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Letter from the President

Dear Fr iend,

2021 is  we l l  upon us now and the re are lot s  o f  th ings
I  want  to share wi th you.  F i rs t  o f  a l l ,  I  wan t  to g i ve
a t r ibu te to an o l d f r iend o f  both myse l f  and SPF,
John S taeh le ,  whom we los t  f rom COVID las t  year .
Secondly ,  I  wan t  to g i ve you a run down on how the
goal s  of  ou r  Foundat ion are progress ing and g i ve you
prev iews  o f  our  upcoming  vi r tua l  Annua l  Confe rence
and Augus t 's  PLS  and  HSP Awareness  Week.

I  l i ved in  Da l las ,  Texas f rom 2007 to 2017.  Du r i ng
tha t  t ime John S taeh le was my SPF Nor th Texas
ambassador .  John and h is  wi f e  Caro l  went  to a huge
amount of  e f fo r t  to  arr ange and set  up meals  and
speakers  fo r  the  Nor th  Texas  SPF  soc ia l  connect ions .



For severa l  years  they we re he ld in  a n ice I ta l i an
res taurant  and  were  ve ry  we l l  rece ived .  John ,
however ,  kept  wan t ing to have more par t ic i pat i on
f rom h is  SPF communi ty .

So ,  he arr anged w i th a l oca l  church to use one of
the i r  meet ing rooms .  He asked people to each br ing
a d i sh fo r  a  pot luck lunch meet ing.  Some peopl e
brought  a  cassero le ;  o thers  brought  f r i ed  ch i cken,
dessert s  or  sof t  d r inks .  Th is  turned  out  to  be  a  great
idea and more people began par t ic i pat ing.  I
remember  the  many  g rea t  di scuss ions  tha t  un fo lded .

John had a remarkable ta lent  f or  be ing our  Synapse
ed ito r  s ince  2013 .  He  cons idered  Synapse  the  hear t
of  ou r  Foundat ion and s t rove to prov i de t ru l y  he lpfu l
and  en l ighten ing  in fo rmat ion  fo r  our  members .  He
was  ins trumenta l  and  pa t ien t  in  so l ic i t i ng  s to r i es
f rom both  our  membersh ip  and  sc ien t is t s  and  t i re less
in making sure every s tory was wr i t ten in  a ver y
readable and succ inc t  manner .

John was  asked  once  i f  he  used  the  Assoc ia ted  P ress
Sty lebook as h is  gu i de t o grammar,  s t y le  and usage
and he  answered,  “no .”  He  sa id  h i s  de f in i t i ve  source
was “Caro l ' s  St y le ,”  re fe rr ing to h is  wi fe  who t aught



Engl i sh and whose mastery of  grammar and
punctuat ion cou ld match any othe r  gu ide .  We thank
Caro l  and John 's  fami l y  f or  shar ing h im wi th us .
John ' s  e f for ts ,  th rough Synapse,  made people in  our
commun ity  fee l  tha t  they  were  no t  so  a lone  and  tha t
there  were  many  s teps  they  cou ld  take  to  improve

cont inued  on  page  3
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Pres ident 's  Le t te r  ( cont inued)

the i r  l i ves .  John was a car ing,  thoughtfu l ,  in te l l i gen t
and tho rough ind i v idua l  wi th a keen,  wry sense of
humor that  a l l  o f  us wi l l  great l y  m iss .

Ear l ie r  in  2020,  when COVID began changing the
wor ld in  more ways than any of  us cou ld ant ic i pate ,
we rea l i zed  that  the  in -person Annual  Conference
planned fo r  Nashv i l le ,  TN,  wou ld no t  be poss ib le .
Fortunate ly ,  Zoom techno logy  had  been deve loped,
so  we re luctan t l y  sw i tched  our  confe rence  to  a
V i r tual  Confe rence .  Zoom so ftware  and people  on  our
Board of  D i rec to rs ,  l i ke Norma Pru i t t  and Hank



Ch iuppi ,  a l l owed us  to  have  a  re la t ive l y  smooth
v ir tua l  con fe rence .

I  began the conference wi th an in t roduc to ry ta l k
wh ich I  wrote th in k ing I  would be speak ing l arge ly  to
people in  the Uni ted S ta tes.  I  soon rea l i zed that  my
perspect ive  was  fa r  too  l imi ted .  People  at tended
f rom over  16  count r ies  on  a lmost  every  cont inent  o f
the wor ld .  Our  2021 confe rence w i l l  be a s imi l ar
v i r tua l  event  in  June.  Watch your  emai l  fo r  upcoming
deta i ls .

As you probabl y  know, one o f  the majo r  goa ls  of  our
Foundat ion is  t o  suppor t  the wor ld 's  bes t  re search to
move us  c lose r  to  the  day  when we ach ieve  our
mis s ion o f  hav ing ind i v i dua ls  wi th HSP and PLS be
quick l y  d iagnosed,  t r ea ted and cured.  Th is  goa l  i s
coming more and more wi th in reach every year .  You
are a huge part  of  how we are reach ing th is  goa l .
Even  dur ing  these  cha l l eng ing  t imes ,  you  cont inue  to
make  a  pos i t ive  d i f fe rence  th rough your  generous
g i f t s .

As  COVID was  s t r i k ing  l as t  year  and  more  and  more
people we re becoming unemployed,  many on ou r  SPF
Board of  D i rec to rs  wondered i f  we we re go ing t o



need to  cur ta i l  our  research  goal s .  They  were  ve ry
worr i ed that  the progress of  ou r  re search m igh t  be
dras t ica l l y  s ta l led.

The  hearten ing  response  to  those  concerns  is  a  huge
tr ibu te to you ,  for  wh ich we a re ex treme ly thankfu l .
A l though the to ta l  numbe r of  donat ions dec reased
f rom 3,750 in  2019 to  3 ,442 in  2020 due to  the
pandemic ,  the amount o f  do l lars  ra ised inc reased by
9.9%. Fundra is ing e f fo r ts  garnered $947,438 in  2020
compared to  $888,986 in  2019.  The average donat ion
rose f rom $237 to  $275.  You rea l i zed what  was go ing
on and you came to  the  rescue .  Thank you so  much!
Our goa l  fo r  2021 is  to  reach a record tot a l  o f  one
mi l l ion do l la rs  r a ised.  Toge the r ,  I  am conf iden t  tha t
we can do i t .

We f in i shed  Rare  Di sease  Day  on  the  l as t  day  o f
February.  The goa l  o f  Rare Disease Day is  to
inc rease  pub l ic  awareness  o f  di seases  tha t  a f fec t
le ss  than 200,000 people wor ldwide.  The term “ rare



d isease”  can  be  mis in te rpre ted  by  the  genera l  pub l i c
to mean “ ins i gn i f i c ant .”  Noth ing cou ld be f ar ther
f rom the  t ruth .  There  a re  over  7,000  ra re  d i seases
af fe ct i ng a tot a l  o f  approx imate l y  30 m i l l ion
Amer icans and 300 mi l l i on people wor ldwide .  E i ghty
percent  o f  these  ra re  d i seases  have  an  ident i f ied
genet ic  o r ig in .  As  those  w ith  HSP o r  PLS  can  a t tes t ,
i t  can take an average o f  s ix  to e ight  years  fo r
someone w i th  a  rare  d i sease  to  obta in  an  accura te
d iagnos i s .  Thanks  to  events  such  as  Rare  D i sease
Day ,  we are  educa t ing  hea lth  pro fess iona ls ,
researchers ,  po l icy  makers  and  the  pub l ic  about
these  di seases  and  the  impac t  on  pa t ien ts '  l i ves .

Another  way  we ra ise  awareness  i s  th rough our
Annual  Repor t .  Over  the  nex t  few months  we ' l l  be
compi l i ng  repor ts  on  the  t remendous  p rogress  o f  the
research  we have  been funding.  Our  Sc ien t i f i c
Adv i so ry  Board  is  about  to  i s sue  the ir  exper t
gu idance to our  Board o f  D i rectors  on wh ich o f  the
most  recent  research  p roposa l s  we shou ld  support .
We are  fo r tunate  to  have  rece ived  a lmos t  doub le  the
number of  research p roposa ls  th is  year  and many
look ve ry promis ing.



The annua l  HSP and  PLS  Awareness  Week  w i l l  be
coming up August  22 to 28.  I t  i s  a  t ime in  wh ich a l l
o f  us  can  par t i c ipate  to  ra i se  g loba l  awareness  o f
two rare  d i seases  that  a re  l arge ly  unknown or
misunderstood by the gene ra l  pub l ic  and,  sad ly ,  even
by peop le in  the medica l  f ie ld .  Watch the SPF
webs i te  and upcoming c ommun icat ions fo r  i deas on
how you can  he lp  sp read  awareness  in  your  l ocal  and
s tate  communi t i es .

I  can on ly  c lose by say ing A GRAND THANK YOU to
you fo r  making  a l l  tha t  we do  poss ible .  You  a re  the
reason I  f ee l  so conf ident  that  people wi th PLS and
HSP w i l l  have  rea l  re l ie f  f rom the i r  symptoms in  the
next  5 to 10 years .  A lone we are r are .  TOGETHER WE
ARE STRONG!

S incere ly ,
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GENERAL INTEREST
Bon Voyage: 2020 in the Rearview
Mirror
By T ina Croghan ,  HSP SPG7,  SPF Boa rd Member

2020 was a year  f i l led wi th op t imism for  dea l ing wi th
my HSP but  f in i shed  w i th  some un imag inab le
chal lenges .

I  s ta r ted  my summer  w i th  F lexor  Tenotomy surgery
on  the  four  smal l  toes  o f  my le f t  foo t  to  re lease
them f rom the ir  “death  gr ip”  on  the  f loor  when I
walked.  That  went  so we l l ,  I  had Hal lux Tenotomy
su rge ry on my le f t  b ig t oe to re lease i t ,  too.
Eve ryth ing was go ing grea t ,  so I  had Ptos is  surgery
on my eye l i ds  to co rre ct  the i r  drooping and
impac t ing  my v is ion.  Aga in  I  was  hea l ing  qu i ck l y,  so
i t  was t ime to have an Ach i l le s  Tendon Lengthen ing
(ATL)  procedure  on  my le f t  l eg  to  g i ve  me more
dors i f le x ion [ab i l i ty  to  f lex the foo t ,  push ing the hee l
fo rward and pu l l ing the toes toward the body.  Ed.]
and he lp co rre ct  my foo t  d rop.



The toe su rge r ie s  were f ine bu t  I  had s i gn i f i can t
swel l ing wi th the ATL.  A f te r  be ing in  a boot  fo r  two
weeks,  my podi at r i s t  sa i d that  I  cou ld tenta t ive l y  t ry
we ight  bear ing on that  f oo t .  Wel l ,  a f te r  en joy ing a
wonderfu l  Satu rday wi th f r i ends and f ami ly
(outdoors ,  o f  course)  ce lebra t ing  my 60th  b i r thday
wi th  a  surpr ise  par ty ,  I  t r i ed  to  t rans fe r  f rom my
scoo te r  to my car .  I  fe l l  s t ra i ght  down and in jur ed
my ank le on the r i ght  foot .

Drats !

A t  the  t ime of  the  fa l l  I  wasn ' t  sure  i f  the  ank le  was
spra ined o r  broken,  so my husband T im took me
home and put  me to bed to g ive my ank le a res t .
Af ter  a  handfu l  o f  Adv i l  and a nap,  rea l i ty  reared i t s
ug ly  head.  Now 11:00 p.m. on a Satu rday n ight ,  in  a
lot  of  pa in and unable t o  bear  any we ight  on my legs
( remember  the  Ach i l le s  tendon was  s t i l l  hea l ing) ,  I
knew i t  was t ime to head to the Emergency Room.
S ince T im couldn ' t  l i f t /move me,  we ca l led for  an
ambu lance.  Af ter  ar r iv ing at  the ER ,  I  was faced w i th
exp la in ing about  my HSP and i t s  symptoms and
l imi tat ions to the staf f .  ( I 'm use to people no t
knowing about  HSP and hav ing to educate them on
the f ly ! )  Af ter  a  f ew X- rays ,  they pu t  a sp l int  on the



r igh t  ank le and a knee-h igh boo t  on the le f t  foot .  At
3 :00  a .m.  they  sent  me home.





A few hours  l a te r ,  as  the  sun  rose ,  I  needed to  use
the rest room. Hopping out  o f  bed,  more f i gurat i ve ly
than l i te ra l l y ,  I  headed to the bathroom w i th T im
ever  soooo g inger ly  push ing me on my ro l l a to r .  I  was
t rans fe r r ing f rom the se at  o f  my ro l la tor  to  the to i le t
when — double drats !  — I  fe l l  s t ra i ght  down aga in.
Th i s  t ime I  knew I 'd  broken the  r igh t  ank le ,  second
t ime but  in  a  di f fe ren t  spot .

There I  was on the f loo r  w i th T im unable to l i f t  me .  I
had to get  back to the bed so I  d id my bes t
“commando c raw l , ”  dragging  myse l f  the  15  fee t  to
safety .  A f te r  20 minute s and rug -burned e l bows,  I
made i t  to  the s ide of  the bed -  actua l l y ,  on the f loo r
nex t  to  the  bed.  In  a  few hours  my son  and
daughte r- in - l aw were due to come by,  so I  wai ted on
the f loor ,  comforte d by my serv ice dog Thunder ,
un t i l  they ar r ived and he lped T im l i f t  me onto the
bed.  Af te r  some ser ious f am i ly  negot iat ions and
rea l i z at ion that  I  needed to be admi t ted to the
hosp i ta l  fo r  a  m in imum of  three days in  order  to ge t
a se r ious amount o f  rehabi l i t a t ion,  the ambu lance
was ca l led aga in .

I t  was now midaf te rnoon and the ER exper ience was
the same: in form the day c rew o f  everyth ing,  take X -



rays and wai t .  They f ina l ly  agreed to admit  me but  i t
took  unt i l  10:00 p .m.  to  get  to  a  room.  Suf f i ce  i t  to
say ,  no one upst a i rs  knew abou t  HSP o r  any uppe r
nerve  d i sease ,  no t  even  the  doc to rs .  I  was
presc r ibed heavy narco t ic  pa ink i l le rs  (not  un t i l
Monday,  though) wh ich i ron ica l ly  d id noth ing fo r  the
excruc iat ing pa in.  D i d I  ment ion that  my surpr ise
b i r thday ce lebrat ion was at  a  w ine ry? Because I  to ld
the hosp i ta l  s taf f  tha t  my f a l l  happened in  the
winery par k ing lo t ,  I  was te sted and t reated l i ke a
per son who was inebr i ated ( I  wasn ' t . )  I t  d idn ' t  he lp
tha t  my speech is  s lur red due to HSP.  I  w i l l  never  be
so  hones t  aga in !  HSP can  rea l ly  compl i cate  th ings ,
wh ich is  why I ' ve learned to car ry  a s tac k of  SPF
“bus iness  cards”  tha t  d i sp lay  the  webs i te  address
and exp la in the SPF organ izat ion and HSP/PLS.



Thank you to Cas ie  and Sy lv i a  for  he l p ing me reach
and surpass  my goa l s .

(To pr in t  you r  own cards ,  go to www.sp-
foundat ion .org  and down load the  f i l e . )

Here ' s  another  po in t :  when you  ca l l  911,  they  te l l
you to pu t  a l l  your  medi cat i ons in  a  z ip- lock bag for
t ranspo r t ing to the hosp i ta l .  I  d id ,  and the hosp i ta l
prompt ly  loc ked them in my room safe.  I  had no
access  to  my dai l y  reg imen,  which  meant  that  soon
the  l eg  spasms and pa in  k i cked  in .  OH!  NO!  P lus ,
because  th i s  happened on  a  weekend,  I  had  to  wai t
un t i l  Monday morn ing fo r  the doc to r  on ca l l  t o  make
his  rounds and order  what  I  needed to get  back on
my regula r  medicat ion s chedu le .  Af te r  I  d id the
obl i gato ry three days in  hosp i ta l  number one,  I  was
happy to be o f f  to  inpat ient  rehabi l i ta t ion at  ho sp i ta l
number two.  Once the re ,  I  spen t  e igh t  days among
doc to rs  and nurses who f ina l l y  knew what  to do wi th
me, my HSP and my in ju r ie s!  Not  on ly  d id I  get  back
on my usua l  Bac lofen and D iazepam, I  was
presc r ibed  Gabapent in  fo r  my nerve  pa in .  The  nurses
even  knew how a  s imp le  change  o f  leg  pos i t i on  cou ld
stop a leg spasm before i t  got  to my cas t .



After  I  was d is charged f rom inpat ient  rehabi l i t a t ion ,
I  had a month of  home hea l th care .  I  learned new
ways to get  around home safe ly  on two bum legs .  I
then moved on to  in tens ive  outpat ien t  phys i ca l
the rapy  th ree  t imes  a  week ,  s ix  hours  a  day.  When I
star ted on December 1,  2020,  I  on ly  was ab le to
wa lk  four  fee t .  When I  f in i shed on January  29,  2021,
l  wa lked  540  fee t .  I  con t inue  to  ge t  s t ronger  every
day wi th the he lp of  regu lar  ou tpat ient  PT.

I  was so g lad to wi sh bon voyage to 2020.  Now I 'm
stay ing 2021 St rong!



Chelsea's Story
By Che lsea  Wa lker ,  HSP SPG7

He l lo ,  my name i s  Che l sea  and  I  was  d iagnosed  w ith
He red i tar y Spas t ic  Parap leg i a ,  SPG7,  on September
29,  2020.

For  many year s  I  was cons idered c lumsy or  weak.  I
would o f ten fa l l ,  t r i pp ing over  my own feet .  I  e ven
tr ipped walk ing down the a is le  on my wedding day!  I
had  a  fee l ing  someth ing  was  wrong ,  but  I  a lso  was



bui l d ing my fam i ly  and pregnant  when I  f i rs t  not iced
symptoms .  Af te r  I  gave b i r th to my daughte r  i n
2016 ,  I  cont inued  th ink ing  my legs  were  jus t  weak
and I  needed to work out  more.  St i l l ,  I  wou ld o f ten
fa l l  w i thout  exp lanat ion and s t ar ted walk ing w i th a
s l ight  ga i t .  I  remember a t ime when I  was walk ing
home f rom vot ing  a t  the  town ha l l  and  someone
asked me i f  I  was bow- l egged.  I t  h i t  me l ike a t on of
b r i cks !

Fas t  fo rward to 2019 when I  became pregnan t  wi th
my son .  A t  n ine months pregnant ,  I  fe l l ,  hard,  and
broke my f i f th  meta tars a l  ( the long bone on the
outs ide  o f  the  foo t  that  connec ts  to  the  l i t t l e  toe . )  I
knew af te r  I  had the baby I  needed to seek a
d iagnos i s .

Then a g loba l  pandemic h i t .  I 'm a fune ra l  d i rector ,
who re turned to  work  f rom mate rn i ty  leave on March
3,  2020 — r ight  before t he wor ld shut  down. Af t er
severa l  more fa l l s ,  I  went  to my pr imary doc to r
regard ing my “ep isodes. ”  I  was conv inced I  had
Mu lt ip le  Sc le ros i s  (MS).  She  sent  me d irec t l y  to  a
neuro log i s t ,  who ordered br a in,  ce rv ica l  and thorac i c
MRIs .  A l l  no rmal .  An EMG to check my ne rve and
musc le  func t ion  came back  f ine .  Nex t  s tep  was



genet ic  tes t ing  which,  a f te r  four  months  o f  tes t s ,
came back  pos i t i ve  fo r  HSP SPG7,  autosoma l
recess i ve ,  pathogeni c .  I  rece ived  the  resu l t s  f rom
the lab be fo re my docto r  cou ld exp la in ,  so I  googled
and googled and googled some more .  I  was c lear l y
upse t ,  knowing  my l i f e  was  chang ing  fo rever,  bu t  I
a lso was re l ieved to know that  what 's  happening i s
no t  fu l l y  i n  my con tro l .  I 'm no t  go ing c razy.  I  t ru ly
am d i f f eren t ,  and that ' s  okay.
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S ince  the  d iagnos is ,  I 've  been  see ing  a  few o ther
neuro log is t s  to  ru le  ou t  o ther  d iseases .  I ' ve  a lways
been a va in per son (I ' l l  adm it  i t ) ,  but  I ' ve s topped
being qu i te  as s tubborn and have star te d us ing
mobi l i ty  a ids  as  par t  o f  my da i l y  l i f e .  I 've a l so
star ted phys ica l  the rapy wh ich I  do da i ly ,  p lus i n
per son w i th my PT once a week.  I 've rea l i zed that
get t ing phys ic a l l y  hur t  f rom t r ipp ing and f a l l ing i s
more harmfu l  than my ego tak ing a h i t .

Be ing  so  young and hav ing  th i s  d i sease ,  espec ia l l y  as
a mothe r ,  i s  hard.  Bu t  I  need to advocate ,  be a
leader  and show my k ids ,  f ami l y  and communi ty  tha t
I  am okay.  I  don ' t  wan t  my k ids to perhaps have th i s



d isease  and  remember  me as  be ing  mise rable
because o f  i t .  I  wan t  them to see me be ing pos i t ive:
go ing to phys ica l  the rapy to contro l  what  I  can ,
spread ing  awareness  and  l iv ing  my new,  adaptable
l i f e  the bes t  way I  poss ib ly  can .  Of  course,  i t  won ' t
a lways be sunsh ine and ra inbows,  but  i t  can ' t  a lways
be  s to rms .

But You Did Everything Right
By Tammie Mar t ine z,  HSP SPG4

The t i t le  of  my stor y ar e words that  of ten echo in  my
head.

As a ch i ld ,  I  watched my grandma dec l ine in
mobi l i ty ,  go ing f rom a cane to a walke r  to knee
rep lacements that  d idn ' t  improve her  ab i l i t y  to  walk .
F ina l ly ,  she resor ted to a motor ized whee l  cha i r .  I
wou ld  ask  her  i f  she  needed anyth ing  and  she  wou ld
say,  “ some new legs . ”

My mothe r  s tar ted walk ing s lower and was hav ing
pain .  I  no t i ced  her  becoming  less  ac t i ve ,  then  her
ga i t  became unst ab le and she needed a cane .  I  to ld
myse l f  a l l  my l i fe  tha t  I  wasn ' t  go ing to le t  that
happen to me .  I  began educat ing



Tammie  Mart inez  ( l e f t )  w i th  daughte r  Jess ica
Kremski

myse l f  about  hea l th  and f i tness ;  ea t ing  hea l thy  and
stay ing phys ica l l y  f i t  was my mindse t .  I  became an
aerobi cs  ins t ruc to r  and  mai l  car r i e r .  The  musc les  in
my legs were o f ten t igh t ,  bu t  I  thought  tha t  was
expec ted  w i th  my leve l  o f  ac t i v i t y .



When I  was  in  my la te  th i r t i es ,  my le f t  h ip  and  leg
were hurt ing bad ly .  The doctor  ordered a MRI and
then the o r thopedi c  su rgeon recommended a to ta l
h ip  replacement .  A f te r  the  h ip  su rgery ,  the  pa in  was
gone bu t  my leg wasn ' t  moving as i t  shou ld.  I t  was
cons tan t ly  t i ght  and uncomfortab le .  A fo l low-up MRI
showed that  every th ing  healed  cor rec t l y ,  bu t  I  knew
someth ing wasn ' t  r i ght .

I  wen t  to ano the r  or thopedi c  su rgeon and learned I
have  sp ina l  s tenos is .  A f te r  a  re f lex  check ,  he
recommended I  see  a  neuro log is t .  There  were  many
v is i ts  and fee l ings dur ing th is  t ime .  I t  was
exhaus t ing  and  s t ress fu l ,  bu t  thank fu l l y  I  ended up
going to a neu ro log is t  who knew abou t  HSP.  I  took
the  b lood  tes t  and  the  resu l t s  came back  pos i t ive .  A l l
my l i f e  I  was running f rom HSP and d i dn ' t  e ven know
what i t  was .  Now I  can no longer  run ,  l i te ra l l y .

When I  to ld my daugh te r ,  she was in  shock and sa id ,
“Bu t  you d id everyth ing r igh t . ”  A l l  o f  my l i fe  I  have
tr i ed to s tay hea l thy and st rong.  I t  i s  hard to ac cept
tha t  I  have no contro l  over  my st reng th and mobi l i ty .
When I 'm s t ruggl ing  wi th  movement  o r  fee l ing  weak,
I  hear  my daughte r 's  vo ice te l l ing me I  d id



everyth ing r igh t .  She and I  a re c lose,  and I  am sad
to  say  tha t  she  has  a l so  tes ted  pos i t i ve  fo r  HSP .

I  have been d i agnosed f or  over  a year .  The HSP
suppor t  group on Facebook has been he l pfu l  and I
apprec ia te  the  personal  s to r i es  and  he lpfu l  s tra teg ies
tha t  are shared.  Through th is  on l ine group,  I  have
met a dear  f r iend and we emai l  each othe r  week ly .
She has he lped me to s tay pos i t ive and know that
I 'm no t  a lone in  th i s .  She has sa id ,  “ I  do as much as
I  can,  as wel l  as  I  c an,  as  l ong as I  can .”  So ,  my
inner  d ia logue is  be ing reprogrammed. Instead o f
t ry ing to be in v inc ib le ,  I  wi l l  t r y  to take my f r iend ' s
words to heart .  I  wi l l  cont inue to do everyth ing tha t
is  r i ght  f o r  me today .
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The Path to a Diagnosis with SPG7
By D ina Landphai r ,  HSP SPG7,  SPF Educat ion
Commit tee Cha i r

I t  i s  amaz ing how many d i f f eren t  t ypes o f  HSP have
been found in  the  l as t  decade .  Curren t l y ,  the re  a re
ove r  90 types .  I f  i t  we re no t  fo r  the advances in
techno logy  and  the  med ica l  f i e ld ,  I 'm not  su re  I



would have been d iagnosed — espec ia l l y  s ince I  have
a  recess ive  type  and  there  i s  no t  anyone  e lse  in  my
immedia te  o r  ex tended fami l y  w i th  s im i l a r  is sues .

My journey  to ta led  13  years .  Over  the  years ,  I  was
misd iagnosed many t imes .  The on ly  way I  was ab le
to be co rre ct ly  d iagnosed was by never  g iv ing up,
l i s ten ing to my body,  and be ing my own advocat e.

My s to ry began in  the summer of  2000.  I  f i r s t  saw a
neuro log i s t .  He examined me and ran a f ew test s  bu t
d id not  th ink any th ing was wrong.  I  then p roceeded
to see four  d i f f eren t  ENT doctors .  The las t  one
re fe rred me back to the neuro log i s t  I  saw or ig ina l l y .
Th is  t ime he cou ld see I  was hav ing prob lems ,  s o he
asked ,  “What  have  you  been do ing  fo r  the  l as t  seven
years?”  He  o rdered  a  few more  tes t s  (MRI ,  sp ina l
tap ,  b lood  tes ts ,  e tc . ) ,  wi thout  a  d iagnos i s .

He  then  sent  me to  see  another  doc to r  who ran  a
huge  number  o f  b lood  tes t s .  I  rece ived  a  le t te r
te l l ing me they d i d no t  f ind anyth ing and I  shou ld
cont inue wi th  my t reatment .  What  t reatment?  I  d i d
no t  have a d iagnos i s ;  no one had to ld me any th ing.  I
went  bac k to see h im aga in and at  the end of  the



appo intment ,  I  was  to ld ,  “You  have  A taxia  and  here ' s
a  webs i te . ”  Noth ing  e lse .  That  was  a l l  I  was  to ld .

I  learned Atax ia  i s  a  rar e neuro log ica l  d isease l i ke
HSP.  I t  is  p rogress ive  and  af fec ts  a  person ' s
ba lance,  ab i l i t y  to  wa lk ,  ta lk ,  and use f ine moto r
sk i l l s .  I  now know i t  i s  one o f  the symptoms
assoc ia ted wi th  SPG7.



I  made an  appo in tment  at  an  Atax ia  Cente r  a t  the
Unive rs i t y  o f  M inneso ta ,  one  o f  only  f i ve  such
cente rs  in  the  Un i ted  Sta tes .  I  rea l l y  l iked  everyone
f rom the nurse  to  the gene t i c  counse lor  to  the
doc to r  and  they  exp la ined  every th ing  so  we l l .

My nex t  appoin tment was a year  l a te r ,  and the
doc to r  asked,  “How do you th ink you are do ing?
Same? Worse?  Be t te r? ”

I  sa id,  “You ' re  p robably  no t  go ing  to  be l ieve  th i s ,
but  I  th ink I 'm do ing be t te r . ”



After  he examined me ,  he sa id ,  “ I  th ink you m ight  be
r igh t .  What are you do ing?”

I  answered,  “See ing a ch i ropractor  and tak ing a B-
complex v i t amin.”

He responded,  “That ' s  not  i t . ”

A year  l a te r  my appoin tment was s im i la r  but  th i s
t ime the doctor  sa id ,  “ I  don ' t  know wha t  you ' re
do ing bu t  keep do ing i t . ”

A f ter  that ,  the Atax i a  Cente r  s tar ted a  research
study.  They took 20+ pat ients  wi th no resu l ts  f rom
the  A tax ia  genet i c  tes t s  and  no  fami l y  h i s to ry .  The
study per fo rmed a large r  number o f  genet ic  tes t s .  In
August  2013,  the study found four  pat ients  wi th HSP,
spec i f i ca l l y  SPG7.

I  jo ined the Spast ic  Parap leg ia Foundat ion in  the
Spr ing of  2014 and wen t to the SPF Annual
Confe rence  in  Dal l as ,  Texas .  I t  was  a  wonderfu l
exper ience .  I  l ea rned  so  much and  met  o thers  l i ke
me. I  WASN'T ALONE! Now I  at tend every year ,
whether  i t  i s  i n  person  o r  on  on l ine ,  to  l earn  about
the  newes t  in fo rmat ion  regarding  HSP and PLS .  I



look fo rward to en joy ing the company of  o l d f r i ends
and meet ing  new ones .
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Find Your Family
By T ia Mar ie  B ragg

In 2016 our  son Ca le b was d i agnosed w i th
KIDINS220 and SMARCC1.  We were so exc i ted f or
th i s  appo intment .  F ina l l y ,  a f ter  more than a  year  o f
MRIs ,  EEGs ,  re fe r ra ls ,  spec ia l i s ts ,  and  t rave l ing  f rom
hospi ta l  to  hospi ta l ,  we  wou ld  have  some answers .
The doctors  wou ld know what  to do and there wou ld
be a c l ea r  path to he lp ing our  baby.  Then the
genet ic  counse lo r  sa id,  “There  i s  on ly  one  o ther
ch i ld  located in  the databases w i th the KID INS220
gene change.  The ch i l d  i s  much o lder  than Ca leb,  so
i t  i s  no t  rea l l y  poss ib le  fo r  us to te l l  a t  th is  po int
whethe r  th is  gene change cou ld be con tr i but ing to
Ca leb 's  c l in i ca l  p ic tu re  or  not . ”  The counse lo r
cont inued ,  “We were  unable  to  loca te  any  o ther
pat ients  w i th  SMARCC1 . ”



We sat  t ry ing  to  p rocess  these  words  whi le  in  a
hospi ta l  room,  w i th  my two-year -o ld  son  bored  and
fuss ing and squ i rm ing in  my l ap.  The room seemed
darker  around the edges and for  a  b r ie f  moment
words  d idn ' t  make  sense .  We f ina l ly  had  a  d iagnos i s ,
but  no  answers .  They  a re  bo th  “newly  d iscovered”
genes .  We never  fe l t  so a lone and confused.

Caleb' s  pa thogen i c  var ian t  i s  K IDINS220 resu l t ing  in
SINO Syndrome: spast ic  parap leg ia ,  in te l le ctua l
d isab i l i t y,  nys tagmus  ( repet i t ive ,  uncontro l l ed  eye
movements )  and  obes i t y .

When we went  back  a  year  l ate r ,  we  were  handed an
art i c l e  publ i shed jus t  15 days af ter  Ca leb was
d iagnosed ( Jos i fova et  a l  2016) ,  g i v ing a br ie f  c ase



s tudy o f  th ree ch i ld ren wi th  KIDINS220/  SINO
Syndrome.

We br ie f l y  were  again  fu l l  o f  hope .  But  there  was  no
way to  contac t  these  other  fami l ies .  We went  on
a lone  and  heartb roken  fo r  two long  years .  Ca leb 's
genet ic  counse lor  sugges ted  s ta r t ing  a

Facebook page fo r  KIDINS220.  I  thought ,  “Are  you
te l l ing me to throw a l ine in to the ocean and pr ay
that  the  ext reme ly  ra re  f ish  we are  seek ing  happens
to b i t e? ”  L i t t le  d id  I  rea l i ze  how br i l l i ant  the genet ic
counse lo r  t ru l y  was .

In Ju l y  2018 i t  happened!  I  found a mom through
Facebook whose daughter  a lso has S INO Syndrome.
Due to a t rag ic  lack o f  communicat ion among medi ca l
fac i l i t i e s ,  he r  daughte r ' s  doc to rs  were  unable  to  see
the re was ano the r  SINO Syndrome fami l y  on ly  12



hours away.  I t  was then I  f ina l ly  dec ided to take the
genet ic  counse lor ' s  advi ce  and  s tar t  a  Facebook  page
for  KIDINS220.

S ince 2018,  we have grown f rom two fam i l ie s  i n  the
Uni ted S ta tes to a group of  15 “zebras ”  in  ten
countr i es  (U.S. ,  Denmark,  Canada,  The Un i ted
Kingdom, Braz i l ,  The Un i ted Arab Emir ates ,  Qatar ,
Malays ia ,  France and Ta iwan .)  Wh i le  more research
i s  needed,  we a re  see ing  cases  o f  Heredi ta ry  Spas t ic
Parap leg i a  (HSP) and Spast ic  Parap leg i a  among ou r
group and  in  research  a r t ic l es .

And qu i te  unexpec ted ly ,  a  network of  phys ic i ans and
researchers  found us .  Researchers  l ike  the  amazing
Fabr iz i a  Cesca  who has  researched  KIDINS220 and



authored/co-authored  many ar t ic les  on  i t s  func t ions ,
and Miao Zhao,  who jo ined on beha l f  o f  he r  pat ients
in  Ch ina  (a  f i ve  generat ion  fami ly  w i th  HPS resu l t ing
f rom KIDINS220) .

Af ter  two years  of  be l iev ing my son was a lone i n  the
wor ld ,  I  now we lcome messages  f rom new fami l i es
request ing to jo in our  S INO group.  I t ' s  an amaz ing
fee l ing to know they wi l l  no t  have to spend year s
th ink ing the i r  ch i ld  i s  a lone .

Sad l y ,  near l y  eve ry pa rent  has to l d  me a lmost  the
same s to ry:  the i r  doctor s  to ld  them the re  are  on ly
th ree  known cases ,  handed them the  ar t i c le  and  sent



them home fee l ing  a lone  and  confused.  One was  to ld
no t  to ta lk  to o the r  par en ts  because a l l  k ids  a re
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d if fe ren t  and  the  doc to r  saw no  bene f i t  in  shar ing
informat ion .  Wrong!  There i s  a  huge benef i t  to
hav ing a group o f  people you can t a l k  wi th who
unders tand your  fami l y .  We share  in fo rmat ion ,  th ings
tha t  work fo r  us ,  how we cope.  We share each
othe r ' s  pa in;  the pa in o f  re ject ion of  fam i ly ,  f r i ends
and soc iety;  the pa in o f  fee l ing tha t  we f a i l  ou r  k ids
eve ry s ing le  day;  the pa in o f  watch ing our  beau t i fu l
ch i ldren s t ruggle so hard to do so many th ings.  Of
course ,  we a l so  share  the  overwhe lming  joy  of
see ing our  ch i l dren preva i l  and succeed.

So ,  f i sh for  tha t  r are f i sh.  I t  may take t ime,  lo t s  o f
t ime.  The med ica l  system isn ' t  set  up to br ing
pat ients  togethe r .  F ind your  f ami l y .



Everyone has a Story to Tell.
What's YOURS?
Work on the Summer ed i t ion o f  the Synapse is
underway  and  we want  to  share  your  s to ry !

Synapse ,  the  Spas t i c  Parap leg ia  Foundat ion ' s
quar te r ly  publ icat ion,  re aches people acros s the
count ry  and  a round the  g lobe .  Readers  a re  eager  to
hear  f rom o thers  w ith  Hered i tary  Spas t i c  Parap leg ia
(HSP) and Pr imary La te ra l  Sc leros is  ( PLS) .

You r s to ry can le t  them know they are no t  a lone in
the i r  quest  f or  a  d i agnos is .  Your  knowledge and
ins ight  ga ined  a long  the  way  can  he lp  o thers  th r ive .



Your  a rt ic l es ,  poems and mus ings  can  b r igh ten  the i r
day.

Art ic le s  can be any tex t  fo rma t;  pho tos can be any
p ic ture  format .

Here  are  some top ics  to  spark  your  c reat i v i t y:

•  Ways you keep do ing what  you love —
modi f ica t ions  you  make  to  keep  ac t i ve  and  s tay
in  the  game.

• Techno log ies and dev i ce s that  c an he lp make l i f e
eas ie r .

•  T ips  fo r  s t re tch ing,  exerc i s ing,  ba lanc ing  and
s tay ing  as  phys ica l l y  ac t ive  as  poss ib le .

•  Shar ing  a  d i f fe ren t  perspec t i ve  — how careg ive rs ,
par tne rs  or  ch i ldren expe r ience and suppor t
the i r  lo ved ones wi th HSP o r  PLS.

•  How you keep  your  sense  o f  humor  and  v iew the
absurd it ies  o f  l i fe .

•  Fundra i se rs ,  Connec t ion  ge t- togethers  and  o ther
events  you  do  to  promote  awareness  and
suppor t  the Spast ic  Parap leg ia Foundat ion 's
mis s ion o f  f i nd ing a cu re .

•  Mi les tones  ce lebra ted  on  your  journey .



• P rov ing that  a  p ic ture i s  wor th a thousand wo rds —
share  your  photos  f rom Rare  D isease  Day  or
o ther  spec ia l  events .

You  don ' t  have  to  be  a  wr i te r  to  submi t  an  a rt i c l e !
You jus t  need a pass ion fo r  sha r ing wha t  keeps you
going and g row ing wh i le  l i v ing wi th PLS or  HSP.

To submi t  an ar t i c l e  or  d is cuss your  i deas contact
synapsenews le t te r . spf@gmai l . com

We look  fo rward  to  hear ing  f rom you!
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LIVING WITH HSP/PLS
There's No Place Like Home: Tips
for Creating a Home Gym
By Pam Lan te r ,  PT,  DPT ,  NCS

It  i s  easy  to  buy in to  the ads  tha t  featu re  amaz ing
produc ts  tou ted  by  amaz ing  ac tors  c la iming  amazing
resu l ts .  I t  i s  a lso amaz ing how much you can spend
on produc ts  that  end up becoming c lothes r acks or
dus t  co l l ec to rs .  The re is  no th ing wrong wi th get t ing
expens ive  f i tness  equipment.  You  jus t  need  to  be  a
smart  consumer,  knowing upfront  what  you are
gett ing  in to  and  how you can  bes t  inves t  your  t ime
and do l la rs .  Your  home f i tness program and home
gym equipment  should  meet  your  f i tness  goal s  and
leve l  o f  mobi l i t y .

R igh t  now wi th COVID-19 mak ing i t  more cha l leng ing
to go to a publ ic  gym, a home gym is  a  grea t  way to
address  your  f i tness  goal s  and  avoid  the  se tbacks
and ove ra l l  dec l ine that  occu r  wi th long pe r iods of
inac t i v i t y  and  a  sedenta ry  l i f es ty le .



A good home f i tness program shou ld be a ba lanced
workout  that  inc ludes s t rength t ra in ing,  s t re tch i ng,
ba lance t ra in ing and card io f i tnes s that  can be done
indoors  o r  outdoors  a t  home.  Once you know what
k ind of  f i t ness program you are af te r ,  equ ipment
shou ld  complement  your  workout  and a l low you to
make  progress .

Consider  Your  F i tness  Program Needs

Barbe l l s ,  dumbbe l ls  and  e las t ic  res i s tance  bands  are
re la t i ve ly  inexpens ive  and  can  p rov ide  the  same
benef i ts  as  an  expens ive  we ight  mach ine  for  s t rength
t ra in ing.  P lus ,  they  are  more  versat i l e  and  are  eas ie r
to manage .  The re is  a  degree of  contro l  tha t  one has
to learn when us ing them, but  they can improve
movement,  combat  spas t ic i ty  and  reduce  asymmet ry
in  your  body.



Card io  equ ipment,  such  as  t readmi l l s ,  s ta t ionary
b ikes  and  e l l ip t ica l  mach ines ,  can  be  expens ive



purchases  but  a re  good to  have  as  an  a l te rnat i ve  to
exerc i s i ng ou ts ide o r  go ing to a gym. I f  you dec ide
to buy any card io equ ipment ,  make sure you choose
someth ing that  you can do safe l y .  Fo r  examp le ,  i f
you wan t  to pu rchase a s tat iona ry b i ke ,  cons ide r
ge tt ing  a  recumbent  b i ke  ins tead  o f  an  upr igh t  one
so you have more suppo rt  dur ing the act iv i ty .  Or  i f
you wan t  to buy a t readmi l l ,  make su re the one tha t
you buy goes s low enough for  you to sa fe ly  use i t .
You  can  a l so  comple te  ca rd io  t ra in ing  by  sus tain ing
act iv i ty,  such as  march ing ,  wa lk ing  around the  house
or  us ing  the  s ta i r s ,  fo r  a  se t  amount  of  t ime .  No
need to  purchase  any  new equ ipment.

Ba lance t r a in ing and s t r et ch ing t yp ica l ly  can be
accompl i shed by  jus t  us ing  bas ic  i tems f rom around
the house.  I f  you wan t to amp up your equ ipment
wi th l i t t le  cost ,  yoga b locks and a yoga st rap are
inexpens ive  and  eas i l y  ava i lab le  on  AmazonSmi le .

There are a lso a lot  of  i ns t ructor - led on l ine or
s t reaming  c lasses  o r  recorded  workouts  tha t  can  be
he lpfu l ,  bu t  make  sure  you  know your  l imi ts  and
don ' t  o verdo .



Do Your  Research

Befo re purchas ing home gym equipment ,  do you r
homework to be sure you ge t  the bes t  va lue fo r  you r
money.  Make sure you look at  re v iews ,  ta lk  to people
who have cons ide red or  bought  tha t  t ype of
equipment,  and  u t i l i ze  p ro fess ional s  fo r  advi ce .
Don' t  jus t  buy what  looks good or  what  the ad on TV
i s  se l l ing  you .  Keep  in  m ind,  in  mos t  cases  you  w i l l
no t  need a commerc ia l  grade produc t  o r  need t o pay
tha t  much for  equ ipment .
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In  regards  to  on l ine  o r  recorded  workouts ,  research
wh ich ones migh t  work bes t  fo r  you .  I f  the re i s  a
cost  invo l ved,  f ind ways to t ry  them ou t  before
spending you r  do l l ars  on someth ing tha t  m ight  end
up in  the l i te r a l  or  v i r tua l  t rash.  A long w i th
a f fo rdab i l i t y,  space  i s  another  cons idera t ion  in
buy ing home gym equ ipment .  Most  equ ipment has
spec i f i cat ions  and d imens ions .  Make sure  you
measure  and  v i sua l ize  where  you  wi l l  locate  the
equ ipment to ensure i t  wi l l  f i t ,  as  wel l  as  th ink
th rough the  a r r i va l  and  ins ta l l a t i on  or  se tup  p rocess .



Ask an Expert

A phys ica l  the rap is t  can he lp you get  the most  ou t  of
your  home gym and i s  a  grea t  resource  to  consu l t  on
opt ions  to  op t im ize  your  se t  up.  Mos t  phys ica l
the rapi s ts  a re  now o ffe r ing  v i r tua l  sess ions  dur ing
the  COVID-19 c r is i s .  A  v i r tua l  sess ion  can  he lp  your
PT see  your  home space  to  ass is t  w ith  se t t ing  up
your  home gym and c rea t ing  your  home exerc i se
rout ine .  Work ing  w i th  t ra ined  pro fess iona ls ,  even fo r
a  v i s i t  o r  two ,  can  he lp  you  des ign  a  rou t ine  tha t
meets  your  par t icu l ar  goa ls  whi l e  opt imi z ing the
equ ipment you have ,  o r  are acqu i r in g,  in  the mos t
product ive way.

When i t  comes to phys ica l  f i tnes s ,  I  have found that
in terna l  mot ivat ion and externa l  accountab i l i t y  a re
the  keys  to  success .  Your  in te rnal  mot i va t ion  (e .g . ,
improv ing ba lance to avo id f a l l ing,  s t re tch ing
musc les  to  l essen  spasms)  is  the  bas i s  fo r  your
goa ls .  Your  f i tness  p rogram and equ ipment  shou ld
suppor t  ach iev ing them. Externa l  accountab i l i t y
keeps you on t r ack .  F ind ing someone o r  someth ing
that  he lps  keep  you  mot i va ted  prevents  the  d readed
“dimin ish ing  New Year ' s  reso lu t ion”  e f fec t .  Once  you
have  those  th ings  in  p lace ,  the  res t  is  jus t  ac t ion .



Knees Bang Together?
By Jack ie  We l lman,  HSP ,  SPF Board Member and Co -
Ambassador  in  Iowa

Eve ry t ime I  s quat ted down my knees banged
together.  When I  wa lked  there  was  a  d is t inc t  sc i s so r
ga i t .  When I  woke up in  the morn ing the spast i c i ty
had caused my l egs to c ross .  I  f e l t  l i ke I  was t i ed in
a  knot  and  i t  was  no t  pleasant  o r  easy  to  unt ie  tha t
knot .

I  have  go t ten  Botox  fo r  years  but  never  to  address
th is  i s sue .  A fte r  te l l ing  my neuro log i s t ,  who
admin i s ter s  my Bo tox,  about  my prob lem knees we
dec ided to g i ve i t  a  sho t .  Pun intended.  The Bo tox
shots  were g iven in  the th igh adducto rs  which do no t
a f fec t  my ba lance  a t  a l l .  P rob lem so lved.  The
adductors  ( inner  th i ghs )  are the musc les  tha t  br ing
the  th ighs  together.  You  a l so  can  he lp  the  “knee-
banging” s i tua t ion by s t rengthen ing the abductors
(outer  th ighs)  wh ich  pu l l  the  legs  apar t .  Th ink
c lamshe l l s  open ing and c los ing!  Jus t  look on You
Tube fo r  abduc to r  s trengthen ing  exerc ises .

In two weeks,  I  go back for  my second shot  and I  am
def in i te l y  in  need.  I  lo ve my Botox!  For  me ,  i t  i s  a



pain - f ree  so lu t ion  to  many  o f  the  prob lems HSP g ives
me.
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Tips to Limit Fatigue for Persons
with HSP or PLS
Adapted f rom ALS webs i te
h t tps : / /www.a ls .o rg/nav iga t ing-a l s /  resources/ fy i -
min im iz ing- fat i gue

Submi t ted by  Mary  Ann Inman,  PLS

Learn  methods  to  make  l i f e  eas ie r .

•  Use  ass i s t i ve  devi ces  when needed .
•  See a phys ica l  or  occupat iona l  the rap is t  fo r

de te rmin ing  what  ass i s tance  is  bes t  fo r  your
needs .

•  I f  you have t rouble walk ing get  a wheel cha i r .
•  A  motor i zed  whee l cha i r  w i l l  spare  you  the  exert ion

of  manual l y  whee l ing ar ound in  a s tandard
mode.

Make  your  home envi ronment  access ib le  fo r  da i l y
act iv i t ies .

•  Remove bar r i e rs  to  conserve  your  energy.  For
examp le ,  moving your  bed to the f i rs t  f l oo r  of



your  home may spare  the  exer t ion  o f  us ing
s ta i rs .

•  Ins ta l l  grab  bars  to  make  your  shower  access ib le .
•  Use a te rr yc loth robe to avo i d towel  dry ing.
Pace  yourse l f .

Move  s lowly  and  sa fe ly .

•  Stop and res t  of ten and take a few breaths be fo re
you s ta r t  aga in.

•  I f  you  become breath less  dur ing  a  task ,  i t  is  t ime
to stop.

•  Schedule heav ie r  tas ks dur ing t imes that  you
pred ic t  you ' l l  have h i gher  energy.

•  P lan  your  ac t i v i t i e s  and  ga ther  every th ing  you  need
before  you s tar t .

•  Don ' t  s tand when you can s i t .
•  Ut i l i ze  poss ib le  short cu ts  and  mob i l i t y  a ids .
•  Obta in  ass i s tance  in  comple t ing  tasks  i f  you  need

he lp.
•  Always  a l l ow enough energy  to  en joy  at  l eas t  one

valued  exper ience  each  day.



Res t  when you  a re  t i red .

•  A l te rnate  per iods  o f  ac t iv i t y  w i th  per iods  o f  res t .
•  Schedu le  regu lar  res t  per iods  each  day ,  perhaps  a

ha l f  an  hour  a f te r  morn ing care  and an hour  in
the ear l y  a f ternoon.

•  Res t  be fo re  go ing  away .
•  Avo id  overexert ion .
Ge t  good s l eep.

• I f  you  have  prob lems s leeping,  such  as  waking
up dur ing the n ight ,  det ermine why and wha t  to
do abou t  i t .

•  Cons ider  hav ing  a  s leep  tes t .
•  Success fu l  use  of  nasa l  vent i l a t ion  may prevent

d is rup ted  s leep .
•  Seek  re l i e f  fo r  pa in ,  res t l ess  legs  o r  spasms.
•  Try  to  es tab l ish  a  regu la r  s leep ing  pat te rn .



Obta in  an  access ib le  park ing  permit .

•  Your  loca l  Bureau o f  Motor  Veh ic les  has  a  fo rm
that  you r  phys ic ian needs to comple te to obta in
permiss ion  to  park  in  access ib le  spaces .

Avo id  becoming too  hot  o r  too  co ld  s ince  th i s  can
worsen  musc le  fat igue  and  aggravate  b rea th ing.

•  Use  a i r  condi t i oner  in  your  home i f  the  c l imate  is
warm.

• Avo id pro longed ba th i ng in  wa te r  that  i s  too warm,
or  pro longed use  o f  ho t  tubs  and  s team baths .

Ma inta in  your  nu t r i t iona l  requ i rements  each day to
he lp  p revent  excess ive  we ight  l oss ,  resu l t ing  in
musc le  l oss  that  can  cause  inc reased  fa t igue .

•  Seek  nut r i t i ona l  counse l ing  i f  necessary .
•  Peop le  w i th  swa l low ing  impai rment  might  bene f i t

f rom inser t ion of  a  feed ing tube into the
stomach ,  a minor  su rg ica l  procedure fo r  opt imal
management o f  nu tr i t ion,  we ight  and f at i gue .

Avo id  s t ress fu l  s i tua t ions  as  much as  poss ib le .

•  Implement ing methods fo r  making tasks eas ier  wi l l
he lp reduce phys ica l  and emot iona l  s t ress .
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• By understanding f at i gue ,  f am i l y  members m ight
cope be t te r  wi th your  emot iona l  upset s  and
rea l i ze they are no t  per sona l  a t tac ks ,  bu t
normal  responses  to  fa t igue .

Recogn i ze  medic ine  s ide  e f fec t s .

•  I f  you  fee l  no t i ceably  weaker  o r  have  d i f f i cu l t y
breath ing  a f te r  tak ing  med ica t ion ,  not i f y  your
phys ic i an;  you r  medi c ine m igh t  need to be
subst i tu ted w i th ano the r  one o r  the dosage
migh t  need to be a l te red.

•  Trouble breath ing,  however ,  m igh t  be re l ated to
respi ra to ry  musc le  weakness ,  resu l t i ng  in
hypoven t i la t ion o r  the inab i l i t y  to  t ake a deep
breath;  th i s  might  war r ant  a  pu lmonary
eva luat ion and t reatmen t  o f  s ymptoms .

Cons ide r  nasa l  or  mouthp iece ven t i la t ion to he lp
a l lev i a te fat igue and boos t  energy in  peop le  wi t h
resp i ra tory  impa i rment .

•  Shor tness  o f  breath  s igna ls  the  need  to  use  nasa l
vent i l a t ion or  to d is cuss the opt ion wi th your
phys ic ian .



STAY CONNECTED

Vis i t  h t tps : / /www. facebook .com/
Spas t i cParap leg iaFoundat ion  For  In fo rmat ion  and
Updates  about  Advances  in  Research ,  SPF  Events ,
L iv ing wi th PLS and HSP,  and More .

QR Code fo r  Ease of  Donat ions!

Us ing  your  smar tphone ,  scan  th i s  qu i ck  response
(QR) code as a convenient  too l  fo r  submit t ing
donat ions to the Spast ic  Parap leg ia Foundat ion .  Scan
i t  w i th your  smartphone and a QR reader  app and i t
wi l l  go s t ra ight  to ou r  donate page .

Your con tr i but ion a l lows fo r  medica l  re search o f
He red i tar y Spas t ic  Parap leg i a (HSP) and P r imary
Late ra l  Sc le ros is  (PLS) ,  toge ther  we a re  #hspandp l s .

Ascending and Descending a
Staircase
By T ina Croghan ,  SPF Board Member ,  HSP SPG7



Afew weeks ago I  was r ehabi l i ta t ing f rom two bum
ank les  ( tha t 's  another  s to ry! )  I  d id  my rehab a t  the
SSM Lake  S t .  Loui s  Day  Ins t i tute  where  one o f  the
exerc i se s I  d id was l i f t i ng my feet  up and march ing.
Th is  was  to  he lp  me go  up  s ta i r s .

To  one  s ide  o f  the  room was  a  mock  s ta i r case .  One
s ide  o f  the  s ta i r s  was  a  4 - inch  s tep  and  the  other
s ide  was  a  6 - inch  s tep.  I  eyed  those  s teps  f rom the
f i rs t  day;  they  represented  a  mounta in  tha t  I  mus t
c l imb and conque r .  On the las t  week ,  Sy l v i a ,  my
Phys ica l  Therap i s t ,  had me approach the mock
s ta i rcase .  I  l ooked  a t  the  4 - inch  s tep  s ide  w i th
trep idat ion .  I  took a deep brea th and was ab le to ge t
my r igh t  le g up on the s ta i r  t read.  The l e f t  leg posed
a  rea l  s t ruggle .  I t  seemed l i ke  i t  took  an  e te rn i ty  to
do,  but  I  was  able  to  reach  the  top  ( jus t  three
s teps . )



To come down was ano the r  s to ry!  I  learned to f ace
the sta i rc ase whi l e  des cending.  In o the r  words ,  come
down BACKWARD. I  t r i ed th is .  I t  worked!  I  he ld on to
the  ra i l i ngs  and  faced  the  s teps  ra ther  than  the
land ing  a t  the  bot tom o f  the  s ta i rs .  Because  I  wasn ' t
look ing down a t  the l and ing,  I  knew that  i f  I  f e l l ,  I
wouldn ' t  go far ;  I  cou ld lean into the st a i rs  and use
them l i ke a l adde r .

On my l ast  day at  the Day Ins t i tute ,  I  conque red the
6- inch  s ide  o f  the  s ta i rcase  and  reached the  summit .
Remember ing my new tr ick  to descend the s ta i r s ,  I
came down backward.  I  was so happy about  my
accompl ishment;  I  wan ted to share th is  wi th you!
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CONNECTIONS
SPFIl l inois  Connect ion

By S id C lark ,  HSP and Hank Chiupp i ,  PLS

The Winte r  2021 i s sue  o f  the  Synapse  fea tured  an
ar t i c le  on  one o f  severa l  SPFI l l i no is  Zoom
Connect ions .  Our  v i r tua l  Connect ions  have  a l lowed
us to share he l pfu l  t i ps ,  emot ions and car ing,  p lus a



few much-needed laughs  dur ing  these  chal l eng ing
t imes .

At  the  SPFI l l in ios  January  23,  2021 Zoom
Connec t ion,  we had 12 people at tend.  A few more
had troub le  connec t ing  and sa id  they 'd  ca tch  us  nex t
t ime.  Topi cs  we d i scussed inc luded:

•  COVID-19 vacc ine and i t s  d is t r ibut ion .  Dr .  F ink
sa id,  to  the bes t  of  h is  knowledge,  hav ing HSP
or  PLS  does  no t  p lace  someone at  inc reased
r isk  f rom s ide  e f fec ts  o f  COVID-19  vacc ine .

•  Exe rc ise and the va lue of  inc lud ing yoga in  a
f i tness program. I t  was po in ted out  you need to
ease  in to  a  p rogram and not  overdo  exerc ise  by
try ing to do everyth ing a l l  a t  once.

•  Drugs such as Bac lofen ;  amounts ,  and t iming.
•  The  e f fec t  o f  co ld  weather  on  spas t ic i t y .
•  The impor tance o f  s p i r i tua l  ins i ght  and d i rect i on .

Henr i  Nouwen 's  book Reach ing Out :  The Three
Movements of  the Sp i r i t ua l  L i fe  was
recommended to the group.

•  The va lue of  exper ience w i th a ch i ropractor .
Personal  i ns ight  and  cons iderat ions  were
shared,  in c lud ing ensu r i ng he o r  she has
neuromuscu lar  t ra in ing.



• A rev iew o f  phys ic ians in  the I l l ino is  area who
treat  HSP/PLS.

•  The poss ib i l i ty  and va lue of  cannabid io l  (CBD o i l )
as  a par t  of  you r  program.

•  The va lue  o f  Zoom's  c hat  funct ion .  PLSers  and
some HSPers  can  have  speech  prob lems and by
us ing Zoom's chat  funct ion ,  ques t ions or
contr ibut ions to conve rs at ion can be typed in .

•  On l ine  vo i ce  s tud ies .  Hank  sent  ou t  the  l inks  to
three of  the ongoing stud ies .
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Choose Your Way to Support  F inding a Cure for
HSP and PLS

Ways to  support  the  Spas t ic  Parap leg ia  Foundat ion ' s
goa l  of  ra i s ing  money  to  suppor t  med ica l  research
and f ind a cure fo r

HSP and PLS are as var i ed as those who donate .  You
can:

• Dona te by check,  cred i t  card o r  PayPa l
•  Se t  up a month l y  dona t ion p lan
• Arr ange fo r  P lanned G iv ing th rough f in anc ia l  or

es ta te  p lann ing
• Shop on l ine at  AmazonSmi le
• V i s i t  sp- foundat ion .o rg and choose to he l p fund

research fo r  the cure
• Crea te a Fundra iser  on Facebook
• Use eBay for  Char i ty
•  Access  the  onl ine  SPF  donat ion  page  by  scann ing

the SPF QR code w i th your  smart phone us ing
your  QR reader  app

• Des ign your  own v i r tua l ,  per sona l  cha l lenge o r
community  engagement  fundra i se r



• Se lect  SPF as your  char i t y  of  cho ice i f  you are
e l ig i b le  f or  the Comb ined Federa l  Campaign fo r
Federa l  employees

Your Smartphone Just  Got  Smarter

Now you have two addi t iona l ,  convenient  ways t o
suppor t  SPF by us ing your  smar tphone .

F i r s t ,  and eas ies t :  tex t  us  a t  956-666-7954.  Type
Donate  in  the  tex t  message  f ie ld  and  send .  You  w i l l
r ece ive  a  “ thank  you”  message  and  a  l i nk .  S imp ly
fo l low the  l ink  and comple te  your  donat ion
in format ion .

Second,  tu rn  your  everyday  purchases  in to  suppor t
fo r  SPF  by  us ing  the  Benef i t  app .  Bene f i t  is  a  mob i l e
payment  app  tha t  tu rns  everyday  t ransac t ions  in to
opportun i t ie s  to suppo rt  SPF -  at  no addi t iona l  cost
to you .  Ge tt ing st ar ted i s  s imple :

1.  Down load the Bene f i t  app,
2 .  Name Spas t i c  Parap leg ia  Foundat ion  as  your  non-

pro f i t  or gani za t ion o f  cho ice,  and
3 .  L ink  your  p re fe r red  payment  method .
SPF  w i l l  rece ive  a  percent  o f  purchases  when you
use  the  Benef i t  app  in -s to re  o r  on l ine  a t  l ead ing
re tai le r s ,  home s tores ,  res taurants ,  g rocery  s to res



and more .  Check  out  the  re tai le r s  that  accept  the
Benef i t  app  at  h t tps : / /www.benef i t -mobi l e . com/our-
re ta i l e rs .

To learn more abou t  SPF and the many ways you can
make a  di f fe rence ,  v i s i t  www.sp- foundat ion .org.

Look Good.  Do Good.

Shop the New Onl ine SPF Store.

Fun,  func t iona l  and  fash ionab le  i t ems are  jus t  a  c l i ck
away wi th the Spast ic  Parap leg ia  Foundat ion ' s  on l ine
SPF S to re .  I tems f rom the of f i c ia l  s i te  fo r  branded
SPF i tems he lp  ra i se  awareness  o f  HSP and PLS.
Add i t i onal l y ,  a  por t ion  o f  each  purchase  bene f i t s
medica l  re search th rough SPF .  Show Your SPF S ty le

There  are  so  many  d i f fe ren t  i tems be ing  added a l l
the t ime ,  i nc lud ing:

•  T-sh i r t s ,  Hoodies  and  o ther  l ogo  wear  fo r  men,
women and ch i ld ren



•  Tech  Accessor ies  such  as  Phone  and  Tab le t  Cases
• To te Bags and Backpacks
• Mugs fo r  Home, O f f ice and Trave l
•  St at ionary  and S t i cke r s
•  P lus  so  Much More
See a l l  o f  the produc ts ,  des igns and co lor s  by
v is i t in g sp- foundat ion .o rg/SPF -STORE and then
c l i c k ing on the ye l low “SHOP” i con .




