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Dear Coll een:

Here is the paper that | talked to you about. | would be very appreciative
if you could look it over and tell me what you think

| am asking you the favor of reading it because you wll both know the rele-
vance, if any, of this for our colleagues, and that | can depend upon you to
tell me the blunt truth. If it doesn't nmake sense, tell me. |If it seens

like it mght be worth sharing through the National Association of Devel opnenta

Disabilities Councils, | mght send a copy to Susan Ames-Zierman.

| apol ogi ze for sending you something so lengthy, but perhaps this will explain

what | have been up to here.

Warmly,

DavTtd B. Schwartz
Executive Director
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"If the msery of the poor be not
caused by the laws of nature, but
by our institutions, great is our sin."

-Charles Darwn
Voyage of the Beagle




The New Conceptual Revolution in Developnental D sabilities

"Perhaps we need to distinguish between what we believe and

what we will end up doing that violates our belief;, and between

the weaknesses of two inperfect, fallen helping forns: the

formal organized helping formw Il alnost certainly deteriorate

to perversion and abuse; the informal human helping is nore

apt to termnate and be unstable. Wiat drives us to insist that

stability is worth nore than the benefits of informality, and

nore worth the risk of deterioration to abuse than the risk of

di scontinui ty?"

-Vl f Wl f ensber ger

Sone nornings in the wintertine | stop to drive out the cold with a warm
breakfast at the counter of the Alva Restaurant, a little fanmly-owned pl ace
across fromthe train station in Harrisburg. Like nost diners it is a com
munity center of sorts. Each norning finds the sane people trading the sane
banter back and forth. COver to the side of the counter a special table is
reserved for the railroad workers' coffee break. You get the inpression that
trai nmen have been drinking coffee there since the Alva was founded in 1916,
and it is probably true.

Every Tuesday norning at ten a long table is set up in the restaurant’s
dining room A group of fifteen or twenty nmen, all obviously retired, filter
in and spend an hour or so talking over coffee and a danish. Finally, one day,
| got curious and asked the cashier who they were. They turned out to be
retired trainmen. Having cone to the Al va together for so many working years,
they had continued to unite their old work crews once a week at the old pl ace.

They saw their old friends, and they got out of the house. Their warnmh and

ease wth each other was readily apparent.



A sociologist mght refer to these trai nmen's Tuesday norni ngs as an
exanpl e of an "informal associational group.” Al that this would nmean is
that it was an exanple of the countless, sem-structured groups that serve as
associ ational "glues" to hold society together, bonding us around various
purposes with each ot her.

If one did a study of the effect of the Alva group upon the nenber's
l'ives, you woul d undoubtedly discover greatly significant results. In our cul-
ture retired people are subject to great loss of meaning in their I|ives,
and consequently to increased risk of depression and probably physical decline.
Yet the Alva "geriatric program requires no funds, no professional super-
vision, no requests for proposals to be mailed out and reviewed. In fact, the
pr of essi onal | y-supervi sed "adult activity centers"” across town seem and are
enpty and juvenile by conparison.

Finishing up ny coffee, | nuse on the fact that ny task at the office
today is to develop formal programfunding in the State for not dissimlar
needs. The biggest problemof persons with devel opnental disabilities is
their exclusion fromthe common |ife of neighborhoods and comrunities. People
in the devel opmental disability field have tried, with sone success, to
remedy this problemin a variety of ways. Yet all of us, including Devel op-
nental Disabilities Councils, try to acconplish this with the conventional
nmeans of human service prograns. |s there a limtation inherent in what we
do? O is there another way that we can approach our work? How can we, |
reflect on ny way to ny office, help to develop sonething with our mllions

of dollars that is as useful to people with devel opnental disabilities as the

Alva trainnen's group is to then?



A. Background to the New Paradigm Shift: Stages of Service Evol ution

There is a conceptual revolution taking place today in human services.

This revolution is especially visible in the devel opmental disabilities field,
because it currently remains at the forefront of new approaches to service.

By the tine allied fields Iike nental health adopt a devel opnental disability
model like group hones, the cutting edge of devel opmental disabilities has
dropped it and has noved to something better. It is reasonable to expect that,
for the present, the initiation of new devel opnents in human service thought
wll often be observed here.

The conceptual revolution which is taking place may ultimately prove to be
equal in historical inportance to that which caused the prevailing view of our
society to turn away frominstitutions during the past few decades. Once we saw
institutions as "the answer." Finally we saw and recogni zed their obvious and
overwhel mng flaws, disconfiting know edge that we had long repressed. Mre
recently we viewed such community service prograns as group homes, day prograns,
and sheltered workshops as "the answer." After all, was this not the realiza-
tion of the goal of the pioneers of the mental retardation parents® novement?
Yet this approach, too, we are finally starting to acknow edge, has started to
show its limtations, and even its tragic failures.

To understand the nmeaning of the current situation, it is helpful to view
the history which brought us to this point in the devel opnent of services as
conmposed of four stages. Sinplified, these mght be called: 1) pre-institutional,
2) institutional, 3) first institutional "alternatives," and 4) comunity ser-

vices on a neighborhood scal e.



1. Pre-institutional: Prior to the devel opment of formal human service

forns, people were rarely conpletely segregated out of their com
munities. This is not to say that treatnent was hunmane, or that it
was not, which is a very conplex historical issue in itself. From
very small settings grew small institutions such as workhouses and
poor houses. These led, by the eighteenth century, to what David
Rothman calls "The Discovery of the Asylunf.

2. Institutional: the flowering of the institutional form By the md-

1800"s institution-building in this country began in earnest. This
paved the way for the dramatic expansion of nental retardation institu-
tions, spurred by the eugenics scare in the early part of this century.
By md-century, confinenent of children with devel opnental disabilities
In massive institutions, many at birth, had becone the norm Integra-
tion of such persons with the larger society had reached its nadir.

3. The first institutional alternatives: The early parent-run day activ-

ity programs in church basenments were a huge leap back into the "com
muni ty" but these were an exception. The prevailing forms of "conmmunity-
based care" were alnost conpletely institutionally-based in character if
not in location. State institutions were still built; they were just

newer, closer to town, snaller, and nore canpus-like in architecture.

The tentative nature of the early transition to comunity-based ser-
vices can be seen rather clearly in the formof New York's Elmra Psych-
latric Center, built in the 1960's to express the new "comunity nenta
heal th" philosophy. One of the first new state facilities to be |ocated
in a downtown residential neighborhood, the award-w nning building pre-
sents an outward variegated face of interconnected, small brick conpl exes

that fade, Escher-like, into the matching brick of a surrounding |ow



i ncome housing conplex. Entering the front wal k, on the other hand,
brings one into a courtyard bounded by three flat "hospital ward" faces
and a row of "community" shops facing inward - although the real com
munity's shops are only blocks away. Externally a nodern housing de-
vel opnent, internally an institution, Hmra Psychiatric Center is the
concrete expression of a human service ideology with one foot still
planted firmy in the old way of doing things, the other lightly trying
the new ground outside the walls.

The primarily institutional identity of virtually all of the initial
"comuni ty- based" service settings in human services, and especially
innental health and nental retardation, can be readily observed in
enterprises of this period, nost of which continue to operate today.
The federal community nental health centers act of 1963, for instance,
was a key pivotal event announcing a conceptual change, or "paradigm
shift" between institutional and community thought. Yet these comu-
nity mental health facilities were quickly observed to fall far short
of a coomunity ideal. As Seynour Sarason went so far as to observe,
after noting that such centers had increased the readnission rate to
state hospitals by over four hundred percent in Connecticut:

"The community nental health center virtually guarantees

the continued existence of the state hospital even though

its initial rationale was opposed to that of the state

hospital ! It could hardly have been otherw se because these

centers were conceived within the same traditions of pro-

fessional practice and theory - the sane nomencl ature, ad-

mnistrative hierarchical structure, professional precious-

ness, and professional responsibility - that are the basis

for the state hospitals.™”

Alnost all of the "commnity" services that we thought so innovative
only fifteen years ago betray this sane "institutional " character from

today' s perspective. They tend to have a nonolithic character which

"sticks out of," and may even displace, true community enterprises.



Utimately, even the initial parent-run day "conmunity" programs were
absorbed into the devel oping movenent to establish "professional"”

shel tered workshops - those sane "pioneering" settings which are under
attack as "institutions in the comunity" today.

Comunity Services on a neighborhood scale: The first "small" group

homes or "hostel s" symbolized a smaller paradigmshift fromthe
essentially institutional approach described above and the nore

"nei ghbor hood- scal e" approach practiced today. At first these homes
were still rather large. Small convents abandoned by shrinking re-
ligious orders not infrequently were drafted into service as the first
ones. To the change agents of the early '70s, a "famly" of fifteen
or twenty was small - in conparison to the hundreds or thousands of

"beds" in the institutions fromwhich these people had been |iberated.

Yet as this new nodel of service evolved, size began to shrink
even further as we strove for true famly and nei ghborhood scal e.
Pennsyl vania made an early mark on history by establishing a state-wi de
group honme programfor no nore than three or four people each. It is
instructive to note that this is still the smallest-unit state program
in the country today, thirteen years later.

Over the past decade, immense progress in service-building has
been nmade. Recent dreams of "conprehensive nental retardation service
systems" are nearing reality in many places. In Pennsylvania parents
may find early intervention and education, famly support, enploynent
training, and group home living opportunities. As the original group-
home residents age, special "aging" programs are created to anticipate
needs. Cannot it be finally said that we are approaching realization

of the ideal of conmmunity services?



Yet while we continue to build and expand our conmmunity service
system a sense of disquiet seens to be growing anong thinkers in
the field. The sheltered workshops we started barely fifteen years
ago are starting to look Iike places of confinement. People who are
supposedly preparing for eventual work "outside" them prepare forever.
Goup hones are abandoning famly staff nodels in favor of hospital-
like shifts. Staff turnover in some group hone prograns exceeds 90%
per year. Studies are show ng that chemcal control of people wth
nental retardation has paradoxically become nore prevalent in sone
group homes than in many institutions. |In nental health, critics are
seizing upon the obvious failure of deinstitutionalization through
"dunping" as an opportunity to return to an institutional nodel,
paral leling an increasing sentiment for the massive incarceration of
crimnals.

Faced with such obvious problens, it is apparent that the original
plan for conmmunity service systenms has not been realized, despite our
obvi ous gains. These problens, in fact, nmay signal a failure in our
entire conception of the work. Such "cracks" in a paradigm or con-
ceptual form often appear when the existing one is exhausted and a

new one is at hand.



B

The New Par adi gm

Report

"It wll only be one generation between the time the bereavenent
counsel or arrives and the community of nourners disappears. The
counselor's newtool wll cut through the social fabric, throw ng
asi de kinship, care, neighborly obligations and commnity ways of
comng together and going on. Like John Deere's plow, the tools of
ber eavenment counseling will create a desert where a community once
f1 ouri shed.

"And finally, even the bereavenent counselor wll see the
inpossibility of restoring hope in clients once they are
genui nely alone with nothing but a service for consol ation."

-John McKni ght

"M real-life organizing experience, | freely confess, |eaves

ne convinced that nothing can be done to solve social problens
by conventional means. Mrtually every conventional response

wll actually make things worse."

-Byron Kennard

of the Atizen's League

In 1984 the AGtizen' s League of Mnneapolis, Mnnesota, issued a report

that mght synbolize a turning point in our approach to commnity service.

In neeting the Oisis in Institutional Care, they did sonething which took

al nost

everyone by surprise: they criticized current "progressive" community

"alternatives" in nental retardation, nental health, elderly, drug and al coho

abuse,

and juvenile offender fields all at one tine. They felt that they all

had sonething in common: they didn't go far enough. They said, for instance,

that a group hone was likely to be "only slightly less restrictive" than an

institution. This made a lot of people upset, but the Atizen' s League had

a lot of evidence to back up their analysis.

"Too often," they stated, "comunity care unnecessarily fosters the sane

ki nd of dependency on professionals that is characteristic of institutiona

tings.

set -

Rarely is the person enabl ed or encouraged to be nore sel f-sufficient,

to return hone or to receive care by famly and friends rather than by paid



professionals.” "It is ironic," they noted, "that there are nore retarded
people in residential placements today than there were in the 1960's."

Based upon these findings, they made a series of recommendations for
provi ding comunity services to all groups in a different way. Primary anmong
themwas to get over the idea that assistance for any problemmust involve a
residential placement (what "providers" call a "bed") to get access to ser-
vices. It was tinme, they thought, to get over the idea that nursing hones,
hal f-way houses, and group honmes are the only way to support people wth
special needs in a comunity. In making their recommendations, they recog-
nized the inherent limtations of the formal ways that we have traditionally
provi ded services, even "commnity-based" ones. Mre informal approaches,

they reasoned, mght be better fitted for human needs.

The Enpire and the M ddl e Kingdom

John McKni ght of Northwestern University has an interesting way to help
people to penetrate the differences between fornmal, organized hel ping forns
and informal ones. In brief, he proposes that one m ght conceive of the world
of services as being conposed of two canps. The first of these he calls "the
empire;" the second "the mddle kingdom" He explained the difference be-
tween the two in a provocative talk before the National Association of De-
vel opmental Disabilities Councils at their annual conference in 1985.

Wiat is the Enpire?

Sneak into the offices of any service provider and runmage through their
files, he advised. If you come up with an organizational chart that shows
many people taking orders fromone person, you know exactly where you are. You
are inthe enpire. CGo and sit at the Alva trainmen's coffee hour. Can you

draw a conparable diagran? In the mddle kingdom such diagrans have no neaning.



Summari zing McKnight's thesis is not possible here, and readers are urged
to read his work directly. Yet an inportant insight to be gained fromit is
that the vast bul k of what we consider to be our service systemis inextric-
ably part of a formal service "enpire." Athough fornmal service structures
are usually consciously erected to achieve humanitarian goals, they tend to
fall prey to predictable and unfortunate tendencies. The nost serious of these
is that they tend to displace the kinds of indigenous, natural supports which
bond society together. That is why it is necessary for someone like the
Gtizen's League to finally come along and point out that we are not using
famlies and communities enough. How could such displ acerment have happened?
A fewyears ago famlies were all that our society had. Somehow our new

pr of essi onal | y-based system has pushed them out.

At the end of a logical progression in the erection of fornmal services,
we are left with a systemoriginally erected to help people that has often
becone the biggest obstacle to their freedom Professional services have be-
cone an industry inportant to the econony, and industries need things that
famlies and nei ghborhoods do not. Industries need rawnaterials. Wites

McKni ght :

"Renovi ng the mask of |ove shows us the face of servicers
who need incone, and an economc systemthat needs grow h.
Wthin this franework, the client is less a person in need
than a person who is needed. In business terns, the client
is less the consurmer than the raw material for the servicing
system..H s essential function is to meet the needs of
servicers, the servicing systemand the national econony.
The central political issue becomes the servicers' capacity
to manufacture needs in order to expand the econony of the
servicing system"”

Wiile this is a strong statenent, there is now consi derabl e evidence to
show that this dynamc is becomng a significant one in the shaping of or-
gani zed caring in our society as we continue the progression froma prinary-

production to a service-based econony.



The organi zed human services enpire is prone as well to living out an
unspoken and usual |y unconscious role as a control mechani smfor renoving
and isolating deviant people from society. Evidence for this latter point
abounds in history; in nental retardation we need only look so far as the
eugeni cs scare of sixty or seventy years ago for a particularly pointed
exanple. Wile nost of us recogni ze such clear exanples of this counter-
productive dynamc in history, they are necessarily harder to see -
in the present. It is wvery difficult for nost people to accept
that negative and unconsci ous forces in human action are never abolished, but
tend to resurface, although perhaps in nore subtle form Just as Samuel
Qid ey Hwe warned against institutions in the mdst of the last century's
unbounded enthusiasm for t hem as progressive solutions to social
probl ens, MKnight, Wl fensberger, Blatt, Szasz, and many others caution us in
this one.

Wiether or not institutions are inherently controlling mght be argued,
that they provide fertile ground in which control over inmates fl ourishes,
there can be no argument. This statenment can be extended to group homes as
well, the Gtizen's League points out to our disconfort. This should not
come as a surprise if we renenber Sarason's description of community nental
health centers as, at bottom cut fromthe sane cloth as state hospitals. Both

are inherently of what McKnight terns the "enpire."

The M ddl e Ki ngdom

The mddl e kingdomis where people live. Every community is full of
or gani zati ons whi ch show nore of the characteristics of "networks" than of
institutions. It is through these "informal associational groups" that human
communities prinarily work. Thinking of ny small town in upstate New York, |

can think in a mnute of many groups.w th varyina degrees of infornality:



-the volunteer fire departnment

-the vol unteer anbul ance service

-farner's associ ations

-one-time groups of neighbors who pitch in to help ill farners wth work
-the local tavern card group

-the coffee group at the corner store/post office

-the volunteer library association

-a phil osophi cal study group

Increasingly we are beginning to see the power of such groups harnessed
again to support people with disabilities. |In Wnnipeg, Dave V¢therow has
been tapping into housing cooperatives to include and support people with
severe disabilities. In western Massachusetts groups of people are formng a
few unpaid "social security" groups to surround people who are especially
needy w th enough support to live outside institutions. Here and there Gtizen
Advocacy organi zations still thrive, linking unpaid neighbors with people wth
special needs for purposes of assistance and perhaps even friendship.

In Pennsylvania, a group called AHEDD, Inc., has been promoting a concept
called the VINE, for Volunteer Interview Network of Enployers. Wile tradi-
tional rehabilitation service organi zations grind their way through |aborious
wor k- prepar ati on, assessnent, and pl acerment procedures, AHEDD goes directly to
enpl oyers. They forma volunteer network of top executives willing nerely to
gi ve occasional "practice interviews" to people with nental retardation to
try out their interview skills. Somehow during this "practice" a lot of people
get offered jobs. Soon they have co-workers to have lunch with in the conpany
cafeteria, like everybody el se.

In New Jersey several years ago a group pioneered a radical community
support program that dispensed with group homes. Instead of providing "beds" or
services they specialized in cultivating what the Massachusetts fol ks woul d
recogni ze as their "social security groups,"” but conposed here of synpathetic
| andl ords, enpl oyers, neighbors, and bank tellers, identified and encouraged by

the staff. They succeeded in | arge neasure, apparently, in running a hunan



service "program’ for some years in which the professional staff were barely
visible. Unfortunately, we understand, after accepting state funding this
posture predictably began to change, to the point that the same agency is now
contenplating undertaking a building drive to build larger offices for its

social workers. The enpire, we nust remenber, always displaces the mddle

ki ngdom

The Application of the New Paradigmto Devel opmental Disabilities Councils

Devel opnental Disabilities Councils have historically been very energetic
in building and expandi ng community service systenms. This was clearly the job
to be done when the transition fromthe institutional to the community para-
digmwas of forenost inportance. Today a new paradigmis emerging. W have
begun to see that the group hones and ot her professionalized services that we
once viewed as a goal are really but way-stations on our way to true comunity
integration. Councils' attention should now be on the "mddl e kingdom" Qur
particular challenge today is not howto expand the community service system
but how to counter it with something conpletely different by nature. V¢ are
nmoving fromthe famliar world of structured services into trying to "cul ture”
caring within the subtle fabric of hunan relationships. This is very diffi-
cult to do, because the kingdomis an epheneral one, different fromthe

reassuringly concrete entities that we are used to erecting.



(bst acl es

In trying to support the "mddl e ki ngdom" Devel opnental Disabilities
Councils tend to encounter three primary obstacles. The first of these per-
tains to the degree to which we can bring ourselves to trust the "mddl e
kingdom™" while the second two relate to aspects of the "enpire" which arise
on both sides of the Request for Proposal (RFP) ritual.

Are we really willing to trust the "mddl e ki ngdon?"

Trying to support informal helping forns rather than the formal structures
to which we are accustoned entails a radical reorientation in our way of doing
busi ness as planners and funders. Wth each decision we have an opportunity to
di scover how far we have been able to nove towards accepting this "new
paradi gm' of service described earlier. |In Pennsylvania, for instance, the
devel opnent of attendant care services for persons with physical disabilities
is finally entering a period of significant growh, and pilot prograns are
bei ng established. The devel opment of these pilots has understandably pre-
cipitated a significant conflict over nodels. On one side home health care
providers and their various |licensed professionals press for a traditiona
professionally controll ed, agency-based nodel. Advocacy organi zati ons conposed
of or representing persons with disabilities, on the other hand, press fur a
systemwhich is under the personal control of the person being served. The
key issue boils down to whether attendants are hired by persons with disa-
bilities, or whether they are hired by agenci es.

In the attendant care situation, there is a clear delineation between an
"enpire"” vs. a "mddl e kingdomi based approach. Predictably, follow ng
MKnight's thesis, one finds the health care industry opposed to the ultinate
control by persons with physical disabilities over their ow care. This has

given rise to such curiosities as the opposition of nurses to the sinple giving



of medication by lay attendants under the supervision of their disabled
enpl oyers. Fortunately in this situation the Council in Pennsylvania is on
record as uniformy advocating a user-controlled, "mddl e kingdom approach.

In the famly support situation, in Pennsylvania and el sewhere, the story
has been sonewhat different. In theory many Councils strongly uphold famly
support subsidies. Famly support prograns, by offering support to famlies
to keep their children with disabilities at home, are an exact parallel to
attendant care services. Both are signs of the new energing paradigm In
Pennsyl vani a there has been enthusiastic support for the establishment of
famly subsidies. Yet once advocates and planners sat down to design the
system true trust in the "mddl e ki ngdom becane hard to achieve. Just as in
attendant care, one has a potential outcone on one side of the theoretical
spectrum of service design in which cash is sinply given to famlies to spend
as they wish. O the other, services are funded to and di spensed by provider
organi zations. Yet, even anong advocates, there has been great difficulty in
becoming confortable with the idea of sinply getting cash to famlies. Wat
happens, the question is always asked, if the nmoney is msspent? How nuch,
one mght counter, do you really trust fanlies over agencies?

M chigan has a true cash subsidy famly support system Checks sinply
go each nmonth to each identified famly in the state who has a severely dis-
abled child at home. There are no audits and no recei pts. VWonderful stories
of famly ingenuity have emerged fromtheir experience. GOne famly, who hadn't
had a vacation in the 28 years since their daughter's birth, saved all their
nmont hly checks and went to Reno. If that is what is necessary for those
parents to care for their child for another 28 years, the program designers
said, then fine! But such an expense could never survive the necessary audit
inan "enpire" controlled system no matter how seemngly benevol ent. How does

one wite a voucher for a trip to Reno?



Council s nust operate in the "enpire."

Councils operate by Federal law as a part of state governnent. Each nust
have an "adm ni stering agency" which handles its funds. This nmeans that
Requests for Proposals (RFP' s), contracts, and other nechani sns for di ssem
inating noney nust follow a standard governnmental fornmat. Since government
is certainly of the "enpire," its nmechani sns, including the ones which DD
Councils nmust use, are of the "enpire" as well. Wile a standard RFP process
nmay have evol ved to ensure that no fraud exists in putting out a bid to erect
a government building, or to buy a fleet of autonobiles, this fornal system
makes it extrenely difficult for Councils to get funds to other than "enpire"
groups. Most small informal organizations do not have the sophistication
to wite a conpetitive proposal - and paradoxically, this is often their

very strength. As Byron Kennard w ot e:

"Here is the awful irony we are facing: The only efforts that
the systemw |l pernit are those firmy rooted in the old assunp-
tions. An exanple: Wen the governnent, after years of proddi ng
by citizen groups, finally began to support solar energy devel op-
ment, it set things up so that nost of the grants, contracts, and
subsidies went to big institutions and corporations. Now, it so
happens, big institutions and corporations do not really believe
in solar energy, nor do they understand how to develop it. By
its very nature, solar energy is best applied in decentralized
ways. By their very nature, centralized institutions cannot com
prehend decentralization. Handing over the control of solar
energy's devel opnent to big conpanies is like asking elitists to
promote the val ues of populists, never the twain shall neet.

But big institutions and corporations nouth the assunptions
recogni zed and trusted by the system They are as confortable
as an old shoe so they get the financial support.

"New efforts rooted in fresh assunptions wll be opposed and
even repressed by the prevailing system sinply because this
systemis programmed less to learn than to endure. Accordingly,
it learns poorly but endures well."

Everything Councils touch tends to turn fornal, tends to turn into the

"enpire" by virtue of the necessity of working through state governnent.



Proposers are the "enpire."

Even when a concerted effort is made to transcend the nunerous hurdl es of
the RFP process to make it possible for sonething inmaginative to take pl ace
on the local level, success is far fromassured. Again, for exanple, the
Pennsyl vania Gouncil issued an RFP to stinulate the adoption of children with
disabilities into permanent homes. As with nost new ideas, it was di smssed
as inpractical by many professionals in the relevant field.

VW knew t hat, as usual, what we needed to do was to find a couple of
"visionaries" who believed that it could be done despite preval ent social
opinion. V¢ were prepared for anythi ng unconventional, any new way which
woul d help children get homes. Various ideas discussed internally included
such "far-out" approaches as payi ng bonuses to caseworkers who arranged
successful adoptions, wth annualized bonuses for each year the child stayed
successfully in their new honmes. Wen the proposal s came in, however, the
Gouncil was disappointed. There was not one single exanple in any of the
subnmi ssions of the kind of "inspired |unacy"” which nakes for creative social
change. Mst were the kind of professional grants witten by standard child
care agencies, and all called for social workers in one way or another to
trudge through the standard extensive procedures for placing adoptive children

which are the very obstacles to their successful placenment right now

Possi bl e Sol uti ons

I n Pennsyl vani a we have been experinmenting with ways to overcomne, or at
| east minimze, these obstacles to effectiveness. These possible solutions
fall under three headings and m ght be terned Education, Strategic Funding,

and Devel opi ng Saf eguar ds.



Educati on
"Today public policy is snothered in facts but devoid of w sdom"
-Byron Kennard

"The unheard decl arations of the mnd decide the noi sy journeys
of the feet."

-Paul Brunton

Education is a catch-all termand a solution that is prescribed as often
as aspirin and with approximately as rmuch thought. Developnental D sabilities
Councils fund a lot of "education," usually of two types. One formis tech-
nical training of the variety commonly used to develop or inprove specific
staff skills, such as shaping the behavior of their "clients." The other
is usually ternmed "public education,” a headi ng under which is subsunmed a
wi de variety of public exhortations pronoting acceptance of persons wth de-
vel opnental disabilities (and, on the other hand, prevention of such conditions)
in leaflets or in public service announcenents. Both of these forns have their
pl ace, although neither are what we are referring to here. Rather, we are re-

ferring to what is sonetimes ternmed val ue-based educati on.

The first obstacle to DD Gouncil effectiveness, as noted, is difficulty
in fully supporting what we referred to as the "mddle kingdom" To be able
to put one's faith in informal and perhaps unstable helping forns requires a
dramatic reorientation, a "working-through" of key ideas pertaining to one's
approach to hel pi ng.

Changi ng one's conceptions in a najor way is frequently an unconfortabl e
process. It requires that one be "ripe" for the new point of view Wth the
proper readi ness, however, exposure to educational opportunities which help

participants to inculcate a well-thought-out philosophy has proven to be the



surest and nost effective way to guide the |ong-term devel opnent of service
approaches. The primary tradition of val ue-based education in the devel op-
nental disabilities field, (and the only conprehensive one) has been devel oped
around the philosophy of normalization (now terned "social role valorization"),
primarily as devel oped by Wl f Wl fensberger. Mbst progressive comunity

servi ce approaches in the nental retardation field in this country and several
ot hers were shaped to sone extent by the philosophy pronoted by this one
individual, directly or indirectly, through thousands of training events.

The "normalization"” field is a nuch broader one today than when Wl fens-
berger started, as his students and col | eagues have gone on to evolve a variety
of vary different approaches to pronoting understanding of the insights which
normal i zati on expresses. The principle of nornalization is well-known, if not
al ways accurately understood, w thin the devel opnental disability field, so it
shoul d not be necessary to discuss what it neans here. Assumng this, one
can nmove to consider the inplications of action which hel ps people to change
and refine their phil osophies or, nore sinply stated, the way that they see

the worl d.

"

A phil osophy (in this case the philosophy of service called "nornalization
or "social role valorization") can serve to provide a seed-thought fromwhich
all others, and hence all action, is derived. Thus a deep, internalized under-
standing of "social role valorization" is predictive of a logically-related
series of behaviors. These range fromthe way that one relates to a person
with a disability to the formin which one designs a state-w de service system
A person who understands the key thought behind social role valorization wll
thus predictably pronote a nunber of thenmatic service approaches whi ch m ght
ot herwi se seemto be independent phenonena. |If he or she sets up comunity

residences they will tend to be famly-sized rather than larger. |[If they



devel op vocational opportunities they will tend to be industry-integrated
rather than sheltered. If they devel op protection and safeguard systens they
wll tend to enphasize the unpaid invol venrent of people: with each other rather

than exclusively relying on professional intervention or legal action.

Utimately the thrust of social role valorization is squarely towards
work in what MKnight calls the mddl e kingdom Wrk on the devel opnent of
peopl €' s understandi ng of this philosophy, therefore, nmay be expected to |ead
to an increased belief that work within the mddl e kingdom rather than the
"enpire," is nost likely to bring about |ong-terminproverment in the |ives
of persons with devel opnental disabilities. A series of val ue-based educa-
tional workshops on a state-wide level is the nmost inportant conponent in a
canpaign to help people learn to trust the informal associational world of
the mddl e kingdom and to see the ultinate value of such trust. It can help
themto recognize the inherent limtations of our traditional, professional-
ized, "enpire" based interventions. To the degree that Devel opnental D sa-
bilities Councils can internalize such a value-system they wll express it in
unconpr om si ng advocacy for policies, prograns, and funding plans that express
faith in people rather than agencies, relationships instead of social workers,

and famlies instead of institutions or group hones.



An- Experiment in Pennsyl vani a

Consci ous of the ultimate dependence of all of our efforts on a productive

i deol ogy, the Pennsyl vania Council created a Devel opnental Disabilities In-
stitute to develop a state-wide series of prograns to work in this key area.
Wiile a considerable portion of the Institute's efforts wll be ainmed at
those who are rendering services directly, inportant enphasis wll also be

pl aced upon hel ping policy-makers to exam ne phil osophical and practical

i ssues underlying their future-oriented work. C prime attention within this
latter group will be the Gouncil itself, a group which is charged with pro-
noting progressive and even visionary social policy for person's with devel op-
nental disabilities. It wll be prinarily through val ue-based educati onal
opportunities that Devel opmental D sabilities Councils wll cone closer to
trusting the mddl e kingdomand begin to increasingly see it as its nost
inportant field of action. Five years fromnow, when a famly cash subsidy
systemis proposed for sonething else, it wll be instructive to see on what

side of the issue Gouncil sentinent wll fall.

Strategi c Fundi ng

The second and third obstacles to effectiveness listed earlier pertain to
the difficulty of supporting "mddl e ki ngdom' concepts in a system dom nated
by the enpire. GCouncils operate by definition through the enpire and those
whomthey fund tend to fall within the systemas well. Thus it is difficult
to reach those informal nechani sns, projects, and actors who are where the
"action" really is.

The first step of a strategy to try to overconme these obstacles is sinple
in concept, if sonetimes conplicated to inplement. It involves noving all

grant noney as far away from state governnent as possi bl e.



Qoviously funding state agencies to produce social change is al nost
always futile. There is nothing in human services which is more inflexible
and conservative than governnment. Like a huge flywheel, large governnental
systems operate largely as huge stabilizers, and it takes a lot of energy to
change their spin. Since they are inherently of the enpire, state agencies
tend to gobble up any new ideas and noney that you have to turn out the sane
old thing that existed before you came upon the scene.

Having elimnated funding to state agencies, one is faced with the two
problens detailed earlier. To overcome the first, one nmust figure out how to
thread good ideas through the system so that they emerge as intact as possible
into the non-governnmental service world. To overcone the second involves
reaching beyond that world to the kingdom of informal action which |ies past
Its borders.

Threadi ng good ideas through the systemis a technical gane. You have to
get to know the nuts and bolts of all of the nechanisms by which noney is
gotten out of the "beast": requests for proposals, contracts, grants, or what-
have-you. In Pennsylvania we have an especially baroque bureaucratic |abyrinth
governing such things and threading it can be quite a challenge, requiring a
consi derabl e degree of diplonmacy as well as technical expertise. Yet even if
rel atively successful one can still only get so far in getting noney to efforts
beyond the conventional ones. This is a reality which nust be lived wth.
There is sinply no way to cajole governmental systens into doing certain things.
One nust, of course, test those limts.

Once you have cleared the last hurdle involved in issuing a request for
proposal (RFP), it often becones discouragingly clear that only a short step
fromthe governnental "enpire" has been taken. For by and |arge the responses

one receives, as noted earlier, are rather conventional thenselves. The



proposal s of large university departnents, consulting firns, and provider
agencies can be little nore progressive than state government itself - and
soneti nes even | ess so.

Qur tentative experinentation with strategies to overcone this probl em has
produced mxed results at this point. One strategemwhich has achi eved sone
nmeasure of success has been drafting RFP's in specific ways to discourage
| arger, nore traditional organizations. For one |ow profile, "grassroots"
project we even stipulated that the nane of the successful contractor coul d
not be used publicly! Limting allowable admnistrative costs wll often do
nicely to separate real advocates from businessnen. Stipulating that the
board of an applicant agency nmust be consumer-dom nated al so wi nnows down
the field of applicants considerably.

% have al so discovered the curious fact that little $5 000 grants to cer-
tain voluntary groups in early informal stages of devel opnent, such as self-
advocates, often exceed in inpact projects funded for ten times the anmount to
prof essional groups. Predictably, getting funds to the former through govern-
ment entails a constant struggle. Oten such groups are not incorporated or
t ax-exenpt, and "broker" agencies nmust be found. There are difficulties in
conpl eting specialized RFP's and contracts for unconventional projects, which
tend to be held up for scrutiny at every stage of the lengthy approval process.
Qur paynment to the self-advocates, for instance, was delayed for nearly a year
and alnmost had to be freed fromour adm nistering agencies' hopel essly stalled
contractual procedures by a small-clains suit. W have to expect that as we
‘continue to reach out to such mddl e kingdomentities, our conflicts with state
procedures w Il increase.

(One possi bl e approach in the future mght be to fund a "broker" organization
which can issue informal grants to snall organizations for us, while preserving

an "audit trail" acceptable to state government. This mght tend to slowthe



tendency of informal groups to becone discouragingly formal once gover nment
fundi ng has been received.

For the noment, we nust continue with the present course: to "reach" as
far as possible through the organizations of the "enpire" to those "mddl e
ki ngdom groups whose identities have becore just sufficiently formalized to
allowthemto the funding table. Qur nmajor concern with such organi zati ons
wll remain that of safeguarding them and the people whomthey represent from
being drawn too deeply into the world of formal hunan service. It is this

question that we wll consider next.

Saf eguar ds

The subj ect of safeguarding the quality of life of persons wth devel op-
nental disabilities is one worthy of lengthy discussion in its ow right. This
is, after all, a prime responsibility of Developnental Disabilities Councils,
in close partnership with state protection and advocacy systems. Helping to
build a conprehensive and wor kabl e system of safeguards is one of the nost
i nportant tasks on which a Council can focus its attention, for it is wth
safeguards and not services that quality caring will be maintained, if it is
nai nt ai ned.

The history of the nental retardation systemclearly illustrates the way
in which informal parents groups start in the mddle kingdom advocating for
needed services and, within a few short years, becone corporate provider
agencies linked inexorably to the human service and state enpire. Too often
these eventually replicate the same sub-standard services that they were orig-
inally erected to correct. This circular pattern has |ed Wl fensberger, who

served as an enthusiastic theoretical architect for nany of these service forns,



to wite recently that if he were ever to go into a conpletely "virgin"
country, he would erect the service systemlast - after the safeguards to
protect people against themwere in place. Thus increasing amounts of our
attention in Pennsylvania have been invested in an effort to pronote the de-
vel opnent of a bal anced, multi-conponent system of personal and systemc safe-
guards invol ving personal relationships, voluntary associations, fornal and
legal protective nechani sns, and state governmnent. Wiile there are many
"advocates," coordination and effectiveness are at best now uneven.

e aspect of the safeguards question is howto safeguard the integrity of
the organi zations that we fund. Once we clear all of the nany obstacles in
the way of lending support to a nice informal associational group or voluntary
association and actually reach themw th some funding, we tend to get a dis-
couraging surprise. For the alnost imediate reaction of such fledgling groups
is to replicate the evolution of their predecessors. Like the trail-blazing
Association for Retarded Gtizens, they eventually fall prey to professional-
i zation and even becone providers of services because "nobody el se can do it."
It seens that as soon as you find a nice mddle kingdom group and give it
noney, it tends to change into an organi zation of the enpire.

It isreally quite essential that attention be paid to this problemfor, by
continuing to help draft new organi zations into the body of the enpire, one
only extends its eventual domnion over peoples' lives. Since this is a |ong-
termprocess, however, it is one nore likely to be apparent to a Council than
to an unsophisticated (their main attraction) voluntary group notivated by
i mredi ate and short-term goal s.

If Councils are attentive to this tendency of their projects to "drift,”
there are three things that they can do to slowit. The first, of course, is

education, to help those involved in the project to. become aware of the



predictabl e natural evol ution of organizations such as their own, and to thus
begin to take conscious steps to preserve the strength of their early, nore
informal stages. The second is to have a nulti-|evel personal advocacy sys-
temin place around the proposed effort, the old concept of "watchdogs watch-
ing wat chdogs.” The third is to use the Council's power relating to contract
conpliance and renewal, as a final resort, to encourage necessary actions.

In Pennsyl vania, for exanple, the Council funded several citizen advocacy
prograns. The Council hoped to build upon these successful projects to erect
a state-wi de citizen advocacy conponent for a conprehensive protection and
advocacy schena. 1In the prograns, unpaid "citizen advocates" were matched
with persons with devel oprental disabilities, whose needs they represented as
if they were their own. Cften such relationships involved |ong-termfriend-
ships for the ordinarily friendl ess, as well.

After funding one project, the Gouncil began to see a nunber of signs of
"drift."” Rather than stressing their identity as primarily a "network," it
began to termitself an "agency." The conposition of the board was changed
to one de-enphasizing "consuner” dom nance. The "agency" proposed to have
Citizen advocates fill out nonthly activity reporting forns, listing hours and
activities, which strongly resenbl ed professional caseworker reports. Al of
these signs sent an alert to us that conversion to a professional orientation
was underway.

To help counter this trend the Gouncil is currently devel oping a training
program through its Devel opnental Disabilities Institute to introduce the board
of the association to the key tenets of citizen advocacy, so that the drift
m ght be consciously seen and reversed. Secondly, a consultant know edgeabl e
in citizen advocacy is being engaged to nonitor the devel opnent of the group,
to assist the board, and to report to the GCouncil on its progress with specific

attention to be paid to: how well it is preserving the "mdd e kingdom



character essential to its purpose. Finally, if necessary, funding will be
di scontinued if novement towards a "service agency" nodel is not halted. There
are enough of these already, and it is not the Council's proper task to create

nor e.

. Three OQver-riding Thenes: Social Change, P an Coherence, and Social Wtness

In preceding sections we examned a vision of a new pattern, or paradi gm
with which Devel opmental Disabilities Councils can approach their work. W
noved to exam ni ng obstacles which stand in the way of actualizing this new
paradi gm and expl ored sonme of the ways in which these obstacles may be over-
cone or at least mnimzed. There remain three additional themes relating to
the new vision of Developnental Disabilities Gouncils to explore. These
"hi gher order"” themes have energed fromour attenpt to understand and inple-
ment the purpose of a Devel opnental D sabilities Gouncil as an organization,
and may lend levels of significance beyond its particular mssion. These three
are: 1) the need to understand how social change takes place, 2) the need to
achi eve coherence in action to bring about change; and, 3) the need to include

synbolic action as a valid expression when other avenues are cl osed.

Under st andi ng the Mechani sm of Social Change

"...novelty energes only with difficulty, manifested by
resi stance, agai nst a background provi ded by expectation.™”

- Thonas Kuhn



Thomas Kuhn's The Structure of Scientific Revolutions is a | andnark work

of intellectual history, well-known to scientists but, until recently,
virtually unknown to our field. |In the past fewyears, at |east two individ-
ual s have introduced Kuhn's work to the devel opmental disabilities field.
WlliamMCord, in an unsurpassed 1982 article entitled "FromTheory to Reality:
(bstacles to the Inplenentation of the Norrmalization Principle in Human
Services," drew heavily upon Kuhn's concepts. Mre recently, Bob Perske nmade

a translation of Kuhn's key ideas in several recent workshops, including a

pl anning retreat held for the Pennsylvania Gouncil in 1984.

The attention of Developnental Disabilities Councils is on the future. As
"systemc change agents,"” their specific job is to hasten the devel opnent of
new approaches to service that will inprove the lives of people wth devel op-
nental disabilities. Strategically applied, their limted resources can be
used as "levers" to nove large bureaucratic systens in a progressive direction.

As noted earlier, all service approaches are rooted in conceptions of the
world and of service held at a particular time. To change services, one nust
encour age peopl es' ideas to change. Here Kuhn's work is enlightening, for he
isolates the ways that ideas change in the scientific world, drawing upon a
wealth of historical infornmation to illustrate his points. Oce it was
t hought, Kuhn points out, that the sun revol ved around the earth. The re-
conceptual i zati on of a universe in which the earth revolved around the sun
constituted one of the difficult and highly-resisted events in intellectual
hi story which Kuhn terns "scientific revolutions.”" |In Perske's translation,
once we believed that nentally retarded people spread vice and crimnality
t hroughout society on a prinmarily hereditary basis, so we |ocked themaway in
massive institutions so they could not procreate their kind. Wen the "con-

ceptual revolution" disproving this notion and calling for the integration of



such persons in regul ar nei ghborhoods dawned, it occasioned a great struggle
inthe field. This struggle is still going on.

Kuhn exam nes with great precision the nechani sns through which such revo-
lutions in thought take place. It is inpossible to summarize these adequately
in a brief space, and the reader is referred to Kuhn's book and Perske's |ec-
tures, if he or she is not already famliar with them Yet certain sinplified
i deas can be nentioned at this point. Key anong themare the role that anom
alies serve as "levers of change."

The revolutionary shift froman old nodel of thinking (what Kuhn, again,
terns a "paradigm’) to a new one invol ves the appearance of new findi ngs, or
anonal i es, which cannot be explained by the old way of thinking. Such events
violate the expectations created by the reigning paradi gm

Sone of the nost striking "anomalies" in the devel opmental disabilities
field in the past fewyears have appeared in the vocational area. In this cor-
ner of the field so many have appeared due to a nunber of social, cultural,
historical, and political factors that a quite tunul tuous conceptual revolution
is now definitely underway.

e of the earliest challenges to the old paradi gmwas the expectation-
shattering work of the late Marc Gold. (ol d provoked great excitement as well
as great resistance by travelling around the country show ng how severely re-
tarded people, dismssed as having "no vocational potential" and |eft to rock
on some ward, could be quickly taught to perform such conpl ex tasks as assem
bling an intricate bicycle brake.

The paradi gmshifting power of Gold s denonstrations was reveal ed 1n the
fact that it tended to rock not only conceptions of vocational training.to the
core, but even foundation know edge of what nental retardation "was." e

mght sinply state that if what the field held to be true about intelligence, 1Q



and the predictive value of diagnostic tests was true, then what Gold was doing
shoul d be absolutely inpossible. Yet there the evidence was. Cold's violation
of the expectations of the old nental retardation paradigm shot a large and
fragmenting fissure through it, a fissure later wedged open further by the work
of Bellany and Wehman in supported enploynent. In a fragnent of historical
time industry-integrated supported enployment prograns have advanced to the
point that the future of institutional sheltered work (a revolution of its own
thirty years ago) has been cast in as grave doubt as the future of institu-
tional sheltered Iiving

In fulfilling its role as a change agent it is inportant, Perske tells us,
for Councils to spot, nurture, and support such futuristic anonalies in order
to help to bring energing conceptions of service into the world. Councils
serve a vital role in this process, for new inventions in society have been
shown to virtually always arise fromvisionaries on the nargins of the estab-
lished systemor order. Since new potential challenges to an established para-
digm predictably stinulate resistance, such social inventors are always in
great need of exactly what Councils are equipped to provide: seed noney and
| egitimtization.

Councils have traditionally been one place in the systemwhere someone with
a new idea, like group hones, supported work, or self-advocacy could turn for
resources and support to help keep themalive and "take root." An understand-
ing of the nechanisnms of change set forth by Kuhn can help Councils to refine
their capacity to search out and recognize new ideas with the potential to im
prove social conditions and services. In this search, which Kennard calls
"Stalking the Wld Idea" in a brilliant essay of the sane nane, it is inportant
to know where to [ook. Predictably, one finds that such new ideas are al nost
never found in governnent, or in established service providers, which are nuch

more likely to be instruments of suppression of anomalies than inventors.



New i deas tend not to flourish at all within the necessarily rigid confines
of what we have terned the "enpire.” In the fluid mediumof the mddle king-
dom however, new ideas are constantly being born and tried out by people too
i nnocent of socialization by the profession to know that they can't work. It
Is through finding such anonalies and nurturing them into catalyzing conceptua
revolutions that Developmental Disabilities Councils largely find their ex-

pression and reason for existence.

The need to achieve coherence of action to bring about change

Thoroughly grounded in a productive ideology towards human service, and
cogni zant of the mechani sms by which concrete expressions of this ideology can
be pronoted, Councils are faced with the practical necessity of deciding exact-
ly what to do. This is expressed by the construction every three years of a
state plan for devel opnental disabilities which outlines through the Iisting
of goals and objectives the precise canpaign that the Council intends to follow
towards inproving the lives of the persons whomthey are charged to represent.

Construction of such a plan is a strenuous undertaking, as all those repre-
sented on a Council strive to insert their favorite projects. Wat is fre-
quently the result, unfortunately, is a disconnected, incoherent series of
obj ectives providing funding for fashionable but often insubstantial or even
obsol ete projects. Such projects and objectives may bear no logical relation-
ship to one another, because they do not arise out of any shared vision of the
field and the work to be acconplished. Such state plans reflect a failure to
attain a coherence of mssion, thus opening the door wide to | ower-order in-

fluences on planning, including unworkable or irrelevant ideas pronoted by



nmenbers or contributors in genuine good faith. Inplenmenting plans like this is
like firing a shotgun off into the woods. There is a lot of noise and snoke,
but very little inpact is nade.

For Councils to have inpact it is thus inportant for themto have carefully
focused plans. &od pl ans, again, nust be "grown" fromthe roots of a solid
positive ideology, then "trained' and "pruned" as necessary to achieve a uni-
fied logical coherence of statement and action. For the nore focused the
social canpaign, the nore likely it is to bring about lasting social change in
t he end.

Starting only fromthe nornalization-based ideological orientation of the
1984 Devel opnental Disabilities Act one can create a plan expressing the vir-
tues of "integration, independence, and productivity" in a variety of inter-
related ways. The needs of persons of devel oprental disabilities are quite
sinple and require no esoteric studies to uncover. They are the sane needs
that any human has. What differentiates people with devel oprental disabilities
is both the degree of certain needs and the extent to which they often remain
unnet .

Pennsyl vania, as a "large-allocation" Council, has chosen to work towards
the refinement of a nultiple-objective, miltiple-goal plan, (see Appendi x)

In idealized theoretical form this originates with several i nter-rel at ed
assunptions based upon the principle of nornalization/social role valorization
as noted in the Federal Developnental Disabilities Act. These beliefs are
expressed on the practical level by inplenentation of the plan through two
conpl enent ary channel s, the devel opnent of new service approaches, and the
devel opnent of safeguards. Devel opment of new service approaches is confined
to basic general areas, which everyone, disabled or non-disabled, needs: a

home and a job. Thus, a fairly conplex plan can be seen to be the I ogical



expression of a snall nunber of goals arising frombut one thought. It should
be enphasi zed, however, that Pennsylvania' s approach is far from being an
attained ideal and is offered rather as one exanple of an attenpt to work out
the chall enge of plan coherence in realistic action. A variety of other
appr oaches are no doubt possible. The snaller allocation Mnnesota Council's
pl an, conprising only two supporting objectives shows, for exanple, a nuch
"cleaner” plan logically, and one which appeals to ne considerably because of
this.

Al though plan coherence will tend to arise naturally if a set of shared
assunptions is in place, a shared ideology in itself wll not prevent other
possi bl e objectives which are not in the range of the Gouncil's chosen focus
fromarising in the planning process. Some of these objectives wll be ad-
mrable and represent an acute need. In these cases the commitment and dis-
cipline of a council to express a coherent canpaign of social action wll be
tested.

Under these conditions a council nust deeply consider the tradeoffs and
conpromses entailed in sacrificing sone nmeasure of "sharpness" of the plan
which they intend to use as their instrument, as against the advantages of
incorporating dissimlar or separate issues. The issue of planning integrity
nust al so be wei ghed, as the introduction of one "conprom se" objective nay
threaten the integrity of the plan as a whol e, as new suggestions for objec-
tives are thrust into the breach opened by straying from agreed-upon higher-
order goals. Use of a previously agreed-upon set of standards for plan ob-
jectives (see Appendi x) may rmake this process nore nmanageabl e. The out cone of
much of this will, of course, be governed by the maturity of the council as a
group, and the ability of individual nenbers to sacrifice personal project

favorites to the symretry of the group product.



The need to include synbolic action as a valid expression when ot her avenues

are cl osed.

It would be an ideal world if Developrmental Disabilities Councils could
sel ect pressing needs and, guided by a positive ideol ogy, innovative service
i deas, and strategic planning could count upon a significant and Ilasting
advance. Unfortunately, even our gains fall prey to universal forces of per-
version and seduction as they are, as | phrased it earlier, "dragged into the
enpire" and institutionalized, bereft of their original essence. Readers are
referred to WlliamMCord' s article nmentioned earlier for a preci se exam na-
tion of the reasons that the expression of a productive ideology through hunan
services has proven to be so universally difficult.

Many problens in our current society, including those affecting persons
with devel opmental disabilities, are probably not anenable to solution. This
is because they are nanifestations of negative tendencies which are so deeply
enbedded in the current evolution of our society that no nere programwithin
the conceivabl e range of governnmental or other intervention nay be expected to
achi eve real success. Insofar as every problemis a manifestation of deep
societal trends, so do interventions tend, to a greater or |esser extent, to
be topical at best.

The vast apparent increase in teenage pregnancy and consequent increased
i nci dence of | ow birth-weight babies, for exanple, seemsynptomatic of in-
creased sexual activity by teenagers, which seens synptomatic of a larger-scale
breakdown in traditional moral strictures within society, which itself is

probably an expression of those changes in the view of man toward God and the



uni verse over the past few centuries best understood by philosophers and

t heol ogi ans. Wil e one cannot expect that such pervasive changes in society
can be changed, there is roomfor common-sense practical action. Miking birth
control available, and attenpting to nake it acceptable to high-school children,
is an exanpl e of one such "synptonatic" intervention, which mght well delay
the birth of children until the nother is older and better able to bear and
care for her child, at least over the short-term Addressing unenpl oyment anong
young bl ack fathers m ght be another productive and common-sense action to take.
W cannot at this point, however, be terribly optimstic about the outl ook over
the long term and there is very little that we can directly do about it. Ve
must, of course, continue to try.

There renains, in addition, a disquieting nunber of things about which we
can probably do nothing at all that is likely to succeed, even synptomatically.
e such exanple is the current rush of states to convert enpty nental retarda-
tion institutions to prisons. Wile this action only affects sonme persons
with devel opnental disabilities, and those indirectly, it could be charged
that those of us in this field who have used the potential for reuse as a
strategy to close institutions have a nmoral obligation to try to prevent the
whol esal e incarceration of a new "scapegoat" deval ued group. By renaining
silent, we are acconplices, it mght be said, of a trend which is keeping the
US's incarceration rate per population the third highest in the world, right
after the Soviet Union and South Africa, no matter what the gains in devel op-
nmental disabilities deinstitutionalization may have been.

Wre a Developnental Disabilities Council to become convinced of the need
to take action upon this problem it would certainly have to do so with the
clear understanding fromthe start that there was probably no hope at all of*

affecting the situation. They would al so be advised to expect considerable



di spleasure on the part of state governnent and perhaps even advocacy agencies.
Yet it mght still need to be done.

If a Council were to make a statement opposing the policy of their state
in this mtter, they would have taken a step away from those kinds of activi-
ties in which some kind of outcome is expected. They would, to use another
phrase, nove froma role as a traditional systemc advocate to that of a
witness for social justice. In dispensing with the validity of outcome as a
criteria for action, they would have noved to assunption of validity based
upon the act itself. Instead of reaping observable social change, such a
council would, instead, nmake a synbolic gesture

Devel opnental Disabilities Councils may increasingly find themsel ves faced
with decisions regarding the taking of actions which are largely symbolic,
faced with devel opments in society which exhaust our faith in social/technica
solutions. The "Baby Doe" and Philip Becker cases and their kin, which seem
to be expressing an increasing tendency to label sone disabled children as
"non-human," is profoundly disturbing in its inplications for persons wth
disabilities in general. The vigor with which voluntary groups such as the
Association for Retarded Citizens sprang to the defense of these children was
reassuring evidence of the vitality still remaining in them It remains quite
possi bl e, however, that such groups, including councils, wll have to increas-
ingly stand in opposition to such destructive tendencies wthout making
appreciable gain. In one large northeast state, for instance, the beginnings
of a strong reversion to institutionalization is currently underway, as plans
to erect "comunity residences” on institutional grounds proceeds on a large
scal e, and new residential special education expansion is proposed. In other

states, newnental retardation institutions are actually to be erected.



Thankful Iy public policy is proceeding in a nore enlightened direction in
Pennsyl vania, at least for the present. On a nore subtle |evel, the support
of citizen advocacy by the Pennsylvania Council mght be interpreted as a
m | der formof such a synbolic act. For although the avowed goal is to set up
sel f-sustaining prograns and the possibility of a state-wi de system it mnust
be recognized that all such efforts are "bucking the current” of prevailing
human service val ues, and thus may not survive very long once specific funding
and advocacy for this approach to service expires on the Council |evel. Yet
even if the long-termplan to establish a citizen advocacy systemfails, it
may still be an inportant thing to do. For in funding such a project, the
Council has an opportunity to make a statement about the neglected inportance
of unpai d personal relationships as the core of all helping, and as the core
of all advocacy, "one person representing the needs of another as if they were
his own" in a very unconplicated way. In supporting such a concept, the
Council extends legitimacy and encouragenent to a small group of people who
show t hrough personal sacrifice their conmtnment to a personal approach to
service, as opposed to the professional/technol ogical approach so popul ar today.

In remaining attentive to opportunities for selective synbolic action
councils may preserve one of their nost potent avenues for expressing their
values and their commtnent to the people whomthey represent. They may even,
through such a difficult course, help to draw attention to crucial but over-
| ooked issues. Such issues may, like citizen advocacy, help rediscover the
"soul of service" fromthe everyday lives of people in the mddle kingdom They
may even, as in "Baby Doe" or "Philip Becker," stand with a child against that
which threatens to take away his or her life. Such stands nmust, even if un-

successful, occasionally be taken, regardless of consequence.



Afterword

Human service organi zations are fickle creatures, subject to the whins
and fluctuations of a hundred internal and external influences. Among human
service organi zations Devel opnental Disabilities Councils tend to be partic-
ularly subject to the ills, fallibilities, and instabilities likely to beset
creatures of such conposite and negotiated design. Not quite governnenta
bureau, not quite voluntary association, not quite foundation, they have proven
as an organizational type to be quite problematic to raise to great effective-
ness. There is a certain conraderie anong those who, against all of the odds,
try to make one work. Yet every so often a group of people is successful and
a Council is able to acconplish true inprovenent in the life opportunities of
peopl e with devel opnental disabilities.

Despite their difficulties, however, one thing that Devel opnental Disabil-
ities Councils are particularly good for is observing trends in hunman services
and thus in society. Wth their advantageous |ocation anbiguously and indirect-
ly in the mdst of everything, and blessed with unequal ed opportunities to try
out a hundred new ideas, they provide a rare platformfrom which to observe
what wor ks, what doesn't, and perhaps even why.

The devel opnental disabilities field can be seen, as Seynour Sarason once
cormented, as "a w ndow through which to view society." Everything that exists
in the world of social man exists in the field of social service. W see our-
selves and our groups at our best and at our worst through our human service
under t aki ngs.

Through our attenpts to alleviate human suffering on a societal scale we are
brought ultimately to contenplating such universals as suffering, or the ideal
of social justice, as integral parts of human existence. W are brought toadmt
and reflect upon the consistent failure of social programs, even our own, to

better conditions on the earth in a lasting way. But we are also con-
tinually heartened by the fact that, however inperfect our work, it



serves as evidence of the sincere desire of a nunber of people to help those
who are less fortunate in gaining access to society's opportunities. VW are
made aware of the fact that in pursuing this work we are, as Byron Kennard once
noted, merely elimnating the roadbl ocks that nornally prevent anything wort h-
whil e fromhappening. It is society itself that is bringing the inproverent
about .

| have been very fortunate over the past two years to have an opportunity
to try to clear away the obstacles from a nunber of appealing and interesting
i deas that wanted to becone nmanifest in social policy in Pennsylvania. Vr-
tually all of these ideas canme fromthe active mnds of others with whom| have
had the pleasure to associate. It has been a particular interest of mne to
try to see a pattern in these ideas, and perhaps to fit them together in a
neani ngful way. That has been the purpose of this paper.

This essay should thus be understood as an attenpt to reason out and set
down sone of the nmain thenes and insights that we have encountered thus far in
the evolution of the Gouncil as a potentially effective instrument of positive
social policy. |Its primary aimhas been to pose a theoretical approach that
captures the unifying principles behind our efforts. Perhaps it may be useful
in furthering our reflection on and continued understanding of this conpl ex
undertaki ng. Such continued di scussion and understanding may, in the fina
anal ysis, be the nost inportant, if abstract, product of Devel oprental D sa-
bilities Councils, once all of today's exciting ideas and nodel projects have

| ong di sappear ed.
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