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AN EPI PHANY
By: Edward T. Preneta
A Born Again
| was really looking forward to the National Association of
Devel opmental Disabilities Council's (NADDC) 1985 Fall Conference
in St. Paul, Mnnesota. | had witten for tickets and nmade pl ans

to see Grrison Keillor's Prairie Home Conpanion at the Wrld

Theater in downtown St. Paul on Saturday evening Cctober 19,
1985. Oh, | knew the conference would be good. The M nnesota DD
Council helped plan it and they ain't no slouch. The conference

had the intriguing title "From Values and Vision To Action" and
even nore intriguing workshop titles: Child Devel opnent Services
- "Are W Underpanpering Child Devel opnent Services?" Program
Adm ni stration Review - "Mrror, Mrror On The Wal 1;" Enpoweri ng
Consuners To WMake Change - "Return O Ranbo," and best of all
"Rejecting Incapacitated Cienthood.” But | wanted to neet the
man who has riveted ny attention with his wonderful stories every
Saturday evening these past several years. It's not just that
his stories are nostalgic. It's that his stories conjure up a
community, and set of values, in which everyone bel ongs, integra-
tion isn't an issue because there is no segregation, everything
takes place in honmes and natural community settings, everything
is famly-scale, people care about, and for, each other, people
interact wth each other and learn from each other, and there
aren't really any professionals involved. Nonconformty is

tolerated and handled by the comunity w thout assigning a |abel.

You can inmagine ny great disappointnent to learn G@rrison



Keillor and his Prairie Honme Conpanion would be on-the-road due
to repair work being done to the Wrld Theater. | would have to
focus ny attention on the conference and be satisfied wth a
sinple radio broadcast.

A conference on val ues, vision and action in the honme state

of Prairie Hone Conpanion sonehow seened very appropriate. It
was a good conference. | got there Tuesday evening Cctober 15th
and wor ked ny way through sonme inportant neet i ngs and
presentations, but, by Saturday afternoon | was pretty mnuch

"conferenced-out"” and took a walk with ny chairperson to St. Paul
Cat hedr al : a nonunent to the people of St. Paul. It is a
beautiful church and, since | had no plans to go to church Sunday
nmorning, | felt visiting the cathedral could be chal ked-up as
having satisfied ny Christian obligation. It's one value |
haven't |ost.

M/ flight wasn't scheduled to |eave until Sunday afternoon.
| had noticed the conference agenda had one last session at 9:00
a.m, the one titled "Rejecting Incapacitated Clienthood,"
presented by sonebody named John McKni ght, and noderated by ny
col | eague from Pennsyl vani a. | know how poorly attended the |ast
session of a conference can be. 1've been one of the presenters.
Qut of respect for ny Mnnesota and Pennsylvania coll eagues, I
decided to attend. MIllie Adanms, the chairperson of ny Counci

al so attended.

It was like going to church. The roomwas small, nore the
size of a chapel than a church, and dimy lit. Chairs were set
up in a sem-circle- There was no altar, not even a table or
podi um Ohly a few people were there and they sat in the back.



John McKni ght was introduced and he quietly began his presenta-
tion.

I don't remenber how long the presentation lasted but [
don't think I moved a nuscle. The room remni ned quite silent,
uith the silence broken only by late-comers shuffling or rolling
in. Soon the room was full and a standi ng-roomonly crowd.

John McKni ght challenged every current notion of communi ty
service, service providers and professionals. To be told that
everything you have done you established to essentially "capture
and control" people would tend to bring on silence. Al so, I've

been in the position of challenging large state institutions and

sheltered workshops, but | didn't expect to have chall enged what
I thought were alternatives. More inmportantly, | didn't expect
to see-the-1ight about how people not only integrate into

communities but participate in neighborhoods.

John's vision was famliar. During my masters program in
college, | studied Ivan Illich and Rene Dubos, their theories on
the expropriation of health care, education and life in general}
but I had never applied those principles to public and private
service providers in the disability field. John did that in
spades.

MIlie's reaction was the same as m ne, al though hers was
conpounded by being a public service provider and parent all at
the same tine. we left that meeting knowing we had to get

John McKnight to Connecticut and do sonmething towards inmplenment-
ing his vision.
I  know that many of my coll eagues knew about John McKni ght

| ong ago. (I wonder, however, why nore of his vision isn't being



pronot ed. ) It is uncustomary for nme to latch onto a guru and to
uant to practice that guru's doctrine. Even as a Christian, I
uas born Roman Catholi c, marri ed Congregationalist and practice
Epi scopal i an. | haven't had a guru since the radical Si xties.
This nust be what it's like to be "born again.”

B. At The Rght Place At The R ght Tine

| am repeatedly amazed at how much the Connecticut DD
Counci | i npl ements as a result of coincidence, happenst ance and
being at the right place at the right tine.

Neither MIlie nor | knew how we could get John MKnight to
Connecti cut. Not only didn't we have the funds, we didn't know
how to be effective. we realized w already had a feu grant
projects in the genre of MKnight: tw projects were helping
Connecticut's citizens W th disabilities do grass-roots
organi zing around the state, another was a contract with a person
with nental retardation, and a nentor for that person, to
organi ze people wth nental retardation around the state to be
sel f-advocates, a third was a project with a Town to integrate
kids with disabilities into the town's recreation prograns and a
fourth was a grant with our University Affiliated Program to
train service providers (e.g.. realtors, law  enforcenent
personnel, chanbers of comrerce, «clergy). Money couldn't be
taken from these projects. Besides, these projects were products
of our process of planning. But a fellow nanmed E. F. Schumacher
says sone interesting things about planning that I've always kept
in mnd while planning wth the DD Council.

According to Schumacher, planning is how we use power

del i berately and consci ously, | ooki ng sone distance ahead. In



doing our planning, we consider what other people are likely to
do, we do a certain anmount of forecasting. Forecasting is
quite straight forward as long as that which has to be forecast
IS, in fact, forecastable. Unfortunately, the matters we try to
forecast very often are dependent upon the i ndividual deci si ons
of single persons or snall groups of persons - like DD Councils.
In such cases forecasts are little nore than "inspired guesses.”
The Connecticut DD Council recogni zes that nmuch of what it
decides is based on the power of judgnent and those decisions are
the best guesses of what mght happen wthin a range of
reasonabl e probability. In other words, our state plan can be
altered by anyone wth a better idea, the surprising results of
any of our grantees or even the established plans of other
agencies welding power. when the DD Council is confronted with
the need to change, it tends to "stop, |ook and |listen" rather
than say "look it up in the state plan." ?

| stunbled wupon one of these situations not long after
comng back from M nnesota. Qur  snall project on generic
training wwth our University Affiliated Program was yielding sone
surprisingly good results, particularly with realtors, chanbers
of commerce and |law enforcenent officials. However, Connecticut,
heavily influenced by religion, seenmed a natural for an intense
Council effort to influence support for people with devel opnenta
disabilities by religious institutions.

| arranged a neeting wth George Ducharne, Nor t hspri ng
Consul tant s. Ceorge is a forner director of a regional program
for the Departnent of Mental Retardation (our Adm nistering

Agency). In that capacity, he worked with three churches to form



a comunity service agency called MARCH, | ncor por at ed. The DD
Counci | financed its birth. George now is the Director of the
Ofice for People wth Disabilities of the Roman Catholic
Archdi ocese of Hartford and very interested in working wth
churches, synagogues, tenples and nosques. | wanted to talk
about putting a contract out on the clergy, not that the Council

had any noney this year, but to get it in next year's state plan.

George was excited. Wth arms flailing, he began to project

what mght be possible with the Archdiocese and bringing to
Connecticut Canada's Jean Vanier L' Arche conmunity. Somewher e
during the conversation, | nentioned John MKnight, and our w sh

to bring himto Connecticut. wel |, tal k about saying the right

thing at the right tine. George was also looking for resources
to bring John to Connecticut. Not only John MKnight but also
someone naned David Wetherou, from Canada, and his ideas about

cooperatives. In addition, George thought they could be Iinked
up with a wonman naned Beth Munt from Atlanta, GCeorgia and
Tucson, Arizona, who was already on contract wth our Departnent

of Mental Retardation, to do sone graphical, positive futures
pl anni ng. CGeor ge envisioned a series in whhich John the
phi | osopher, would be followed by David Wetherou the practitioner
and Beth Munt the positive futures planner. Wth the seed
pl anted, we ended that neeting both 1in search of finances
($15,000). Wile we didn't focus specifically on clergy, we knew
religious communities would be very much a part of the MKnight,

Wet herou and Mount approach.

A short time later, another grantee surprised us. Not

everything we do works. W had to shut-down a bad project. The



good news was we could re-distribute the funds. Re-di stri bution
of funds 1is the job of the DD Council's Executive Conmmittee.
Wile nost of the funds went to projects we could not afford to
fund at the beginning of our year, MIllie and | were able to
convince the Commttee to use sone of the funds to bring
McKni ght, Wetherou and Mount to Connecti cut. The coi nci dence
that MIllie's daughter was the subject of one of Beth Munt's
positive futures planning sessions with DWR didn't hurt our sales
pitch. W only got half the funds we needed but we got the
understanding that the project could carryover into the second
year. This allowed us to plan for the second half of the funding
in next year's state plan. By planning the series of
conferences to take place in Septenber, Cctober and Novenber, we
were able to cover half the costs in one fiscal year and half the
costs in the second fiscal year. W were off and running! I
called GCeorge and told himit was a "go." To top things off,
John McKni ght happened to be appearing in Hol yoke, Massachusetts.
Ceorge attended that neeting, nade his acquai ntance and began
laying the groundwork for the conferences.

The value of coincidence, happenst ance and being at the
right place at the righ tinme cannot be overl ooked. It happened
that new |eadership and philosophy in our Adm nistering Agency
was happening at the sane time we discovered John MKnight. It
was coincidence that this new | eadership brought Beth Munt to
Connecticut (she is now living in Connecticut) and that the
daughter of the DD Council's Chairperson experienced positive
futures planning. It just happened that George Ducharne had sone

i deas about tying John' together with Beth and addi ng Davi d. And



all of this was in the right place at the right tinme when funding
becane avail abl e.

There is one other aspect of this story that is coincidence
that should also be nentioned here. I wll di scuss its
inplications later in this chapter.

John McKni ght di scusses t he I mportance of one's
associ ati ons. In one of ny associations, | amon the Vestry of

Christ Church Epi scopal (John, by the way, has been on the

governing board of St. Luke's Episcopal Church in Evanston,
II'linois) serving as Chair of our Social Justice Commttee. As
t he nane inplies, we are an activist gr oup, soneti mes
revol utionary. | hired George Ducharne as a consultant to help
us focus our efforts. One of our concerns has been poverty and
hunger, particularly in Third Wrld Countries. I n doing church
work wth OxFam Aneri ca, | discovered incredible parallels be

tueen effective "developnment” of Third orld countries and the
"devel opnent" of community services for people with devel opnental
disabilities. Beth Mount nakes reference to the future of Third
Wrld countries in her work.

W are also making our church wheelchair accessible, not
because | am Chair of the Commttee (I have not wused ny
prof essional position to influence ny church) and not because our
parish priest has a child with Dowmn's Syndrone (he has not wused
his personal experience to influence his church), but because a
private institution for people with severe and nultiple physica
disabilities has opened in our comunity and we want to be in a
position to do sonething about getting those people out and into

our church. My Commttee was thinking McKnightlike and they



didn't know it.

Most recently, however, nmy ability to keep church and state
and private and professional separate has becone nore difficult.
I am negotiating a contract with Beth to work with a parishioner
who has had a son in a nmental health institution for twenty three
(23) years, Beth was at the right place at the right time.

C. Provocation
Knowi ng what we wanted to do when and wy. was a whole |[ot

easier than knowi ng where, how» and for whom

Geor ge tells a wonderful story about t he wheel chair
accessibility of the New ngton Knights of Columbus Hall. All [
want to add is that the selection of the K of C Hall for this
conference was deliberate. It didn't start out that way.
George spent several hours trying to find hotel/notel meeting
space on short notice. At one point he had secured a hotel, only
to have the hotel call and back out of the comm tment. e

definitely did not want to use a facility belonging to a provider

agency in the disability field - that would have been walking
into the lion's den. Maybe we would have to use a banquet hall
type restaurant. It dawned on us, however, that a series of

conferences on devel oping natural community supports should take
place in a natural community center. Finding one that was
wheel chair accessible was the trick. George tried several

churches but, for various reasons, he was unsuccessful . Duri ng
al | this searching and deli beration, George had nmentioned the K
of C Hall but we knew it wasn't wheelchair accessible. Geor ge
had sone experience with this K of C, however, and he thought he

would see if they could do sonething about their inaccessibility.



Qobvi ously, he was successful. H's story about that success is a
denonstration of the power of natural community support groups.
The DD Council played only a nurturing role.

Many vyears ago, the use of DD funds for construction was

renmoved from the DD Act. The K of C however, needed to
construct wheelchair accessibility. Wher e there's a will
etcetera... W found the rent of the K of C Hall, with their

associated Mchael's Catering Service, was inexpensive when
conpared to any hotel, notel or restaurant. Wth the suggestion
that our rent be raised to offset sonme of the <cost of their
construction, Voila! we had wheel chair accessibility and still at
a cost below any conmericial neeting center.

Fromtinme to time, the DD Council does sonething |I know is
going to raise the eyebrows of state bureaucracy. A contract
wth a private, religious group was one of those tines. I

prepared a nmeno for the conm ssioner of our Adm nistering Agency,

and all his deputies (one of whomis a DD Council nenber) and
attached it to the contract with the K of C In this neno |
expl ai ned the phil osophi cal reasons for not hol di ng our

conferences in state facilities, private facilities in the

disability field, restaurants, notels or hotels. | also pointed
out the contract was cheaper than any of the comrercial
establishnments. |If the philosophy didn't sell them | know I had
them by their budgets. | don't know whether ny neno stayed

attached to the contract all the way through state bureaucracy.
| only know the contract was approved. (I had trouble paying the
bi |l not because it was a contract with a religious group but

because of ny own stupidity and state bureaucracy. For sone



unknown reason, the DD Council and Northspring Consultants split

the contracts for these conferences. W paid the rent and food
services. Nor t hspri ng pai d t he pr of essi onal services.
Nort hspring paid its bills instantly. Qur bills got screwed up
in the bureaucracy of the State Comptroller. I publicly

chasti sed the Comptroller and apologized to the K of C.
Ironically, this incident pointed out the need to enpower natural
community support groups. They pay their debts on tinme. I only
hope the K of C does not associate people wth devel opnmenta
di sabilities with agencies that don't pay their bills on time. [
won't split contracts anynore.)

Wth the place out of the way, we could focus on the who.
It seenmed contradictory to have service providers dictate
invitations to other service providers to a series of conferences
on enpowering communities and neighborhoods. It was |less
i mport ant for service providers to hear this message than it was
for Kkey actors in communities and nei ghborhoods. Service pro-
viders are dependent upon support from people in comrunities. | f
we could influence these people, they would influence the service
provi ders. At the sane time, these people had no idea we were
trying to recognize and support their role, so we couldn't appeal
to them directly and expect a good response. The solution was to
think small and practice enpowerment. The people most likely to
know who were key actors in their neighborhood were on the DD
Council - people with disabilities and parents. W, t herefore,
shaped the conference around these people and gave them the power

to determ ne who should attend.

Every DD Council' nenber who was a person with a disability
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or a parent was asked to generate a list of relatives, neighbors,
friends or associ ates they Dbelieved shoul d attend our
conf erences. At the sane tinme, we used the Connecticut State

Regi stry, and our conmputers, to develop a list of first selectnen

and mayors and nmmjor generic service agencies : Ki wani s,
Wnen's Clubs). A student intern was assigned to help Council
menbers generate a list of invitations. By the tine we were

finished, we had several hundred nanes wth a good mx of people

wth disabilities and parents, people from communities and

nei ghbor hoods and provider agencies. Ve used the Council
menber s’ lists first with our office-generated list as fallback
to fill in for people who declined the invitation. The

invitation was sent under MIlie's signature but every letter had
a penned note stating the invitation was being sent by so-and-so,
their nei ghbor. (Staff actually penned the notes, but Council
menbers agreed to putting their nanmes in the notes.)

Response was slow and we did have to use our fallback |ist.
VW were prepared for 200 people but we had to settle for 100 to
150. W were not disturbed by the returns. W realized this was
a new idea, unfamliar to community people and sonmewhat threaten-
ing to service providers. In fact, we limted the participation
of service providers and turned down several of their requests to
partici pate. Even with this policy of Ilimted participation,
service providers anmounted to slightly nore than one-third of our
audi ence. The best news was the good nunber of community people

who parti ci pated.

The conferences went very well, and |'ll touch on sone



sidelights (not highlights) later. In other chapters, GCeorge
tells you about sone of the people who participated and John,
David and Beth tell you about their vision. VW captured it all
on vi deot ape. The video people, by the way, were from our Ad-
mnistering Agency and are jokingly referred to as WDW The K
of C Hall was especially fitting for John's church-like style of
presentation and that feeling of being "born again." The Knights
stayed up late and got up early to have the hall ready for us and
the cooking was honestyle as well as abundant.

There are several other nice touches worth nentioning that
enhanced a sense of neighbor, snmall and personal. First, George
net John, David and Beth at the airport and each stayed in his
hone with his famly. | hosted a beer and pizza session at ny
church wth David Wetherou for a small group of people from the
ar ea. Finally, following both David' s and Beth's presentations
(John had to <catch a plane), the Executive D rector of our
Protection and Advocacy Ofice invited David, Beth, and a feu
others over to his house for a beer. These little touches of
hospitality are what neighbors are all about and we all gained a
l[ittle nore by getting to know each other better through the
stories we shared. There is also now a hard core of people
serving as "provocateurs."

D. A d That Wrks

There is mnmuch to learn (or re-learn) both directly and
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indirectly from John, David and Bet h. You can teach yourself
directly by reading their work and listening to what they have to
say. Wile vyou are doing that, learn indirectly by making sone
associations wth other things you have read and done as a
pr of essi onal and personally. You nay experience sonme sinple
revel ati ons. I want to share a feu sidelights about John, David
and Beth's presentations that are having as much of an inpact as

their direct teachings on what we are doing in Connecticut.

John McKni ght, an urban phil osopher, friend of Ivan IIlich,
anot her phil osopher, speaks in the sanme vein as Rene Dubos, yet
anot her phil osopher, and E. F. Schumacher, an econom st. They
all talk about a conflict of attitudes (values) and they profess
a return to certain basic "truths.” In all genuine traditions of
manki nd, these "truths" have been stated in religious ternms.
Schumacher nekes a particular point about values in the Christian
tradition and he weaves in values from H ndu and Buddhist tradi-
tions. David talks about the unique identity and mssion of a
church comunity and the values threaded through the stories told
by Garrison Keillor on The Prairie Hove Conpanion radio show,
stories very nuch influenced by religious institutions in the
nyt hi cal town of Lake Wbegon. Janmes Lundeen's Chri st mas,
The Christmas Story Re-told, he and Choir, Pastor Ingqvist's Trip
to Olando, GCospel Birds, Qur Lady of Perpetual Responsibility
Church, etc.) David went so far as to pay tribute to the show by
nam ng his housing cooperative the Prairie Housing Cooperative.

Churches, synagogues, tenples and nosques have becone very
inmportant as natural community support networks for people wth

devel opnental disabilities. W are not trying to turn religious
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institutions into social service agencies nor are we riding the
wave of religious fundanmentalism sweeping nmuch of the country.
(Even "yuppies" got religion.) W have sinply (re)discovered
"that old time religion" integrates people into comunity Dbetter
than nost social service agencies. The religious practice or
denom nation is uninmportant. Jean Vanier communities are Roman
Cat holic in France, Protestant and Jewish in North America and
Muslim and Animist in Africa. what religion has is, first, a

doctrine of person that fosters a sense of respect and an

honoring of each person with his or her gifts. Second, religion
has a doctrine of community that facilitates the inportance of
friendships, ties and bonds with others. Third, religion has a
doctri ne of transformation where people feel and receive
accept ance, | ove and affirmati on for who they are, not for who
they m ght, could, or shoul d be. ° In Connecticut, we intend

to use this power with people who have devel opnental di s-

abilities.

Beth Mount credits her "interactive planning" process to the
work that has been done to assist planning in Third Wrld
countri es. Schumacher, Illich and Dubos also draw upon

experience with Third World countries. Wiy not the devel opnmenta
disabilities field? Can it be that we have nore to learn from
t he devel opment of effective aid prograns in Third Wrld
countries than we can l|learn from professional sem nars on project
management , or semnars by trade associations in the disability
field? Let's take a | ook.

A British governnent white paper on overseas devel opnment

sonme years ago stated the aims of foreign aid as follows:
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To do what lies within our power to help the devel oping

countries to provide their people wth the mat eri a
opportunities for wusing their talents, of living a full and
happy I|ife and steadily inproving their | ot (Schumacher
1973 : 163).

Substitute the name of any agency in the disability field
for "devel opi ng countries”™ and we have the m ssion of
phil ant hropi ¢ organi zati ons and public and private agencies that
give grants. After all, a grant is aid.

The simlarity between aid for "developing”" Third Wrld

countries and grants for developing services for people with

devel opment al disabilities is striking. Poor people in Third
Wrld countries and people with devel opnment al disabilities are
both di senfranchi sed. Aid to developing countries goes into the
big «cities, largely bypassing eighty-five percent of the poor

popul ati on, (Schumacher, 1973 : 164), while many grants in the
di sability field serve "the cream of the crop" bypassing people
nost in need, people wth devel opnental di sabilities. Ri ch
nati ons benevolently inpose a straight jacket of traffic |ans,
hospital confinements, and classroonms on the poor nations, and by
i nternational agreement call this devel opment (Schumacher, 1973:
164) . Agencies in the disability field create meaningless,
monot onous work in sheltered workshops, and put |arge numbers of
de-valued people in one huge institution, and call t hese
devel opnment . Fi nal |y, both poverty and disability have been
professionalized.

In ny role as Chairperson of the Social Justice Commttee of

Chri st Church Epi scopal, I used sone materials from Oxfam
Anmeri ca, an international agency that funds self-devel opment
projects and disaster relief in Third Wrld countries. In return
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| received a 1985 special report from Oxfam America entitled "Aid
That Works" that | have since used as a guide with our DD grant
prograns. It is appropriate for philanthropic and grant-giving
agencies to take advice from Oxfam America, and how aid works in
Third World countries, to effectively devel op natural community
support networks for people wth devel opnental disabilities.
According to Oxfam America
"Ald works when:

1. It results in concrete material inmprovement in the Ilives
of very poor people....

2. It encour ages and re-enforces comunity life.
If...sharing resources is a goal of true devel opnment, then aid
needs to encourage building the comunity. After cooperatives
are a pragmatic form of soci al and econom c organization
conmpatible with village needs and val ues....

3. It results in individual and group enpouerment....The
power of working together...is denonstrating that... groups can
command the attention of government...

4. It effectively promotes self-reliance...

5. It spins off wi der results, beyond the project itself.

Aid that works should inspire others to join the exenplary self-
help project, to carry it or to start something of their own...

6. It is efficient and of a manageable scale at the small
community leve!...Disbursing smallish suns of noney and other
resources, i ncluding appropriate technol ogy, to enterprising-
groups at the grass roots...is one of the npbst daunting tasks for
al1l...devel opnent agencies....

7. It is channelled through real partnerships with [ocal
groups, especially at the village and mddle levels of poor
soci eties. It is one thing to acknow edge that paternalism and
trickle-down aid have <characterized too nmuch of devel opnment
assi stance, it is quite another to have the inter-personal and
inter-cultural skills to establish a relationship of equals with
grass-roots groups, particularly when we as aid-givers have
di sproportionate power and material resources. Wor ki ng t hrough
strong and independent-m nded groups...who are close to people in
vill ages, is one way to bridge the chasm" 4

Oxfam America suggests aid that works is based on a genuine,

ultimately mutually-respecting relationship between people, and
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al ways reinforces the natural yearning for self-respect.
Let's examne Oxfam Anerica's approach further but draw

parallels to the disability field.

Concrete mat erial i mprovenent in the lives. of VERY POR
peopl e. Sone people neasure the success of grants in purely
material terns: nore new housing for people wth devel opnental

disabilities, nunber of jobs pledged or people placed in a job,
fewer infant deaths..The quantative approach to learning if
grants are worKking, taken by many grant-giving agencies, puts
everything into dollar amounts. Wole bureaus of health planners
are hired to decide what wll be the value of a service three
years from now. There are al so soci al science nethods that
produce detailed studies of changes in material being or atti-
t udes, by counting the nunber of people receiving a service or
filling out long questionnaires. O course another way to tell
if our grants are working is to neasure production. Take any
shel tered wor kshop, for exanple.

Wen we visit a program we often wonder at all its material,

fantastic conplexity and immensity and the know edge, I ngenui ty
and experience within its walls. However, the program did not
spring ready-made out of any person's mnd - it canme by a process
of evolution. It started sinple and becane conpl ex.

What we cannot see (the immterial) on our visit is far
greater than what we can see (the material). Are project

participants increasing their self reliance? Are they true
partners in the wrk of the project? Wwo participates at
meeti ngs? Do the parents speak out? Do only the professionals

tal k? Do people wth devel opnental disabilities play an
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inportant role? Do they become nmore and nore integrated in their
nei ghbor hood? Do nei ghborhood associations include people wth
devel opment al disabilities in their membership? This stuff is

beyond I ndividual Habilitation PIans.

Qur tendency is to see and becone conscious of only the
vi si bl e, mat eri al disability service and facility and to forget
the invisible, i mmat eri al things that are making the visible

possi bl e and keep it going.

It my be that any failure of our grant proj ects, or at
| east our disappointment with the effectiveness of our pr oj ects
to integrate people into their community, has sonething to do
with our materialistic philosophy which nmakes us liable to
overl ook the nost inmportant preconditions of success which are
generally i nvi si bl e: enmpower ment and networking in one's
nei ghbor hood. If we" do not entirely overlook empower mentand
community networking we tend to treat them just as we treat
mat eri al things - things that can be planned and scheduled and
purchased according to some all-conprehensive plan. W tend to
think of community networking and enpowernent, not in terms of
evolution, but in terns of creation. Pl anners seem to think they

can do better than communiti es, that they can create the nost

6
conplex things at one thou by a process called planning.

The people at Oxfam America beautifully describe mterial
aid that corks and aid that doesn't. | can draw no  Dbetter
parallel than by quoting Oxfam America at | ength:

"Aid that works is a dialogue: a caring, shari ng
relationship in which donor and recipient give to and receive

from each other a greater sense of their humanity and their human
potential....
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Mat eri al aid works when it gives a neasure of «critica
support, the small extra margin, for poor people already on the
edges of ecomom c existence, hel ping them and their comrunities
to explore and to take the inportant risks which growth and
devel opment require but which are so difficult for those who are

al ready nost vul nerabl e. Material aid that works tells the poor
t hat others know and care about them as growing, wor ki ng,
struggling human beings. Such aid is a word of human recognition
from the donor to the recipient.

In this dial ogue, the recipient of aid also speaks words of
truth and encouragenment to the donor: truth about the hard
realities, pains and struggles of |ife among the world's poor;
encouragement  at the small but significant successes  of poor

people changing their conmmunities and fashioning for t hensel ves
the better lives they want.

By contrast, aid which fails is like a monologue or a
| ecture. Aid fails when the donor sees the poor nerely as
objects of charity, not active, creative people. Aid fails when
the donor becomes concerned about flashy, | arge-scale rapid
material results than about the dignity, humanity and growth  of
aid's recipients. Aid fails when the donor does not listen to
the recipient, does not even assunme that the recipient also has
something to say about his/her world, and something to share
about the neaning of life and human devel opment.

Such aid is inefficient in promoting devel opnent because *it
spends material resources in schemes which my seem wonderful to

the donors, the planners, the aid agency, and to everyone else -
except the recipients thenselves, whose needs and desires for
their community my differ from those of the donor” ( OXFAM
1985) .

E n ¢ o u r a g e s | [ fof [ [ Most

phil ant hropi ¢ and public and private agencies see their grants as
a sharing of resources. Some, i ke Devel opnmental Disabilities
Counci | s, see their funds as "seed grants" working together with
other resources to |everage support for services. The question
is whet her these resources are building the comunity or
separating people wth devel opnental disabilities from their
communi ty.

Very often, human services are structured and provided in
such a nmanner as to actually be an obstacle to those they are

intended to serve. Such situations gave birth to the social role
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val ori zation (normalization) movenment. Much has been said, and

done, about soci al role val ori zati on, so there is no need to
repeat the work of WIf wolf ensburger, and ot hers, her e. It is
enough to point out that many of our traditional responses to
people who are poor, di sabl ed, elderly or otherwise socially
deval ued are actually count er productive. Soci al role
val ori zati on, however, represents a set of positive principles

t hat can be used to help guide the devel opment and delivery of

quality human services that are sensitive and responsive to

people's needs. It has grown out of values-based convictions
about soci ety, people in need, and services to themand it is
consistent wth a vast body of research, enmpirical observations
and maj or social theory. Using this approach encourages and re-

enforces community life because it enphasizes the use of tools,
techni ques and structures which are positively valued in society
in. order to enable people who depend on human services to |ead
culturally valued Iives.

Usi ng cooperatives is one way of stressing comunity val ues.

Cooperatives are born out of community and are owned and operated

by the community. Each co-op nmember is a valued participant.
Lat er in this book, David Wetherow describe ow cooperatives
have restored "capacity" to peopl e with devel opnment al
di sabilities, how they have been used to support people in their

nei ghbor hoods and how they have contributed to their communities.

| ndi vi dual and gap enpower nent . For any years, t hose of
us in the disability field have been commtted to a radically
equitable access to services, rights and jobs for people with
devel opment al disabilities. Wehave supported this struggle for

21


http://Ind.iYid.ii3l

justice through the pronotion of self-advocacy - on our terms.

It is much more inmportant, and difficult, to deal with its
compl ement : the politics of self-advocacy - on their ternms.

I van I11ich woul d say that we professionals have
expropriated life from people with devel opment al disabilities.
We have transfornmed pain, illness, and death from a personal

challenge to a technical problem and thereby expropriated the
potenti al of people to deal wth their human condition in an
aut ononous way. The sel f-advocacy nmovement is a step to giving

it back but we nust now deal with what he calls "the politics of

conviviality:" the struggle for an equitable distribution of the
liberty to generate use-values and for the instrumentation of
this liberty through the assignment of an absolute priority to

the production of those professional commdities that confer on
the |east advant aged the greatest power to generate values in
use (I LLICH, 1977 : X1 X) . In other words, the services needed,
used and valued by people with devel opmental disabilities would
be created and personally fostered by these people.

Let's look at ourselves through Illich's eyes.

"Let us first face the fact that the bodies of specialists
that now domi nate the creation, adjudication, and satisfaction of

needs are a new  kind of cartel ... Today's dom neering
professionals...decide what 'shall be made, for whom and how it
shal | be adm nistered... Professionals...tell you what you need.
They claim the power to prescribe...A profession... holds power by
concession froman elite whose interests it props up...A new kind
of health scientist is now rmuch nore conmon. He increasingly
deals nore with cases than persons; he deals with the breakdown
t hat he can perceive in the case rather than with the conpl aint
of the individual; he protects society's interest rather than the
person's. It is no longer the individual pr of essi onal who
i mputes a °need' to the individual client, but a corporate agency
t hat i mputes a need to entire classes of people and then clains
the mandate to test the conplete population in order to identify
al | who belong to the group of potential patients...They enjoy

wi de autononmy in creating the diagnostic tools by which they then



catch their clients for treatnent...Language...is thus polluted
by twi sted strands of jargon, each under the control of another
profession..." (ILLICH 1977 : 24-35)

Ten (10) years later a Harvard Business Review article on a
study of non-profit and for-profit hospitals echoes Illich:

"Wiile non-profit hospitals receive nore social subsi di es
than for-profits, they do not achieve better social results.
They are not nore accessible to the wuninsured and nedically
i ndi gent. ..

Non-profits...do nore to nmaximze the welfare of the

physicians who are their main consuners. These hospitals nmake
| arge nunbers of staff and beds available to the physicians, and
they finance these benefits through social subsi di es, t ax

exenptions, and delays in replacing plant and equi pnment. Today's
physicians are subsidized by current taxpayers and future
patients...

Non-profit hospitals do not inevitably inprove socia
gggfare in their communities..." (HERZLI NGER and KRASKER, 1987 i

Wiile this article is about hospitals, the authors nmake the
point that the hospital sector is only part of a larger debate on
the appropriate roles for private, non-profit and public
organi zations and they call for "changing the way the gane is
pl ayed. "

Count erresearch on fundanent al alternatives to current
prepackaged solutions is the elenent nost <critically needed.
This counterresearch is a good role for DD Councils, albeit
difficult. Councils would have to first of all doubt what is
obvious to every eye. Second, they would have to persuade those
who have the power of decision to act against their own short-run
interests or bring pressure on themto do so. And finally, they
would have to survive in a world they are attenpting to change
fundanentally so that colleagues anong the privileged mnority
see the Council as a destroyer of the very ground on which all of

us stand (ILLICH 1977 : 78).
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| ndi vi dual and group enpowernent does not nean disregard for
the special needs that people nmanifest at special nonments  of
their lives. It only neans that people have a right to live in
an environment that is hospitable to them at such high points in
their experience (ILLICH 1977 : 125).
E. Wth Wom Do You Stand?

Call it coincidence but strange things happen when you start
hangi ng around religious types. In our case, the DD Council just

happened to find sonme noney to bring MKnight, Wtherow and Munt

to Connecticut and Beth Munt just happened to nove to
Connecti cut. Most recently, the U S Congress, and the
Pr esi dent, signed a budget bill that channel ed considerably nore

nmoney to the Connecticut DD program than we expected. W felt it
would be appropriate to wuse this "godsend" to further the
devel opnent of natural support networks in communities and
nei ghbor hoods. This objective 1isn't in our state plan but it
will be in our anendnents (if we nust, in fact, submt
amendments) .

First, we have contracted with Northspring Consulting to
apply John MKnight's "bridgebuilding" nodel over a three Vyear
period in three nei ghborhoods around Connecticut. Nor t hspri ng
will use sonme of our funds to produce an edited version of the
tapes we nade of the MKnight, Wtherow and Munt presentations.
These tapes wll be used to encourage comunities to develop
nat ur al support networks for famlies and individuals in their
nei ghbor hoods. Northspring will also bring John and David, and
sone of the famlies David works with, to Connecticut to work

with and encourage people from nei ghborhoods.
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Rel ated to Northspring's work, we have contracted with Beth

to work wth six individuals and famlies over a three vyear

period on positive futures planning. In addition, Beth wll be
wor ki ng wi t hi ndi vi dual s or fam lies in Nort hspring's
experi ment al nei ghbor hoods. The stories that arise from the
famlies Beth works wth wll be used by the DD Council as

indicators of the changes needed in the state's system of

services.

Third, the DD Counci l has set adide funds for any
i ndi vi dual , group of people or agency interested in devel oping
cooperatives around any individual or small group of individuals.
David Wetherou is expected to provide consultation to these
co-operatives. Beth and John may also be available. W know it

is*a risk. W do not intend to "create" cooperatives but
only to stimulate their evol ution.

Finally, all DD Council members and staff are going through
val ues- based training.

It should be obvious we are serious about making change.

The DD Council wll realize several associated benefits in
devel opi ng natural community support networks. First, the people
Beth and George wll be working with are potentially new DD
Counci | member s. They are also likely to be t hi nki ng
"progressively."

Second, Altrusa Clubs, Bi g Brothers, civic groups, t he
Drui ds, Eastern Star, firemen, Grl Scouts, 4H, and others, are a
whol e new set of "private providers"” that mght be nore inportant
DD Council members than the state and local "society in favor of

di sabling deficiencies."
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Third, there are untold stories to be heard and these new
stories wll yield what really needs to be changed in the state's
system of services.

Finally, from this new approach wll evolve yet another new
phi | osophy about people with disabilities and their famlies. No
one knows what that mght be, but we look forward to the unknown
with enthusiasm

There is a major risk in taking this new road. Half the DD
Counci| nmenbership are parents or people with disabilities; the
other half are provider agencies. It wll become not a matter of
where you stand but of wth whom you stand.

F. POSTSCRI PT TO PAPI STS, PROTESTANTS, HEBREWS AND HEATHENS

The role of religion in ny chapter nay be too nmuch for sone
and a surprise to ny coll eagues. | am not an Evangelist but too
many "coi nci dences" have just sort of happened since enbarking in
this NEC direction and the witing of this chapter. The day |
finished witing this chapter, George happened to stop by ny
of fice. W shot the breeze about various projects he was
carrying out for us, including a project to assist the
Connecticut Traumatic Brain Injury Support Goup wth setting new
priorities. Ceorge reported having net with the Support G oup's
relatively new executive director, a former Roman Catholic
Sem narian (like George). This exec happened to be a friend of
The Rev. Henri J. M Nouwen, a reknowned spiritual witer. Henri

Nouwen is currently a priest-in-residence at Daybreak, t he

" Arche comunity in Toronto. George and | tal ked about |I|inking
t he Support G oup exec, Nouwen and Jean Vanier (l'Arche
Community) for a future gathering in Connecticut. In that
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evening's mail, | received the first edition of a publication I
subscribed to just tw months ago - The. New Oxford Review, a
i beral theol ogical journal. One of the articles in the journa

was by Henri Nouwen and was the fourth installment in a series of
articles about his reflections while in residence at 1' Arche.

Coi nci dences?
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