I  had to  pay  fo r  t ranspor ta t ion and the  hote l  fo r  the  
t r ip  f rom Tu lsa  to  San Franc i sco ,  NIH footed the b i l l  
i n  Bethesda.  I  sent  a l l  my med ica l  records ,  MRIs  and 
o ther  tes t  resu l t s  to  Bethesda ,  inc lud ing those  f rom 
Johns Hopk ins .  I  wou ld  not  purpose ly  have  taken up 
the i r  t ime and resources  had I  not  been d iagnosed 
w i th  PLS a t  Johns  Hopk ins .  I t  i s  confus ing  to  fami ly  
and f r i ends  as  we l l  as  those who w ish to  be he lp fu l .  

I  know that  ne i ther  S jogren ' s  nor  PLS have a  cure .  
In  some ways  noth ing  i s  changed.  My symptoms tha t  
appeared to  be  PLS remain .  The med ica l  f i e ld  i s  s t i l l  
de termin ing  what  tes t ing  c lear l y  demonst ra tes  PLS 
and S jogren ' s .  Meanwhi le ,  perhaps  we need a  sect ion 
for  research o f  symptoms tha t  don ' t  f i t  cur rent  
tes t ing .  

My Road to Become an SPF 
Ambassador 
By Tara  Ames ,  HSP unknown var iant  



 

My name i s  Tara  and I  am 46 years  o ld .  I  l i ve  in  
Canada,  about  an hour  away f rom Vancouver  and I  
have HSP though i t ' s  an  unknown var iant  o f  type  4 .  I  
began to  show symptoms around the  age o f  35 .  HSP 
runs  s t rong in  my fami ly .  I  am the  f i r s t  in  my 
genera t ion to  show symptoms,  however  some cous ins  
have been ask ing  a  lo t  o f  ques t ions  la te ly .  My 

mom had i t  as  d id  s ix  o f  her  s ib l ings  and the i r  
fa ther .  

In i t ia l l y  upon d iagnos i s  I  was  k ind  o f  back  and for th  
w i th  suppor t  g roups .  I  even turned o f f  my 
not i f i ca t ions  for  months  to  avo id  see ing  posts  
because ,  hones t ly ,  they  scared me!  A  LOT! !  I  a lways  
knew there  was a  chance  I  wou ld  inher i t  th i s ,  but  I  
jus t  b locked i t  out  as  a  cop ing  mechan ism.  



My f i r s t  v i s ib le  symptoms s ta r ted w i th  my ga i t .  I  
d idn ' t  even not i ce  i t ,  but  my f r iend who I  hadn ' t  
seen for  a  long t ime ment ioned i t  to  me.  S low ly  my 
ga i t  d i s turbance progressed.  My fee t  s ta r ted to  drag;  
I  wou ld  s tub  my toes  a  lo t .  I  not i ced  when I  was 
s t ressed or  anx ious ,  my wa lk ing wou ld  be  d i f fe rent ,  
maybe r ig id .  I  then s ta r ted to  have  musc le  spasms 
which  a l so  inc reased in  f requency .  Somet imes my 
legs  wou ld  jus t  g ive  out  and bas ica l l y  co l lapse .  Then 
I  s lowly  los t  the  fee l ing  in  my legs .  The fa r ther  down 
I  go towards  the  foot  a rea  the  less  fee l ing  I  have 
there .  I  a lways  have co ld  ex t remi t ies .  When i t  i s  
co ld ,  I  f ind  i t  i s  much harder  to  wa lk  because my 
s t i f fness  inc reases .  I  f ind  my le f t  leg  to  be weaker  
than my r ight .  I  s tumble  a  lo t  and have to  hang on 
to  my husband 's  a rm for  ba lance and I  have had a  
few fa l l s .  My legs  are  very  r ig id  and sore ,  more so  in  
the  even ing .  I  f ind  s t re tch ing  them before  I  s leep 
he lps  a  b i t .  I  have  had depress ion on and o f f  
because  o f  th i s  d i sease .  Somedays  I  am s t ronger  
than on o ther  days .  

I  wou ld  l i ke ly  s t i l l  be  b lock ing  out  th i s  d iagnos i s  i f  
we weren ' t  a t  the  po in t  we are  now wi th  sc ience .  
Before  w i th  th i s  d iagnos i s ,  not  much was known,  i f  



anyth ing,  and you jus t  had to  accept  i t  and l i ve  your  
l i fe  the  best  you cou ld .  

I  s t rong ly  be l i eve  th ings  are  d i f fe rent  today and 
there  IS  f ina l l y  hope!  There  are  many researchers  
work ing  on gene therapy and CRISPR fo r  a  var ie ty  o f  
ra re  genet i c  d i seases  and,  thanks  to  the  SP 
Foundat ion,  there  are  a  few work ing  on gene ed i t ing  
for  HSP and are  funded by  SPF research grants .  

Now I  am at  the  po in t  in  my journey where  I  want  to  
take on a  d i f fe rent  ro le  and get  more  invo lved and 
make a  d i f fe rence .  The k ids  are  now grown up and in  
Un ivers i ty  wh ich  a l lows  me more  t ime-so  here  we 
are !  

I  am very  happy to  say  tha t  I 'm tak ing on the  ro le  o f  
SPF Ambassador  fo r  Br i t i sh  Co lumbia  and 
Saskatchewan.  I  l ook  fo rward  to  get t ing to  know 
each o f  you and I  encourage you to  reach out  to  me 
a t  Tara .ames@yahoo.ca  or  (604)  908-6869 shou ld  
you have any ques t ions .  I  w i l l  be  lea rn ing  as  I  go ,  
but  have some v i s ions  in  mind .  I  wou ld  l i ke  to  ho ld  
regu la r  ge t  togethers  so  we can keep connected ,  
share  our  s to r ies ,  w isdom and ideas  as  we nav iga te  
th i s  journey together .  

mailto:Tara.ames@yahoo.ca


The Lab Rat  Clause 

Soc ie ty  be l ieves  tha t  peop le  w i th  d i sab i l i t i es  cos t  
soc ie ty  too much and shou ld  be  e l im inated;  so  they  
k i l l  the  peop le  w i th  d i sab i l i t i es .  The ma in  Charac te r ,  
Ben,  has  d i sab i l i t i es  and faces  the  cha l l enges  put  
before  h im by th i s  cu l tu re  in  an e f fo r t  to  surv ive .  
Those in  charge o f  the  execut ions  are  mak ing  every  
e f fo r t  to  be sure  he  does  not  surv ive .  

 

Pah l  R i ce  has  HSP and i s  a  member  o f  the  SPF.  He 
wrote  the book based on some of  h i s  own 
exper iences  w i th  HSP.  The e-book i s  now ava i lab le  
on Amazon a t  a  very  reasonab le  pr i ce .  
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LIVING WITH HSP/PLS 
Problems with Your Bladder? 
By Ann Darrah 

I  have  HSP,  SPG4.  Look ing back ,  I  th ink  I  had 
symptoms of  HSP fo r  years ,  but  I  had no idea  tha t  
the  symptoms were h in ts  o f  what  was  to  come.  At  
a round 50 years  o ld ,  the  t r ipp ing s ta r ted and I  
s ta r ted  hav ing  t roub le  l i f t ing  my legs  to  wa lk .  In  my 
50 's  the  b ladder  p rob lems k i cked in ,  the  immedia te  
urgency  to  go the  bathroom, and the  inab i l i t y  to  get  
to  a  ba throom qu ick  enough.  The add i t iona l  p rob lem,  
o f  ge t t ing up four  t imes  dur ing  the  n ight  to  go to  the  
bathroom,  and then hav ing a  sma l l  amount  o f  ur ine  
come out .  

I  went  to  a  b ladder  doctor  and he  sugges ted  the  
In te rs t im,  an e lec t ron ic  b ladder  s t imula tor ,  wh ich  I  
got .  I t  rea l l y  d idn ' t  he lp  me and i t  caused my legs  to  
c ramp whi le  s leep ing.  I  eventua l l y  jus t  tu rned i t  o f f .  

When I  cou ld  see tha t  the  Inte rs t im wasn ' t  go ing  to  
he lp  me and I  was  a t  the  end o f  my rope as  fa r  as  
f i x ing my b ladder  prob lems,  I  s ta r ted more  research .  



There  are  phys i ca l  therap is ts  tha t  spec ia l i ze  in  
b ladder  i ssues .  Men and women have b ladder  i s sues  
and I  saw both  men and women in  the o f f i ce  tha t  I  
went  to .  

What  I  l ea rned in  the  o f f i ce  made a  huge d i f fe rence  
in  my l i f e  and I  hope you wi l l  ge t  the  same benef i t s  
tha t  I  have.  Trad i t iona l l y ,  doc tors  say to  do Kege ls ,  
but  i f  you a re  not  do ing  them r ight ,  they  are  do ing  
more  harm than good.  I  was  to ld  tha t  a  musc le  tha t  
suppor ts  the  pe lv i s ,  the  t ransverse  abdomin is ,  needs  
to  be engaged whi le  do ing the  Kege l .  The t ransverse  
abdomin i s  suppor ts  the  b ladder .  Exp lanat ion:  

1 .  Lay  down on the  f loor  w i th  your  knees  bent  and 
fee t  f la t  on the f loor ,  you might  need a  f la t  
p i l l ow under  your  head.  

2 .  Take  a  deep breath  o f  a i r ,  fee l  your  s tomach f i l l  
up  w i th  a i r .  

3 .  B low out  the  a i r ,  and push your  lower  back  in to  
the  f loor .  Whi le  the  back  musc les  a re  pushed 
in to  the  f loor ,  use  the  musc les  tha t  s top  ur ine  
f low.  In  o ther  words ,  a  Kege l .  I 'm not  sure  
what  te rm i s  used for  a  man,  but  women are  
probab ly  a l l  fami l i a r  w i th  the  term Kege l .  



4.  Ho ld  the  Kege l  fo r  a  count  o f  6 ,  re lease  and go 
through the  ent i re  p rocess  aga in .  I f  you can ' t  
ho ld  fo r  6 ,  then do 1  or  2 ,  then t ry  i t  aga in .  

5 .  I t ' s  rea l l y  hard  a t  f i r s t ,  but  rea l l y  th ink  about  i t ,  
a f te r  you do i t ,  i t ' s  eas ie r  the  nex t  t ime.  

6 .  S tar t  by  ho ld ing  the  musc le  for  a  count  o f  6 ,  then 
work up to  ho ld ing  for  20 .  Then ho ld  for  a  
count  o f  20 ,  10 t imes .  

7 .  I f  you have t roub le  get t ing  the  musc les  to  
engage,  go  to  a  phys i ca l  therap is t ,  they have 
e lec t ron ic  dev i ces  tha t  can get  your  musc les  to  
wake up .  I  wou ld  ca l l  and ask  ques t ions  before  
I  make an appo in tment ,  th i s  i s  not  jus t  any  
phys ica l  therap i s t ,  th i s  o f f i ce  spec ia l i zes  in  the  
pe lv i s  and b ladder  prob lems.  

I  hope th i s  he lps  you as  much as  i t  has  he lped me.  
My b ladder  i s  not  per fec t ,  but  I  can s leep a l l  n ight  
w i thout  get t ing up and a l though I  don ' t  l eave the  
house w i thout  a  pad,  my b ladder  funct ion has  grea t l y  
improved.  There  are  more  exerc i ses  to  he lp  the  
b ladder ,  but  th i s  musc le  i s  the  ma in  one to  s ta r t  
w i th .  I  wou ld  be  happy to  send the  o ther  exerc i ses  
tha t  I  was  g iven.  But  jus t  do ing  these has  he lped 
me.  I f  you have any ques t ions ,  my name i s  Ann,  
madann@front ie r . com.  

mailto:madann@frontier.com


Bridge to Sleep 
By Michae l  I sber ,  HSP SPG7 

I  was d iagnosed over  s ix  years  ago wi th  HSP SPG7.  I  
am 64 and I 'm to ld  i t ' s  expected tha t  I  can be up 
two or  three  t imes  a  n ight  to  ur ina te  wh ich  i s  
p robab ly  due to  an en la rged pros ta te .  I  don ' t  expect  
th i s  i s  due to  HSP as  o ther  men over  60 have s im i la r  
symptoms.  However ,  ge t t ing up and wa lk ing to  the 
washroom whi le  my body i s  s t i l l  ha l f  as leep can be 
precar ious .  I  have  been get t ing up a t  n ight  fo r  the  
las t  few years  wh ich  i s  ge t t ing tougher  as  wa lk ing i s  
more  laboured.  

I  had v i s i ted  a  Naturopath about  two years  ago who 
had recommended a  natura l  supp lement  ca l l ed  Uro-
Pro  tha t  was  qu i te  he lp fu l  in  reduc ing the  symptoms 
o f  ge t t ing up and mak ing for  shor te r  v i s i t s  to  the  
john.  I t  can take  my body a  coup le  o f  minutes  to  
wake up and s tar t  “go ing” .  The on ly  p rob lem I  rea l l y  
have w i th  th i s  i s  tha t  I  may not  get  back  to  s leep 
a f te r  a  4  a .m.  r i s ing wh ich  makes  for  a  shor t  s leep 
and a  t i red day  a f te r .  My wa lk ing i s  qu i te  a  b i t  worse  
when I  am t i red .  



I  added br idge exerc i ses  in to  my da i l y  rout ine  a  
coup le  o f  months  ago:  my back  on the  f loor ,  knees  
up and fee t  f la t  on  the  f loor ;  ra i se  h ips  up  so  
s t ra ight  body f rom shou lders  to  knees  and back  
down.  I  do  two or  three  se ts  o f  40 da i l y .  
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Surpr i s ing ly ,  I  most l y  don ' t  ge t  up  through the  n ight  
much anymore and when I  do ,  i t  i s  on ly  once.  My 
water  consumpt ion i s  the  same and there  a re  no  
o ther  changes  tha t  might  account  fo r  th i s  
improvement .  I  asked my therap i s t  i f  th i s  change 
might  be  due to  the  br idge exerc i se  and she 
commented tha t  the  br idge exerc i se  was  probab ly  
s t rengthen ing the  musc les  a round the pros ta te .  I  
had s ta r ted do ing  br idges  to  he lp  s t rengthen my 
g lu tes ,  but  th i s  was  an added benef i t .  And now my 
s leep i s  much bet te r !  

Winter Walking Aids 
By Jeremy H ines ,  HSP SPG7 

I  was d iagnosed in  Ju ly  o f  2018 w i th  HSP SPG7.  I  
began hav ing  symptoms in  2005 in  a  less  severe  
form.  I  had a  l imp in  my ga i t  and I  fe l l  once every  



month or  so .  The symptoms mani fes ted  in  my 
everyday ga i t  in  2014.  I  saw many d i f fe rent  doctors ,  
a l l  sor t s  o f  doc tors ,  a long the  way to  a  d iagnos i s .  I  
wou ld  be  d iagnosed by one spec ia l i s t  and then 
another  spec ia l i s t  o r  tes t  wou ld  re fu te  tha t  
d iagnos i s .  I  had been d iagnosed w i th  MS,  ALS,  and 
Leukemia .  Suman Jayadev,  M.D. ,  a  board-cer t i f i ed  
neuro log i s t  a t  the  Un ivers i ty  o f  Wash ington ' s  Med ica l  
Center ' s  Neuro logy C l in i c ,  made my HSP d iagnos i s  
and i s  my cur rent  phys i c ian fo r  HSP.  I  see her  once  
per  year .  

I  l i ve  in  Yak ima Wash ington,  about  2 .5  hours  f rom 
Seat t le .  We have i ce  and snow; i t  averages  about  2  
fee t  o f  snow per  year  here .  Yak ima i s  on the eas t  
s ide  o f  the  Cascade mounta in  range tha t  rough ly  
d iv ides  our  s ta te  in  ha l f .  The eas tern  ha l f  o f  the  
s ta te  i s  a  deser t  w i th  ro l l i ng  h i l l s  w i th  sage brush fo r  
the  most  par t .  The h i l l s  have  green cheat  grass  in  
Apr i l  and ear ly  May,  but  a re  brown and dry  by  June .  



 

I  found these  Snowboot  Crutch  T ips  ( for  I ce  and 
Snow) on Amazon and they work we l l  on  i ce  and 
snow ( they  do wear  out  a f te r  a  wh i le ) .  They a l so  
he lp  g ive  my cus tom wa lk ing  s t i ck  (as  i t  uses  a  cane 
t ip)  good t rac t ion in  w in te r  weather .  Be sure  to  take  
them of f  your  cane t ip  once you get  ins ide  as  they  
a re  very  s l i ck  on t i l e  and o ther  so l id  sur faces  ( they  
a re  a l r ight  on carpet) .  

Go to  the fo l l ow ing webs i te  to  purchase these  
d i rec t l y  f rom the manufac turer :  h t tps : / /yakt rax .  
imp lus .com/products / t rac t ion/ .  You can a l so  buy 
these f rom Amazon for  $5  to  $10 less  than the  MSRP 
pr i ces  shown above .  

https://yaktrax/


 

I  keep a  set  o f  yakt rax  under  the  seat  in  my t ruck 
and a  se t  by  my door  a t  my house  as  they  g ive  me 
bet ter  t rac t ion w i th  my regu la r  shoes .  I  have used 
the  Walk  and Pro  vers ions  o f  the  yakt rax  and both  
work we l l .  The  Pro  vers ion  s tays  on your  fee t  be t ter  
i f  you are  us ing  a  snow shove l  o r  a  snowblower  or  i f  
you are  go ing  to  be do ing a  lo t  o f  wa lk ing  outdoors .  
However ,  the  Walk  vers ion i s  eas ie r  to  s l i de  on an 
o f f  your  feet  as  they  don ' t  have a  s t rap.  

[Remember ,  i f  you buy f rom Amazon,  don ' t  fo rget  
to  use  AmazonSmi le  and Amazon wi l l  make a  
donat ion to  SPF based on the  va lue  o f  your  
purchases .  Ed i to r ] .  

  



Magnetic Buttons  
By J im Brewi ,  PLS 

My daughter  bought  me these  adapt ive  sh i r t s  fo r  
Chr i s tmas  and I  love  them,  so  I  thought  I 'd  share .  
They use magnets  under  the but tons  and were  easy  
for  me to  put  on!  

The manufac turer  i s  Magna I  C l i ck ,  
www.magnac l i ck .com 

 

QR Code for  Ease of  Donations!  

Us ing your  smar t -phone,  scan th i s  qu i ck  response 
(QR)  code as  a  conven ient  too l  fo r  submi t t ing  
donat ions  to  the  Spas t i c  Parap leg ia  Foundat ion .  
Scan i t  w i th  your  smar tphone and a  QR reader  app 
and i t  w i l l  go  s t ra ight  to  our  donate  page.  Your  

http://www.magnaclick.com/


cont r ibut ion  a l lows for  med ica l  research o f  
Hered i ta ry  Spas t i c  Parap leg ia  (HSP)  and Pr imary  
La tera l  Sc le ros i s  (PLS) ,  together  we are  
#hspandp ls .  
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FUNDRAISERS 
Annual SPF Fundraiser, Mt. Kisco, NY 
By Ann Mar ie  Lak in ,  HSP SPG7 

 



On October  18,  2019 I  o rgan i zed  and hos ted my 
annua l  SPF fundra i se r  in  Mt .  K i sco ,  NY.  The event  
was we l l  a t tended-over  75 peop le  came to  the  
fundra i se r  th i s  year .  A  lo t  o f  f r iends  and fami ly  
a t tended as  we l l  as  fe l l ow SPF members .  D inner  was  
pot  luck  and we had a  grea t  var ie ty  o f  food f rom 
ch i l i  and lasagna to  brownies  and homemade cook ies  
for  desser t .  

Enter ta inment  was  prov ided by  two bands who were  
te r r i f i c  and had us  danc ing and s ing ing a long wi th  
them.  The f i r s t  band we heard  f rom was  Gray  
Mat ters .  They sang a  lo t  o f  o ld ies  and w i th  f i ve  
members  had some great  harmon ies .  

When Gray  Mat ters  f in i shed the i r  ac t ,  I  we lcomed 
everyone and spoke about  how much money th i s  
event  has  ra i sed for  research over  the  years .  S ince  I  
s ta r ted  hav ing  fundra i se rs  in  2008,  approx imate ly  
$13,000 has  been ra i sed a t  the  event ,  exc lud ing  
donat ions  tha t  were  ma i led  to  me separa te ly .  One of  
the  ways  I  announce the  fundra i se r  i s  to  emai l  a  
l e t te r  to  fami ly  and f r iends  descr ib ing  the  event  and 
exp la in ing what  HSP and PLS a re .  I  a l so  d i rec ted  
them to  the SPF webs i te  for  add i t iona l  in fo rmat ion  
on these two rare  d i seases .  



I  then ta lked about  some of  the  research tha t  has  
been done.  Through research many gene muta t ions  
caus ing  HSP have now been ident i f i ed  as  we l l  as  a  
gene respons ib le  fo r  PLS .  My bro ther - in- law,  who 
does  research a t  the  Un ivers i ty  o f  Pennsy lvan ia ,  to ld  
me how impor tant  i t  i s  to  have  fundra i se rs  for  
research .  The reason tha t  fundra i se rs  a re  so  
impor tant  i s  research i s  very  expens ive .  Every  do l la r  
ra i sed i s  needed to  move research fo r  HSP and PLS 
forward  and br ing  us  c loser  to  the cures .  He a l so  
to ld  me,  “Do ing s tandard exper iments  on any 
par t i cu la r  day ,  can cos t  $1 ,000/day or  more  and as  
much as  $240,000/year .  There  a re  o ther  expenses  
such as  DNA ana lyses  to  look  fo r  muta t ions ,  cos t ing  
approx imate ly  $750/sample ,  and p i c tures  to  a rch ive  
data  cos t ing  about  $300/hr .  Sc ient i f i c  research i s  
qu i te  cos t l y ;  there fore ,  fundra i se rs  a re  impor tant  to  
move the  sc ience  forward . ”  

A f te r  tha t ,  we heard  f rom the  next  band,  Beds ide  
Manor .  They were  a  rea l  rock  ‘n '  ro l l  band tha t  had 
us  mov ing and shak ing.  

We ra i sed over  $1 ,700 tha t  n ight .  I  asked peop le  to  
make a  $15 sugges ted donat ion a t  the  door  and I  
a l so  had a  number  o f  i tems fo r  a  s i l ent  auct ion.  



Loca l  vendors  donated g i f t  ca rds  or  i tems I  cou ld  use 
for  the  auct ion.  I  am a lways  surpr i sed a t  the  
generous  response  I  ge t  f rom the d i f fe rent  s to res .  
Peop le  a re  so  he lp fu l  and anx ious  to  cont r ibute .  

I t  was  a  fun even ing.  Not  on ly  d id  I  ra i se  a t  leas t  
$1 ,700 tha t  n ight  but  I  a l so  ra i sed another  coup le  
thousand in  ma i led  donat ions .  In  to ta l ,  over  $3 ,000 
was ra i sed for  research .  When peop le  heard I  was  
hav ing  a  fundra i se r ,  they  o f ten wanted to  make a  
donat ion even though they  cou ldn ' t  a t tend the  event .  

I f  you are  cons ider ing hav ing  an SPF fundra i se r  o f  
some sor t ,  I  rea l l y  encourage you to  do so .  Someone 
once  asked me how mine  s ta r ted.  I  rep l i ed  tha t  I  had 
wanted to  par t i c ipa te  in  a  fundra i se r ,  but  there  were  
none nearby  so  I  s ta r ted my own.  I t  takes  very  l i t t l e  
e f fo r t  to  have  a  fundra i se r .  So  many peop le  a re  
w i l l i ng  to  he lp  and,  l i ke  I  sa id  be fore ,  fundra i se rs  
a re  very  impor tant  because  research i s  so  expens ive .  
I  know one day we wi l l  f i nd  cures  fo r  HSP and PLS 
and I  am g lad I  am mak ing a  cont r ibut ion .  
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The Rosella Vigliotta Golf 
Tournament, July 26, 2019   

By  Mered i th  Gat tuso ,  PLS 



 

The 9th  annua l  Rose l la  V ig l i o t ta  Go l f  Tournament  
took  p lace  on Fr iday,  Ju ly  26 ,  2019.  Every  year  we 
ho ld  the  tournament  a t  the  Rock H i l l  Go l f  and 
Country  C lub  in  Manorv i l l e ,  New York  on Long Is land.  
Th i s  year  we had 85 go l fe rs  par t i c ipa te  and 100 
add i t iona l  peop le  came for  the  d inner  and ra f f les .  
Each year  the  tournament  becomes a  b igger  success  
and we are  ab le  to  make a  grea ter  donat ion to  SPF.  
In  pas t  years  we sent  our  donat ions  to  the  
Foundat ion under  my cous in ' s  name;  however ,  th i s  
year  i t  was  sent  under  the  tournament ' s  name.  

Rose l la  V ig l i o t ta  i s  my paterna l  g randmother .  She 
passed away in  2009.  Grandma was an incred ib le  
person.  A  mother  o f  seven ch i ld ren ,  she  a l so  found 
t ime to  vo lunteer  a t  the  loca l  hosp i ta l  and w i th  her  
church .  She had a  wonder fu l  sense  o f  humor  and was 
known fo r  her  k indness  and generos i ty  as  we l l  as  her  
lov ing sp i r i t .  



My aunt  and her  daughter  were  look ing fo r  a  way to  
honor  Grandma 's  memory  by  he lp ing someone in  
need.  Wi th  med ica l  b i l l s  to  t rea t  my PLS and cos ts  
for  the  equ ipment  and t ranspor ta t ion to  keep me 
mob i le ,  my fami ly  was hav ing  a  very  rough t ime 
f inanc ia l l y .  When my aunt  and cous in  approached me 
and my husband and the  res t  o f  my s ib l ings  to  
propose  the  fundra i s ing  tournament  to  he lp  us  and 
to  ra i se  money fo r  the  Spast i c  Parap leg ia  
Foundat ion,  i t  was  an answer  to  our  prayers .  

My grandmother  cont inues  to  insp i re  generos i ty  and 
love .  Th i s  year ,  in  add i t ion to  ra i s ing money for  my 
fami ly ,  we donated $8,500 to  the  SPF and were  ab le  
to  g ive  more  than $1 ,200 to  a  loca l  fami l y  in  need o f  
a  van to  t ranspor t  the i r  whee lcha i r  dependent  son.  
We are  a lways  on the lookout  fo r  ways  to  prov ide  
hope and to  he lp  o thers .  That ' s  why we ca l l  our  
tournament  The Rose l la  V ig l i o t ta  “Hope in  One”  
Tournament .  

Mered i th  Gat tuso was d iagnosed wi th  PLS near ly  16 
years  ago a t  the  age o f  33 .  Wi th in  6-8  months  her  
symptoms had progressed enough tha t  she was 
forced to  s tep away f rom a job she  loved,  as  an a ide  



fo r  d i sab led  ch i ld ren in  preschoo l  and k indergar ten 
c lass rooms.  

 

Dropping 
I  d rop th ings  qu i te  o f ten tha t ' s  jus t  what  I  do  
The top scoop o f  i ce  c ream fa l l s  r ight  on my shoe.  
My hands are  so  c lumsy and a  l i t t l e  b i t  weak  
So  grapes  in  my hands are  go ing  to  be f ree .  
Dev i led  eggs  are  the  dev i l  to  get  in  my mouth  
They ' l l  d rop to  the  f loor ing  w i thout  a  damn doubt .  
So  don ' t  hand me money i f  you owe me some change  
You ' l l  jus t  see some heads  ro l l ;  I ' l l  say  you ' re  to  

b lame.  
Hugh Fen lon 2019 

Time 
T ime i s  shor t ,  we need to  cher i sh  the  moments  

together  be fore  we d ie  
We need to  reach out  fo r  a  hand to  ho ld  on to  l i f e  



To a lways  have a  f r iend who can he lp  us  to  move 
upwards  and forward 

We need to  s tand together  as  one to  cher i sh  the 
moments  together  as  f r i ends  

That  i s  rea l l y  the  mean ing o f  t ime together  as  
f r i ends . . .  

Ka th leen K ien len,  2007 

Kath leen i s  Ann Mar ie  Lak in ' s  s i s te r .  She recent l y  
passed away in  January  f rom cancer  a t  the  age o f  
50 .  Ka th leen had HSP SPG7 and Down syndrome.  
Even w i th  these ,  she worked 5  days  a  week for  32 
years  a t  the  Ph i lade lph ia  Navy Yard .  
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CONNECTIONS 
SPFIllinois Connection, October 26th, 
2019 
By Hank Ch iupp i ,  PLS ,  SPF Board Member ,  SPF Co-
Ambassador  fo r  I l l i no i s  

Brav ing  the  coo le r  weather ,  we had 29 par t i c ipants  
come f rom a l l  a round the  Ch icago a rea  p lus  v i s i to rs  
f rom Rockford  and Paxton I l l i no i s .  We a l so  had a  
Wiscons in  s ta te  ambassador ,  Mary  Ann Inman,  and 



her  husband,  Tom Inman,  f rom C l in ton,  Wiscons in .  
Spec ia l  gues ts  were  Dr .  P .  Hande Ozd in le r ,  f rom 
Nor thwestern  Un ivers i ty  and her  f r i end,  Dr .  U lup inar ,  
P ro fessor  o f  Neuro logy and Neuroanatomy.  Add ing  to  
our  gues ts  was Deborah Rose  who i s  a  med ica l  
cand ida te  in  2020 s tudy ing Neuro logy a t  Loyo la  
Un ivers i ty .  I  met  her  through the G loba l  Genes  Rare  
Compass ion Pro jec t ,  
h t tps : / /g loba lgenes .org/compass ion/ .  Th i s  p ro jec t  
matches  med ica l  s tudents  w i th  ra re  d i sease  pat ients .  
By  do ing th i s ,  med ica l  s tudents  have an oppor tun i ty  
to  learn  f i r s thand about  d iagnos i s  as  we l l  as  the  
un ique cha l l enges  faced by  pat ients  every  day  and 
the  means  to  connect  w i th  the  ra re  d i sease 
communi ty .  S id  C la rk ,  my co-ambassador  and good 
f r i end fo r  many years ,  was  miss ing  due to  be ing  in  
rehab a f te r  surgery .  

The group d i scussed a  number  o f  top i cs  inc lud ing,  
fa l l s ,  CBD o i l  and cannab is ,  cur rent  TV shows tha t  
por t ray  pa t ients  seek ing  a  d iagnos i s ,  ways  to  dea l  
w i th  pa in ,  and med ica t ions .  We a l so  ta lked  about  
s ta te  programs tha t  might  he lp  peop le  w i th  
d i sab i l i t i es .  Above a l l  we had a  good t ime wi th  
pos i t i ve  energy in  the  room shar ing  thoughts  and 
sugges t ions .  

https://globalgenes.org/compassion/


Dr.  Ozd in le r  to ld  us  about  her  research which  i s  
focus ing  on upper  motor  neurons  because she  fee l s  
they  a re  the  key to  a  number  o f  neuro log i ca l  
d i seases .  Upper  motor  neurons  are  respons ib le  for  
vo lunta ry  movement .  She i s  a l so  co l l abora t ing  w i th  
Dr  F ink  f rom the Un ivers i ty  o f  M ich igan.  

 

A t tend ing  were  8  HSPers ,  6  PLSers ,  12 careg ivers  
and 3  guests .  

Making Connections in Ohio 
By Pamela  Jordan Hand ley ,  HSP SPG7,  SPF Oh io  
S ta te  Co-Ambassador  



 

Autumn ra in  d idn ' t  dampen sp i r t s  as  23  Spas t i c  
Parap leg ia  Foundat ion (SPF)  members ,  HSP pat ients  
and gues ts  f rom a l l  over  the  s ta te  ga thered in  
September  in  Gahanna,  Oh io ,  a  suburb o f  Co lumbus .  
The occas ion was a  spec ia l  event  sponsored by  
neuro log i s t  Yasush i  K i sanuk i ,  M.D.  o f  The Oh io  S ta te  
Un ivers i ty  Wexner  Med ica l  Center  and co-sponsored 
by  SPF Oh io  S ta te  Ambassador  Pame la  Jordan 
Hand ley .  For  some a t tendees ,  the  ha l f -day  event  was  
the  f i r s t  t ime they  connected w i th  o ther  HSPers .  For  
o thers ,  i t  was  an oppor tun i ty  to  keep the  
conversa t ion  go ing  a f te r  a t tend ing  the  SPF Annua l  
Conference in  San Anton io .  For  a l l ,  i t  was  a  
we lcomed oppor tun i ty  for  shar ing and suppor t .  

In  h i s  open ing comments ,  Dr .  K i sanuk i  thanked h i s  
pa t ients  and the  SPF fo r  be ing  dr i v ing  forces  beh ind 
the  day ' s  event -add ing  tha t  the i r  quest ions  and 



areas  o f  in te res t  he lped shape the  agenda.  An ear l y  
h igh l ight  o f  the  agenda was  Sara  R i smi l l e r ,  PT ,  MPT,  
NCS,  a  board-cer t i f i ed  Phys ica l  Therap i s t  spec ia l i z ing  
in  Neuro log i c  and Or thoped ic  Rehab i l i ta t ion a t  
Wexner  Med ica l  Center .  Ms .  R i smi l l e r  d i scussed the  
impor tance o f  a  da i l y  s t re tch ing program for  
manag ing spas t i c i ty .  She a l so  o f fe red t ips  fo r  a  
success fu l  exerc i se  program,  inc lud ing:  

•  Do an exerc i se  or  ac t i v i ty  tha t  you enjoy ,  whether  
i t ' s  water  aerob ics ,  cha i r  yoga or  a  home 
exerc i se  program.  

•  En l i s t  a  buddy to  keep you mot iva ted.  I t ' s  harder  
to  sk ip  exerc i s ing  when someone i s  count ing on 
you to  be there  w i th  them. 

•  Remove bar r ie rs  tha t  keep you f rom exerc i s ing .  
S t rapped fo r  t ime? S ta r t  w i th  f i ve  or  ten  
minutes  o f  ac t i v i ty  a t  a  t ime and bu i ld  up to  a t  
l eas t  150 minutes  a  week.  

•  Make “SAM” your  bes t  f r i end when set t ing exerc i se  
goa l s :  Spec i f i c ,  Ach ievab le  and Measurab le  
goa l s  a re  the  keys  to  success .  

Another  a rea  o f  in te res t  was  choos ing ass i s t i ve  
mob i l i t y  dev i ces .  Ms.  R i smi l l e r  emphas i zed tha t  
d i f fe rent  s i tua t ions  may ca l l  fo r  d i f fe rent  dev i ces .  
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What  works  fo r  ge t t ing around the  house  might  not  
be enough for  get t ing a round the  communi ty .  There  
a re  many “ too l s  in  the  too lbox”  w i th  ambula tory  
a ides  such as  canes ,  c ru tches ,  ro l l a to rs  and wa lk ing  
s t i cks  and mob i l i t y  dev i ces  such as  manua l  and 
e lec t r i c  whee lcha i r s ,  scooters  and o ther  power-
dr i ven mob i l i t y  dev i ces  (OPDMD).  Choos ing  the  r ight  
too l  fo r  the  r ight  ac t i v i ty  can have a  pos i t i ve  impact  
on da i l y  l i v ing .  

By  the  t ime the  group sp l i t  in to  breakout  sess ions ,  
conversa t ions  were  in  fu l l  sw ing!  There  were  so  
many s to r ies ,  bes t  p ract i ces  and ques t ions  to  share ,  
the  sess ions  las ted near ly  tw ice  as  long as  expected-



and probab ly  cou ld  have  gone longer  except  fo r  the  
lengthy  dr ives  home fac ing many o f  the  par t i c ipants .  

As  the  a f ternoon drew to  a  c lose ,  the  most  f requent  
comments  were:  “ I t  i s  so  reassur ing  to  meet  o thers  
who unders tand what  i t  i s  l i ke  l i v ing  w i th  HSP.  When 
can we get  together  aga in?”  In i t ia l  p lans  a re  
underway fo r  2020 events  in  Oh io ,  and ideas  fo r  
Oh io  loca t ions ,  top i cs  and act i v i t i es  a re  we lcome!  
Send your  sugges t ions  to  Pamela  Jordan Hand ley  a t  
jo rdanhand ley .pamela@gmai l . com.  

Ottawa Ontario Connection, October 
19, 2019 
By Ju l i e  Ann Samson,  SPF Ambassador-Ontar io ,  
Canada 

We had our  th i rd  Ot tawa connect ion on October  
19th.  Twe lve  peop le  a t tended and once aga in  we 
compared notes ,  every th ing  f rom our  doctors  to  our  
meds  and d i f fe rent  t rea tments .  We a l so  chat ted 
about  our  everyday l i ves  and the  t rave l ing some of  
us  have  been do ing.  We a l so  ta lked about  the  annua l  
conference tha t  was he ld  in  San Anton io  th i s  pas t  
June .  A l l  i n  a l l ,  everyone had a  grea t  t ime and we 've  
se t  the  next  ge t  together  for  Apr i l  25 ,  2020.  

mailto:jordanhandley.pamela@gmail.com


 

Sarasota, Florida Connection 
By Gene Lev in ,  PLS ,  SPF S ta te  Ambassador-West  FL  

 

I  hos ted an SPF meet ing  for  the  west  coas t  o f  
F lo r ida  members  on Wednesday,  November  13,  2019.  
Four  members  and one spouse f rom the  Sarasota  
a rea  met  fo r  lunch to  share  and learn  f rom each 
o ther ' s  exper iences .  Of  the  four ,  one  used a  cane or  
her  husband 's  a rm,  one a  ro l l a to r ,  one  a  wa lker  and 
one a  scooter .  



We each took  some t ime to  share  par ts  o f  our  l i ves  
before  and a f te r  d iagnos i s .  The names o f  meds  
cur rent l y  be ing  taken or  that  had been prev ious ly  
used inc luded Va l ium,  Tramado l ,  Bac lo fen ,  CBD a long 
w i th  supp lements  be l ieved to  be benef i c ia l .  
Ind iv idua l  resu l t s  were  ac tua l l y  a l l  over  the  p lace ,  
but  I  don ' t  reca l l  any  one med tha t  s tood out .  In  an 
e f fo r t  to  l im i t  o r  s top d i sease  progress ion ,  the  
fo l l ow ing act i v i t i es  a re  be ing used:  weed ing  the  
lawn,  work ing  out  a t  loca l  gyms,  sw imming,  
s t re tch ing,  e tc .  a re  in  p lay .  Be ing the most  l im i ted ,  I  
in tent l y  focus  on t rans fe r r ing ,  ge t t ing up when 
seated and v i sua l i za t ion .  

We spent  some t ime d i scuss ing the  search for  GOOD 
neuro log i s ts ,  wh ich  gene i s  the  “badd ie”  we dea l  
w i th ,  the  spec i f i c  HSP type,  s tud ies  known to  be 
underway or  get t ing spec i f i c  b loodwork done to  have  
more  deta i led  in fo rmat ion and to  add to  the  nat iona l  
reg i s t ry .  As  a  PLSer ,  my ent i re  focus  has  been on 
dea l ing  w i th  my cur rent  l im i ta t ions  so  I 'm ab le  to  
remain  as  ac t i ve  as  poss ib le ,  be  pos i t i ve  and not  be 
a  burden fo r  as  long as  poss ib le .  

B ruce and I  shared our  favorab le  resu l t s  f rom be ing  
for tunate  to  work  w i th  ALS and MDA centers .  Here  i s  



a summary o f  how I  was dea l t  w i th  a t  the  MDA 
center  I  a t tended in  Sarasota .  I ,  hav ing  PLS s ince  
1980,  met  w i th  my neuro log is t ,  who runs  the  center  
fo r  the  MDA,  about  3  t imes year ly .  A f te r  v i ta l s  a re  
taken by a  nurse ,  a  young paper -push ing  h igh schoo l  
s tudent  do ing  a  s tudy,  two breath ing spec ia l i s t s  who 
d id  a  pu lmonary  funct ion  tes t  and reminded me of  
the  impor tance o f  us ing  my cough suppressant  
dev i ce ,  a  soc ia l  rep w i th  MDA to  make sugges t ions  or  
what  needs  I  might  have  and then my neuro log i s t  fo r  
a  d i scuss ion and Q & A sess ion .  The ent i re  v i s i t  
takes  1 .5  to  2  hours ,  somet imes longer .  

B ruce was  s im i la r l y  impressed by the spec ia l i zed  
a t tent ion g iven by  the ALS C l in i c  a t  USF Tampa,  
where  opt ions  and a l te rnat i ves  were  d i scussed ,  
inc lud ing gene tes t ing and Botox  in jec t ions .  Be ing  a  
teach ing  hosp i ta l ,  he  got  two neuro log is t s '  op in ions  
for  the  pr i ce  o f  one!  

We a l so  had a  connect ion in  ear ly  January  and p lan  
to  have  another  one in  March .  
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