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3 October 1989
To: Participantsin the 28 September discusson
From: John OBrien

Enclosed you will find my reflection of part of our discusson.

George and Pat are distributing Beth''s note as a record of the whole day's
work. This gives me space to focus on stating the policy pogtion that | think
arises from our conversation (and from lots of other discussions). In doing o
| have gone beyond restating the pointsin the discusson. I've taken the
opportunity to do this because | don't yet know what | think about the basic
idea of radicdly shifting the role of government (leave aside the practica
politica question that it'sso easy for me to get bogged down on). Sothisis
atry a saying what | think we said would make a positive difference.

I'd be grateful for your responses to two related questions:

1. Isthis statement conds stent with what we said? and

2. 1f 50, isthisreally what we mean? For example, doesthe DD council
want to say that Connecticut's DMR should move with al possible speed
to stop operating or contracting for or regulating the operation of services
in favor of cash grants to individuas and (modest) investments in support
of futures planners and bridge builders and co-op organizers?

Persondly, I'm not sure what to think. | need help to darify what the
position is and then to apply our matrix of evauation Quesions to our own

proposal.

Thanks for your participation in what | found a confusing and stimulating
discusson. | look forward to continuing the conversation



John O'Brien

Designing Policies in Support of Inclusive Community

Questions for Decision Makers*

People in association create neighborhoods, schools, workplaces, marketplaces,
and civic organizations. They build inclusive community when their activity calls on,
strengthens, and celebrates mutual capacity to welcome, join with, and care for people who
have been left out. They diminish community when their activity excludes and isolates
people and substitutes bureaucratic control for mutual concern and initiative.

Federal and state government and their agents play alarge and growing part in the
lives of people vulnerable to exclusion because of severe disability. Policies shaping federa
and state action should protect or increase citizens opportunities to build inclusive
community by establishing suitable position and priority for adequate government
investment Whether they are legidative, judicial, or executive decision makers, or agency
administrators, or citizens advocating for policy change, those who make policy ought to
evaluate current actions and frame proposed changes according to these two complementary
sets of questions.

* These notes are one resul't of adiscusson sponsored by Northgoring Consultents with the assistance of
the Connecticut Developmenta Disabilities Coundl on 288qoterrber 1989. Many participantsinthe
discusson were informed by apaper prepared by John MaKnight, Do no harm Apolicymaker'sguideto
eval uating human serwcesandthew alter natives. While these notes arise fram the discusson, they represant
ortsto darify apogtion and simulate further argument It is not an adeguiate ummeary of the
yvarled and sometimes conflicting perspectives of other participants.

Preparation of this paper was partially supported through a subcontract from The Center on Human Policy,
Syracuse University for the Research & Training Center on Community Living. The Research & Training Center
on Community living is supported through a cooperative agreement (Number H133B80048) between the National
Ingtitute on Disability & Rehabilitation Research (NIDRR) and the University of Minnesota Institute on
Community Integration. Members of the Center are encouraged to express their opinions; these do not necessarily
represent the official position of NIDRR.
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l. Questions that establish priority of government funding

Following this sequence of design questions over timewill reposition state and
federd government in thelives of peoplewith severe disabilities. Instead of being a
funder, regulator, and provider of bureaucraticaly organized, professonaly controlled
disability services, government becomes guarantor of civil rights, insurer of adequete
cash income for people with disabilities and their families, and underwriter of avariety
of meansto assst those peoplewith disabilitieswho need hel p to manage their Stuation
or find their placein community life.

For all government decision makers:

How can we decrease disincentives to participation in
community life?

~Insufficient and inaccessible transportation, inaccessble buildings, discriminatory
hiring or enrollment practices, insufficient afordable housing, denia of insurance, and
perverse incentives in income support programs bar people with disabilities from many
public places and much productive activity. In deding with these civic issues,
government policy makers and their agents often view people with disabilitiesasa
Specid interest distracting from their primary concern. Skillful assertion of thecivil
rights of people with disabilities reponds to barriers to access to existing resources,
though not to obstacles impased by insufficient supply.

Political involvement of citizens with disabilities and their alliesin the definition and
resolution of civicissuesimprovesthe chancesthat supply of opportunitiesand public
resourceswill become more adequate for everyone.

Theway servicesfor people with disabilities have grown makesit difficult to shift
energy toward decreasing barriersto community participation through better overal
regponse to common needs for housing, employment, trangportation, health care, and
adeguete income support. Concerned government decison makers and many advocates
have cooperated to focus attention on increasing funds and legal regulations for services
drll\_ll %qj by p;of ond categories (the set of little boxesin thelower right corner of
thisdiagram).

—Cnnc issues

Protessional human services
fo manage disease & poverty

Disability services

Services {o a particular
professionally labeled group
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Within this context, most advocates for people with disabilities have worked around
unresolved civic issues by setting up "specid" dternatives for people with disabilities.
Trangt for eligible people with disabilities supplements insufficient, inaccessble public
trangt; congregate housing operated by service agencies makes up for defectsin local
housing supply; asheltered occupation center offers placesto people excluded from
ordlnarty work places; specid schools take students rejected by regular schools. For
most of the peoplewnho rely on these arrangements, fixed attention on increasing or
maintaining or rearranging financia alocationswithin the " disability services' box
samslikeamatter of survival. And increasing the power of federd and state
government to regulateits provider agents seems like the surest way to better livesfor
peoplewith disabilities.

Thespaceinwhich civicissuesaredecided isnot awell ordered forum waiting to
welcome people with disabilitiesinto influentia roles as soon as greedy professonas
release them from services. Like citizens concerned about people with disabilities,
citizens concerned about a{oubllc: trangt, housing, hedlthcare, welfare reform, and
economic development also work against fragmentation of issues, boundary
confusions, domination by experts and insiders, disagreement about goals and
methods, and disorganization of groups seeking change.

Activeinvolvement in reducing disincentives to community participation may be
messy, but it isnecessary. Politically concerned people with disabilities and their allies
will have more energy to address civic issues when federd and state policy makers give
priority to answering the next three questions.

For decision makers responsible for human services:

> How can we insure sufficient cash income for people with
disabilities?

Sufficient income means that a person has...

...enough money to support areasonable standard of living: adecent home,
good genera hedth care, and the meansto teke part in community life

plus

...the money to purchase necessary supports required because of the person's
disability: persona assstants, equipment and supplies, physical adaptetions, the
choice of help to learn skills, desired professiond services (such as help with
communication or mobility), and desired ass stance to locate and coordinate
supports

A policy of assuring sufficient income would reverse present policy for
peoplewith mental retardation, symbolized by these two comparisons of allocation
to income versus services. Thefirst identifies the proportion of astate's mental
retardation services budget intended to increase income (the approximeate proportion
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isrepresented by the small dot insde the circle). The second shows the proportion
of all benefits available to anomina recipient who receives 24 hour servicesin a
date operated ICF-MR (intermediate care facility for the mentally retarded).

100%

| 99.999% Services

0125% Income
o1

Approximate proportion of FY 1989 Connecticut Department of
Mental Retardation budget allocated to service provision versus
increasing cash income of program participants

100%

/99.5% Services

5% income

w”

Approximate proportion of state and federal funds allocated
to services versus income for a person resident in a
New Hampshire state institution in FY 1987

For most adults with disabilities, assuring sufficient income means
supplementing peopl€'s earnings through direct cash grants. For children with
disabilitiesit means supplementing family income through direct cash grants.
Experimentation with voucher sysems or intermediary agencieswhich administer
agency funding asif it were a cash grant to people with disabilities may be more
immediately feasble than direct money payments, but they compromisethe desired
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position of federal and state government as redistributor of income rather than
funder of service.

This priority raises many challenging problems beyond the question of how
to create the political will to overcome entrenched interests in a directly funded
service system which most citizens understand and justify as a professional-
bureaucratic response to disease and poverty. As the proportion of funds re-
allocated from services toincomerrises, avariety of thoughtful answers to questions
like these become urgent:

* How to liquidate existing services, assuming that the policy of increasing
income means more than passing money through aclient back to a service
providing agency? '

« How to determine eligibility, establish appropriate levels of cash support, and
manage accountability for the funds people receive, assuming that the goal isto
insure adequate income in disposable form for each person rather than simply to
divide existing allocations evenly among current recipients? Review of the
history of benefits programs, like SSI and SS-DI, and programs that purchase
services on an individual's behdf, like vocational rehabilitation, will refine
these questions.

e How, if at all, to regulate the market in personal assistance and specialist
support?

* How to insure a sufficient level of public investment for all people with
disabilities?

How far will the money go? A preliminary exercise in testing assumptions

Simple arithmetic demongtrates that equa division of a state'stota public expenditures on
mentd retardation servicesamong current program recipientswould result in asubgtantia
increasein their income. A well resourced state might serve about 10,000 peoplewith a
budget of about $300,000,000 yielding a potentid individua income of $30,000 minus the
per person cost of adminigtering theindividua cash grants system.

However, even this unusualy high level of spending on a particular disability group
leaves sgnificant numbers of this group without support for housing and others waiting for
more than token assistance. The denominator in the division of thetotal budget will also
grow when arbitrary diagnogtic barriersto support are removed. For instance, many people
with developmenta disabilities now indligible for menta retardation services are confined in
nursing homes or congricted in their own or family homes by lack of adequate supports.
These people probably don't extend thetotal dollarsavailablefor redistributionin the same
proportion as people now serviced at higher cost

Furthermore, though everyone has afavorite sory of bureaucratic waste or costly
oversarvice, it isn't obvious that enough money is now wasted to offer al people with
severedisahilities an adequateincome, Just wagesfor persona assistants, feesfor desired
specialized assistance now packaged with services, and sufficient alowance for rentsand
transportation can't be compromised to make proposalslook more attractive. Neither can
costs be reduced by optimigtic assumptions about supports that family or friendswill offer
for free.
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How can we increase options for direct control of the specific
supports people require?

Increasing cash income doesn't necessarily increase people's direct control of the
supportsthey rely on. Peoplewith no option but to turn their money over to alicensed
resdentia or atendant care provider may be abit better off as"privete pay" patients,
especidly if thereisreal competition among licensed agencies, but they remain patients.
Toincrease peopl€sautonomy...

« Demedicdize and deprofessondize services. For example, professond licenaing,
such as nurse practice acts, often pose unnecessary barriersto apersonwitha
disability hiring, training, and supervisng persona assistants of their own choice.

 Removeincentivesfor the creation of bureaucratic intermediaries, especialy
incentivesto create larger intermediary agencies.

» Encourage avariety of waysto manage living and support arrangements for people
unable to manage for themselves. Guardian':rl‘wﬁJ laws and arrangements need careful
review. Alternativesto lega guardianship, such asinforma management of
supports by family members or unpaid friends, need development

» Encourage avariety of waysto empower people with disabilities and their families,
Circles of support, peer counseling anong _Sag_epplewnh disabilities, family support
groups for the parents of children with disanilities, and groups that bring people
together acrossexistin d|sa)|lltg/1group lines areimportant starting points. Good
information makes a difference and the grester the variety of successtul _
arrangements, the greater the potentia informetion for informetion overload. Stories
of pelopl ggcll ivesarethe best means to communicate much of the information that
people need.

* Make present overhead costs availableto people with disabilities so they can invest
Inavariety of coordination and development activities. In many places, the present
gtuation lookslikemis:

State Medicaid Agency

agency rate

Provider agency
pay rate

Personal Assistant
i{ employed by agency
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Two intermediary agencies charge to control the dispersa of funds, set the conditions
for provison of assistance, recruit, hire, train, and supervise assistants.

When overhead costs beyond the minimum necessary to disburse cash grants go
directly to peoplewi thbo?&abi lities, severd dternatives become possible:

* A person with adisability can coordinate, hire, train, and supervise assstance for
him or her self and keep the money.

/ A person with adisability can hire someone to assst with some or all of
coordination and management tasks.

* A group of people with disahilities can form a cooperative to perform tasks they
believe can be done more effectively collectively* (such asdeveloping apool of
personal assstants or an equipment repair service).

How can we invest in activities that build inclusive community?

Some activitiesthat bring previoudy excluded peopleinto community deserve
public support, at least during the time of trangtion from government funding of
sarvices to government cash grants to individuals. Such activities would assist people
with disabilitiesand their families...

» To daify their preferences for assstance and to invent options for honoring a
vaiety of preferences

* To develop personal support by assisting people to form new relationships and
draw together circlesof support

* To determine the best individua baance between paid assstance and unpaid care

* To organizewaysto ded with the possbility that vulnerable people could be
neglected, abused, or exploited

See Adolf Ratzka (1986). | ndependent living & attendant carein Sweden: A consumer perspective. New
York: World Rehabilitation Fund.
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[I. Questions to evaluate the impact of service policy
decisions

Decision makerswho increase foresight, make explicit theimage of peoplewith
disabilities underlying their policies, and state the links between their decisions and the
growth of inclusive community will make better policies than decision makerswho neglect
to explore these three perspectives. Successful exploration depends on involving people
with different pogitions, including the peoalolewith disabilities who are intended to benefit,
their dlies, and the peoplewho will actudly provide assstance and offer opportunities.

It isasimportant to examine existing policies and investments asto scrutinize
proposals.

-, Immediately

Of particular investment

Qver time
LIkely Benefits
<rnrnediately

In combination with other
investments
Over time
Immediately
Of particular investment <
QOver time

Likely Harms

1]

Immediately
In combination with other
investments :
) Overtime
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Increase foresight

Human sarvice policies arelesslikdy to be counterproductive when decison
makers develop explicit responsesto three questions:

* Over time, what do we believe will be the benefits of this policy?
* Over time, what do we believe will be the harmsfrom thispolicy?
» How could initial benefits deteriorate over time?

Each question needs to be examined both for the proposed policy and for its cumulative
effects with the aggregate of other existing policies* In consgdering each of these
questions, it'simportant to guard againg exaggerating benefits and minimizing harms.

Make the image of people with disabilities explicit

~ Every policy makes a statement about, and strengthens, the social role of people
with disabilities. Md(ln%]thlsmageexpllut dlowsacheck on the consstency of the policy
with insuring peoplewith disabilitiesarange of postiveroles. Many existing policies
interpret people with disabilities as sick, pitiful, incompetent to choose, or otherwise as
passive recipients of professond services,

State the links between the policy & strengthening
inclusive community

_ _ Eachpolicy arisesfrom, and reinforces, quaitiesin community lifethat either build
inclusvenessand mutual care or contribute to isolation and individualism. Thisdiagram
suggests some of the polaritiesin community life. Decison makers can identify how they
intend apolicy to express and influence each.

For an extended disousson of thisissue, see J MdKnight (1989). First, do no harm, pp 10-13. Al s
D. Kdlabak & A. Lyons (1989). Gover nment spending for the %)or in Cook County, Illinois: Canwe
do better? BEvandon: Canta far Urben Affars & Rdlicy Ressarch, pp. 22-27.
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qu enness

-

i}

* Hospitality #Fear & hostility to apparent
strangers

* Sharing

« Care & respect for autonomy

* Free association to pursue
shared interests

* Culture as basis of positive
identity within diversity
« Search for capacity

* Problem solving for
development
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# Exclusiveness & search for
threatening distinctions

#Professional control
# Individualism

# Culture as defense for
withdrawal

# Fear of scarcity

# Problem solving to protect
privilege.



