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Overview

There Is an impending crisis In long-term care for people with
developmental disabilities. The demand for care will likely
outpace the supply for decades to come. Factors such as

limited existing long-term care resources, Increased life
expectancy for people with developmental disabilities,
changing family demoegraphics, legal actions, and competition
for reseurces with the elderly are driving the crisis. Virtually.
eveny domain ofi secial work practice williface challenges in
this area. This presentation Is drawn frem a paper* that
alrgued for an Immediate response: fromi the social Work
cCommURILY. In several areas. lhe profession needs; te provide
seciallwerkers wWith expanded! traiming i amily-centered
apPPreaChES torWoerking Withrpeeple With developmenital
disanilities;, developrnew InterveRens, Create New,
eheanizatienall SUPPeKLS, andipPracCliCer assertive ac\VeCaCy/

&SIt Panishi & ZE EUwWicka (Z005): AT clhiticalr analy/sis Gl the EmErgiing| Crisis
InHeRE=term: care o peoplenwithrdeveleopmenial disaeiites: Social Work,
50, 345-354.



Defining Developmental Disabilities

¢ Chronic Iintellectual, cognitive and often
physical iImpairments with onset before
age 22 that are likely to continue
Indefinitely

¢ Substantial functional limitations in at

least three of these areas:

+» Self-care

s Language

¢ Learning

+ VeI,

o PotenaiNierindependentinving

¢ PoteniaiNiereconemic INdEPENCERCE
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Perceptions of People with DD

¢ People with developmental disabilities
historically viewed as being a menace
requiring lifelong segregation & sterilization

¢ Ongoing civil rights struggle te fully: realize
the human rights and! dignity: off people with
developmental disabilities ShIft frem
Seghegation ternermalization

$ SECIELY S VIEWsS oiff people with
developmental disapiiites; are: shifiting fren
fealr andimistrusit; UlliFcommuRicy

participatienrand Renmalized= lIVess are oW
MGKE: the nerm
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History of Care

¢ Before 1960s, care provided depended on
bricks and mortar — institutions — Services
received depended on what was available
at the facility

¢ Care has subseguently shifted from
Institliens 16’ a network of smaller
community~-based residential programs
(@partments, group NeMES)

& QIS transition ter commuURIty/ Began ikl the
late 1960 s and IS eRneeIng
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History of Litigation

¢ Federal class action litigation fought
against states and their institutions

¢ Based on human rights violations
Inhumane cenditions, INadeguate
treatment

¢ Advoecates for people with developmenitail
disabilities: the Arc (fermerly, the
Assecliation fer Retarded! Citizens)

¢ [lese lawsuiitst cataly/zed the move
towardstcommunity=hased long-texnm care
SENVICES
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Current Service System

& Services include
— |Long-term, care (Institutions, group homes, etc)
— Employment
— Family support
— Jheraples
— Case management
» Netwoerk off Services funaded: by,
— Eederall gevernment
— Statergovermmeni
— [focal gevernment (minimal $)
— Pr\Vate: reseurces: (amily, conthiauitions)
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Medicaid: Primary Funding Source

¢ Federal government provides Medicaid funding

¢ States must comply with regulations to receive
federal reimbursements

& States determine types of care and allocation of
funds

o woe Medicaid programs; are the primany, means
— Intermediate Care Eacilities/Ventally: Retarded (ICE/NVR)
e medicall aspect:

— Heme and Community: Based Services (HCBS) Waiver
program allews states o) Increase community, SUPPoKLS
PV GregeINGg Certai regulatiens
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Prevalence and Needs

¢ Approximately 1.499% of civilian population has
developmental disabilities (Larson et al., 2001)

¢ Long-term needs entailll planning for the person
aftter their caretakers can no lenger care feor them
— [LIVIRG arrangements
— Guardianship
— Einancial advising
— Empleyment
— Healith) care

o Need for long-term care exceeds current
z0\V/zl] 1 0)]] 18V
— EVvidenRced by Walt ISt rECeRES

UNE SSW, Researchi te leaching
Copyrght 2005, Parshié& [Eutwick )



Unmet Long-Term Care Needs

¢ Long-term care

— Majoerity of spending related to people
with developmental disabilities Is spent
on leng-term, care

— Leng-term care still previded enly te
mineHLy (15%)) off peeple With
develepmenitall disabpilines; (Eujivre,
199E)

9 VeSSt States iaVve SERVICE SHerages
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Long-term Care Settings

¢ Large-scale institutions
— Nursing homes

— Private facilities operated by corporations or
non-profits

— Public state or county: facilities

¢ Smaller community, settings (15 or fiewer
Individuals)
— Greup hemes
— EQSLEN cane
— SUPERVISEE apartiments
— Suppertnve living
— Persengil assiStance
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Advantages ofi Community Settings

¢ Better psychosocial and behavioral
outcomes for people living In community.
settings (Apgar, Lerman, & Jordam, 2003;
Larson & Lakin, 1989 1991 Racine &
Tlaylor, 1993)

¢ Prefenred by peeple with developmenital
disapilites; themselves (INelis) & WWardy,
19955 Peeple EIrSt off lIeNRESSEe V.
Arlingten; Developmentall Cle, 1992)
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Difficulty Attaining Long-Term Care

¢ Lack of services available
¢ Long waliting lists
¢ Complex state bureaucracies

» Aging of baby: heemers will Increase
SErVICE NEEUS
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Family Caregiving

¢ Families are the largest group of care providers for
people with developmental disabilities

¢ Family support services provided by state and local
AgENCIES
— Respite
— Enpvirenmenital adaptations
— Assisting| devices
— Personall assistance
— Viental healthrcare
— CrisIs Intervention
— Behavier managemeni
9 Eamily/ suppert: services; allews: iamilies; te; care for
thelr relatnveswithrdevelepmental disanpiliites at heme

Instead o haVine| 1o SEEk: costly OUt=0f=NoMme
residentiall cane
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Meeting Families® Support Needs

¢ Needs for family support services Increase as
parents and children age (Freedman, Griffiths,
Krauss, & Seltzer, 1999; Seltzer & Krauss, 2001)

¢ 51 billion spent on family support compared to
$29 billion for entire DD’ service system (Parish,
Pemeranz-Essley, & Braddeck, 2003)

¢ Unmet needs a streng| predictor off family, seeking
out-ef-home placement (Essex, Seltzer, &
Kirauss, 199v)

¢ Difficulties fior these Who) rECEIVE SERVICES
— [Lack: off flexibpility, Inl types and freguency. ol SERVICES

— Services often unavailable when most needed
(Ereedmani & Boeyer, 2000)
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Demography of U.S. Families

¢ Demographic changes are reducing the
avallability off unpaid, Informal supports
— Woemen’s Increasing labor market participation

— Families are beceming smaller and fewer
adults are available te care for people with
developmental disabilities

— Increased family, moelriity
» Extended families less likely: te live In| Clese! proximiiy,
(Feeymani& Gonyea; 1995)
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Aging ofi People with DD

¢ Increased life expectancy

— Age of death for people with developmental
disabilities now generally matches age for
nondisabled people (Reizen & Patterson, 2003)

& Services needed for lenger periods of time which
further strains the service system

¢ People with' DD commonly: eutiiving
caregivers, fer the first time in ULS. RIstery/

— Need terdevelop comprenensive carke: plan fior
the pered after parenit-caregIVers are ne
IGRGEr avle e’ care o thelr (adulb)rechildren;
WhEthER dUe e deathl e IncCapaCIby,
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Aging of General U.S. Population

& Senior boom will eccur In next 25
years (IHooyman & Genyea, 1995)

— 20% of all Americans willf be ever 65 by
2030 (U.S. Census Bureau, 2000)

¢ DD senrvice system willf compete with
elderly; care system fer paid
caregivers —ilaher peciiwiliFfcontinue
to shrink
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Staffand Quality of Care

& Staff in leng-term care

— Are significantly underpaid (Braddock &
Mitchell, 1992)

— |Lack sufficient training (Minnesota
llechnical College llask Earce, 1993)

& These factors increase turnover

— Negatvely: alffects guality, oif care for Persens, With
a dhd: (ICarsen; Lakin, & Bruinipks, 1996)
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Litigation

¢ Class action lawsuits brought by
families in the 1970’s to Improve
conditions and expand leng-term
cale

— Institutional conditions had been horrific

s\Widespread neglect, Inadeguate supervision,
IRSUfficient: treatment, USe off restiraints
— Eamilies; chiamplened the clesure o
these instittinenal facllines  acress the
ULS.
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Litigation: Olmstead v. L.C. and E.W.

¢ Supreme Court case related to the
Americans with Disabilities Act (ADA)

¢ [wo woemen In institutions were denied
community Services, even thoeugh their
treatment plan called fior such services

¢ State ol Georgla argued against
COMMURILY, SEFVICES hecause: off Inanility, te
pay. ek these services

¢ Slpreme Court decided states have seme
respensipility ter provide communiby, care

¢ Implementation continUES Lo 19e SPeLLY,
— [any/ states; are nencempliani

UNE SSW, Researchi te leaching
Copyrght 2005, Parshié& [Eutwick 21



Impact ofi Olmstead v. L.C. and
E.W.

¢ Case could be used to support
community-based alternatives to
Institutieons

¢ Has been used by families on waitlists

¢ Has been used to order states tor expand
long-termi care and Increase: system
flnding

» AS off 2003, enly, 21 states have developed
compliance plans (Fex-Grage, Eolkemer, &
Lewls,, 200s)

9 HES hastlimited peWwWer 16! iorce: compliance
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Makin et al. v. State of Hawali et al.

¢ Federal class action lawsuit

¢ Resulted In Increase In number of
people receiving Walver services by,
700 In three-year period (Smithi
20)0)5))

¢ argets still"net reached
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Challenges ofi Litigation

& Slow, leng-term soelution te situations
needing Immediate attention

» Additional expensive court
Intervention required to ebtain
Settiement agreement eljectives
(FHayden, 1997
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Deinstitutionalization

¢ Increased frequency ofi people with
developmental disabilities interacting with
agencies not specializing In servicing thelir
needs (e.qg., generic sociall welfare
ekganizatiens)

¢ Increased Incarceration rates fer people
Wiithr develepmenitall disanilives (IDavis,
n.d.; Denkewski & Denkowskil, 1985)

9 lRcreased psychiatnc hesplalizaticn o)
peeplenwithrdevelepmenitalfdisanpilities
(Preui et ails 2005)
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What i1s Needed

¢ Political advecacy.
» Organizational develepment

¢ Inclusive, family-centered practice in
nen-Specialized agencies
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Political Advocacy

& Soclall werk organizations (e.g.
NASW) could partner with
erganizatiens In the DD field (e.qg.

the Arc, TASI

- AAMR)

¢ Coalitien burnding

— Stirengthien SERVICES fior People With
developmental disanpiives anad the
generalreldery  population

¢ Seclalwoerk perectly, suited te) this, rele
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Organizational Development

¢ Implement and Interpret
requirements of the Americans with
Disabilities; Act: off 1990

¢ Integrate SerVviCes across
elkganizations
— Seclal woerkers? knewledge: of

ehganizatenal changerandicComimupiGy
development could e tiklized
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Inclusive, Family-Centered Practice

¢ Take contextual view of person to
develop appropriate services

— Consistent with seciall woerk's persen-in-
envirenment fecus
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Recommendations for Teaching

¢ Social work education should provide core
competencies for woerking with people with
developmental disabilities, addressing
these topics

— [Heteregeneity, off the pepulatien and their
needs

— [Lelbying terehtain family, and Indnidual
SERVICES

— SUpperINg iamilies; acress the! lifiespan
— Relevanit pelicy
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