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Di sability Advocacy in a Post-0d nstead Environnent
Mart ha Ki ng
Nat i onal Conference of State Legislatures

Presentati on Goal s

* Explain the roles of state legislators

* Underscore how i nportant YOU are

* Summarize Current NCSL O nstead Activities

* Offer some practical advice on howto work with | egislators

Legi slators: Wiy Should You Care?

Control the purse strings: $55$$$
Est abl i sh prograns

Enact requirenments

Provi de oversi ght

* X X F

Variety in State Legislatures

If you' ve seen one | egislature-you' ve seen just one!l
* Different cultures, powers, rules, procedures, etc.

o California

Full-tinme job

Menbers earn $99, 000/ year

Large staff (non-partisan, partisan, personal)
o Wom ng

10 day general session, 20 day budget session
Menbers earn $125/ day

Approx. 20-25 full-time professional staff

TermLimts: Extra Chall enges

Opposition and supporters | eave
Conti nui ng educati on process

Severe transitions in sone states

Fl ori da House 2000: 51 of 120 new (43%
Ohi 0 House 2000: 36 of 99 new (36%

* X X *

o O

Legislators Are Ceneralists
Agriculture

Corrections

Educati on

Heal th

Housi ng

Hunman Services

Labor

Transportation

Zoning . . .

Dozens of topics: A to Z
Hundreds of bills

0% X X X X X X X X X
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* Can't be experts in all

Heal th | ssues by the Dozens

Medi cai d

I nsurance/ ng' d care
Phar maceuti cal s
Long-term Care

Uni nsur ed

Heal t h prof essi ons
Health Facilities
Envi r onnent al
Public health
SCHI P

Prenatal Care

ENMS

Nutrition

Oral health
Injury prevention
Mental Health
Disabilities

Subst ance Abuse .

OO0 0O0O0O0O0D0D0O0OO0OO0OO0OO0OO0OO0OO0OO

Your Rol e
The "blip enlarger”

* Expert
* | nfornmation resource
* Advocat e

Getting Their Attention:
Barriers

* Magnhi tude of the issue

Compl ex, multi-year comntnent

Systens: Medicaid, housing, transportation, etc.
Wor kf orce capacity

Institution-based jobs & econonic inpact

* Fundi ng concerns

* Conpeting needs and demands

* Lack of awareness

* Lack of thorough understandi ng

State Chal |l enges: Deci si on- Maki ng

Several departnents

Several conmittees & categorical bills
Li ne-i t em budget

Unanti ci pat ed consequences

"Penny-wi se and pound foolish"

* X X X *

Getting Their Attention:
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Driving Forces

Consti tuent needs

The d nstead case

Local chall enges

The budget factors

The "right" thing to do
Lessons from ot her states

b T T T

Wher e does the noney go?

Medi cai d Perceptions
One vi ew.
A bl ack hole

Anot her vi ew
A cash cow

Beneficiaries and Expenditures
(1998 -- U. S. average)

How Do | Get Started?

* What are your goal s?

Be a key stakehol der and resource?

Becone involved in the planning process?
Hel p devel op a state plan?

Devel op the community infrastructure?

Reduce the waiting list by X%a year?
Enpower consuners?

* \What are the best methods to achi eve then?
* What is your action plan?

O her Things to Think About...

* What type of infornmation do policynmakers need?
* What's the best way to deliver the information?
* For |egislators:

Be brief, concise, thorough

Be vigil ant

Followup if they need nore

NCSL O nstead Activities

* | nformation cl eari nghouse

* Publications

* Wb page

http://ww. ncsl . org/ prograns/ heal t h/ di sabi | . htm
* Meeting sessions

* Phone conferences

* Advi sory G oup

* Track state activities

Sampl e Postcard - Front
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Sampl e Postcard - Back

NCSL d nstead Survey

March 2001

* Phone Survey in each state

* 37 states had task force or conmm ssion: AL, AK, AR, CA, CO CT, DC, DE, GA H, ID IL,
IN, 1A KS, KY, ME, MD, MA, M, MO, MI, NJ, NM NY, NC, ND, OH OK, PA, SC, TX UT, WA
W, VI, W, W

* Four conprehensive plans: MO NC OCH, TX

* Significant docunents: CA, |IL, ND

* At least 21 states will issue plans in 2001: AL, AZ, AR CO CT, DE, GA, H, IN IA
KY, ME, MD, M, MI, NJ, NC, SC, UT, W, W

* Bulk of activity is in the executive branch

* 2002 legislative sessions will be key

NCSL d nst ead Survey
Mar ch 2001

* Conmi ssions operating under diverse authorities, but very simlar
Br oad- based nenbershi p (stakehol ders coni ng together)

Led by executive agency

Focus on all disability groups

* Concern about fiscal inplications on Medicaid

* Broad scope--focus on entire long-termcare system

(www. ncsl . or g/ prograns/ heal t h/ f oruntf ol nsreport. htm

Rol e of State Legislators

* Planning and i nplenentation is closely tied to the legislative process

* 5 states enacted legislation to formtheir comssions (CA H, IL, KY and M)
* Legislators and legislative staff sit on some conmissions (e.g., MO, UT and W)
* Budget and program deci si ons

M ssouri
* Plan focuses on eight discrete activities
Identify prograns and services
Measure service effectiveness
Identify nunber of institutionalized people
Identify waiting |ists and pace of novenent
Exami ne whet her consuners have adequate infornmation
I dentify changes needed in comunity prograns
Identify neans of expandi ng conmunity programns
Devel op a process to hel p people make the transition into the community

M ssouri

Car egi ver compensation: $1 per hour increase for aides caring for people with MY DD.
Informed choice: ensure training for staff and individuals to transfer froma nursing
Consuner and family directed care: personal care services an entitlenment under Medicaid
Transition to i ndependence: one-tinme grant of up to $1,500 to assist individuals
intransition froman institution

Chal | enges remai n: housing, transportation, workforce

State Chal |l enges: Road Map

* Determ ne your goals
* You've got to start fromwhere you are
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Identify strengths

Identify barriers

Identify sol utions

* You can't get there if you don't know where you're going

State Chal | enges:

Ef f ecti veness

* Be vigilant

Are you neeting your goal s?

I f not, why not?

Are your goals reasonabl e?

Are you getting your noney's worth?

Are peopl e receiving appropriate services?
Is quality of life good?

Are you anticipating energing chall enges?

* % X X X X F

Dos and Don'ts

o DO

0 Get involved (year round)

o Be accurate, reliable, honest, concise, and vigilant
0 Build rel ati onships early

o Ofer to be a resource

o Be inclusive of others

0o Have witten materials

o Personalize the issue/take a field trip
o Thank your audience

o Don't:

o0 Assune you don't count

o0 Mslead or give false infornation

o Make enenies

0 Be too narrowy focused

0 Refuse to conprom se

o Go on and on .

o Gve up

Your Role

o The power of one

o The added power of individuals working together
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