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This will b e  a n  in te ra c tive  se ssio n

We  will te ll o ur sto rie s We  wa nt to  he a r yo ur sto rie s We  wa nt to  find  o ut wha t skills 
yo u find  m o st va lua b le  a nd  

why



First C ha lle ng e

u Wha t wa s yo ur jo b  b e fo re  yo u b e c a m e  a  c a re g ive r, fa m ily m e m b e r, 
a d vo c a te , o r d isa b ility p ro fe ssio na l?

u Wha t skills d id  yo u ha ve ?

u Ho w d id  the y tra nsla te  in  yo ur c urre nt c a re e r o r a s a  c a re g ive r?  

u Wha t a b o ut so ft skills, whic h  a re  e q ua lly--if no t m o re --im p o rta nt?



Se tting  the  Sta g e

Eve ryo ne ’s WHY is d iffe re nt

Eve ryo ne ’s live d  e xp e rie nc e  is uniq ue

We  a re  a ll a lwa ys g ro wing  a nd  
le a rn ing



We  a ll ha ve  
va lua b le  skills!
MYRA’S REMARKABLE 
SKILL IS…



Susa n’s sto ry…
o nc e  up o n a  tim e … 

u I wa s wo rking  o n a  PhD in  m usic o lo g y a nd  the o ry 
with  a n  e m p ha sis o n  in te rd isc ip lina ry hum a nitie s

u My sp e c ia lty wa s m usic  a nd  m e d ic ine  in  the  16th

a nd  17th c e ntury

u I wa s a lso  a d junc t fa c ulty a t No rthwe ste rn  
Unive rsity



And  the n  Ka runa  wa s 
b o rn…

u Ka runa  ha d  m ultip le  d isa b ilitie s a nd  
m e d ic a l c o nd itio ns fro m  b irth

u He r c o nd itio n  wa s d e g e ne ra tive , with  
m ultisyste m  o rg a n fa ilure  o ve r 8 ye a rs

u I ha d  to  le a ve  m y jo b  to  c a re  fo r he r



Susa n’s Live d  Exp e rie nc e

Ea rly 
In te rve ntio n DSC C

IEPs, 504s, 
sp e c ia l 

e d uc a tio n
MFTD 

Wa ive r

Re sp ite Ho sp ita l 
syste m s

All the  
the ra p ie s



The  b irth  o f a n  
a d vo c a te

u In  2011-2, Illino is first trie d  to  e lim ina te  a nd  
the n d ra m a tic a lly c ut the  Me d ic a lly 
Fra g ile  Te c hno lo g y De p e nd e nt Wa ive r

u We  sp e nt a lm o st thre e  ye a rs a d vo c a ting  
to  sa ve  th is p ro g ra m

u I the n  wo rke d  in  fre e la nc e  a d vo c a c y fo r 
ye a rs

u I no w wo rk fo r The  Arc  a s Dire c to r o f 
Fa m ily-to -Fa m ily



Re p urp o sing  Susa n’s Skills

Skill Be fo re  - Ac a d e m ic No w - Ad vo c a c y
Writing 1000-p a g e  d isse rta tio n  writte n  in  a  

ye a r
O p Ed s, we b site  c o nte nt, fa c t she e ts, 
le tte rs to  le g isla to rs

Re se a rc h Lo ts o f re a d ing , a ssim ila ting  
m a te ria l, inc lud ing  in  La tin  a nd  
Ita lia n , find ing  o b sc ure  te xts

Re a d ing  b ills, re se a rc hing  Me d ic a id , 
re se a rc hing  Wa ive rs, re a d ing  So c ia l 
Se c urity c o d e , find ing  o b sc ure  la ws

Org a nizing  
Pe o p le

Ke e p ing  18-20yo  stud e nts in  line Find ing  sim ila r fa m ilie s a nd  uniting  us to  
fig ht fo r a  c a use  in  a  Fa c e b o o k g ro up

Org a nizing  
Info rm a tio n

Se e  the  1000-p a g e  d isse rta tio n  
a b o ve !

Bo iling  info rm a tio n  d o wn, e xp la in ing  it in  
b a sic  te rm s, a nd  p utting  it o n  we b site s

Pre se nting  
Info rm a tio n

Sub m itting  a b stra c ts a nd  g e tting  
p a p e rs a c c e p te d

G iving  p re se nta tio ns a nd  we b ina rs to  
fa m ilie s a nd  p ro fe ssio na ls



La ure n’s sto ry…
o nc e  up o n a  tim e … 

u I wa s a  litig a to r a nd  fe d e ra l la w c le rk

u I a lwa ys ha d  a  d e e p  in te re st in  so c ia l 
justic e  wo rk



No ra  p re se nte d  the  
o p p o rtunity to  c o m b ine  
m y skills a nd  m y p a ssio n

u No ra 's first ye a rs o f life  we re  sp e nt 
la rg e ly in  ho sp ita l se tting s

u I b e c a m e  c urio us a b o ut d isa b ility a nd  
d isa b ility rig hts

u I d e c id e d  to  a p p ly m y skills in  ne w 
wa ys



La ure n 's Live d  Exp e rie nc e

Ea rly 
In te rve ntio n

MFTD 
Wa ive r

IEPs, 504s, 
sp e c ia l 

e d uc a tio n

Me d ic a l 
syste m s a nd  

insura nc e

The ra p ie s Due  Pro c e ss C o m m unity 
In te g ra tio n



La ure n  2.0

u Fo und e d  The  No ra  Pro je c t to  b ring  
d isa b ility stud ie s to  p re -K-12 c la ssro o m s 
a nd  p ro m o te  d isa b ility inc lusio n  in  sc ho o ls

u Did  a  Te d X ta lk tha t ha s 65k+ vie ws

u Jo ine d  Eq uip  fo r Eq ua lity's c ivil rig hts te a m  
a s a  c o m m unity in te g ra tio n  la wye r



Re p urp o sing  La ure n’s Skills

Skill Be fo re No w

Re se a rc h C o nd uc ting  c o rp o ra te  inve stig a tio ns, 
re se a rc hing  c a use s o f a c tio n  fo r 
litig a tio n

Dig g ing  in to  the  d e ta ils o f the  la ws a nd  ru le s 
surro und ing  e d uc a tio n  a nd  c o m m unity 
in te g ra tio n  

Ad vo c a c y Dra fting  a nd  a rg uing  m o tio ns, 
re p re se nting  c lie n ts d uring  d e p o sitio ns 
a nd  a t he a ring s a nd  tria ls

Dra fting  a p p e a ls, c o m p la in ts, p re ssing  fo r 
syste m s c ha ng e , a rg uing  c a se s a t he a ring s, 
c re a ting  c o nte nt to  e ng a g e  the  c o m m unity, 
m o ving  he a rts a nd  m ind s

Pub lic  
Sp e a king

Pre se nting  le g a l a rg um e nts, e d uc a ting  
p ro fe ssio na ls re g a rd ing  the ir le g a l 
rig hts a nd  d utie s

Ed uc a tio n/  
Te c hnic a l 
Sup p o rt

C re a ting  m a te ria ls fo r c o rp o ra te  
c lie n ts to  e xp la in  the  la w a nd  im p ro ve  
c o m p lia nc e

Sup p o rting  the  c re a tio n  o f ne w c o nte nt fo r 
e d uc a to rs a nd  stud e nts, c re a ting  "kno w yo ur 
rig hts" m a te ria ls, c ura ting  a  sp e a ke r se rie s fo r 
la wye rs a nd  a d vo c a te s



Eric a ’s sto ry… 
o nc e  up o n a  
tim e … 
u G re w up  with  

m e d ic a lly c o m p le x 
d isa b ilitie s

u Enjo ye d  life  a s a n  a rtist, 
m usic ia n , a nd  tra ve le r

u Fe ll in  lo ve  with  
So uthe rn  Illino is 15 
ye a rs a g o

u 10-ye a r c a re e r in  
He a lthc a re  a nd  
C lin ic a l 
Ma na g e m e nt/ Ad m in.



And  the n  the se  two  
c ha ng e d  m y wo rld ...

u Ma rg o t a nd  C a ry sha re  a n  u ltra -ra re  d ise a se  
re sulting  in  m ultip le  d isa b ilitie s a nd  m e d ic a l 
c o nd itio ns fro m  b irth

u The ir c o nd itio n  is c o nsid e re d  d e g e ne ra tive , 
with  a n  e xp e c te d  “lim ite d  life sp a n”

u I ha d  to  le a ve  m y jo b  to  c a re  fo r the m



The  re -b irth  o f a n  
a d vo c a te
Pa ssio na te  a b o ut sto ryte lling , c o m m unity 
b uild ing , c a re g ive r e d uc a tio n , a nd  
e m p o we rm e nt

Sta rte d  a  p o d c a st a nd  d e ve lo p e d  a  so c ia l 
m e d ia  p la tfo rm , @C a ffe ina te d _C a re g ive rs

Wo rke d  a s a  p ro fe ssio na l info rm a tio n  a nd  
o utre a c h sp e c ia list a t the  Arc  o f Illino is a nd  
se rve d  o n fa m ily a d viso ry b o a rd s a nd  c o unc ils

De ve lo p e d  a  c a re g ive r p e e r sup p o rt p ro g ra m  
fo r fa m ilie s o f m e d ic a lly c o m p le x c hild re n  in  
Illino is a t UIC  Divisio n  o f Sp e c ia lize d  C a re  fo r 
C hild re n

C a ffe ina te d  C a re g ive rs



Eric a ’s Live d  Exp e rie nc e

Ho sp ita l 
Syste m s

He a lthc a re  & 
Insura nc e  

Ad m in
Ea rly 

In te rve ntio n

Divisio n  o f 
Sp e c ia lize d  

C a re  fo r 
C hild re n

MFTD Wa ive r Ho m e  He a lth  
Nursing

Ho m e b o und  
Sp e c ia l 

Ed uc a tio n



Re p urp o sing  Eric a ’s Skills

Skill Be fo re No w
Ad vo c a c y Se lf-a d vo c a c y a s a  p a tie nt, the n  

p a tie nt/ fa m ily a d vo c a c y a s a  
he a lthc a re  wo rke r & a d m in.

Fa m ily le a d e r: a d vo c a te  fo r syste m s 
c ha ng e , sup p o rt fa m ilie s, a nd  e m p o we r 
c a re g ive rs to  use  the ir vo ic e .

Sto ryte lling Sto rying  m y life  a nd  d isa b ilitie s in  
te rm s tha t no n-d isa b le d  p e e rs 
c o uld  und e rsta nd .

Sto ryte lling  thro ug h so c ia l m e d ia , 
p o d c a sting , a nd  p e e r sup p o rt. Sha ring  
the  c o lle c tive  vo ic e  o f c a re g ive rs.

Co nne c tio n An inhe re nt d e sire  to  c o nne c t 
a nd  b uild  a uthe n tic  re la tio nship s 
p e rso na lly a nd  p ro fe ssio na lly.

Build ing  c o m m unity c o nne c tio n  b y 
c re a ting  sa fe  sp a c e s fo r c a re g ive rs to  b e  
se e n , he a rd , a nd  sup p o rte d .

Dip lo m a c y C a lm , fa ir, o p e n, a nd  ste a d y-
m ind e d  in  the  fa c e  o f a d ve rsity 
a nd  c ha lle ng e s.

Built trust with  fa m ilie s a nd  p ro fe ssio na ls, 
e ve n in  the  m o st c o m p le x o r e m o tio na lly 
c ha rg e d  situa tio ns.



We  a ll 
ha ve  
va lua b le  
skills!
STEPHANIE’S REMARKABLE 
SKILL IS PERSISTENC E!



Ne xt C ha lle ng e

u Ho w a re  yo u using  yo ur skills no w a s a  c a re g ive r, a d vo c a te , o r d isa b ility 
p ro fe ssio na l?

Skills Be fo re Afte r



Wha t G a p s Do  Yo u Se e ?

u O ne  o f the  m o st im p o rta nt te c hniq ue s is to  id e ntify a  g a p  a nd  use  yo ur 
skills to  he lp  fill it

u Id e ntifying  g a p s o fte n  le a d s to  m e a ning ful c ha ng e , b o th  ind ivid ua lly a nd  
syste m ic a lly



Wha t Ste p s Sho uld  Yo u Ta ke ?

u It’s O K to  c o m p le te ly sta rt o ve r - yo ur skills will c a rry thro ug h!

u Fo llo w yo ur p a ssio ns a nd  re a sse ss yo ur p rio ritie s

u Re a c h o ut a nd  a sk q ue stio ns

u Use  yo ur ne two rks



Who  Sho uld  Yo u C o nne c t With?

u Use  ALL yo ur c o nne c tio ns fro m  b o th  p a st a nd  p re se nt, fro m  live d  
e xp e rie nc e  a nd  c a re e r e xp e rie nc e

u Lo o k fo r p re -e xisting  tra in ing  p ro g ra m s to  g e t sta rte d



Tha nk yo u fo r jo in ing  us!

u Susa n Ag ra wa l, susa n@the a rc o fil.o rg , 779-254-9158

u La ure n Sc hre ro , la ure n .sc hre ro @g m a il.c o m , 847-736-3148

u Eric a  Ste a rns, estearns@uic.edu, (800) 322-3722, e xt. 1420  

mailto:susan@thearcofil.org
mailto:lauren.schrero@gmail.com
mailto:estearns@uic.edu
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