Repurposing Your Skills to Create
Meaningful Change




This wilbe an mtera ctive se ssion

We willtellour storie s We wantto hearyourstories We want to find out wha't skills
you find most valuable and
why




First Challenge

What wasyourjob before youbecame a caregiver, famiy member,
advocate, ordisability profe ssiona 1?

Wha't skills did you have?
How did they translate m yourcurmrentcareerorasa caregiver?

What about soft skills, which are equally--ifnot more--imp ortant?




Se ttng the Stage

EE——————————————————————
Everyone’s WHY 1s d iffe re nt




We allhave
valuable skills!




Susan’s story...
ONnce up o aCincu.

Iwasworking on a PhD m musicology and theory
with an emphasis on mterdisciplnary humanitie s

My specialty was music and medicine in the 16%
and 17% century

Iwasalso adjunct faculty at Northwe stemn
Unive rsity




Karuna had multiple disabilities and
medicalconditions from birth

And then Karuna was
b OIn = multisyste m organ failure over 8 years

Hercondition was degenerative, with

Ihad to leave my job to care forher




Susan’s ived Experience

Ty DSCC _

Intervention Waiwver

education

FE
Hospital All the

el systems therapies




The birth ofan
advocate

|
Rocks! MEDICAID

In 2011-2, Ilino s first tried to elimmnate and
then dramatically cut the Medically

Fragile Technology Dependent Waiver ‘he W .
We spent almostthree yearsadvocatmng \\Q > a,"e
to save this program %0' N

Ithen worked in freelance advocacy for
years

Inow work for The Arc as Directorof

Foimillygi Kids belong at HOME!




Repurposmg Susan’s Skills

Skill Be fore - Academic Now - Advocacy

Writing 1000-page dissertation written ina OpEds, website content, fact sheets,
year letters to legislators
Research [otsofreading, assimilating Readmg bills, researching Medicaid,
material, ncluding in [atn and researching Waivers,reading Social
Italian, finding obscure te xts Security code, finding obscure laws
Organizing Keeping 18-20yo students in line Finding similar families and uniting us to
People fight fora cause ma Facebook group
Organizing See the 1000-page dissertation Boiling mformation down, explaining it in
Information above! basic terms, and putting it on websites
Pre senting Submitting abstracts and getting Giving presentations and webimars to

Information papersaccepted families and professionals



[auren’s story...
ONCce Upon a Linicus

Iwasa litigatorand federallaw clerk

[alwayshad a deep interest in social
justice work




Nora's first years of life were spent

N()ra pre Se nted the largely in hospitalsettings

Ibecame curiousabout disability and

opportunity to combime I riohts
my Skllls and mypassi()n Idecided to apply my skills in new

ways




[auren's ived Experience

~ Medical

systems and

Intervention Waiver . :
education mnsurance

—
Community

Therapies Due Process AL




[auren 2.0

Founded The Nora Projectto bring
disability studies to pre-K-12 cla ssrooms
and promote disability inc lusion in schools

Did a TedXtalkthat has 65k+ views

Jomed Equip for Equality's civilrights te am
asa community integration lawyer

Introducing The Nora Project’s
Standards for Inclusive Schools

The Nora Project’s
Standards for
Inclusive Schools

Now available

to download!




Repurposmg [auren’s Skills

Research Conducting corporate investigations, Digging into the detailsofthe lawsand rules
researching causesofaction for surrounding education and community
litiga tion inte gration

Advocacy Dra fting and arguing motions, Dra fting appeals,complaints, pressing for
representing clients during depositions systemschange,arguing casesathearngs,
and athearingsand trials creating contentto engage the communtty,

moving heartsand minds

Pub lic Presenting legalarguments, educating
Speaking professionalsregarding therlegal I l

rights and duties
Education/ Creating materals forcorporate Supporting the creation ofnew content for
Technical clients to explamn the law and improve educatorsand students, creating "know your
Support compliance rights"materials, curating a speakerseries for

lawyersand advocates



Eric a ’s story...
once upon a
timicEes

Grew up with
medically complex

d 1sa b ilitie s

Enjoyed life as an artist,
musician, and traveler

Fellin love with
Southermn Illinois 15
yearsago

l10-yearcareerin
Healthcare and
Clinical
Management/Admin.




And then these two
changed my world...

Margotand Cary share an ultra-rare disea se
resulting in multiple disabilitiesand medical
conditions from b irth

Therrcondition sconsidered degenerative,
with an expected “limited lifespan”

Ihad to leave myjob to care forthem




The re-brth ofan
advocate

Passionate about storytelling, community
building,caregivereducation, and
empowerment

Started a podcastand developed a social
media platform, @Caffemated Caregivers

Worked asa professionalinformation and
outreach specialist at the Arc ofllinois and
served on family advisory boardsand councils

Developed a caregiverpeersupport program
forfamiiesofmedicallycomplexchildren in
llinois at UIC Division of Specialized Care for
Children

@caffeinated_caregivers
You and your caregiver bestie telling

| each other the most unhinged, dark
jokes about how overwhelming life is

Caregiving is
tough, but so
are you.

Wherever you are on the
Caregiver Continuum, give
yourself grace, celebrate your
progress, and remember—your
journey is important, your efforts
matter, and you are enough.

@caffeinated_caregivers

Caffeinated Caregivers

UNIVERSITY OF
ILLINOIS CHICAGO

‘ Division of Specialized R m
The Arc Care for Children DSCC Fami,fy
illinos Advisory Council



Erica’s ived Experience

P
. Healthcare &
Hospital Insurance
Syste m s Care for

Admin Children

Homebound
Special
Education

Home Health

MFID Waiver :
Nursing




Repurposmg Erica’s Skills

Skill Now

Advocacy Self-advocacyasa patient,then Famiyleader:advocate forsystems
patient/familyadvocacyasa change, support families,and empower
healthcare worker & admin. caregiversto use theirvoice.

Storyte lling Storying my life and disabiltiesin  Storytelling through socialmedia,
terms that non-disabled peers podcasting,and peersupport. Sharing
could understand. the collective voice ofcaregivers.

Connection An imherent desire to connect Building community connection by
and build authentic relationships creating safe spacesforcaregiversto be
personally and professiona lly. seen, heard, and supported.

Diplomacy Calm, far,open, and steady- Built trust with families and professionals,
minded mm the face ofadversity even in the most complexoremotionally

and challenges. charged situations.






Next Challenge

How are you using yourskilsnow asa caregiver,advocate, ordisabilty
professiona 1?

Skills




What GapsDo You See?

One ofthe most mportanttechniquesisto identify a gap and use your
skills to help fill it

I[dentifying gapsoften leadsto meanmngfulchange, both individually and
syste mic a lly




What Steps Should You Ta ke ?

It’s OKto completely start over - your skills will ca rry through!
Follow yourpassions and rea ssess your prioritie s
Reach out and ask questions

Use your networks




Who Should You Connect With?

Use AlLLyourconnections from both pastand present, from lived
experience and careerexperience

[ook forpre-existing training programs to get started




Thank you forjommng us!

Susan Agrawal, , 179-254-9158
[auren Schrero, , 847-736-3148
Erica Ste ams, , (800) 322-3722, ext. 1420



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