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1935

The Sociall Security Act
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The Advent of the CivilfRights
and Women’'s Movements
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Choices for a life-long jotrney

Medicare
and

Mid 1960Fs Medicaid




Medicare /Medicaid and Special
Needs

Eerthe disakled, mentally retarded,
and mentally il the concept of least
[estrictive environment Was
promoted.
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Remaining at




“De-institutionalizatien” Movemenit

ihe “de-inpstittenalizatient
MeVveEment Was initiated, With the
MESTH Significant changes eeeuUiing
tareughl class action suits on hehalf

ofi the disabled.




The Older American's

Act




The Older American’'s Act Created:
The Administration en Aging (Eederal)

State Units off Aging (linriviassachusetis,
knoewni as the Executive Office of Elder
Afiiairs)

Sub:state Area Agencies on Aging (ESMV.
IS One ofi 670 natenwide)

Administration on Aging




As an AAA, ESMV's mandate Is:

o) planrand moeniter the needs; efiall
PEOpPIEe ever age 60 Iving i eur Senvice

aliea (23 cities'and tewns of the Merrnmack
\/alley).

A NEEds assessment Is reqguired eveny fiour
years, and a planideveloped toraddress
those needs.

o administer federal fitnding to help
create the programs needed.




Massachusetts

[RESPONSE

JThe Creation of the
Executive Office of
Elder Affiairs



The Massachusetis Respoense

State-funded  Home: Care

Frank Manning
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The Massachusetis Respoense

27 IHome Care colporations created
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Choices for a life-long jotrney

1962

Mass Hoeme Care! s formed

24 Third Avenue, Burlington, KA 01803
“There’s No Care Like Home Care”
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1996

The Creation ofi,* ™ 5" 2 &gace Access Points
e _;fl-"""-_"_h
s ._,"‘*?ZA:_"IE
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1997

e Executive Office off Elder Affairs

IS QIVen the authenty tordesignate and
OVersee ASAP'S




Philesephical fenets ier Senvice

Consumer Controlled Non-Profit
Organizatiens

v 51.% of Board memers e ever the age
0){16)0)

v 51.% appointed by local Ceuncllis en Aging
Independent Case Management Maodel
Interdisciplinary: Model
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Choices for a life-long journey

Consumer Controlled Non-Profit
Organizations

51% ofi Boand members must e ever the age
0){(6)0)

51.% appointed by local Councils en Aging




Independent Case Management Viedel

ASAP's are only allewed to'conaduct
Case management, infermaton and
ieterral, and pretective SEVICES
directly,, and must stibcontract for all
OUNEN SEerVices.
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Interdiscipliman/ MoeelrfRecognizing
the Key Role ofi Secial Supports

Case managers coordinate: clients: care
With nUKSES, the: elders and thelr
families, andf ouitside agencies to
provide the hest care at heme.
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The Independent Living Mevement

/‘“"
Definition:

IRlits) breadest Implications the'independent living
mevement Isithe civil nghts mevement of millions of
Americans with disabilities. It Isi the wave of protest
agalnst segregation and discriminatien and an
affirmatien of the right'and ability, of:disabled pPersons ie
share fully inithe respersibilities and joys o GuUl’ SeCIEtY.

Edward V. Roberts,

RO6LS and orHagin

1977




The Independent Living Movement

Philosophical Tenets

Consumer Control
Cress| Disanility

Right to Eail (TTake rsks)
Cheice

The Exercise ol Power
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The Independent Living Mevement

Philosophical Tenets

Criess Disanility

Iihe praciice of Inclusion: ofi all' disability groups
N the movement, to' ensure iIndependence for
all.\Whenwe work tegetier, In a unified voeice, 1o
advocate fior hasic sunvival reseurces such as
eUSIng, benelits and senvices, and civil Hghts
that cut acress allf disanility types, We're nore
poeweriul politically.




The Independent Living Mevement

Philosophical Tenets

RIGhL te Eail

Evernyone is entitled toitake risks inilife. Generally,
INstitutions previde afalse sense of security and
leguire compliance and safety. LLiving 1 the
COMMURILY. fier peeple withrdisanilities oiten means
ying new and different Wways: telive. that are
sometimes very: difficultte learnrand master. Aleng
the way, like anyene else, Some people with
disabilities; fiall tordo well enough tormake: It, and
they may return te an| insttution.

28




The Independent Living Movement

Philosophical Tenets

Choice

People withraisaniities want tordecide ior
tnemselves What SerVICes they want, AewW they,
Want them delivered, by Whoenm, and inwihat
context. IS means having persenal control
@Ver life' chpices; Senvices andl activities:




The Independent Living Movement

Philosophical Tenets

m [[he Exercise o Power:

A significant secial mevement hecemes
poessiblewhen there is a revision In the
manner i which a substantial group: of
people; leoking at the same misfortune, see
it nerlenger as a misfertune Wwarranting
charitakle consideration, but as: an Injustice
Which IS Intelerable to society.

Gerben DeJong, 1979




The Independent Living Mevement

The Struggle and the Journey

Disabled veterans in
wheelchairs protest in late
1940’s.




The Independent Living Mevement

Section 504 of the 1973
Rehapilitation Act
prohikited
discriimination against
peoplewithrdisapilities
in federally funded
programs.




The Independent Living Mevement

IR 1988, students; and alumin)
of Gallaudet University defiea
thelr board of trustees to force
the hirng el a deaii persen as
president.

=N American Disabled for
4 Attendant Programs lloday

"ﬁf\{\/'?
{
| / Services', Baltimore, 1990.




The Independent Living Movement

Sligned mte law: i 1990,

the Americans with

Disabilities Act (ADA) IS

One of the most

significant civil rights

decuments of the 20th

century. Its purpoese Is

o end discrimination,

reduce barriers to Senator Tom Harkin

empleyment, and principal sponsor of the bill, urges
ensure access to its passage in the US senate using

education for people American Sign Language.
with disabilities.




The Independent Living Movement

A Different Model of Services & Advocacy

Centers ior Independent Living

s [helecus of the problemiis net the imdividual,
UL the envirenment that includes, not only: thie
rehahbilitation process but alse the physical
environment and the social control mechanisms
N seclety-at-large. e cope With these
environmental barriers, the disabled persen must
shed the patient or client rele for the consumer
iole. Advocacy, peer counseling, self-help,
consumer contrel, and barrer removal are the
trademarks ofi the independent living paradigm.

Gerben Dedeng,
1979 35




The Independent Living Movement

Centers for Independent Living

Early Independent Living Centers (ILC'S)

= By the mid-1970s, organizations were being formed
that put independent living philosophy and concepts into
operation.

= In Berkeley, California, students from the University of
California founded the first center for independent living
In 1972 as a means of creating independent living
options within the Berkeley community.

= The Boston Center for Independent living was formed
In response to student demands in the Boston area in
1974.




The Independent Living Movement

Centers for Independent Living
Eary independent Living Centers

In most of these early centers, it was people with
disabilities who were demanding respect through a
different form of service delivery. They were putting
these organizations together and securing funding for
basic human needs based upon the models of service
delivery they wanted in order to achieve their own
Independent living goals. Their services and advocacy
activities fit the emerging independent living paradigm
and not the rehabilitation or medical model.




The Independent Living Movement

Centers fior Independent Living

Tihe core values ofithe lndependent Livingl philesophy:
pecame the backbone of [LC Advecacy and Senvices.

= Consumer Control - At least 51% of ILC Board of Directors, and staff at all
levels must be qualified persons with disabilities.

= Cross Disability - ILC’s serve people with all types of disabilities.

= Right to Fail - By promoting and supporting community living, ILC* s
recognized that there are inherent risks, and prepared consumers for that
eventuality.

= Choice - ILC's assist consumers in understanding what choices they have
in all aspects of their lives, and support them throughout the decision-making
process.

= Exercise of Power - Individuals and systems advocacy are a hallmark of
ILC’s and unite the disability community to rise up against social injustice

and other barriers to independence. 33




The Independent Living Movement

Centers for Independent Living

Title VI of the' Rehabilitationf Act, as amended in 1984 defined

core lILC senvices.
= Information and Referral - To persons with disabilities, service providers,

families and community members on disability and independent living topics
and issues; and, referral assistance to link individuals with appropriate
organizations, services and resources.

= Peer Counseling - A majority of staff have disabilities and serve as role
models to consumers, providing information and support, and facilitating
decision making.

= Skills Training - Training activities which focus on consumer skill
development to achieve or increase independence.

= Advocacy - A service process emphasizing consumer control and self-
reliance. An array of approaches aimed at assisting persons with disabilities to
take charge or the life choices, act on their own behalf, and overcome situations

that reduce the potential for independence.
39
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ASAPs Have 5 Key Functions:

Provide Infermaton and Reterral

Conduct a Comprehensive Needs
Assessment for Elders

Develop a Care Plan terAddress Unmet
Needs

Purchase Senvices Necessary torimplement
the Care Plan

Vienitor the: Effectiveness of the: Care Plan
Over Time




Home Care Intakes

Age IniorDepartment Contacied
Age IniorProvides; Infermation!/ Releral or

Initiates Home: Care Intake

ESMV Staiit (Nurses, Case Managers)
Meet to Assigniin-heme Assessment

EligibIity fer Services Determminead at
In-home Assessment




In order to recelve State Home Care
Services, an elder must meet the
fellewing eliginility requirements:

0 Residency

o Age Eligianity

o Income: Eligiaiity

o EUnctional Impairment
Level Eliginpility (FlE)
Need Eliginility.




Residency and Age Eliginility

Residency — Massachusetis; resident

Age Eliginiliny/— at least 601years old

-0 less than 60 with Alzhelmer's
Disease




Ilnceme Eliginility.

Annual Gross Income Monthly Gross Income

»1-person household <1-person household
$20,778 maximum $1,732 maximum
o2-person household <2-person household
$29,402 maximum $2.,450 maximum




Eunctionall Impairment LLevel (ElL)

Tihe Massachusettsi Long| I'erm Care Needs
Assessment (MIETENA) teel determines
elders” inanility tor periomnma:

Activities ofi Daily: Living (ADLS)
Institmentall Activities: off Daily: Living| (IADLS)




Need Eligionity

Unmet Crticall and Non-critical Needs

ARl applicant e client Wihoe meets; the
Bl criterna must alse’ have tnmet
needs; defined by EOEA as being in a
“critical™ area at the time: of the initial
ASSessiment:.




Case Managers to Address Needs

Care Plan - Service Providers in
Categories

Senvice Plan Initated
Plan Adjustedias Needed




MassHealth Preograms

Group Adult Eester Care Program (GAEC)
Eamily Care fer Adults (FCA)

Personal Carner Attendant Program: (PCA)




Group Adult Fester Care (GAEC)

IS IR SuBSsIdizeEd/heUsIng authority: complex
Reguires PCA daily/

May.rieceive 2 days Adult Day Healthrana
IHome! Healtlh Services up; o) 8 heUurs) per
Wweek without special pernmission

Not i 2176 Waiver Pregram
Eamily;




EFamily: Care for Adults (FCA)

Eamilies previde a heme: envirenment,
care; and companienship;

]

4
4 _.I\'I ] ) i :
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26 elders living withr 1.9 hoest families.




Personal Care Attendant (PCA)

36 elders enrolied

Progam can: previde evemight care,
ifneeded




Supportive Housing Preograms

Previde Sernvices
aind SUpPeIis 16
elderly and
disabledradulisiin
staterand rederally;
finded eusing
develeopments.




Age Infermation

IRt June 2004, staiii recened 1,725
calls, Whilch resulted: In:

368! Intakes

563 Help Desk calls
49 Elders at Risk'/  Protective calls
363! reguests for Information




Coordination of Care

400 elders sreend QR average
PEr moenth by registered nursing
stalfi fier eligibnity for Viassidealiln

Services (nursing hemes, adult day
healthcare)




Home Care

3,000 elders senvead en average per menta
1,474 eldersireceived Personall Care

IHememaking

4.5 eUKS eff hNomemaking onl average/week
105 — eldest hemecare client

26 years — longest enrelled client




Home Care Programs

Homemaker Adaptive Housing
Social Day Care Medication Dispensing
Adult Day Health Habilitation Therapy

Supportive Home Care Wanderer Locator
Aide
Personal Care
Laundry Service

Emergency
Response/On-call




Home Care Programs

Companion
Chore
Grocery Shopping
Transportation

Emergency Shelter

Respite
Vision Rehabillitation
Dementia Day Care
Home Health Services

Home Delivered Meals




Respite

142" canegIvers assisting| per montia on
average

Aduli/Dementia’ Daycare—most typical
Senvice

$337 — average cost per month for a family




Protective Services

lnvestigates Reports: of:

Physical Abuse
Emoetionall Ause
Sexual Abuse
Caregiver Neglect
Seli=Neglect




Protective Services

Provides assistance for 106 elders per
MeRLAI R average

Allegatiens investigated

ifconiirmea;, develop senvice plamnwiti
client

Alleviate/eliminate the reporied abuse

23




IHomeless Elders Program

Serves an average ol 36 elders/ moenth

Vianages a range or transitenal
AEUSING SItes 1o Suppelit elders
While seeking permanent heusing
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NILP Core Services

[reUgrReUL all Ol GUIE Programis ana: SeIvices

are Jtervoeven, at a mianum, ie ioul: Dasic

COIE)SeIVICES requlrea by /aw to. e ¢lass/fiea.
as an ILC. They.arex:

» [rRfenmanoen anad Rerernal
2 Peer Counselng
% SKIlIS Tralanag
> AQVOcAacy,




Information and Referral

NICE provides; Infiermatieon; and Referal to
Persenswithr disabllities, SEnVIiCe pProviders,
families ana commuRity, IMEemBErS on

disapility, and Independent living tepIcs
and Issues; and, referral assistance to link
Individuals wWithr approprate erganizations,
SERVICES) and reseurces.




Peer Counseling

One of NICR*s strengest: poelnts Is that a
majorty ef oul: stafili have disanilities and
SEnVe: as, rele models; te: CensUumers;
previding Infermatien and suppert, and
facilitating decision; making.




SKills Training

raining activities;, WhIChI ieCUS; 6
consumer skill' develepment 1o achieve: or
IACrease Independence.




Advecacy

Al SEIVICE Process emphnasizZing Consumer
controlfand seli-reliance.” Analiay: of
appreaches almed at assistiing PErSonS
With disapllities; te) take' charger or the lifie
CHBICES, act en thelr ewn Behall; and
eVErceme sittiations; that reduce: the
potential for Independence.




Other NILP Services and Specific
Programs

NICE provides; advecacy: andl SEnVICEs) ter a//.
peoeple withr disanilities. Individualsiwith
disanilities; that de net it wWithin the

parameters of the: broad program
descriptions are encoliaged te) ask for
general infiermation andtreteral waich will
then difect them toe the: program: that s
pest suited ter meet thelrr disability: specific
NEEds.




NILP Services and Specific
Programs

Adultsiwitihr Physical Disabilities; Pregram
A Soeether ransition
Deal anal Hard off Hearing| 1L Services

Senvices to Mental Health Consumers/Psychiatric
Suviver Communities

VR-1L
Agingl & Disability: Resource: Center (ADRC)
ADA Coensulting Services




Adults with Physical
Disabilities Program

Program Works withradultsiwhoerhave
physical disanilities  suchas spinal cord
IRJURY, cerebral palsy: and muscular
dystrophy. Independent: Livingrsenvices
Include Personal Care AssiStance, Peer
counseling, accessinility advoecacy, and
refernral fier durakie medicallequipment.




A Smoother Transition

Works Withr adolescents with disanilities
and theilr families to; facllitate: the
transition firom: both Institutional and

pPUBIIC scheolS Inte: the adult Atunian
Services system. Specialized senvices
nclude advecacy andiinfermation during
the development ofi Individualized

Education Plans and: secial/recreational
activities.




Deaf andl Hard of Hearing i
Services

Fhe DHEILS progiam Werks With people
Who are: cultuially: Deaf; late deaiened,
and hara o hearng IR Grder 1o provide an

envirenment that 1S;communicaion
ACCESSInle: Where a comprenensive: aray
Ol 112 senvices: are availanle te assist 1
Ivingl independently. Unigue: services
ncltide ASL classes and peer mentoering.




Services to Mental Health
Consumers/Psychiatric
Surviver Community.

WorKs With people Whoer iave: psychlatric
disanilities throtghrgroup empowerment and
COMMURILY Grganizing campaigns: and training| te
fight against stigmea;, leared helplessness, and
critiel and unusual puRishment R mental
nespitals. Uniguersenvices Incllde coordinating
the Lawrence: Organizing VoICES) of
Empewerment greup, Peer Counseling and
Training, andiinpatient discharge planning at
Tewkshury: State Hospital.




Vecational Rehabilitation-
Independent Living

he Vecational Renabilitation/lndependent:
LiVing Proegi@n provides pre-vecational It
Assessiment, Peer Counseling), Infermation and
Refernral, Advocacy: and Skills Training te eligible
MRC consumers:. Additienal Sernvices, suchias
Moeney: Management, lranspertation, Benefits
Counseling and Heusing senvices all optimize a
PErsSeN'S readiness for Vocational CBICES,
planning, and Implementation




Ading and Disability Resource
Ceniter

The Merrimack: Valley Aging and Disability: Resource
Center (MVADRC)IIS) a new: collaherative project Between
NICRP andFElder Senvices off tihie Mermamack: Valley: that will
Clieate a “no-Wrong doer” entrny/ polnt eff Service for
people withr disapilities; and elders, 10eking ter access
community-hased long-ternm SERVICES.  SEervices such as
Infermatien and referral, mtake, and case management
precesses will ve: streamlined between agencies;, to
make It easier for censumers to acquire leng-term
SENVICesS liegardiess off age or disanility: 1n an efficient
Sseamless’ manner.




ADRC Community Options

Refenrals: ter NILP will- ceme firom! individuals; i the
community or firom| the Elder Services off the Merrmack
Valley: or eventually: other community: partners. At NILP
there Is a centralized! Infermation: & Referral (1&R)
system whereby: theindividual/agency: calling in;, 1S
directed te the approprate: program: within NILLP or
refierred behind the scenes to the Elder Senvices) i
approprate. Thenrefore an imaividual withra disanility,
elaerly: or beth wWillfhave aceess; tora Wide range: of
sernvices witheut havingl ter make: many. phene: calls bl
rather one call'te either NILP or Elder Senvices ofi the
Merrimack Valley to start the precess in motien.




ADA Consulting Services

Fhe pregran Woerks with Department of
PURIIC [Health providers that are' presently
ROt accessible, 1o educate them: on
aceessipility’ reguirements; under the ADA,
and assist: them In' coming Into
compliance.
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Ading and Disability Resource
Center Granit Program

Jointly funded y the: Administration onrAging
(AeA)l and the Centers for Medicare and
Medicaid Senvices (CVS)

3=yealt grant awarded to the: Execuiive Office ofi
Elder Afifairs

Elder Affiairs selected tWe: organizatiens to pilot
the grant

Collaboerative effiert between Elder SErVvices, oi
the Merrnmack Valley, Inc. (ESMV) and the
Northeast Independent Living) Pregram,, linc.
(NTLEP)




ADRC Primary Goal

Create a single; coordinated system of
Infiermatien: and access for all persens
seeking leng termi Services: and Supperts,
[egarnaless o age, disanllity erinceme. .




ADRC Objectives

Minimize: confusion
Enhance mdividual choice
Slppert infermed decision-making

Increase the cost-effectiveness ofi the'leng
el SUpPerts system




ADRC Key Functions

Public Education and
Qutreach

Infermation and
Referral

Options Ceunseling
Benefits Counseling

Empleyment Optiens
Counseling

Crisis Intervention
Clinical and Financial
Eligipility: Sereening
Intake, Assessment:
and Senvice: Planning




The Massachusetts Model

“NoWreng Doer* appreach versus, “Single Entry
PoIRE®

Bring tegether tWo' organization| types Serving
popuUlatiens Withr similar needs

x Aging Sernvice Access Poeints (ASARS) and Independent
Living| Centers (1LCs)

Coordinatien anadlstreamiining oii key: functions
WIthIR existing erganizations.

Senve as statewide: model for replication.




The Big Picture View

Administration on
Aging
(AoA)

MA Executive Office of Elder Affairs
Contacts: Ellie Shea-Delaney, Sandy Tocman

Project Director: Heather Johnson-Lamarche,

Integrated Intake Community Partners Consumer Board
Team Advisory Board




MA ADRC Grant Implementation and Coordination
Model

Executive Office of Elder Affairs, Elder Services of Merrimack Valley, Northeast
Independent Living Program, Mass Rehab Commission (Evaluators)

Integrated Intake Team
(117)
(ADRC Program Coordinator, ESMV
Age Info Supervisor, NILP Program
Director, NILP Intake Worker)

Responsible for effectuating the
collaboration or desired integration
among the two services communities
at the center of this grant.

ADRC Collaborative Team
3 representatives each from CPAB and CB.

Responsible for facilitating consumers’ intimate knowledge with the professional
experiences of providers on the CPAB. Nominated representatives from CPAB and CB to
discuss more in-depth issues related to program implementation.




MA ADRC Advisory Board Structure and
Collaborative Decision-Making Model

Executive Office of Elder Affairs, Elder Services of Merrimack Valley, Northeast
Independent Living Program, Mass Rehab Commission (Evaluators)

Community Partners ADRC Consumer Board
Advisory Board Collaborative (local seniors, persons
(State and local agencies Team with disabilities, family
and organizations) (3 reps each caregivers and support
from CPAB and persons)

Grant Support and Coordination
Office of Elder Affairs Consultant (Project Director)
Program Coordinator (office at ESMV)
2 Intake Workers (1 at ESMV, 1 at NILP)
Outreach & Training Coordinator (office at NILP)




What Are WWe Deing?

Year 1:

Coordinate Informatien & Refierral processes across
ESMV- and NILLP

Create Consultation Forni for commoni clients
Create &R protecols acless organizations
Croess train staff within ESVV. and NTLP

Create Community: Partaers Advisery: Board (CPAB)
and Censumer: Beard (CB)

Create 3-Year Evaluation Plan




What Are WWe Deing?

Year 2:

s Coordinate eligibility, assessment: and service
planning services acress ESVMV and NILP

s Conduct eutreach to'un- and undersenved
popuUlatiens

x [rain CPAB member staift

s llarget and coerdinate: efforts With crtical
ACCESS pPoints I community’ (hespital
discharge planners; nursing hemes,, ete.)




What Are WWe Deing?

Year 3k

Expand moedel te) entire: Northeast Region

Conduct outreach & education to Identified previders
andl coNsUMErs 1N new. egion

Evaluate model for replication

Ensure sustainanility,

Identify lIkely expansion| areas
Developleng-range: strategic plan for expansion






