





















































































































































































































































Finally, the 1978 Amendments clearly make the Staie
Plan a joint effort between the Council and the designated
state agency.*? While the terms of this partnership are not
detailed, the Council may use its weight to block objection-
able plans state agencies develop. In most states this block-
ing may be politically inefficacious. Still, the new law gives
the Council the duty of reporting to HEW on the progress
of the Plan. These reports may call on the federal govern-
ment to bring appropriate pressure to bear on agencies lail-
ing to develop adequate plans.*?

Even more important is the review of the Plan in action.
Using both formal and intormal means, the Council can ob-
tain information about performance from the agencies
themselves, from recipients of services or from interested
citizens. The Council may require periodic pertormance re-
ports from the agencies; ™ it may ash state budget or audit-
ing agencies to monitor program spending and perform-
ance;?® or il may contract for evaluation with a state agency
or outside organization specializing in such tasks. Regular
input from service consumers, through periodic polls or
surveys or routinized service-satisfaction ftorms (which
could be distributed through service institutions or through
an office for citizen feedback) could provide strong quanti
tative and qualitative data to balance information from
other sources. The 1978 Amendments make program evalu -
ation a major focus of state DD agencies’ activities.* Thus
this review function is clearly mandated and is importan
tor the Council to consider.

Advocacy Through the Use of Leveruge

Depending on where the DD Council is located in ite
state’s administrative structure, it will have different oppor-
tunities to use leverage to establish or enhance its influence
in the DD system. The most common organizational torms
are attachment to the Designated State Agency, attachment
to the governor’s office and attachment to a state-level um-
brella agency charged with general administrative, budget-
ing or enforcement functions. Each rorm has characteristic
strengths and limitations. 7
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DD Councils more closely tied to the governor's office
have been more successful in getting the governor to
intervene in the DD system. Some Councils have asked
governors to scrutinize State Plans or to use gubernatorial
influence to see that some DD goal was adequately provid-
ed for in the final State Plan.?* Although the power of the
office varies, the governor is often in a central position to
influence DD policy. First, those agency heads who are po-
litical appointees will be responsive to the governor and
may be persuaded to Lake an active role in the DD planning
or implementing processes. Second, the governor may have
considerable power over the state budget. Third, the gover-
nor is a highly visible political entity who, if willing, can
carry the cause of DD to the citizens of the state.*’

Close attachment to the governor's office can backfire,
however. In one state a Council member leaked some of the
goals of the State Plan to the press and noted that several
state agencies were lax in enforcing and implementing the
Plan. Unfortunately, the governor was more sympathetic
to the heads of the agencies involved and very sensitive to
press attacks about developmental disabilities. He fired the
Council member.+

DD Councils attached directly to the Designated State
Agency have noted that their biggest successes have come
after they have developed a positive working relationship
with key agency personnel.*' Since these persons have regu-
lar contact with each other (their offices may be down the
hall from one another), such goodwill can be an effective
leverage tool. People hate to say “no” to a friend or regular
associate. Similarly, those friends know which questions to
ask, and when.

Some Councils attached to umbrella agencies have been
able to use their positions to obtain high levels of compli-
ance with the State Plan. The source of leverage here is the
umbrella agency’s capacity to audit the agency in question
and to compel compliance through administrative or legal
means,

A different type of leverage comes about through the
Council's authority over certain HEW grants to its state.
HEW, after consulting with the National Advisory Council,
may make project grants to public or non-profit entities for
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a wide variety of projects, such as experimental treatment
programs, public awareness projects or legal advocacy
offices.** It appears that the DD Council can itselt apply tor
such granis, but, more importantly, the Council is to rc-
view all applications its state submits to HEW.** Further-
more, the Council may encourage individuals, groups ur
agencies to apply tor such funds by promoting specific pro-
grams in the State Plan or by other means of communica-
tion and project support. Thus, when state agencies fail
fully to accommodate the Council’, goals in the lan, the
Council may more or less advertise ‘project grants tor sale’
to see that unmet needs are given some attention.

Some Councils have encouraged this type of grant tor the
purpose of critically evaluating the DD system in their
home state. Others have used this limited grant-approval
authority to seek an independent description uf the opera-
tion ot their particular DD system.®> The leverage here
stems from the Council’s ability tc seek out independent
sources of information. As we have suggestied, information
is a very necessary and valuable commodity in human
services systems. By generating information through pro-
ject grants, the Council can enhance its stature in the DD
system.

Firally, seeing that all other state actors in the DD system
implement the State Plan is itselt a form of leverage. [n this
capacity the Council acts as the otficial state monitor of the
State DD system. The Council has direct ties to the admi-
istering federal bureaucracy.*” Once agency actors recogz-
nize the Council-HEW link, the Council may enhance its
overall leverage in the DD system

Advocacy Through General Articulation and Legitinuation
of DD Interests.

While our point here is only a brief one, it deserves con-
sideration. A general advocacy strategy is simply to articu-
late and legitimate the DD issue in wtate government. The
fact that an execulive-level institution exists to provide
information, press demands and aclively coordinate state
efforts for DID activities is significant. Several D'D Councils
have been most successtul merely by going out and contact -
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ing, formally through resolutions of the Council or infor-
mally through phone calls or lunches, the “right” person
about a DD problem that that person’s agency atfects.*’

STRATEGIES OF EXTERNAL ADVOCACY
Advocacy Through Alfecting Information Flow.

The DD Council can easily play the same informational
role for private groups as for state agencies. By regularly
communicating inforrnation about programs available and
benefits to which developmentally disabled persons are en-
titled, the Council can provide necessary material at rela-
tively low cost. This particular task could be accomplished
by holding news conterences, establishing a DD newsletter,
conducting regional meetings, establishing regional dissem-
ination centers or using the broadcast media.*®

These tactics also could be used to stimulate external ad-
vocacy when it does not yet exist or when it does exist but is
sluggish. Several states, in concert with the National Advi-
sory Council and several national foundations for particu-
lar developmental disabilities (most notably, the National
Association for Retarded Citizens), have developed general
“consciousness raising” campaigns aimed at the public and
at legislators and promoted fundraising and membership
campaigns (by providing press releases, holding confer-
ences, announcing “Retarded Citizens Rights Day” through
the Governor's Otfice, etc., or by lending other support—
such as by providing lists of active persons in the state).**
Some Councils also have sponsored training for agency per-
sonnel, lay volunteers, developmentally disabled in-
dividuals or interested citizens. Such training can provide
information on the operation of the DD system, rights and
remedies available to developmentally disabled individuals,
techniques and procedures for providing services and bene-
fits, and methods of providing information for the State Plan
planning process. Training by the Council or a contracting
organization can improve the performance of existing DD
systern actors and add new actors to the system.*°
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Advocacy Through Liaison and Coordination Efforts

Councils frequently have been used as “broker” institu-
tions between DD service consumers and state providers.
The very existence of the Council in part performs this
function. Representatives of the agencies, consumer groups
and other service providers meet head-to-head in Council
meetings, activities and committees In one state, the Coun-
cil's Governmental Affairs Committee includes members
from state organizations of retarded citizens: of persons
with epilepsy, cerebral palsy and autism; and a few others.
Through the committee these groups can review rules, regu-
lations and laws about DD in the state and lobby intormally
before the legislature

Again, Councils can and in many states have acted as a
referral service for outside advocacy groups by showing
these groups precisely where to go in the DD system to ob-
tain information, press for benetits or present a particular
policy proposal. In practice, this reterral service has work-
ed better tor groups seeking collective or system goals than
for the processing of individual complaints.

Advocacy Through Support of the
Protection and Advocacy System

As we indicated in Chapter 3, the Protection and Advo-
cacy System in each state also was given a broad mandate
to act as an advocate for developmentally disabled people.
Although in a few states there has been friction or consi-
derable distance between the DD Council and the P& A Sys-
tem, we suggest that the advocacy roles of each of these in-
stitutions complement each other.®? The Council stresses
collective advocacy, while the P& A System concentrates on
individual advocacy; the Council acts as an internal advo-
cate, while the P&A System is an external advocate. Final-
ly, the Council is best suited by structure and location in the
DD system to identify goals, problems and priorities at the
general policy level. The P&A System is geared more to
vindicating established rights, enforcing compliance and
seeing that individuals' needs are mel >3
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Even in the gray area between these institutions, though,
we can see how their functions complement each other. The
Council relies on its control over the State Plan, its relation-
ship with the Designated and other state agencies, the
diverse composition of the Council itself and its location
atop the DD policy-making structure to enable it to develop
a coherent set of goals, priorities and programs. The
Counci! relies on information, informal influence and
some approval authority to enhance its role as advocate.
The P&A System, however, tends not to rely on these ad-
vocacy tools. Rather, the P&A System is supposed to use
the full panoply of legal, administrative and political rights
and remedies—including individual support services—to
attack imperfections in the DD system from the outside.**
Thus, the Council may act from a relatively high position
of authority with a relatively high level of information and
ability to coordinate, but the P&A System is freer to use a
wider variety of tactics to address particular problems.

For example, DD Councils were instrumental, along with
the national associations for specific developmental disabil-
ities, in adding the Developmental Disabilities Bill of Rights
to the DD Act of 1975.55 At the state level, the Coun-
cils translated this statement of entitlements into policy
outlines that for the most part have been incorporated
into all State Plans. Subsequently, a series of court cases
initiated by public legal service agencies and P& A units has
further defined and elaborated the rights outlined in the
1975 Act. Also, the enforcement of the 1975 DD Bill of
Rights generally has been left to the P&A systems. Thus,
the Councils have helped to provide the basis and authority
on which the P&A Systems have been able to vindicate in-
dividual rights. The P&A Systems in turn have assured the
Councils that hard-fcught-for entitlements will in fact be
implemented.

What overlap exists between the DD Council and the
Protection and Advocacy System is a strength, not a du-
plication of services. As we indicated earlier, the most ef-
fective groups have been those able to articulate a coherent
stream of demands in many arenas and across large spans
of time. Yet, it sometimes is desirable to attack a single
arena from two angles. For example, state and local agen-
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cies implement virtually all DD policy. State agencies es-
tablish rules of procedure and agency conduct in tormal or
informal rule-making proceedings. These rules have sub-
stantial effect on the level and quality of services which
eventually reach developmentally disabled pecple. As such,
these rule-making hearings are important advocacy targels.
P&A advocates can appear in all such proceedings to ofter
testimony, make suggestions or formally challenge the ac-
tions of the agency.®® In some states legislation also permits
the DD Council to appear in some capacity at these admin-
istrative proceedings. *” Instead of one voice, developmentally
disabled people then have two, as the Council and P&A
unit influence the agency from the "inside” and from the
“outside.”

To enhance the level of cooperation between the Council
and P&A, the Council can serve as liaison between the
P&A unit and state agencies, even to the point ot becoming
an informal or formal arbitrator or negotiator, suggest pri-
orities for P&A advocacy; provide information and coordi-
nation services for individual P&A units; and speak for the
P&A System in relevant forums, providing moral, tinan-
cial, political or other support. The latter includes formal or
informal agency and legislative lobbying on behalt of the
P&A system, requests for P&A funding in the State Plan
and linkage of the P&A system with private groups. **

Promoting Citizen Advocacy

The focus on formally organized external advocacy, such
as that of the P&A System. should not detract attention
from the important role citizen advocacy can play in the
DD system. Citizen advocacy includes self-advocacy by
persons with the developmental dicabilities, advocacy by
individual citizens acting on behalf of a developmentally
disabled person and advocacy by representation of volun:
tary organizations.

Self-advocacy or self-help is in many ways the best type
of advocacy, and programs providing professional or lay
advocacy should encourage developmentally disabled
people to speak and act on their own behalf to the maxi-
mum extent feasible. Selt-advocacy can be fostered and
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strengthened through a program of citizen advocacy in
which developmentally disabled citizens are paired with
other citizens. Each then learns from the other. If the person
with the developmental disability needs assistance, his or
her partner helps attend to that need or suggests means by
which the need may be satisfied. This individualized advo-
cacy provides services directly to developmentally disabled
people, allows them to participate in directing their lives
and at the same time sensitizes the general public to the cir-
cumstances and needs of citizens who do have develop-
mental disabilities. The DD Council can support citizen ad-
vocacy as part of its support of outside advocacy groups, as
discussed in the following section, or it can encourage and
support efforts of the P&A System to develop such a
program.®°

Advocacy Through Support of Outside Advocacy Groups

Full-scale advocacy requires considerable time, effort and
expenditure of resources. Moreover, the DD Council is in a
very difficult position from which to embark upon certain
advocacy endeavors, Because of its sensitive relationships
with other state agencies, for example, the Council some-
times may have to rely on outside groups to perform the ad-
vocate's task, Private, external advocates, like voluntary
organizations or other citizens’ groups concerned with DD,
are freer to take more controversial positions than is the
Council, which must try to balance all interests in the DD
system,*®

However, private, external advocates can effectively
challenge ongoing activities of state agencies, (Of course,
these advocates have important cooperative roles as well,
as when they serve as sources of information about con-
sumer desires or when they help agencies distribute infor-
mation to consumers.) They have the ability to select from
a wide array of advocacy tactics, ranging from citizen ad-
vocacy to lobbying to court action.®' Since citizens in these
groups generally are volunteers, and work when called,
they constitute an advocacy labor pool which can be acti-
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vated when needed. Similarly, private advocates are able to
provide some of the funds needed to maintain advocacy.
Overall, then, private advocacy groups are an important
resource in the DD system, one that the Coeuncil should
draw on whenever necessary . #2

But private, external advocacy groups often have difti-
culty forming and existing on their own, because of the sub-
stantial organizational efforts required. The Council can
assist in these efforts, usually at a relatively small cost to it-
self. By publicizing the availability of new benefits, identi-
fying a particularly salient policy issue or pointing out citi-
Zen groups or agency programs available tor citizens to ob-
tain information or articulate their interests, the Council
can provide the seed information which may <timulate pri-
vate activity, The Council press conference, the regional
Council “town meeting” or the Council’s publication of in-
formational literature serves these ends well.®* Specialized
training in the art of advocacy or the operation of the DID
system particularly enhances the capacity of private advo-
cates to use the system. First, Council-sponsared training
means that the private groups will not have to exhaust their
resources just to learn what the DD system looks like or
how to work within it; second, the Council can direct the
private efforis to especially usetul areas, preventing the
waste of private advocacy resources

Working to provide access for citizen representation at
agency rule-making proceedings, facilitating access to
agency decision-makers and coordinating information flow
among private organizations are three means by which the
Council can reduce the costs of getting together and of de-
veloping a private advocacy program. By reducing these
costs, the barriers to private group tormation are lowered,
and the possibilities of successful advocacy increased. The
Council facilitates access to agency decision-makers by tel-
ling citizens which decision-makers should be contacted for
what purposes, and by persuading these officials to listen.
The Council may act in a clearinghouse capacity by en-
couraging citizens to inform the Council of their interests
and organizations. By collecting this information in a cen-
tral library, and by making the information available to all
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other interested citizens, the Council both obtains informa-
tion about DD activities in the state and makes it easier for
individuals and groups to get together to act.

ADVOCACY IN STATE AND LOCAL ARENAS

As we noted in Chapter 2, a five-part diffusion of author-
ity characterizes state and local government. Single agen-
cies or actors rarely hold all the power and means to design
and implement programs. As a general rule, then, the DD
Council must expect to advocate in several arenas for any
given program. Since Lhe targets of advocacy may be at dif-
ferent levels of government—state or local-—and have dif-
ferent sources of authority —legislative, executive, adminis-
trative or judicial, the Council will have to use a variety of
tactics and engage in both internal and external advocacy.

The Council perhaps is best able to advocate for DD in-
terests through its ability to coordinate activities and to act
as a liaison between the various public agencies in the state
system. Given the diifusion of authority in state govern-
ment, this coordinating function is extremely important.
Much of the coordination at the state level results from the
fact that DD Council members represent various state in-
terests in the DD system. Agency, consumer and provider
representatives carry information and assistance between
the Council and their home groups. Similarly, Council re-
presentation on or communication with other state level ad-
visory commissions is facilitated by the fact that such bo-
dies often share similar functions or assignments.

The lack of clout the Council has at the local level is
caused by the state focus of the Council, the distance be-
tween the Council and the localities, and the fact that these
two institutions are responsive to different constituencies.®*
This gap can be narrowed if the Council can mobilize local
constituencies to its cause. Advocacy training, combined
with other techniques to augment information flow to inter-
ested parties at the local level, makes it possible to have
persons and organizations who are closer to these decision-
makers join the proress of advocating for DD interests.
This collaboration is particularly important when the target
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of the advocacy is a financially-strapped agency ——such as a
local school board—that i« likely ta be responsive only to
grass rools lobbying.®®

Advocacy Through Process Reform

Governing DD allocations, retorms and advocacy are
general rules and procedures which apply te all torms ot
public advocacy and government activity. For this reason.
the DD Council should study and support general
proposals for advocacy which may be beneficial to the DD
system. For example, several states have proposed various
kinds of ombudsmen to process citizen complaints about
the performance of state agencies affecting them. In New
Jersey, there is a “general advocate” who has the capacity to
investigate complaints in a number of issue areas and is em-
powered, upon finding an agency at fault, to settle the cls-
pute by negotiating or by suing the infringing agency.*® In
Minnesota, there is an ombudsman in the Depariment of
Health who has the power to investigate alleged abuses and
to suggest legal or administrative corrective action®” DD
Councils in states without such institutions could support
such proposals when made or initiate such proposals thent-
selves.

Similarly, the DD Council could suggesi changes in
agency rule-making procedures which would make it easier
for service recipients to participate in those proceedings.
The list of potential Council activities and proposals in this
area is very lengthy, but the message is simple.** The Coun-
cil should use its voice to advocate wherever something
which could make the DD system more effective appears.
This advocacy may include Council support for general
government reform as well as DD system reform, because
the DD system must work within the general structure of
government,
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FOOTNOTES

Statutory footnotes are to Pl 94-103 Changes made under 'L 95-602
are noted where approprizte

Several Council member. from stales i1 HEW s Central admimstiative
region have indicated that they or other Council members have interceded
betore appropriate state agency ofticials on behalf of developmentally dis-
abled persons. One agen:y representative interviewed believed that such
persistency by ndividual Council members seeking parlicular ends 1s the
single most effective tool the Council has.

During the summer of 1977 the Center interviewed an agency, a provider
and a consumer representative of the DD Council in Indiana, 1n Ohio and
in Minnesota. These interviews, including the one referred to in the para-
graph above. were conducted by John Martin, Center staff consultant to
the DD Project, Howard Erlanger, assistant project director, conducted
simnilar imterviews in Wisi onsin during the winter of 1977,

Martin. Erlanger and the Center project stalf developed a survey instru-
ment for these oral interviews that was designed (1} to solicit responses
about the operation of the DD Council and about the respondent’s impres-
sion of the relationship between the Council and his or her conshtuency
and (2) to evaluate the respondent’s knowledge of the DD system. Inter-
viewees were tald that their identities would not be revealed. Accordingly,
survey responses were coded only by the state, the respondent’s classifica-
tion (agency. provider cr consumer representative) and a number The
same code has been used to idennfy the interviews ciled in this text. As
indicated earlier. transcripts of the interviews are on hle at the Center for
Public Representation

This program was initialed in Nebraska. See Government Accounting Of-
fice, Task Force Repart Developmental Disabilities (hereafter referred to
as the GAO Task Force Report). The 1978 Calitormia State Plan provides
that the State Protection and Advocacy Agency for Persons with
Developmental Disabilitizs (CPAA) provide local information and referral
services {California State Developmental Disabilities Council, “Federal Pre-
print of the State Protection and Advocacy Plan for Fiscal Year 1978, pp.
2-4)

Sec field interviews 2A1 and 2P1.

Interviewees almost unanimously endorsed this view Similarly, no such
provision exisls in any frederal or local act.

This role was again emphasized in the interviews. See interviews 5P1 and
2A1 for representative statements [n some states the chief executive of the
DD Council serves as the primary broker between interests within the
Council by insuring thal professional provider, agency and consumer
representatives participale equally in group discussions and decisions. See
interviews 5P1, p. 1, anc 5C1, p. 3. There is considerable authority which
suggests that the Congress intended to composition of the Councll to
create precisely this amalgm of (aterests (Conference Report, H. R. 4005,
Developmentally Disabled Assistance and Bill of Rights Act, p 36}
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7

11

1

13.

14.

15.

16.

17.

18.

19.

20.

21,

See Chapter 3, pp S8 and 62 and notes therein.

P L 94-103, 414113} 94th Cong 42 USC §6067 See also HEW lateens
Guidehnes, pp -9

Minnesota has regional councails which pertorm much as the modei propos-
ed (Minnesata Covernor's Planning Counal on Develepmental [Disabihi-
nes. 1'olirv Statement The Role and Responsibilintes of Rexional Develop
mental Disabilities Programs,” pp. 5 13-17).

This was reported in Oregon and Nebraska in the GAO Task Force Report,
pp. 46-48, 51-55. Several mnterviewees viewed the Councils as mevting
places where various interests could exchange information (See intei views
2C1. 4P1 and 4C 1 ) The information costs are low because much informa-
tion 15 volunleered Ireely as inaident.l to duties and desires of participants
in the DD system In short, the various actors in this system shoulder a por-
uon of the cost required to produce needed information

Reported 1in Stedman, “The Role ot the State Planning Council " p 14

CfPLL94-1030 44114031(b), 117 and 1411b)
42 CFR 5049

Often Council action leads diverse agencies to see that they have comman
interests 10 problems such as education of the severely inentally retardod
person. See, tor example, interview 4(.1

See the GAQ Tusk force Report, pp. 56-54, for an elaboration of this nar-
rative

Qregon State Mun fiscal year 1970, pp 108-110.

Nebraska State Plan, fiscal year 1975, pp. 84-90 (cited 1n Stedman. “The
Role of the State Planning Council,” p. 18)

See, tor example Wisconsin State Counal Bytaws, Arhicle VII 47CC 7D
Councils have nut been uniformly successful 1n this regard, particutarty
where they are (ominated by agency representatives These persuns rre-
quently are under orders trom their supervisors not to engape n legislalive
influencing activities See interviews 2P1, 2A1, 201 4P1, 4C 1 and 3A1

Oregon, State DD Newsletter, p. 2

The informal pressures suggested in Note 18 above are tar more significant
deterrents to direct Councl] lobbying Councils as bodies may not wish 1o
antagonize agency officials. See nterviews 311 and 2000 Woll,

Bureaucracy im Amenica. p. 146

This happens in Wisconsin
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22

23

24

25.

26.

27.

28

30

31.

32

3é

37

See Notes 8 and 12 above.

See Note 8 above This general mandate to review other apencies’ pro
grams was not deleted under the 1978 Amendments

This list the Center compiled from the interviews it conducted in the sum-
mer of 1977, fram the construction of the developmental disabilities legis-
lation (See Chapter 1), from the H. R. Conference Report. No. 94-473, and
from the analysis in Trubek, "Public Advocacy.”

See HEW Intertm Giadelites, pp. 9-14, Regulations 42 CFR 1386.

See nterviews 2A1. 2C1 and 4A1 and the GAQ Task Force Report, pp.
86-87.

See Chapter 2, p 36, and interviews 41, 4C1 and TAI

P.L 94-103, §11. The precise content required of the State Plan ha-
chanped. but the purpose remains the came

Michigan, as reported in t1e GAO Tusk Force Repor? pp 59-60

See generally Chapter 1. The intent of Congress to upgrade the status of the
DD Council 1s particularly evident in the Senate Report accompanying S.
462. Report No. 94-160, pp. 15-19. The provisions regarding the Council in
5§ 462 were embodied 1n P.L 94-103

See this chapter. p 77.
NI 94-103, §137(b), 42 USC 6063, as amended, ' L 95-602, §513

P.1. 94-103 §137(bH4d), ar amended ' . 95-602, 4513

. See Chapter 2, pp. 40-41

The DD Counctl could insist that requirements for reporting systems be
included in the State Plan

M1 94-103. §137(b)(21, a- amended " ].. 95-602, {513

Although each DD Council can be <cen as having a unique pusition in the
state bureaucracy, the six forms Stedman suggests in “The State Planning
Council on Developmental Disabilities™ illustrate well the basic differences
in form. These six forms are governor-attached with agency haison, desig-
nated state agency-attached, umbrella agency-attached. designated state
agency remote, agency-isolated and governor-isolated.

In the first model the DD Counacil 1 a state-executive-leve| body, but by
law maintains formal cornmunication and other links with the designated
state agency. The second model places the DD Council as an institution on
a par in the state bureaucracy with the designated state agency, while the
third attaches the Council to an agency designed specifically to monitor
state programs. In the fourth model the Council 1s linked to the designated
slate agency, but both are buried at relatively low levels in the
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38

4

40

41

44

4é

bureaucracy. In rhe apency-1solated maodel the Council 1s linked to an agen-
cy other than the desipznated state agency, the umbrella apency or the
governor. In the governucasalated model the Counal 1< hinked to the
governor, but has no tormal links to the 1)) bureaucracy

For advocacy purposes the first thiee m wlels are generally preterable to
the last three, The cardinal rule is to situate the Council at a level equal o
or greater than that of the designated state agency, but in no case to salate
it, in terms of lines ot authonily, trom the designated siale agency Tl
statement follows trom whal we have sawd generally in Chapters 2 and 3
The Council needs to work with the deignated state agency, which
usually charged with drafting the Siate Plan and with duecting the
admimistration of state and tederal DD programs If the Council i located
too distantly from the designated ctate agency 1n formal Lines of authority,
it will love some of its capacity te marshal infermation through the dewg-
nated state agency or to influence the agency's activities Similarly | at the
Council s placed below the designated state agency in the 1212 Chamn of
command, 1t loses some of its bargarming and contral capacities vis-a-v s
the agency. since the latter will have the 11st word on pohcy decision.,

The Cahforma Council used this tactic to intluence the design ot the
Calitormia Protection and Advocacy Systzm, according to a report in The
Los Angeles Tres, September 21 1977, 0 4

For good discuscrons ot the rale and intluence of governors instate podhity -
wev Tacob and Ve Seare Goovecrrvment an o Padiin - hdp[w 5 aowl Wit

The Gocerrroe v Ao oo P'odeir e 1! 3

This incident was reporied in the Clevelund Plain Dewier, December 7
1977, p. 6 Interviewces have also suggested that gubernatunal support 1o
Counall activities vacillates considerably although several respondent.
noted that a direct attachment to the gevernor's office might pique the
governor’s interest

This 1s predicted in the general arguiment developed in Chapter 3 Seve:al
nterviewees corroborated this thinking  * The Counall has made its biggest
impact just working with agency personnel” said one (2A1) "Communi-
cation makes the agency realize we're hers,” said another (5C71)

See Chapter 2

[*L.94-103, 4127 and al-o 42 CFR 1387 (19770 Thes capanty hos been ¢
tarned under the 1978 Amuendments

42 CFR 1387 12 42 CFR 1387 23(tn (1077 which c-tablhishes the 1D
Counail a~ the state review agency tor project and special project grants

The Secretary of HEW will revies prant prapaosals anly afler the approgen
ate DD Council has done so

This project i1s i1 part the resuli ol one such attempt by the Wisconsin [
Council.

See generally Chapter 1 and P 94103, t311, 141
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48

40

5Q.

51

52.

53,

57

58

See Note 39 above and consider the following comment: “State agencies
and the legislature are beginning to come around. They know we [the
Council] are here to stay, so they are starting to cooperate with us” (Inter-
view 2C1, p. 3). Compare also Edelman, The Symbolic Uses of Politics, pp.
20-21, and Trubek, “Public Advocacy,” pp. 46-53, on the utility of creating
mstitutions around which citizen interests can rally

Al least a dozen Councils produce DD newslelters. According to our hour-
long interviews, however Councils are very reluctant to use the broadcast
media.

For an example of possible programs, see the excellent Perspectives on
Pubiic Awareness, edited by Richman and Trohanis, which outlines strale-
gies for increasing public awareness. Possible targets for a publicity cam-
paign include:
Radio and Television news features stories, straight news, documen-
tary programs, public service announcements, talk shows;
Newspapers displav advertising news stories. news fealures, col-
umns, editorials, letiers to the editor;
Other Printed Materials magazines, brochures. annual reports, quar-
lerlies, professional journals. fliers. pamphlets, newsletters, press kits:
Visua! Materals shide/sound shows, mobile displays/exhibits, mo-
tion pictures,
Qutdoor Adverhising/ "Public Service  Announcements. billboards.
bus placards, city piroperty,
Other speaker's buieau, printed adverising itlems, lapel buttons, let-
ter campaigns, seminars, personal rapport, bumper stickers.

This project introduces a traming format for the DD system,
This strategy 1s used in Wisconsin,
See Chapter 3, pp. 62-63, and Chapter 1, Conclusion.

In addition to material cited 1n Note 50 above see "Conference Report,” pp
37-39.

Ibid See also HEW Interim Gurdelines, pp 7-19.

See generally Congressional Hearings, S, 427,

Though the precise structures and capabilities of P&A systems vary trom
state to state. these capanilities are unmiversally mandated See Senate Com-

mittee Report. No 94-160, pp 37-38

Counall members we interviewed indicated however, that Councils do not
use this advocacy tool.

See generally Chapter 3.
In Califormia, for example, citizen advocacy 1s the responsibility of the

P& A System. See the Californa Pratection and Advocacy Plan, 1978, pp.
2-4.
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60

6l

63
64

65

66

o7

68

In setecting influence strategies, interest groups are hmited only by their re-
sources and by lobbying laws Consequently. they have wide latitude in
selecting tactics and targets Scve generally Zish  fnterest Growps n
American Poltti s

In some states volunteer organizations also are the foundation tor local or
regional protection and advocacy units In Wisconsin, for example 1he
State P& A office organizes regional centers, but turns over the traiming,
monitoring and service functions to local voluntary orgamzations (Intec-
view with Betty Halgren, Wisconsin Coalition tor Advocacy [a P& A urnni |,
conducted by Don Hermanson, 6-26-78

Indeed up to one-halt of the Coundil membership comes from such praups
in the form of consumer representatives and often the provider representa-
tives are inked to these groups as well Local organizations often develop
comprehensive citizen advacacy programs  a- 1= the case in Madison
Wisconsin

Sec Notes 36 and 47 above

Iind
See Dye, State and Local Palitics Chapter 4.
See New Jersey [ aws 1975, Chapter 27, Department of “ublic Advocate

The State of Minnesata has a complex advracacy /fombudsman system for
human services [n addition to the State DI Council, the State Council on
the Handicapped and the State Hospital I'atient Advocate system of the
Department of Public Welfare act as advocates to monitor and stimulate
change in the state service system. The state maintains several oinbudsman
organizations as well, including a Vovational Rehabilitation Ombudsman,
an Office of Health Facilites Complainis and State Hospital Review
Boards For an excellent summary of Minnesota's advocacy and nmbuds-
man system 10 the human services, see the Minnesota Office of Human Se:-
vices, "Advocacy/Ombudsman Study.” Note also the Mimnesota Develop-
mental Disabiities Advocacy Project

The Council could promate the creation of agencies similar te those noled
in Notes 66 and 67 above or programs ta pay lepal lees for persons repre-
senung DD groups o) agencv rule-making hearnings Nursing home or other
institubionial ombudemen could be promated as means of increasing the
level of infarmation in the DD system  the Jevel of access 1o the wvstem Jor
interested persons or the quality of servi es

96



ABOUT THE AUTHORS

HOWARD S. ERLANGER, Assistant Professor in the Department of
Sociology and coordinator of law and poverty research for the Institute for
Research on Poverty at the University of Wisconsin—Madison. directed the
study to collect and analyze the information presented in this book. He has
written a number of articles and research reports on legal rights, social
justice and the legal profession. He has also served as an officer of the
Madison Association for Children with Physical Disabilities and as a mem-
ber of the board of directors of the Madison Association ot Retarded Citizens.

ARLEN CHRISTENSON is presently Associate Dean and Professor of Law
in the University of Wisconsin Law School, where he has been a member of
the faculty since 1963. On leave from the Law School he served as Deputy
Attorney General of Wisconsin from 1966 to 1968: and as Executive
Assistant Attorney General the following year. He has previously written
on collective bargaining and the state administrative process.

DONALD HERMANSON is a 1979 graduate of the University of
Wisconsin Law School. He has been a project assistant to the Develop-
mental Disabilities Advocacy Training Project of the Center for Public
Representation since January, 1977.

DAVID M. TRUBEK, Professor of Law in the University of Wisconsin
Law School, was the Center for Public Representation’s co-director of
research from 1974 to 1978, and so was associated with the Developmental
Disabilities Advocacy Training Project from its inception. He has written
and spoken extensively on American law and government, legal education,
public interest law, adminisirative processes, land-use policies and
soclal/legal developments in Latin America.




