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Wel come from the Secretary of Aging

I tiswith heartfelt thanksthat |

wel come each of you heretoday.
Your storiesof courage, perseverance
and strength areto be shared with the
Commonwedlth.

Each of you isashining example of
choice: thechoiceto stay and thrivein
your homesand neighborhoods,
rather thaninditutions. Shining
examples, too, of empowerment and
independenceand dignity, integration
inthelifeof your familiesand
communities. Yourepresent al the
valuesthat energize our work at the
Department of Aging and the Office
of Long-TermLiving...andyou
make us proud.

Every day, our agencieswork to
create and expand choice, offering
red, tangiblelong-termliving
aternativesto seniorsand adultswith
disabilitiesherein Pennsylvania. The
Ord History and Photo Project
documentsour progressand the
differencewe remakinginthequality
of lifefor youandyour fellow citizens
who participatein our community-
based programs.

The peoplewhose storiesaretold
comefromall walksof lifeand every
region of thestate. You rangefrom
young, busy adultsto some of our
oldest and wisest senior citizens. And
the Ora History project portrays
participantsinawidevariety of our

programs. Medicaid Waivers,
personal ass stant servicesand
attendant care, adult day centers,
senior community centersand
mealSites, family caregiver support,
domiciliary careand assisted living
residences.

Lifesometimespresentssituations
over whichwehaveno control. But
how wonderful that barrierscan be
overcome and livesenhanced by
these programs.Your personal
experiencesand thelifestoriesyou' ve
contributed tothe Oral History
Project will encourage and show the
way to generationsof fellow
Pennsylvaniansasthey drivetolive
and prosper independently. Your
stories of independence and
determinationinspireother seniors
and other adultswith disabilities, asif
tosay, “l didthis. . . you can, too,”

We published thisbook with pride,
honor and respect for theindividuas
who took thetimetotell their stories
and encourage others. | hopeyou
will sharethesewith aloved one, a
neighbor or friend, helpingthemto
appreciateyour challengesand

triumphs.
Again, thank you and welcome!

John Michael Hall
Secretary of Aging

John
Michad
Hall



Esse
Anderson

IVI rs.Anderson, age 81, lives

with her daughter Audrey in suburban
Lititz. Audrey has converted aback
room off thekitcheninto her mother’s
bedroom.

Esselivedby herselfinasenior
citizen gpartment building until 2007,
when she had astroke.

“I missBaltimore. After my stroke, |
wasin the hospital and my daughter
kept coming back and forthtovisit.
Atthetime, | didn’t know it, but she
talked meinto moving to ahospital in
Lancaster.”

“| spent oneyear inthehhospital . After
that | movedto Maple Fair Nursing
Home. | wasimproving sothe
doctorsapproved atransfer tomy
daughter’shouse.”

“Herel get better attention. | don’t
havetositinachair all day, mope,
andlook at thewall or out the
window. My nurse'saide, they call
them caregiversnow, comesinthe
morning and at night to assst my
daughter.”

“Every day avan comesto pick
meup at 8inthemorningand | go
downtown totheAlbright Center. |
have coffee, chit chat and
devotionswith other people.
Therearesomany activitiesand
peoplefrom outsidecomein as
entertainment.”

“Peoplefromthereinvitemetotheir
homesand | invitethem here.”

“1 goto meet thetherapist and she
workswithmefor threehours. I’'m
learning to walk and turn over. | can
wak sometimesso I’ mgetting
better.”

“There’'snoromanceinmy life. | think
I’mthroughwiththat. Althoughmy
daughter teasesmethat if thereare
menwho catch my eye, evena
handsome moviestar that means
romanceisn't over.”

“I haveredlly been blessed by my
daughter, son-in-law and grandkids
andthislittledog, Ozzie. When | was
middle-aged, | never dreamed I’ d
haveadl this. | count my blessings,”
Esseadds.



Both Pamand Mikeare

wheelchair ridersand areemployed at
the Center for Independent Living
(CIL) in Central Pennsylvania. Pamis
Director of theLiving Well Program
and Mikeisthe Comptroller. We met
them at their accessiblehomewhere
they livewiththeir 11-year-old
daughter Kristen. Pam, age 39, has
spinabifidaand Mike, whois41, has
aform of muscular dystrophy.

“I’vedoneaccountinginal my jobs,
evenwhen | wasExecutive Director
of PennsylvaniaCenter for
Independent Living (PCIL),” notes
Mike.“I likehow it al comes
together. Thereisorder and you can
evauate. Thegiftsand skillsof
accounting allow meto help make
independent living aredlity. |
understand how thefiscal and
program partsof aCIL come
together to maketheoveral vision of
civil rightsfor peoplewith disabilities
aredity,” Mikeexplans.

Pam'’scareer managing theLiving
Wl program focusesonwellness
through hel ping people choose hedlthy
goasandredizethem. “Our Director,
Theo Braddy, cameup withtheLiving
WEel| program based on his
experiencelivingininditutions. He
sustained aspina cordinjury at age
15and hisfamily put himinanursing
home. Hethought about designing a
programto help others. Living Well
helpsyoulook at al thethingsyou
need and what you want to do but
thought you could not because of

your disability. For me, livingwell is
being homewith my family and
participatinginmy church
community,” Pamsays.

“So many peoplethink they haveto
liveacertainway becausethey are

limited by their disability. Wehad to
fight to keep my mom out of anursing
home. My sister questioned us
because the doctorsand medical
socid workersthink ingtitutionalization
istheonly answer. Mikeand | were
abletotalk my sister throughit.”

For us, aspeoplewith disabilities
livingin thecommunity, thereis
hope.” Mikeand Pam have
realized their own dreamsof
building an ideal homeand family
life.“What definesPam and meis
our home. Weworked hard, saved
our money, and had thisaccessible
house built,” statesMike.

“If weweregoingtoinvestinour
home, wedidn't want it to haveany
areasthat caused us hardship. We
had to constantly push our builder.
We changed plans, we customized,
and the buildersbalked. At one point
hegot alittledisgusted,” saysMike.
Hesaid, ‘ What areyou building—the
Tg Mahd?”

Their homeisan exceptional
reflection of al their planningand
effort. Thebedroom hasaliftona
cellingtrack soMikecan get easily
from bedroom to bath and toilet.
Thereisno placeintheyard, home,
or basement that isnot easily
accessed by ether party.

Pam and
Mike Auer



I heo Braddy isahandsome,

well-spoken man with acommanding
presence. Heisthe Executive
Director of the Center for
Independent Living of Central
Pennsylvania, located in Camp Hill.
Hesustained aspina cordinjury
playing footbal inhigh schoal. Mr.
Braddy could not return to school and
so completed hisGED. Hethenwent
ontorecelveabachelor’ sdegree
from Edinboro University anda
master’sin socid work from Temple
University. Heismarried to Rowena
Braddy and hastwo children.

Weinterviewed Theo at hischurch,
Dayspring Ministries. Heviews
church and community asan essential
part of hislife. Theinterview took
placein Mr. Braddy’sofficeat the
church. He servesasaminister and
handlesadministration for the pastor.
Heisaso President of ArmsAround
Communities, anon-profit faith based
serviceministry that ispart of
Dayspring.

“Part of ArmsAround Communitiesis
amarriageenrichment programand

new men’'sministry. Weaso havea
men’sbreakfast four timesayear
wherewe serve 300 men and have a
nationally known speaker. We a so
haveaprogramfor singlemothers
and mentoring for young men 8-18
yearsof age.”

We spokeabout hiswork in the
Pennsylvaniaindependent living
movement. “ Everyonewantsto
livewell. Society tellsseniorsand
peoplewith disabilitiesthat you
need to beingtitutionalized. Our
goal istogiveevery individual in
thecommunity the servicesand
supportsthey need. Themajority
of uswant to be successful doing
those thingsthat everyone else
can participatein. Hereat my
church, for example, thereareno
physical or attitudinal barriersto
prevent mefrom full participation.

Theoreflects, “My mother put meina
nursing homefor oneyear. Sincethen,
| dwayswanted to do something to
hel p people navigatethat maze. It's
what led meinto thework that | do. It
Ispeoplewho are hurt who hurt other
people. Once peoplehelpyou then
you are obligated to hel p others.”

Theo Braddy receivesattendant care
throughtheAct 150 waiver. “1’'ve
been using attendant carefor years.
Pennsylvaniahasawonderful array of
programs. We have our problemsbut
onthewhole, it'sagood system.”



M rs. Brown 86, haslivedina

brownstonefor 35 years.
Occasiondly theneighborshollered
over tosay hello. Therewasan
awarenessthat humanshad sat in
these placesfor 200 plusyears,
staying cool during the heat of
summer, greeting one another, and
checking to make sureelderswere
not in need.

“My mother lived hereuntil she
passed away at 87,” notesMrs.
Brown. “ Thisismy home. | havea
houseand front porchtositon. | go
wherel pleasewhen | please. My
daysaremy owntolive.”

“If | wakeupinthemorning and think
today I'dliketo gotoWal-Mart, |
cangetin my car and gotoWal-
Mart. | can goto ShopRite. Or if |
want to, | can stay homeand sit on
my front porchall day and say hello
tomy neighbors.”

“There have been many changesin
theneighborhood. | know my
neighborsand we speak to one
another. If oneof themisgoing to the
store, they stop and ask if | want

anything.”

“1 just got my PACE card. | usethe
PACE programfor medications. |
can't affordmy acid reflux and high
blood pressure medication. And then
thereismy Arthur (arthritis).” Mrs.
Brown sounds asthough she’smade
friendswith her arthritis, redizing he
will probably stay around.

After talkingfor atime, Carletha
reved ed the care shetakesto protect
herself fromexploitation. “I calledthe
aging peopleabout you. They didn’t
know anything about thisand told me

not to open the door when you
came.” Weexplained that the
Philadelphiastaff weremost likely not
awareof thisproject sinceit wasout
of Harrisburg and reminded her that
shehad sgned apermissiondip and
arranged theinterview over the
phone. Yetin her view, that could
have been part of ascamtoo. She
must have made a snap assessment
that we meant her no harm sinceshe
remained outs de and sent meinto her
housefor achair shortly after we
arived.

“I livewith my cat, Buttons, and
don’t govisiting very much. Two
houses over thekidsarevery
sweet. | used tobefriendswith
their mother befor e she passed.
They say they don’t havea
mother anymoresothey call me
Mother. Thebattery on my car
went dead and my neighbor,
Andre, went and got it fixed. |
asked what | owed him.” Hesaid,
“Mrs. Brown, you don’t owemea
thing.” “1 can ask my neighbor
Abby torub my back or call akid
and send him tothestore. | can’t
complain. Thereislotsof lifein
thisneighborhood. It’'sanice
placetolive. There’'snotrouble.”

Carletha
Brown



IVI ary Carter and Doris

Piovanetti spend many of their daysat
theWhite Rose Senior Center where
wemet them. They’ reclosefriends
and wanted to be photographed and
interviewed together, athough both
werecomfortablebeing featuredin
theOfficeof Long-TermLiving
materidsindividualy. Wearrivedin
themorning and were scheduled to
havelunchwith them. However our
timewas cut short because afriend
who also cameto the senior center
had passed away and both women
wanted to attend thefuneral,
scheduled to take place early that
afternoon.

Mary Carter isa 70-year-old
African American womanwho's
been volunteering at the senior
center for eight years. “| like
being busy and involved. | like
helping peopleand staying active
becauseit keepsyou young. Don’t
I look young?’ asksMrs. Carter.
“And | havelotsof friendshere
because of the senior center.”

“1 driveeveryday. I’ ve owned my
own homesince 1989 and raised six
kidsin that house—five of themare
dill living. TwoliveinYork, twolivein
North Carolinaand onelivesin
D.C.,” shesays.“l seemy kidsevery
day. I’ ve had high blood pressure
sincel was 38 and havefallentwice
so my kidscheck onme. | put four
kidsthrough collegebeforel retired.”

“Now | liketotravel —travel, travel,
travel,” statesMrs. Carter. I’ ve been
to Jamaica, Barbados, Haiti, St.
Thomas, and LasVegas. | loveto
gambleand play thed otsand bingo.
But | only play penny dotsbecause
my limitis$25,” shesays.

DorisPiovanetti wasavolunteer
at thecenter for oneyear before
she became part of the staff. She
workstherefive daysa week.
Half her timeisspent doing
kitchen work and theother half
trandating, helpingwith
medicationsand making
appointments. “1’m a 62- year-old
Jill of all trades,” shesays. “I
cametothecenter with agroup of
Spanish- speaking peoplewho
don’t know English soit helpsthat
| cantrandatefor them.”

“1 haveaSection 8, two-floor
gpartment and acaregiver wholives
there. He'sbeen afriend for years.
Hetakes meto the doctor and makes

surel takemy medication. | havea
mental disability. I’ vebeen diagnosed
with depression and anxiety and some
of thedoctorssay I'm bi-polar but |
don’tknow. | do know theimportant
thingisstayingbusy,” statesMrs.
Piovanetti.

“Your caregiver can beyour sonor
your friend. It’sbetter to bein your
own homethaninanursing home.
Beforel cameto White Rose Senior
Center, | wasmoredepressed. My
kidsliveinNew York and | only see
them onMother’sDay and
Christmas. Now, through the center
wego ontripsto thecasino andto
auctions. | havefriendsand agood
lifetoday.”

Doris
Piovanetti



LCharl%, we47, |IV€SOUtSIde “Wha‘] I'm hun‘“ ng’ it can befreez| ng

of Lancaster infarm country where
hisfamily haslivedfor generations. At
age 20 he sustained aspinal cord
injury when hefell out of atreewnhile
wastrying to cut off alimb. Charles
liveswith hiswifeand 15-year-old
sononthetop of aridgeinahomehe
designedto befully accessible.

Jesselivesan active, vitd life. He
worked for yearsin abank mortgage
department until hewaslaid off inthe
housing market crash. Six months
later hewashired to do ordersand
salesfor sted roofing and siding.

“I enjoy officework. | like paying
attentionto detail and talkingwith
peopl e on the phone. Outside of
work, | havemany interests. | think
I’mtheonly quad that doeswing
shooting. Growingup onafarm, |
alwayshad my eyeon hunting. | shot
groundhogs, rabbitsand ringed
pheasants. I’ d skinthem and we' d eat
them. After my injury, it wasawaysa
dream to hunt birdson thewing again.
My cousins madeanumber of gun
mountsfor meso | can shoot from my
wheelchair. | also shoot deer frommy
van.”

outsdeand | won'’t careor noticeit,”
Jesseexplains. | useaBindli 12-
gauge shotgun for Canadageese.

“I"'montheAct 150 program and get
38 hoursaweek of attendant care.
You need to know how to manage
your disability oritwill endup
managingyou. Youcangetina
Situation whereyou get sick or get
pressure sores.”

“1 havelotsof friendswho are quads.
All of them use attendants except the
Amish,” notes Jesse.

Charlesisalso an avid
birdwatcher. Duringthewinter
months, he spendsmany off-
hourswatchingbirds.“1t’swhy |
built thishouseon aridge,” he
says. Jesse drives an accessible
van, livesin a house he designed
positioned wherehewanted it on
land occupied by hisfamily for
generations. It isclear that he
knowshow to managelivingwith a
disability.



Monsarrate
“Monsg’
Cintron

IVI onse, asshelikestobe

caled, isa62-year old Hispanic
womanwith gtriking looks. Sheisa
qui et person who attends White Rose
Senior Center most days.

Mrs. Cintron arrived from Ponce,
Puerto Rico, in 1990. Shecameto
Pennsylvaniabecause her sonlived
her. Hemoved away and she
remained. Monselivesaoneinher

apartment.

Monselooksforward to comingto
White Rose Senior Center every
weekday. “| enjoy themany activities
offered at the center, talking withthe
other Spani sh speaking peopleand
making new membersfed welcome.”

“l dsolikevigtingwithmy family. |
havefive sons, two daughters, 24
grandchildren and two gresat-

grandchildren. Oneof my sonslivesin
Floridaand onedaughter livesin
Cdifornia All of my other children
liveinYork and | seethemdaily. We
talk, cook, eat and sometimeswego
outtodinner.”

When Monselivedin Ponce, Puerto
Rico, shedid not work outside of the
home. Shewasbusy raising her
family. When shemovedto
Pennsylvaniasheworked at Maple
Donutsand at Shadowfax
Corporation packingitems.

Theinterpreter from White Rose
Senior Center, José Rodriguez, asked
Monsewhat shemost likesdoing and
shereplied, “ Dancing at theLatin
danceclubsin Batimore, Maryland,
goingto parksand casinosand
playing bingowith her friendsevery
weekend.”



I\/I rs. Culpisan 84-year-old

burgting with vitaity. Shehasa
tracheotomy because of about with
cancer threeyearsago and haslow
vision. She speakswithout any aid or
devicein order to exercise her lips.
When Mrs. Culp can’t make hersdlf
understood, shewritesthewords.

Although surgery followed the
diagnosisof cancer, sherefused
radiation treatment. Her medical team
wassurprised when al tests
confirmed therewas no cancer in her
system. Mrs. Culp, however, was not
surprised.

“1 knew beforel refused treatment
that the cancer would be taken from
meand | wouldlive. | knew itinmy
heart.” Indeed, somethingisvery
right about Martha Culp.

Weinterviewed Mrs. Culp with her
daughter, Gerry, at theLiving
Independence For Elderly (LIFE)
program. Mrs. Culpliveswith her
granddaughter and great-grandson.
Thehouseisfairly small so shedeeps
inalargerecliner intheliving room.
Therecliner makesitiseasier to
breathe. She doesn’t use persona
assistance services.

“| take careof myself,” Martha
says. Gerry backsup her mother.
“Sometimeswhen I’'m down she
takes care of me, too.”

“| cometo the LIFE program for fun.
I’m herefour daysaweek. Just being
herewith dl the people—it's
wonderful,” notesMartha. “We cook,
we bake cookiesand pretzels. | can't
do much myself becausel can't see.
But | liketowatch. | likethepeople.”

“Therearethreethingsthat happen
hereal thetimeand they are

important to me: concern, respect and
love”

Yet one might suspect that Martha
Culp experienceslove, respect and
concern because peoplearemirroring
what shegivesthem.

Mrs. Culp hasatwin sister whom she
vistswhenever shecan. They area
close-knit family. Inadditionto her
daughter and sster, Martha sfamily
includesfour grandchildren, Six greet-
grandchildren, and two great-great
grandchildren.

“WEe retogether every holiday. | think
familiesshould beclosetoone
another. I'venever hadtoliveina
nursing home. There should bemore
placeslikethisand more support so
people can comehereintheday and
liveat home.”

“1 look forwardtolivingfor at
least 10 moreyears. | feel so good
every singleday. | thank God for
my life. For peoplewhoworry or
areunhappy, | say don’t beso
foolish. Thereissomuch tolive
for. Thereistheworld and
everythinginit. You areloved.”



I enni Dallasliveswith her

husband Michad inalargeyelow
homewith awide, welcoming porch
onthe corner of theblock. Michael
and Penny are Civil War
reenactment fansand their home
reflectsthat passion.

Penni, who isdisabled herself, could
be considered the mother of home-
and-community based servicesin
Pennsylvania. It wasthrough
advocacy for her son, Michad Jr.,
bornwith Apertssyndromein 1985,
whichledtotheMichael Dalas
Waiver in 1987.

“Michael wasborn 10 weeks
premature and weighed two pounds.
He had to have atrach and a G-tube
because his stomach and esophagus
werenot connected,” explains Penni.

At thetime, Penni worked in atool
and die shop. Her husband wasa
mechanic with Ford, wherehe's
worked for 30 years. “Wewere
getting afew $60,000 medical billsat
atime. My husband’shedlthinsurance
tried to get my employer’sinsurance
planto pick up some of the cost of
Michael’scare. Shortly after that, |
waslaid off. However, wedid not
qualify for any ass stance because our
incomewas$200 over thelimit,”
Penni says.

Penni wanted to bring Michael, Jr.
homefrom the hospital, but at the
time supportswerenot in placeto
alow for in-homeservices. But she
wasadetermined parent.

Shenetworked with aPennsylvania
group called Sick Kids—Involved
Parents. Shewroteall her elected
representatives and asked to meet
withthem. A delegation went to
Washington, D.C.

“Wemet with Senator Heinz and
Representative Tom Ridge. Senator
Specter sent an aide. We discussed
federd funding for awaiver that
would benefit 50 children by funding
in-homeprivate duty nurses. It was
passed and thefamily wasready to
goonthewaiverin 1987. But then
Michael died. Hewas2-years-old
whenhedied,” states Penni.

Penni has Crohn’sdisease, whichwas
exacerbated by the stressof her son’s

death. Sevenyearsago shewas
diagnosed with acontinuousarterial
venous maformation and had brain
surgery. Shenow takesanti-seizure
medications. We asked Penni what
keepsher goinginthefaceof life's
most challenging trids: thedesth of a
child and her own disability.

“Thewaiver wefought for was
named the Michael Dallas
Waiver. Inthebeginning, after
Michael’sdeath, that gave me
great comfort becausel thought
Michael’slegacy would continue.
Hislifeand our fightingfor the
waiver werenot invain. People
need careand support inthe
community to haveaquality of
life. Wewerepart of those
programsgetting started in
Pennsylvania.”

Penni and her husband have
worthwhileactivitiesthat enhancelife.
For many years, they’ ve been part of
agroup that participatesin Civil War
reenactments. The Friday after we
spoke, shewasgiving alectureinErie
onfashion of the Civil War era.

“Four or fiveyearsago | started
playing thedulcimer at reenactment
events. Threeof usladiesplay for the
groups. I'll play thisFriday in Erie.”

Beforeweleft the Dallashome, Penni
played“DownintheValey” and*You
areMy Sunshine” onthedulcimer.
Hereisawoman who hastwo
disabilitiesand hasendured great
sufferingand grief after thedeath of
her son. Yet Penni doesmorethan
endurelife'strids, sheusesart and
history to bring positive momentsto
others.



Bill Delucaisapersonwith

mentd illnesswho usesPennsylvania
servicesto purchase medication. He
livesalonein aBerwick apartment.
However hisfamily livesinthearea
andthey vist frequently.

“1 work four daysaweek for the RR
Donndly Queen Smart Cleaning
Service. Until 1994, | wasAssi stant
Manager at ShopRite. It wasagood
job but it wastoo much stressfor me.
Now | get $1,327 amonth from
SSDI. Onceinawhilel regret not
havingmoney, but I’d rather have
mental health,” explainsMr.

Del uca.

“Thedrugsmakeit so | don't fed
anything. | fed separatefromlife. |
hopeto find away to not take as
many or get off of them, but | can’t
dothat until I know the symptoms
would befewer,” Bill states.

“I’m pretty closetomy dad. I’'m 40
and | have a brother who is 39.

| grew upin Newark, New Jersey,
and misstheactivity. Ohand the great
Italian food. Well, with the medsfood
doesn' t taste asgood anyway and
they are part of the cause of my
weight gain. Youwouldn’'t believel
rantrack in high school.”

“Yearsago | started collecting beer
cans. Somearequitevauable. Before
pull tabswereinvented, therewere
flat top cansand thereally valuable
cansarethe conetopsfromthe
1930sand’40s. I’ vefound acouple
on EBAY worth $2 and $3,000.”

“Other than collecting and
working, there'snot much todo
here. But I’vemade somereally
good friendsat work and wego
out together. Even though thepills
makemedistant, I’'m glad tolive
in my own placeand feel positive
about thefuture.|’m gettingin
better physical shapeand working
on lowering my medstoo,” Bill
amiles

William
{1 BIIIH
Del_uca
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DeMauro

Ter& DeMauro does not speak
agreat deal. And athough she has
dementiadueto arterioscleros's, she
dill knowsall of her family members
and isableto answer some questions
about her current and former life. She
issmal, with short gray hair, and
sometimesher eyesfocusonyouwith
concentration and asmileblooms.

Themorning wewere coming to
interview her, acaregiver misspoke
by sayingthe project wasto help
peoplestay out of nursing homes. Ms.
DeMauro. “NO! Don't et them put
meinanursnghome,” shecried.
Teresareceives support through
ServicesMy Way. Shehasused
those servicesfor fiveyears.

“Mostly | just sitdown all day. | enjoy
my family.” At 90, she'searned that
right. Ms. DeMauro livesinthehome
of her daughter who'sbeena
caregiver for severd family members.
She'salso acare manager for the
commonweslth.

Ontheday wearrived, Teresa’'s
granddaughter wastherewith her

twoyoung children, which
accounted for four generationsin
an aver age, middle-classhome.
Thisisamodel often lost in our
society: that of the extended
family. From theyoungest family
member totheoldest wasagap of
87 years. Thehousewasfull and
bustlingwith relatives. It’sa
lifestyle Teresa DeMauro has
alwaysknown.

“My mother died when | was 14.
Sincemy father had towork long
hours, | raised my own sistersand
brothers. Then | had four children of
my own.”

“Sometimes| watchtalk shows, but |
don'tlikethestoriesor muchonTV.
Mostly I’'mjust so grateful to spend
every day dtting and beingwithmy
family.”

Teresaisonly abletoremainwith her
family because of theAgingWaiver
program.



Sonaand Mike Eakin both have

disabilitiesand arewhed chair riders.
Mike, 48, has muscular dystrophy
and usesavent, while Shona, 40, has
cerebra palsy. Both arecommitted
disability rightsadvocates.

They liveinanaccessblehomein
Erie, PA, withtheir two children:
Elizabeth, age 5 and Brandon, age 6.
Shonaisthe Executive Director of
Voicesfor Independence, one of the
Centersfor Independent Living (CIL)
in Erie. Both Shonaand Mike usethe
supportsoffered through

Pennsylvania s Department of Aging
andthe Officeof Long-TermLivingto
enablethemtolivethelivesthey
choose. Shonareceives39.5 hoursa
week in Persona CareAssistance
(PCA) servicesunder the State Act
150 program. Mikereceives 18 hours
aday in PCA servicesaswell as
home accesstechnol ogy support
under the Omnibus Budget
ReconciliationAct.

Shona’sgoalswere“ alwaysto
haveahome, career, and family.
Attendant careisthetool that
enablesmetoliveindependently
and withit | can beanything|
want tobe. Without it, | would
have to make desper ate choices.”

In 1991 as an advocate and peer
counsglor at the CIL in Washington,
PA. Shehad no PCA services.
Kathleen Kleinman, Director of that
CIL and Shona'sboss, isaleader in
ADAPT, thenationd disability rights
group that engagesin non-violent
direct action.

“Inorder to get towork by 8:30 a.m.,
| had to get up each day at 3:30 am.
Doing my morning routinewithno
ass stancetook mefivehours,” says
Shona. Onenight after an advocacy
action mesting, weall stayed lateat
work having pizza. | looked at my
watchanditwas10p.m. | told

everyonel hadtoleaveright away to
be ontimefor work the next day.
Kathleen questioned me, redlizing
right away what the problemwas.
Sheordered meto apply for
attendant care the next day and made
it clear that | wouldn't haveajobif |
didn’t. Atthetime, thewait wastwo
yearsto get into the program,” notes
Shona

“Later, when wewereadvocating for
expanding PCA servicesand shorter
waiting lists, wemet with the
Governor. Kathleen Kleinmantold me
| had to gotothemeeting totell my
story. Until that experience, it never
occurred to me how important our
storiesare.

“Whilel wasonthewaitinglist, | had
to pay out-of-pocket for PCA
services. My wholesalary went to
pay for them.”

Mike Eakin hasused PCAssince
1990 and astheyearsgo by hehas
lost morefunction. “I could work
outsidethe homewith atrach and
using aventilator but economically
thereareinsuranceand housing
disincentives. Thekidsarein daycare
but | do themesal preparation, bills,
shopping and other homerelated
tasks,” saysMike.

Mike described an average day.
“ Shonagets up, dressed, then sheand
thekidsleaveby 8am. Then| get up

Shonaand
Mike Eakin

and start my routine. That takesafew
hourssincel useavent 12 hoursa
day. Then| havelunch or go grocery
shopping. | spend quiteabit of time
online. Also, | haveto supervisethe
meal preparation,” Mike adds.

“Onatypical Saturday, we reout of
the house and take thekidsto Chic-
Fil-A. Thenwego grocery shopping,
takethekidsbungeejumping and
then usualy have somethingswe have
tobuy at WalMart,” notesMike.

Shonaand Mikewereapart of the
demondtrationsand activism that
brought attentionto the need for
extens ve community-based services
inPennsylvania. “| used to think that
demongtrationsand activismled
directly tothe programsand services
availablenow. | know now that a
great dedl of adminigtrativeand
bureaucratic change had to occur. But
| believethedirect actionwasa
catalyst,” Shonaclams. “| worry that
peoplewith disabilitieswill become
too complacent becausethereare
good servicesnow.



DonnaFaus
and

David
Grubber

Donna Fausand David Grubber

liveandwork inasmall town west of
Williamsport. Donnaisa50-year-old
power wheelchair rider who has
spina muscular atrophy, oneof the40
neuromuscular diseases|umped into
themuscular dystrophy category.
Davidisher aideand significant other.
They’ ve been together 11 years.
Davidisaveteran. They reunited
when hereturned and over timehave
grown closer. Clearly they sharemany
interestsand are best friendsaswell
aspartners.

Dave started working asDonna' s
substituteaide. Thenit evolvedinto
part-time. “ Then shegot stuck and |
became her full-time Personal Care
Assistant (PCA). Do you know what
that means? For fiveyears, | have
never had aday off. Do you know
what else?1 havenever regrettedit,”
smilesDavid.

“I worry about the expanding rolethat
home hedlth agenciesareplayingin
theprovision of PCA services,” noted
Donna. “ They arekilling the consumer
control model in many states because
of thehome health agencies. We
could not moveto many states
because David could not be my
attendant,” sheexplains.

DonnaisontheMedical Assistance
Waiver and currently receives
sarvicesthrough Community
Resourcesfor Independence. She's
allotted 66.5 hours per week.

Both Donna and David have
NativeAmerican blood. Donnais
part Cherokee, David part
Narragansett. Both areartists
who craft avariety of media.
Donnafashionsgreeting cards
and jewelry, whileDavid worksin
ceramics, wood, and makesdream
catchers.

“Four tofiveyearsago| found out |
waspart Cherokee,” explainsDonna.
“1 ended up going to apowwow and
lovingit. | thought it would be
awesometo camp with these people,
and afew hourslater they invited us.
That started uson the Red Road.”

“Afew yearslater, | volunteeredto
helpwith anarcheological digfor
NativeAmerican artifactson Canfield
Isand near Riverside Park. | was
pulled to the southeast corner of the
iIdand so | left thedig and went there.
| had aspiritual experienceand later
took Daveback there.”

“Davesaid thiswould bean avesome
placefor apowwow. Wewerea
little overwhelmed. It wasahuge
undertaking. Now it'sinitsseventh
year with morethan 25 vendorsand
3,000t0 4,000 people attending.”

Donnaand Dave began by asking
businessesand peopleinWilliamsport
for donations. and ended up with their
likenessesonamammoth mural
downtown.

“Oneday wewent to the Bullfrog
Brewery. Weweretelling people
about thefirst powwow and asking
for donations. That day Michael Pilate
themural artist wasthere. Hewas
asking about NativeAmerican history
inthisarea. Themural depictsthe
entirehistory of Williamsport and
coversthewallsof threebuildings.”
Donnaexplains.

“Aslongasthereisbreath in this
body, Donnawon’t bein ahome,”
says Dave. “ People like Donna
and others—they arepart of the
community and giveand
contributetothecommunity.”



Wemet Leah Fink and her

Persona CareAssistant, Brenda
Knight, at her homein Phoenixville.
When Lesh began usngawhed chair,
shehadan ble apartment built
inthe basement of her home. Thereis
aseparate entrance and ascreened-in
porch.

“I have neuropathy, fibroneuragia,
and arare copper deficiency that
caused lesionsto grow onmy spina
cord. That'swhy | can’t walk,”
explainsMs. Fink. “It cameondowly
beginning last February. | camehome
inJuly after beinginahospita, rehab
andthenanursing home.”

L eah usesthehome hedlth agency
servicesof United Cerebral Palsy to
provide her 48 hours per week of
persona assistance servicesthrough
the Independence Waiver program.

“I havefivechildren, and my
boyfriend livesheretoo.”

“Johnis20. Heattends Temple, isa
volunteer firemanand alifeguard. He
wantstojointhe FBI or thepolice.
There'sBriana, 17, whojust
graduated high school. Joseph, 17, is
inhigh school and so avolunteer
firefighter. Christopher, 15, attends
Milton Hershey boarding school. My
10-year-old, Johnny Benditt, isin
public schooal, but | want to send him
toMilton Hershey. It'san excellent
prep school.”

“Thehardest thing | ever did was
send my oldest son to Milton
Hershey. Hewashomesick and it
brokemy heart not to havehim at
home. But now hethinksitisthe
best thing| did for him.”
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JOANN
Forkin

yearsshehaslivedin Eastern

ComfortAssisted Living 1V and two

other smilar facilities.

JoAnn'sstory underscoresthe
importanceof sufficient waiver

programsand affordable, accessible

housing. Thework of staff inthe

Dept. Of Aging, Officeof Long-Term
Living, and her AreaAgency onAging
helps Joann and otherslikehertolive
livesthey chooseinthe community.

Sheisawhedlchair rider withmultiple
sclerosis, spind stenosis, sgnificant

arthritis, and heathissuesnot
improved by the stressof her
environmernt.

JoAnn, now 63, graduated from

ColumbiaUniversity withaBachelor
of Artsin early childhood education.
Shetaught kindergarteninthe Bronx

andthenin New Jersey for eight

years. Shewas married for 29 years
until her husband passed away 15
yearsago. She had four daughters;

twoarelivingin Easton, Pa.

\1A nn Forkinisawomanwho has
amazing strength but isnot content
with her living Situation. For eight

“l amtheonly oneherewitha
physica disability. Theothershave
mental health problems. InMarch
2008, | becameaPennsylvania’'s
Empowered Expert Resident (PEER)
counsd or and then got ombudsman
trainingtodo somethinginthis
environment that isuseful and helpful.
For yearshere, therewereno
activities. | havefound avolunteer to
comeonceaweek for acrafts
activity, started agamenight, and a
weekly Biblestudy through my
church,” saysMrs. Forkin.

“It'shard to help peoplehere. I’'mnot
apsychologist. | found one program
for peoplewith mental health issues.
It'scalled POWER. | called and
called thepersonwho gavea
presentation about it and finally she
got someone out here. Now severa
residentsareenrolled.”

“1 know what itisliketo be
depressed. When | lost my baby ina
miscarriage, | went through abad
depression. | didn’t want to get out of
bed. | went to pieces.”

Mrs. Forkin brightenswhen
describing her work with the
PEER program. “I’mtheonly
counsdlor in thiscounty, but now
wehavetwo moreintraining. We
makepeopleawar eof their rights
and giveorientation to new
residents. Recently | went to an
ombudsman’senrichment training.
| really liked that. It wasnice.”

JoAnnisonawaiting list for aSection
8 housing voucher. Shewantsto
moveto anapartment buildingin
Emmaus, where she hastwo friends.
Meanwhile Mrs. Forkin keeps
working for improvement in her own
lifeand thelivesof thosearound her.
“I think everybody shouldtry todo all
that they can. | will keep ontryingto
doasmuchasl can,” shepromises.



George Foster, age 97, was

bornin 1912 to afar different world
from the one most of usknow.

Mr. Foster, whoisquitefrail and has
falenmorethan oncein recent years,
liveswith hisgrandson Reggieandis
cared for by two great-
granddaughters.

Foster wasbornin Vermont and
spent much of hislifeasa“cow man,”
working with cattleherdsandraising
champion bullsand cows.

“Never had my ownfarm. | dways
worked for rich people. They could
spend $8,000 to $15,000 on a cow
or bull. | rodewith cattle clear across
thecountry ontrains. Ittook six days
from the east to west coast.”

“When | wasabout 40, | went to
work for Cornie Gerringer. Heowned
the Reddington Hotdl inWilkes-
Barre. He cameto Massachusettsto
hireme. Hesaid hewasgetting an
importation from Guernsey. Thecows
that comefromtheldeof Guernsey
off Greset Britain, they givetherichest
milk. Gerringer eventudly wanted to
turn the operation over to hisson but
hewanted meto comealong andtrain
hisson.”

“1 worked therefor about ayear-
and-a-half. | think that wasthelast
importation of Guernseys. Holsteins
havetaken over. They give 3 percent
milk while Guernseysgive5 percent.
Women decided they wanted to be
thin so everyonewanted Holsteins.”

“I raised my kidson Guernsey milk.
Jersey cows have come back
because of cheese. | had thereserve
champion Jersey. Shewas second
best in the country. We sold that cow
for $25,000.”

“After | left Gerringer, | washiredfor
afarmin Connecticut. Everything has
changed now. Now you milk 500
head. We used to milk 50-60 head.”

ThesedaysMr. Foster isglad to be at
hisgrandson’shome. Though he
doesn't qualify for theAgingWaiver,
the caseworker has said they want
someonewith him 24 hoursaday.
The state doesfund an aideto come
inthreetimes per week and bathe
him, aswell asaweekly vistfroma
nurse.

“The state has been good to me,”
saysMr. Foster. “I would not kick
about Pennsylvania.” Indeed, the
entirefamily ispleased with
servicesfrom the Office of L ong-
Term Livingand theAreaAgency
onAging.



I he Fuhrmans' livesare packed

withinterestsand activities. They live
withtheir doginalovely, well-kept
houseinYork that isfull of antiques
and Americana. “ Antique shopping
used to be our weekend hobby,” says
Bob.

Bob, age67, hasmultiplescleross.
He' sbeenawheelchair rider for nine
years. Beforeretiring, Bob worked
for alargecorporationasa
productionsand logistics manager.
Both heand Kathy, wereborninthe
Lancaster/York areaand both havea
passion that has supplanted even
antiques. volunteering. “I lovetheway
peoplelight up when they redlizewhat
benefitsthey qualify for,” saysBob.

Kathy hasadegenerative spina
disease. Inadditionto her own
volunteer work, she'sbeena
caregiver for parents, friends, and
grandchildren.

Bob volunteersthrough the APPRISE
program by counseling seniorson
Medicare Part D, supplemental
insurance programsand other
benefits. Head so offerstraining on
topicssuch as* Getting Ready to
Retire.” Both Bob and Kathy display
sgnificant knowledgeand savvy in
benefitscounsding.

“The state givesus a lot of
training and then testsand
certifiesuson an annual basis,”
explainsBob. He spoke about the
fullnessof hislife. “I forget that |
haveadisability. It isnot amajor
priority. | doeverything| want to
dofromthischair. Theonly thingl
can’t doanymoreisteach
karate.”

“Qur granddaughter wrotethat Bobis
likeadoctor. He carves, buildsthings,
counselspeople, and hedoesit al
fromawheelchair,” addsKathy.
Indeed some of Bob’sexquisitely
carved birdsaredisplayed throughout
their home.

“| dsolikehel ping peopleand always
have. | was asecond-grade teacher
wherethe peoplel helped wereall
shorter than . Bob handlesthefull
range of benefitsbut | specidizein
Medicare, Part D. Each personyou
seeisdifferent. Thenicepart of
volunteer counsglingiswhen you
save someone a lot of money and
seethelook on their face,”
continuesK athy. “ You might see
someonewho can hardly pay their
mortgageor rent and they qualify
for abuy-back and prescription
drug benefits. Peoplearenot
awar eof what isavailable. That
extra $500 they receive can mean
theworld tothem.”

Bob spoke about arecent training for
caseworkersat anursing home. “ At
thenursing home, they conduct full
intakesfor Medicaid and welfare. It
was hard to see so many younger
disabled peoplethere. | think when
you arecapableof livinginthe
community, that isthe best placeyou
canbe.”



M s. Gardiner isalarger-than-

lifepresencein body and spirit. Her
first nameand perhapspart of her
charismaderivesfromtheArabian
part of her heritage. Sheistal, large,
and beautiful in her purplesuit and
gray hair. Her gaze holdsan unusual
combination of penetrationand
kindness.

Ms. Gardineris8l and haslivedin
Philadelphiaall her life. Sheiscloseto
her four children, threeof whom live
inthesamecity. Thereare 10
grandchildrenand

16 grest-grandchildren.

“I work two daysaweek inthe health
department, mainly training Saff. The
mentdl hedth system nationwideis
under transformation. Becausewe
have mental ilInesshasnothingtodo
with stupidity. Slowly society’simage
of usischanging and | have been part
of fightingfor that.”

“I’'veworked inthe mental health
consumer movement for 20 years.
Herel work totrain staff and others
inthepoaliticsof changingfromthe
medical model to apeople model,”
Hikmahexplains.

“I’'mblack, afemale, and mentdly ill.
Inmy youth, | fought everything. Now
| know how to pick my fights.”

“I got al excited about the President’s
new insurance plan. Being an older
person, I’ m concerned about ol der
people. With Medicare, you pay 50
percent of the cost to seeatherapist;

| pay 20 percent of thecost if | break
my leg. Itisunconscionable.”

“Your lifeisfuller livinginthe
community. Yes, | have‘dammit-

to-hel’ dayswherel don’t want to
get up. But on my averagenon-
work day, | visit drop-in centers
and gotalk toseniors. | belongto
ahandicraft club.”

“Whilel haveseverad physica
alments, arthritisistheworst. That's
why | useawheelchair. But | try not
touseit too much becausel don't
want tolosefunction. | wrapupina
blanket to stay warm. | can’t stand to
getcold.”

“Itisimportant torespect people
whoareolder.”

“ Peoplefirst appliestomorethan
mental health. The
transformation to‘peoplefirst’
language means see me asa
human beingfirst, asan
individual. Then seemy mental
illness. That can refer toageand
raceand disabilitiestoo.”

“I know &. Peter iscoming after
mebut | ain’t waitingfor him. You
gottacomeand get me, Sugar.”

Hikmah
Gardiner



KerGlozi erisaz4-year-old

student with cerebral palsy (CP) who
attendsCaliforniaUniversity. We
vistedwith Kyleafter hispolitical
thought class, where Professor Hein
lectured onthe Gilded Age. Kyle'sa
senior withadoublemgor incrimina
justiceand political science.

We spoke about disability and the
collegecurriculum. “Ca U hasno
disability politics,” saysKyle. Thereis
onelineinasyllabusthat mentionsthe
Americanswith DisabilitiesAct
(ADA). But no classeswherethere's
discussion or study of thismass
movement that led to lawsimpacting
56 millionAmericanwith disabilities”

Kylehasanationd reputation among
peopleinvolved with disability rights.
He sbeen attending ADAPT civil
disobedienceactionssincehewas9,
gave aspeech at the 1992
Democratic convention and gave Clint
Eastwood the brush off at a
congressiond hearingfor supporting
limitationstoADA.

“Stars—1 don’'t care about stars,”
Kylesaysof hisrun-inwith
Eastwood. “Thered starsarethe
onesinthetrenchestaking direct
actionfor social and political change.”

Glozier used to aspiretobethe
first U.S. presdent with CP.
Senator Tom Harkin gavehim a
campaign contribution.“I’ve
changed my career plans,” notes
Kyle. “1I’m applying for asummer
intern position in theAdvocacy
Department of the Rochester
Center for Independent Living.”

Kyleisonthe OBRA Waiver and
receives 79.5 hours of servicesper
week. Helivesoff campusin
subsidized accessblehousing for
seniorsand peoplewith disabilities.

We asked Kylewhat hewould say to
anewly disabled personwho was
decidingwhether tolive
independently. “Of courseitis
personal choice. But thework that
we' vedone has enabled peoplelike
meto have attendantsand live at
home”

We begantodiscussKyle'sfears
about leaving the security of university
and homeand going out into thework
world andthetimethat his
communication device brokedown.

“Everyone hasfears, of course.
And minear esometimesstronger
because | need to organize so
many servicestolivean
independent life. But I'll
manage,” heaffirms.



M r. Gonzalesvolunteersat a

senior center hel ping peoplewiththelr
taxes. He'stall and hasasubtle,
delightful senseof humor. Theday we
saw him, Luisworealeather vest and
awork shirt. Though the ouitfit was
casua, helooked perfectly turned out
—quality clothesand not onething out
of place.

Luishasbeenavolunteer for yearsin
different settings. In 2001, heretired
asCampus Registrar at Penn State
Beaver. Then adear friend drafted
him to sponsor severd junior high
school students. In 2002 he started
assisting seniorswith taxes. Theday
weinterviewed him, hewasabit
frustrated with seniorswho had no
paperwork for stock salesor Social
Security. “If shecan't show what she
bought the stock for, she'll pay taxes
onthefull amount of sale,” he
explans,

Mr. Gonzalez talksabout the
importanceof giving back through
volunteering and notesthat
staying activeand inter ested
keeps oneyounger. “1 have a
member of my family whoat 60is
old. Heshufflesaround.l'm 71
and not old. Many retireeshave
towork. My wifePatriciaand |

are blessed to be ableto
volunteer. | help with taxesthree
daysaweek and weboth help
delivering M ealson Whesels.
Many older peopleneed the
friendlinessof visitors. Mealson
Wheelsprovidesthat and
nutrition.”

Other interestsincludeplaying
saxophonein two summer community
bands, and alocal jazzband. “I'm
thankful thedirectorstolerate my
playing. Thenthere'sthetrip to Egypt
heand hiswifetook in January 2010.

Mr. Gonzalez Sitsat atablewiththree
peoplewho need help with taxes. He
hasasubtleway of launching ajoke;
itcanfly right by you. “ Asakid, we
usedtostinapark andtell each
other jokesand practice our timing,”
heexplains.

Hegoesover thetax formwith Mrs.
Stewart. Shehaspicked up onhis
humor. “ Don’t touch my money or Il
smack you,” shejokes. At theend of
the session, hehandsher some
papers. “ Destroy theseforms,” Luis
tellsher. “I don’t want to put your
nameinthegarbage.”



\ly Harner isa31-year-old man

livingwith C-5quadriplegia. He
excelled at high school baseball and
was headed to Shippensburg
University onabaseball scholarship.
Hewason vacation at Bethany
Beach, Delaware, wave caught him,
dammed him head first into the sand,
and broke hisneck.

Jay spent four monthsin ain-patient
rehabilitation program that consisted
of physica, occupationa and
recreationd therapiesAt Kernan
RehabinBatimore, Maryland. He
then six monthsin aoutpatient

program at Gibson Rehabin
Williamsport, PA.

Jay liveswith hisparents, butistrying
to move out onto hisown and be
moreindependent with hisownlife.

“| get 47 hours per week in Personal
CareAssistance servicesthrough the
Community Resourcesfor
IndependenceWaiver,” saysJay.
“Depending ontheday, it cantakeme
between two to three hoursto get up
inthemorning. By thetimemy routine
isdoneandI’minmy chair, the
morning can beamost over. Oncel
amup andinmy chair, I’ m pretty
much independent. | an abletodo
most thingsown my own but might
need someass stancewith gettingiit
started, such as having someone pour
meadrink”

Jay attended Penn Collegeand
received an Associate Degreein

genera studies. Hewantsvery much
towork, but therearedisincentives
andlimitations.

“I"vepaid for all theeducation
that | can afford right now.
Vocational Rehab hasnot assisted
mevery much, so| have been
doingmost of it on my own. I’'mon
Supplemental Security Income
sincel wassoyoungwhen | broke
my neck that | didn’t havethe
work history toget Social Security
Disability Income. For meto
work, | haveto makeenough that
| can afford tolose my benefits. |
want towork but | don’t want to
work tojust pay for my daily
routine. | want towork and make
alifefor mysalf whilecontributing
and being useful at thesame
time”

Wetold Jay of other Pennsylvanians
withsignificant disabilitiesthat are
attending four-year colleges, withthe
Officeof Vocationa Rehabilitation
picking upthefull tab.

“I want tolivealifeabe
productiveand by doing so havea
senseof self worth.. I’'m just
looking for afinancial package
that will makelifelessrestrictive.
It doesn’t haveto be easy but
doable”



/ \ 54-year-old wheelchair rider

withadisability known as Spina
bifida, Cassie JamesisDirector of
Policy at Liberty Resources,

Philadel phia s Center for Independent
Living. Sincethe 1990s she' sbeen
known throughout the country for her
intengity andintegrity. Workingwith
DisabledinAction, Liberty
Resources, and ADAPT, Cassiewas
part of the pre-1990 strugglefor
accessiblepublictransit and hasfreed
numbersof peoplefromnursing
homes. Inearly years, her advocacy
wasasfiery asher flamingred hair. If
you arenot totally committed to
disability rights, tothefull societa
incluson of peoplewithdisabilities,
you'd best avoid Cassie James.

Elevenyearsago, shemarried Alan
Holdsworth. They haveal0- year-
old-daughter, Danidlle.

“| wasabad teenager and ended
up ingtitutionalized in Bayberry
SateHospital wherethey sent
peoplewith psychiatricdisabilities
aswell asincorrigiblekids. It was
horribleand thedrugsmademe
psychotic. | can’t remember alot
of the specifics because of the
drugs.All' I remember isknowing|
had to get out of there. It wouldn’t
work tosay | waswild but not
crazy. Sol started telling them
that, yes, | heard voicesbut |
wasn't listeningtothem anymore.
Finally my mother cameand got
me.”

“| got the Independent Living
Program at Widener to pay my tuition
to Philadel phiaCommunity College. |
started to takethetrain downtown
from Fox Chase. It was not
accessible. I’d get out of my chair and
climbthestairsand pull my chair with
me. Then | wastold | couldn’t do
that.”

“It becameahugebattle. At first no
onewould help. Then Steve Gold and

other advocatesgot involved with this
littleredhead.”

“I didn’t really want to bean
advocate but | had to sueand fight
SEPTA,” sheexplains.

“| graduated from community college
and started at Hahnemann University.
But | got very ill, left school and
began using apower chair. | met Tim
Cook, ADAPT sfirst lawyer, and
severa of usstarted Disabledin
Action.”

“1 alwaysthought | deserved what
everyone else had.”

“Werealized we needed to develop
advocatesin Pennsylvaniaso Nancy
Sdlandraand | started the Community
Advocacy Program.

Cassiemet her husband, Alan,
through ADAPT actions. From
England, heisthewell known
disability rightstroubadour whose
stage nameisJohnny Crescendo. She
and Alanmoved to Englandin 1999
but returnedin 2003.

“M ost peoplewe hang out with
need attendant care. I’mon the
Act 150 program. | make co-
paymentsand could not have my
houseor family without it. | havea
great attendant named Charmine
Daviswhoworks40 hour saweek.
She's also a mom so she gets
alongwell with Danielle. | used to
bepretty wild but now | lovebeing
aMom. | lovebeingwith my
daughter.”

Act 150ispaidfor out of statefunds
so |l worry that it will bethreatened by
budget cuts. “ Thisstate hasnot been
hit hard yet but | think wearegoingto
seesomecuts.

“We should be devel oping our own
models. We' rethe best and most
expert at what peoplewith disabilities
can do and how servicesneed to be

James
Holdsworth

structured.” | love Ed Robertsdream
and hedid not want ustodoiit
everyone el se' sway becausethat has
alwayslead usto dependency and
oftentoingtitutions. Many disabled
people achieve much morethen
anyoneever told themthey would.
Ed started an I L movement that went
around theworld and hewasona
ventilator. Heand Wade Blanksare
thepeoplel try tobelike. They are
the peoplewho havelead theway for
our freedom! Wade Blankswasthe
co-founder of ADAPT anactivist
group that hasfought for ending the
ingtitutional bias. They havebeen
taking peopleout of nursing homes
for morethen 30 years. My mentors
are Babs Johnson, Bob Kafka, and
Stephanie Thomaswithout their
support | would never bewho | have
becomean activist and aPolicy

Director.



Jennifer
Howdl

\l‘xnifer Howell isayoung

wheel chair user who is passionate
about her work. SheistheTransition
Coordinator for United Disability
Services(UDS). Her programis
funded through agrant fromthe
PennsylvaniaDevel opmenta
DisabilitiesCouncil (DDC).

“Theprogram supportsyoung
adultswith disabilitiesin their
transition toadulthood. Wehelp
find housing, but the program does
much more. | say we help people
livebeyond thelabel.

WEe'reall peoplewith support needs,
and if wejoined together wewould
havethevoiceto show legidators
how important community services
are. You can't just focuson housing,
attendant care, employment, or
trangportation,” notes Jennifer.

“What areaperson’sunfunded
supports? Their friends, family,
and faith community arenot
funding-dependent. | call the
entirepictureof aperson’s
support systemtheir circlesof
supports.”

Jennifer further explainsher
philosophy and how sheusesitinher
work. “When someone comesto me,
| focusonwho they are. | ask them
when and where do they want to
meet, what do they want to discuss
and what do they want to do. | look
at their strengthsand their passions
and see how they can build onthese

things”

“Thefirstthing | doisuseUDS. We
have strong connectionstodl the
satewaiver programs. I’ mfamiliar
with the supportsand services
available. If the person wanted to use
awaiver through UDS, I'd ask the
Intake coordinator to cometoacircle
meeting. If othersneedto be
involved, I’ dinvitethemandfacilitate
thediscussion. | would connect the
young person with housing resources
inthearea. Wemightinviteareator
or someonefrom Habitat for
Humanity. A circleof support includes
family members, friendsand support
professonds”

“Peopledon’t redlize that peoplewith
label sand people who need supports
deserve our own homesand our own
lives. We don't deserveto belocked
away in someingtitution that appears
to besafe but isnot. Peopleneed

rel ationshipsand helping themform
rel ationshipsin thecommunity isthe
proven way to keep people safe,”
Jennifer states. “1t doesnot work
perfectly al thetimebut | know the
resourcesto help it work. Weneed to
go back to thedrawing board if
somethingisnot working.”



Cong Kimisan 89-year-old

immigrant from Korea. Wemet in her
gpartmentinalargesenior facility.
She speaks K orean and her care
manager servesastrandator. Someof
thetrandation of Mrs. Kim’'swordsis
literdl.

Shehaspersonal care assistance
servicesfor 3 hourstwiceaweek and
her medsareddivered.

“Herel liveby my ownrules. |
read theBible, watch television,
and sometimeswalk around my
neighbor hood. Through church, |
havesocialization with other
people. | attend Senior College
whereweexerciseand learn basic
English.”

“Around 15 peoplefrommy church
livehereand wehaveactivitiesand
socidize. My churchistheKorean
United Church of Philadel phia.”

“1 wasbornin Kaesong, North
Korea. After the Korean War, we
had to moveto Seoul in South

Korea.. | havelivedintheUnited
Statesfor the past for 30 years. Inthe

beginning, asanew immigrant, |
missed Korea. But you adjust with
years. My children, grandchildrenand
great-grandchildren arein the states.”

“My family vistsmeoften. Thetwo
daughterstry tovist weekly. One
daughter triesto vigt often. Her
husbandisapastor. All my
grandchildrenarenice. Theoldest one
picks meup and takesmeto dinner.”

“Sincethey wereborn and rai sed
here, itishard totell them about
Korean culture, but | encouragethem
tovigt Korea All my grandchildren
aremarriedtoAmericans. | want
themto keep their own culturebut it
isredly difficult. Most important, I'm
happy for them becausethey havea
goodlife”

“| am goingtotell you that all
people my age should livein the
community.”



Wayne Kochisavibrant,

colorful character and not just
because of hislongred hair and
paintedfingernails. “| painted thenails
of onehand thefirst timeonadare
and then discovered itisagreat way
to stand out. “When | was 35, | rolled
my vandown abig hill and sustained
aspind cordinjury.” Athoughtful
individua withacommitment tothe
societal inclusion of peoplewith
disabilities, Wayne has served onthe
Governor’sAdvisory Committeeon
Disahility and beeninvolved with
various advocacy groupsover the
years.

Mr. Kochworked asan auto CAD
designer/drawer until 2005 when he
formed hisown company and began

consulting. Heprimarily does
drawingsfor barrier-freedesigns. He
hasaplethoraof interests, including
collecting glassand theart of beer.

Wayne K och hasthe heart and flair of
anartist. “1 wish | could weld and not
hurt mysdlf. I’d doalarge scul pture
for my front lawn.” Waynetook usto
theKeystoneArt Gallery and Cultura
Center whereheiswel known. The
center isowned by George
Mummert, arenowned bronze
sculptor with piecesat Yaleand the
Smithsonian.

“WhenWaynefirst came here, |
already knew who hewasfrom
reading newsarticlesabout himand
hisadvocacy work. Hedidn’t know
that | knew of him,” explains George.

Mummert welcomed Wayne's
presence because hewanted the art
center to be accessibleand alsowith
community participation. Whenwe
vigited, the current show was
Perspectiveson Preservation with
piecesby Lancaster poetsand artists.

Wayne buyshisgranddaughter a
pieceof art each year rather than
“some el ectronic gameor gadget that
shewill bebored withinamonth. She

may not understand it now, but those
giftswill holdandincreaseinvalue,”
he notes.

KochisontheAging Waiver and
receives 13 hours of servicesper day.
Helivesin hisown homeand ill
spends part of histimeserving asan
advocatewiththe Governor’s
Advisory Committeeworking on
home-modificationissues. We spoke
about the Supreme Court’sOlmstead
decisonthat peoplewith disabilities
havetheright to choosetoliveinthe
least restrictiveenvironment.

“Peoplewant to be part of something.
Inyour own home, you can get out
and meet people, beapart of thelife
of your community,” states\Wayne.
“Boredom keepsmegoing. | cannot
justsit. I’ vegot to be active, involved,
doing something.

“It’simportant that civil rights
lawsconcerning least restrictive
environment be enforced. It saves
taxpayer smoney and peoplewho
think they can’t contributeto
society find out they can. If you
givepeopletheopportunity tolive
outsideof aninstitution, they can
givesomethingback —in
community service. Then you
meet all kindsof peopleand then
if you need something, thereis
usually someonefrom your
networ k who might know the
answer or havewhat you need.”



I\/I s. Kreutzer, whois69,

trangtioned from anursing homeand
workswiththe Pennsylvania
Association of AreaAgenciesaswell
asthe Community LivingAdvisory
Committee. Because of her
experience, sheiscommitted to

hel ping Pennsylvanianslearnther
optionsso they can avoid or trangition
out of nursing homes. She statesthat
thereisnot muchintheway of solid
information for peoplearound the
Emmausarea

Sandralived in nursing homesafter a
stroke. Now she usesawheelchair
and gets Personal CareAssistance
(PCA) services 35 hoursaweek
throughtheAgingWaiver.

“I’'msogladfor my persona care
assgtant. Thingswork well between
us. The state has something called
hour boxeswhereeverythingis
supposed to be done at acertaintime
onacertainday. Thatiscausing
problemsfor usbut wework around
it”

When her stroke occurred in 2002,
shewaslivingin Oregon. Her children
had her moved to ahospital and then
nursing homesintheAllentown area.

“I’ ve seen photosof meinthe
hospital in Oregon and boy, do | look
angry. | havealittlememory of that
time. | remember deciding that
nothing isgoing to get medown,”
saysMs. Kreutzer. “1 havevivid
memoriesof conversationswith my
sons, but my sonsaid | couldn’t talk.”

“Thefirst homethey foundfor me
wasin Coopersburg. First of al,
because| wasinawheelchair, they
thought it affected my mind. By that

timel had comprehension and some
memory back.”

“1 worked my way up to President of
theResident’sCouncil. All nursng
homes are supposed to havethem,”
sherecalls. “| started aRed Hat
Club.”

“I wasgiven anumber of aCenter
for Independent Living (CIL). | called
afew timesand awoman and man
from therecameto visit. Both had
disabilitiesbut werenot wheelchair
users. Wewent out to lunch and they
gave memorenumbersfor staff at the
CIL. A person camewhowasa
wheel chair user and brought mehere
toseethisbuilding.”

“That was November 2004. | was
il inthat nursing home but now |
had somethingimportant: hope.”

“Nothing happened and then still
nothing happened. Finally
someonefrom thenursinghome
evaluation committeeasked if
therewasanything they could do
for me...” “1 said get me out of
here”. Within aweek and ahalf |
had thisapartment,” smilesMs.
Kreutzer.“ Theother thingthatis

very important for peopletoknow
isthat they haveto ask for help.
And keep askingfor it. | tell
peoplewho havetroubleasking
for help toremember threethings
tosay: I'msorry. | loveyou.
Help me.”

SandraKreutzer enjoysher life. She
lovestrying different foodsandisa
music aficionado. Prior to her stroke,
shesang and played theviolin. Now
sheloveslisteningtomusic. Sheaso
uses her computer for work and
leisureactivities. Clearly, sheisone
activecitizen.

“I got asecond chance. | could have
died or been unableto think or
communicate. Now I’'monfive
committees,” concludesMs.
Kreutzer.



\]Adith Liebermanisa90-year-old
bundleof energy andlife. Sheissmall
withgray hair and eyesthat miss
nothing. Sheiswell turnedoutina
gold dress. And she has a pet peeve.
“Peopleinthisbuildingcomplain
about everything, but they are not
willing to do anything about it.”

At age 90, Ms. Lieberman isstill
an activist. She'sin the state’'s
LIFE program. Sheischair of the
L ehigh County TRIAD program
and on theAreaAgencies
Advisory Board on Aging. Sheis
alsoacancer survivor who
volunteer sat medical facilities.

Judith Lieberman haslivedin her
current gpartment for eight years. She
waslivinginAllentown and got stuck
in her bathtub. Her children said she
needed asafer placeto liveand found
thesenior housing building. Judith has
four children.

“I'll be 90 thisyear and don’t need a
personal careassistant.” Ms.
Liebermanisanimated, a most
crowing about her ageand
independence.

“I moved from VirginiatoAllentown
sevenyearsago. | educateelderly
people about what'savailableto
them. Now I’ m starting Project
Lifesaver, which can beused to track
peoplewith dementiasothey don’t
getlost. They useditin Fairfax
County, Virginia, for peoplewho
wonder because neurologic
disorders”

“1 had afull career beforeretirement.
| graduated from ateacherscollegel
awayswanted to beadoctor but |
had three brothersand therewasno
money to send meto school.
TeachersCollegewasfree,” Judith
explans.

“But therewasawayssomething
about themedical field that | liked.
After | married, | followed my
husband all over. Wewerelivingin
Mainewhen theevacueesfrom D-
day camethere. | volunteeredin
medical facilitiesand they werein
very bad shape. Locd citizens, mainly
wives, arranged for themto get fruit
andmilk.”

“I likebeingan activist. 'ma
stomach cancer survivor. First |
got involved with the Cancer
Society. Then and there, | decided
| would fight for myself and people
like me. They gave meaWoman
of theYear Award. Theaudience
wasquitesurprised when | said |
wasdoingall thiswork for myself
and everybody likeme. But that’s
what itisabout. That’swhat
motivates peopleto create change
and maketheworld better.”



Wevisited DoloresLiddle

after her Bible study at the Bellmoude
whereshelives. She'sawheechair
user and not shy about airing her
opinions. During the study, thegroup
began discussing hedth carereform.
Ms. Liddlethought state and federa
spending prioritieswere out of
whack. “It costsmoreto send a
person to prison than sending achild
toYde,” shesadtothelargely
conservative membersof her group.

TheBedlmoudeisalargelow-income
building for seniorsand afew younger
peoplewithdisabilities. Ms. Liddle
moved there after severa yearsina
nursng home.

“l wasin 11 differentingitutions. I'm
so glad to have my lifeback and my
independence. | can get upwhenl|
want, eat when | want, vist with
friendsand dothe Biblestudy. It'sa
world of difference,” saysDolores
Liddle

“1 wroteto Governor Rendell and
hereferred metothe Department
of Aging. Theletter | wrotewas
simple.| said ‘| need help.’ If
thereishelp availableto me, |
need toknow. | wish | would have
known beforel had to sell my
house. But | did get help. They
evaluated meand | haveeight
hour sof help per day, four in the
mor ningand four in theevening.”

Ms. Liddlelikesto stay active. “ A

per son can get around pretty well
inawheelchair. You can dowhat
you want. | likenatureand flowers
and | can get out to seethem. |
haveafull life.”

Dolores
Liddle



Jon
M cFarland

\ln McFarlandisa48-year-old
manwith spinabifidaand acognitive
impairment. He sbeen attending the
Life Enrichment day programat a
Lancaster churchfor 16 years. He
liveswith hismother. Wehad ashort
interview with Jon becauseaclass
was about to begin and hewanted to
attend.

“| havean attendant that comesin
themorning and at night and my
mom does everything else,” Jon
explains. Heison the OBRA
Waiver.

“I like sports, talking to people and
reading the newspaper. | likegoing
places. Hereat the adult enrichment, |
taketwo classesaday, four daysa
week. Every other Wednesday we go
into thecommunity to placeslikethe

shopping mall or restaurants. Then
onceamonth we have an outing to
someplaceliketheBdtimore
aguariumor tovistthe Capitol in
Harrisburg.”

We asked Jon hisopinion about
wherehewould prefer toliveand
receivetheservicesheneeds. “ It’sa
lot better toliveat homethanina
nursing homebecausethe
surroundingsarebetter and you
can do stuff on your own. Some of
theparticipantshereat adult
enrichment even liveon their
own.”



I\/I r. Merkinsisa37-year-old

man with C-4 complete spina cord
injury wholives Philadelphia. Inglis
Foundation hasahousing complex of
gpartmentsfor wheelchair riders.
JohnMerkinslikesliving at the
complex.

“| speak to high schoolsand
different placestotry and let
young peopleknow they’renot
immortal. That what happened to
mecould happentothem.”

When hewas 16, John was
diagnosed with bone cancer, which
spread to hislungs. In December of
1996, he had gonethrough chemo
and al other recommended treatment
and been pronounced cured of the
cancer.

“InMarch of 1997, | was out with
two buddies. We d al been drinking
andwantedtogotoaclub. | usualy
didn’tdrink, but I think | had decided
tolet go and celebrate. | was cured of
cancer. It seemed likel had been
handed lifeon aplatter. | wasnot
going to drive because | wasdrunk
and soweremy two buddies.
Another friend cameinand hesaid
he' djust gotten off work. We asked if
hewasall right to driveand helooked
at uslikewewerecrazy for asking.”

“ About two blocks away he started
going 85-90 mph and turned down a
narrow side street. We screamed at
himto dow down, to stop. Thedriver
started laughing. Hisbrakeslocked
and the car flipped and dammed into
atree. Theroof of the car wrapped
around thetree. My body and the
treewere pretty much one.”

“Thedriver ran and left usfor dead.
My buddy got out and went for help.
They got meout withaJawsof Life.”

“When | woke up, | saw my poor
mother and dad |ooking likethey had

seenaghost. | thought, first the
cancer and now this. What havel
doneto my parents?’

“| was 24-years-old whenthe
accident happened. If | had not been
drinking, | would have known not to
getinthat car.”

“I ended up movingintothelnglis
House and young guyswould come
tomy room and talk with me. They
got meupandaround. Finaly | gotan
understanding that | had my mind. It
mademeredizethat | had alife.”

“When | moved intomy own
place, | wanted to give back tothe
community. | work a seasonal job
with the Philliesin guest services
at theballpark. Wehavea
designated driver program. | also
givetalksabout the danger s of
drinking. | also serveasa
consumer advocateon the
Governor’sAdvisory Committee
for Peoplewith Disabilities. | am
one of two Pennsylvania state
representativeson the National
Participant Networ k. Becausel
am so grateful tothelnglis
Foundation | serveon their on
their Consumer Advisory
Committee.” Clearly John’s
willingnessto shar e of himself has
benefited countlessother people.

“Elevenyearsago | moved out of the
nursing homeand into the suburbs—

John
Merkins, Jr.

inasemi-rurd area. Transportation
wasaproblemthereinarural area”

When | moved back tothelnglis
Foundation apartment complex inthe
city | wasableto get anywhere. |
should have been on the Independent
Waiver from the beginning because
thereisso much morein supports. It
paysfor homemodifications. | can
cdl Inglisfor anything and they will
helpme.

“I try to beassdlf-sufficient as| can.
When| don’'t haveanaide, | liketo
bealone. | shopfor food. | control
my environment withvoiceactivation.
If I don’t need someone, | feel more
independent. | takearegular busto
and fromwork along with everyone
else. Paratranst makesmefed like
I’ mtaking the short bus.”

“I am still John. I haveamind and
can do things. Peopleareso
ignorant. They ook at mestrange.
I"'mjust likeyou except | can’t
walk.” “I realizel can still walk
tall justin adifferent pair of
shoes’



Peg Pryseisalovely womanwho
radiatesgenuine Southern charm,
hogpitdity, and calm strength. Those
traitsarebundledintoa5'2"

package, accented with stunning
whitehair and asmilethat putsone
instantly at ease. Sheisimpeccably
dressed in attirethat radiatesqudlity.
At age 89, sheconveysapositive,
can-do attitude that makes one want
toremainin her presence. Mrs. Pryse
holdsthe position of ombudsman and
staysactive by doing peer counseling
for fellow resdentsof St. Paul’s
Villas, anupscaleasssted-living
facility. Onthedoor of her room
hangsasign notingthat a
PennsylvaniaEmpowered Expert
Resident (PEER) liveshere.

Nineyearsago, Peg and her husband
livedinther Atlantahome. Shewoke
up onemorning and said to her
husband, “ Henry, we must be having
aterriblestorm.”

“It's9am. andthesunisn't shining.”
“What'sthe matter withyou?’ he
replied.

“I told Henry it was dark. Hetook
metoaspeciaistwhosad, ‘ You are
blind and thereisnothing | candofor
you.’

“We called my son-in-law, who was
thechaplain hereat that time. Hetold
usto cometo St. Pauls. We sold
everything and flew to Cleveland and
movedin here. I’ ve never regretted
it,” saysPeg. Her husband diedin his
deeptwoyearsago.

“There' resomethingsaperson
simply cannot livewithout, but
sight isnot one of them. Theday |
lost my vision, | knew that if it was
gonefor good, | wasnot goingto
let it destroy me. And | havenot.”
Mrs. Pryse speaksin strong, clear

tones. “I can dojust about
anything! wantif | put my mindto
it.”

“I haveno complaintsabout living
here. If | need someone or want
something, | just push thisbutton.” St.
Paul’sVillasiswell staffed.

“| stay busy and | want to be busy,”
notes Peg. “ Thereare meetings,
group discussionsabout issues here.
For example, wearetrained to help
res dentsget dong without demanding
so much attention from the staff.
PEER counseling hasbeen wonderful
for me. Resdentstell mewhat their
problemsareand | help them solve
them.”

Besdesher PEER activities, Mrs.
Pryse spendstimereading bookson
tape. After shemovedto St. Paul’s,
her son-in-law took apositionin Ohio
so sherarely seesher daughter. Yet
she acceptslack of contact with
family ingtrideand often useshersdlf
asan examplewhen orienting new
resdentswho fear [osing contact with
their children. “1 tell them | never see
my daughter and her husband either,
but that doesn’t stop me. Thereare
so many activities. Why just about
anything you want to do, the staff will
helpyoudoit.”



We met Ron Rambo at Square

One Coffeein downtown Lancaster.
Thisprogressivehang-outisRon’s
favorite. “1 comehereevery day. |
liketo sit outsdewhentheweather is
nice, but thereisan entrancein back
witharampthat | canuseinthe
winter.” Wemet Ronwith histhree
Persond CareAssistants: Lou,
Brandon, and David. Lou hasbeen
with Ronfor 20 yearsand sayshe's
gtill learning. Brandon hasworked for
Ron for morethan two yearsand
David hasbeenwith himfor six
months.

Ron, 48, has cerebral palsy and
speakswith a CP accent. Hedoes
not usean augmentative
communication device. During our
discussion, aidesat timeshaveto
trandate.

He' sbeen on the Independence
Waiver for fiveyears. Hehasa
Section 8 rental voucher and had
been onthewaiting list for fiveyears.
“l amintheprocessof finding my
own homethroughthe Section 8
Homeownership Program,” explains
Ron. “I'vehadtofight for everything
I’vegotten. Itisreally hard tofind
low-incomehousing—Iet alonelow-
incomeaccessiblehousing. Many
landlordswon't accept Section 8
vouchers.”

“I useamanual chair becausel
couldn’t get apower chair towork
well with head sensors. I’ mactive. |
loveliving downtown and going tothe
local farmer’smarkets. We a so go
camping acoupletimesayear anda
manual chairiseasier toget aroundin
crowdsandinthewoods,” explains

Ron. “Athomel usean Imacwithan
adaptivekeyboard and Intellikeys. E-
mail andingtant messagearemy
favoritewaysto communicate.”

Ron hasdreamsand plansfor his
future. He'sbeen consulting with
United Disability Servicesto
explorehishousing options. He
wantstobuy or build ahomethat
could bemadeentirely wheelchair
accessibleand outfitted with a
ceillingtrack system. Inaddition
toprovidingasuitableliving
space, Ron hopeshisproperty
couldincludearaised bed garden
built towheedl chair height and
possibly asmall gallery spacefor
artistswith disabilitiesto display
their work.

“Onething | will misswhen |
moveismy landlady. | waslucky
tofind agood landlady who'sa
social worker. Shegavemea
chanceto show | would beagood
tenant. It isimportant that people
with disabilitiesbegiven the
choicetolivewherethey want. |
liketogoout when | want to. |
liketorun my own life. | have
good friendsand likeliving close
toall thethingsl want todo.”

Rambo



Hden
Ros ek

I I elen Rosiek is86-years-old

and hashadlow visonadl of her life,
Sheisfiercely independent and fought
receiving servicesfromthestate. She
credits Cheryl Poling, acaseworker
for the SW. AreaAgency onAging,
for convincing her togoontheAging
Waiver. Her aidecomesfor three
hoursper day to ass st with bathing,
dressing, driving and other activitiesof
daily living.

The day we spokewith Mrs. Rosiek,
her daughter-in-law Debbie Cermak,
was present along with Cheryl Poling,
her case manager.

“I waslivinginthisapartment and was
prescribed thewrong medication,
which produced the effects of an
overdose. | went to the hospital.
Cheryl had been talking to me about

thewaiver. | knew my visonwas
getting worse and needed help, but
my neighborshad been helping. After
thehospital | wastill confusedso|
went into anursing homefor amonth.
Itfeltawful inthat ingtitution. | cried
al thetime,” recallsMrs. Rosiek.

“My daughter-in-law cdled Cheryl
late on aFriday afternoonandtold
her | wasfalling apart. Cheryl made
arrangementsfor meto come back
homeand havethe servicesof an
aide. It took her about two hours. I’'m
used to the security of thisbuilding.
I’velived here 21 years. Here, you
areinchargeof your ownlife.

“I lovemy life.1’m content and
happy right herein thischair. |
don’tliketo bearound people. | love
being by mysdlf and I’ mnot lonely. |
lissento TV and CDs.”

Lifehasbeenfar fromacakewalk for
HelenRosiek. “My mother didn’tlike
me. And because of being legdly
blind, other kids called menames. My
first husband wasan acohoalic. |
raised six boysand sometimes| had
tobegfor food,” explansMrs.
Rosiek. “Welived everywhere. In
Batimore, | worked for Socia
Security. Therewasatest for thejob
that 300 peopl e took but only 26 of
uspassed. Thenwhen | was50, |
remarried. Walter wasawonderful

“It’swonderful that theArea
Agency on Aging has someone
likeCheryl”. “Thisprogram saved
us. | thought I’ d haveto stay inthat
ingtitution but Cheryl opened dl the
doorsfor us.” Cheryl Polinghassince
received apromotion, but her
supervisor hasalowed her toremain
asHelen Rosiek’s case manager.

“I would not trademy lifenow for
anything. Thereisstructure. |
know my buzzer will ringevery
day. I’'mbeautiful ontheinsideif not
theoutside. Infact, I'mall dressed up
today. Maybel’ [l go out and look for
aboyfriend,” jokesMrs. Rosiek.

Mrs. Ros ek passed away on August
6, 2010. Shewill be sadly missed.

“She was so happy to share her
story.  Shetold of how she loved
her life and that without the
assistance from Southwestern PA
Area Agency on Aging she knew it
would not be possible for her to
continue to live alone and enjoy all
the freedoms of being one of our
states many valuable senior
citizens.”

“We also went to visit many of
mother’s friends who were not as
fortunate and had to be placed in
nursing homes. After each visit she
would comment that she wished
each one of them could love their
lives as much as she did.”

“In life she made so many valuable
contributions to the lives of her
family and so many others. She
truly was a blessing and an
ingpiration to all of us who knew her
and loved her. She taught me that
age did not matter nor did wealth it
was the ability to love your life no
matter what your circumstances.
Your program allowed her to
continue to love her life even though
blindness claimed her eyes and age
caused her to become frail. It is
with a grateful heart | thank you for
the many programs that permitted
her to love her life to the very end.”

Loving submitted by her daughter-
in-law, Mrs. Debra Cermak.



I his 32-year-old with short

brown hair has several tattoosthat
cover well-muscled forearms. Mr.
Snyder sustained aC5-6 spina cord
injury inadiving accidentin 2005. He
livesin Kaen, however wemet at
HarmsvilleSouthinditutionin
Pittsburgh. Joeand histeam were
usingthegymfor their last quad rugby
practice beforetraveling to upcoming
playoffs. Wheelchair rugby issort of
like playing bumper carsbut with less
protection.

Joesays, “I loverugby. | get totravel
andI’vemadegreat friends. I’ ve
actualy learned alot morefrommy
team membersabout livingwitha
spind cordinjury than| learnedin
rehab.”

Hewasworkingin Myrtle Beach,
South Carolina, asalumber grader
determiner when hisinjury occurred.
Because Joewasfrom Pennsylvania
and had family in Kaen, hewasflown
home, then went through ashort,
three-month rehabilitation at
HedlthSouth.

“Whenthey sent mehomefrom
HedthSouth it waswith no
equipment. They told mel coulddo
everything from bed. Because of cuts
ininsurance, thereisno morequality
rehabilitation. You havetofind out
yoursdf what'savailableto helpyou
dowhat youwant to do,” explains
Joe.

“You cankeep active. Inyour first
year after injury, you either findthe
heart and strength to continue or you
giveup,” headds.

“Having Personal Care
Assistance (PCA) servicesfrom
the stateallowsmetolivean
activelife. It meanseverything.
Without that, I’d bein bed 24/7.
I"m still figuring out what | want to
donext. 1'd liketogoback to
school and am looking at what the
Officeof Vocational
Rehabilitation can provide. But
I"m worried about school loans.
Some guyson theteam took out
loans, got their degreesand now
they can'tfind ajob.”

Joeisonthe Community Resources
for Independence (CRI) Waiver
program and hismother provideshis
PCA services. “1 am her boss,
though,” clarifiesJoe. Hereceives45
hoursof service per week and uses
hisPCA mostly for hisbowe routine,
cooking, and laundry.

Physical activity isimportant to Joe.
“If you' reinactive, you havemore
bowel and bladder problems. Many
peoplewith SCI don’t take care of
themselves so they devel op bedsores,
| don’t ever want to goto anursing
home. Now or whenl’mold,” ingsts
Joe.




Srenk

Wewal kedintothe

SoudervilleMennonite Churchand
thereinthelobby sat awomanwith
curly grey hair, two dogs, and a
‘Lovey TheClown’ sgnthat tellsa
snippet of Pat Strenk’sstory.

Pat had abraininjury and hadtolearn
towalk, talk, driveand liveagain.
With her two rescue therapy dogs,
Myaand Zebbie, she hel psothers
through theAcquired Brain Injury
Network of Pennsylvania” (The
Network isagroup Pat helped found
in Pennsylvaniaand she servesonits
board of directors.)

IN 1990, Pat wasdriving home after
church. At anintersection, acar t-
boned thedriver’ssideof her car.
“Therewasnotrafficlight at that
intersection then. Now thereis. Every
timel seeit | think, that’smy traffic

light”

Mrs. Strenk wasin acomafor three
weeks. Oneof her earliest memories

wasprobably at around six weeks
post. Her husband and sister werein
thehospital room. “They |ooked
familiar so| felt safe. | didn’t know
whothey were.”

“My sister said, * Robbie'sokay.’ |
guestioned who Robbiewas. She
kept saying hewas okay but | wanted
to know who hewas. Hewas my
son, then 2-and-a-half. Hewasinthe
backseat of the car. It took meafew
yearstotdl my sister that | wasreally
asking who Robbiewas.”

“Lovey the Clown started after |
rescued Mya,” saysPat. Her dog,
Mya, isamedium-size Border Collie/
Red Husky mix whoisaswest dog,
and strawberry blonde. “ Shelived
withafamily that fell inlovewitha
puppy, and bought it spur of the
moment whileonvacation. Shewas
keptinacrateall day whilehewent
towork. Thewifenever let her out
during theday totrain or socialize
with. Later | found Zebbie, whoisa
Shih Tzu. | wasat ababy shower in
Maryland and hewasyapping and
yapping behind agarage. | askedif |
could seehim. Hewasfilthy with
meatted fur.”

“| began working with apet therapy
group. WewereinaHalloween
parade asclownsand | usedtobea
seamstress, so | madeaclown
costumetowear.”

| ftill havetheouitfitand I’ velearned
about compass onate clowning. These
areclownsthat go to hospitalsand
other therapy programsin costume
and share compassion with others. |
may givethat atry oneday. |
volunteer with Grandview Hospice
doing Pet Therapy andamonthe
Board withtheAcquired Brain Inuury
Network of PA, “ Pat explains.

Recovery from Bl still continues. I'm
53 now and was 34 at thetime of the
accident.”

“When| wasinjured, they did not
havethingslikethe Commcare

Waiver in place. | received helpfrom
OVR. Doctors had suggested four or
fivetherapiesfor mesuch asactivities
of daily living (ADLSs), cognitiveand
physica. My insurancewould only
cover one, but my husband found a
community re-entry programthat
covered apieceof all these
therapies.” Insurancecoveragewas
soon exhausted for hospital and
rehab.

“l can’t dowhat | used todo, but
havefound new thingsthat | can
do. | found that seeing the smiles
on other facesbringsjoy right
back tome.

“When | take Zebbieto hospice
vigts, itisnot just the patientswho
respond, but other patients, nurses
and staff who are positively affected,
too. These peopledon’t know | have
abraininjury. They think I'mjust like
anybody ese”

“I can livein my home becausel
havefamily. Institutionsarelike
prisons. Liketheconditionsthese
dogswereinwhen | rescued them.
Myawasin alittlecrateall day
which sheoutgrew. It’sjust like
peoplethat arewarehouse.” Pat
isreferringtotherecent
dedication of the Pennhur st
Historical Marker whereshewas
present.

“Thesearethingsavailabletoday
tohelp peoplestay in their homes
that weren’t availabletome. |
don’t under stand all the services,
but I know they’reout there. The
doctor sshould tell peoplewhat
optionsareavailabletothem.
Patientswith Bl aren’t given hope
and they need to beinfor med of
that. They canimprove. They
can havealife.”

“1 hopethiswork you'redoing,
thisinterview, can reach out to
otherswith braininjuriesto
under stand that they’renot stuck
wherethey are. They can move
on.”



EiViajocinveﬁinalarge,

secure, subsidized gpartment building
with histortoiseshell cat, whois
tuned to Ed’severy move. His35
yearsintheminingindustry left him
with COPD, and he has advanced
diabetes. While hecanwalk around
hissmall apartment, he usesapower
wheedlchair for longer journeys.

Herecelvessix hoursaday of
servicesthough the Department of
AgingWaiver Program. “ Agingfinds
and hiresmy girls(Persond Care
Assistants) for me. Therearefour:
Michelle, Michelle2, Chrissie, and
Ashley. All of them arevery good.
“They comeinthemorningand help
me. They shop, cook for meand
clean up. | don’t need themat night.
I’mdtill independent.”

Mr. Viadock also served 49 yearsas
avolunteer firemanwith Excelsor
DuryeaHall Ladder 963.

Heisalarge, stocky manandit’snot
hardtoimagine Ed'sstrength asa
fireman or operator of heavy
equipment inthe strip mines.

| notice he often usesaplural pronoun
and finaly ask who hemeanswhen he
ws“ We_”

“That’sPennsylvaniacod mining
country talk. We haveacertain way
of speaking that’samogt itsown
language. Oneguy wasat abarin
Parisand the barkeep told him he bet
hewasfrom coal countryin
Pennsylvania,” saysMr. Viadock.
“Hecouldidentify that coa mining
tak.”

“I’vestrip mined from Pennsylvaniato
Alaska, workedinAlaskawhenit
was 65 below and that isalittle
chilly,” Edsays.“I’verunadragline
andal kindsof heavy equipment. I
you nameit, I’verunit.”

I noticethat Ed'swallsare adorned
with picturesof wolvesand sed dogs.
He spends much of hisday working
at hiscomputer. Heisaveritable
library onthehistory of mining, with
anemphasison Pennsylvania

“1 know most all of theamazing
history of mining around these
parts.1’'dliketowriteabook
about it for children. They should
know what children went through
then and how much easier lifeis
for them now,” Ed says. “ These
girls(PCAs) that comehelp me
arelearningthecomputer. They
all lovetolearn.I’'vetaught them
to cook, too,” explainsEd. “ Hey
they even appreciatemy
collection of music from the 60s,
70s, and 80s.”

After listening to even a slice of
Ed’sencyclopedic knowledge, one
hopeshe completesthat book.




and
Donna\Wood

Gavy and DonnaWood werean

industrious coupleworking to
improvetheir homeand surroundings
and createtheir dream of lifein
retirement whentheir world went
topsy-turvy. In 2006, Mr. Wood got
alight scratchonhislegwhile
working oneweekend on that
retirement dream homein thewoods.
The scratch, which seemed so minor
it needed no attention, became
infected with staphylococcus (staph)
bacteriaand henearly died. Mr.
Wood wasleft awheelchair user with

paraplegia

DonnaWoodisnow hisfull-time
caregiver, supporting thefamily from
theprofitsof ahair salonin her home.

Whilethestory of Gary and Donnais
more dramatic than many whereone
member of the coupleacquiresa
disability, it'sreflectiveof sruggles
that occur when the nondisabled
spouse hasto assumeall caretaking
andfinancia support.

Gary hasdifficulty speakingand
asked Donnato answer interview
questions. “ Youtell it better,” hesaid,
eyeslocked onhiswife.

“Itwasjust ablood blister,” explains
Donna. “Thenhewasinintensvecare
for six weeks.

“We haveaplaceinthemountains.
Our goal wasto sdll our houseand
build aplacethere. Gary camehome
complaining of pain and our doctor
saiditwasfromapreviousinjury,”
DonnabeginsGary’sstory. “When |
got homefromwork, hewasin agony
and Gary isoneof those peoplethat
never goesto adoctor unlesshe'shalf
dead. Somehow | got himtothetop
of thehill and hestarted having
seizures. Whenwegot to the hospital,
they saidit wasafour-hour wait. |
said hewouldn’t livefor four hours.

“They put himonlifesupport asthe
staph ate his spineaway and formed
huge abscesses. Six monthslater he
had a colostomy, asuper pubic

catheter and could not walk. He'shad
physical therapy but thereisso much
nerve damagethereisnot much that
can bedone.

“ After six months, weran out of
insurance.

“I wanted Gary at homesol
turned thelivingroomintohis
bedroom. Wemadetheporch
accessible so he can come out
herewhen it’swarm and godown
tomy shop when I’'mworking. |
used our retirement money to
makethehomeaccessiblefor him.

“Now wehaveto plan everything.
| have had oneday off since Gary
got sick. You haveto anticipate
everything.”

Gary entersthe conversation. “1 am
so afraid of Donnagetting sick or
something happeningto her. If she
goesinto a hospital, I’d haveto go
toanursinghome,” henotes.
Clearly that prospect loomslarge
and terrifying.

Donnaexplainsthat theremay be
some bright spotsin thefuture. “We
gavethelandto our daughter and her
husband. Our son-in-law isbuilding
Gary'scabin. It'sal wheelchair
accessibleand therearewindowson
everywal.”



Bri anWoods, 52, hasled one of
themogt difficult livesmany of us
could imagine—yet thereisnot one
iotaof him, no ounceof hissoul or
heart that says, “poor me.” Instead of
avictim, onemeetsan upbeat man
wholivesinhisown gpartmentina
buildingfilledwithfriends. Brian
Woods hasbeen an artist sincehe
was 10 but “it never got off the
ground until | was13.” Hesculpts
miniaturesfrom modeling clay.

Mr. Woodswas born with spina
bifida, and astrokein 2009 left him
with somebraininjury. Heusesa
personal careassistant four hoursa
day, six daysaweek through an
OLTL waiver program.

“My family did not believel couldlive
onmy own. They put medown like
salt and pepper having afight,”
explainsBrian.

From age 5-10, Brianwasin arehab
facility toteach himtowalk. His
doctor told his parentsthat hewould
receive servicesand rehabilitation
there. “My parentsfinally camefor
mewhen| was10.” Hebegan using
art ashismeansof keeping a
centered and positive outl ook.

Briankept telling hisfamily that he
could not livetherewith“dl the
fighting.” Oneday hismother opened
thedoor and threw hiswheelchair
onto thefront lawn. When | went out
to getit, shetold me never to come
back —that | wasno longer part of
them and locked thedoor.”

Brianwashomeless. Hed ept under
garages, sometimes near hospitals.
Oneday anursewho had treated him
beforebrought himinsideAllegheny
Hospital. Hewasill with pneumonia
and wastreated. Hospitd staff had no
ideawhereto house him after release
so hecontinuedto live onthe streets.
Hedeptinanalley inacardboard
box and was attacked afew times.

Hewasin downtown Pittsburgh
around the corner from ThreeRivers
Stadium when ateenager inagroup
asked himfor thetime. He started to
look at hiswatchand they all
attacked him, beat him, stabbed him,
andleft himfor dead. All Six arenow
imprisoned, serving lifewithout the
possibility of parole.

Many peoplewould havegivenupif

they experienced what Brian endured.

Yet hefought hisway back froman
abusive childhood, home essness, the
attacks, and maintainsaposdtivelife
outlook ashe continuesto createhis
atisicminiaures,

“If you don’t have an upbeat
attitude,” explainsBrian, “youdon’t
have much of alife. Now | have so
many friendsinthisbuilding. When|
had the stroke they heard about it,
sent cardsand visited mewhilel
relearned how to read and write. It
waswonderful to see how many
peoplecared.”

Brianwasmarried for severd years
and adopted hiswife'schildren. Brian
isnow inalong term relationshipwith
avery caring partner named Katie
Mozeyko.

“l goforward. | don’t let thingsget
medown. Now | enjoy playing bingo
and other gamesand having dinner
withfriends”

Bri
Woods

“Art hasbeenmy life. I’ vewritten
poetry and am now writing storiesthat
| hopewill be published.”

We spoke about what makeshis
independent lifepossible. Hehad rave
reviewsfor hiscareprovider,
ChrigianHills. “Without her helpand
thewaiver program, | could not do
any of this,” hesays. Brianhas
personal care assi stant servicesfour
hoursper day except Saturdays.

“ Often parentsand the society
tried to take self esteem away
from peoplewith disabilities. We
should havethesupportstolive
like everyone else—like a human
being. We bleed. We breathe. We
are like everyone else.”

Thestrokein October 2009 |eft
him with nofeelingin hishands. “1
waslucky. | can still writeand
sculpt. Aslongasl haveart, |
havelife. Thank God | am living. |
haveahigh quality of life,” Brian
concludes.
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individuasfor their extraordinary
work onthisproject. Their sengitivity
and compassion created an
environment of trust, enabling our
starsto openly sharetheir very
personal stories. Without this
openness, the storiesthat unfol ded
would not have been asinspiring or
engaging. ltistheir strength,
courageand loveof lifeportrayedin
these oral historiesthat will serveto
encourageotherstofindinthemsalves
the confidenceto exploredternatives
tolivether liveswith dignity,
independencein accordancewith
their values.

Photographer, Tom Olinand writer,
Janine Bertram Kemp, have
disabilities, themselves, and have been
working with other peoplewith
disabilitiessince 1985. Tomisthe
only photojourndist to have
documented, in photos, the history of
thedisability rightsmovement since
1985. Hisdeep understanding of our
participantsisreflectedinhis
photographs. Both Tom and Janine
arewell knowninthenationa
disability movement. Tom's photos
have been displayed at the
Smithsonian, at the United Nations

and arein many books and paperson
disability andinmany Centersfor
Independent Living around the
country.

Janine hasbeen an advocacy leader
for peoplewith disabilitiesfor many
years. Using her knowledge, passion
and sengitivity, her work hasresulted
inaccomplishmentsthat have
benefited individuasaswell asthe
disability movement asawhole.

Sarah Gdbraith, MeetingWell LLC,
coordinated theproject. Like Tom
and Janineshedso hasadisability
and hasbeenworking with others
withdisabilitiesin Pennsylvaniasince
1992. She plansconferencesand
coordinateslogigticsfor projectssuch
asthisone.

On behalf of the Pennsylvania
Department of Aging and Office
of Long-Term Livingour sincere
thanksand gratitudetothese
amazing professionalsfor the
undertaking of theOral History
and Photo Project: A celebration
inTributetothe Stars.
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