


































































































































































The second way the Council advocates during the plan­
ning process is mOTE' subtle. Since the Council includes
representatives from the relevant state agencies, it is in a
position to affect system priorities through internal negotia­
tions among representatives on the Council. This is, of
course, a variation of the coordination and liaison function,
but with its firm integ.ration in the planning process it takes
on more significance. The need to formulate a Plan can
force agencies to take DD issues more seriously and to inte­
grate current DD needs more fully into their internal pro­
gram planning. Although DD Councils have not always
been very successful in their efforts to promote such "meet­
ings of the minds," Ihe recently enhanced position of the
Council should help in these efforts. 3o

While the Council may act with some independence on
implementing state agencies during the early planning pro­
cess, in most states it is dependent on those agencies once
DD programs are in progress. These implementing agencies
control the distribution of DD benefits and programs, col­
lect most of the available information about program per­
formance, and control the personnel who supervise and im­
plement DD programs. Many general goals for the DD pro­
gram may "lose something in the translation" to program
implementation. This makes reliance upon the Plan as a
contract that much more important. Through its agency re­
presentatives the Council should convey to state implemen­
ting agencies its intf'rpretation of general policy goals, 1t
also should send ib memos and position statements or
make its oral comments through appropriate channels. The
latter tactic the Council should use even if it seems initially
that such communications are not having much impact on
agency behavior. This information can be forwarded to
other state agencies. particularly state legislative oversight
committees, when the Council's version of the Plan and
agencies' views expr('ssed in program allocations differ. The
task is to build a record interpreting the Council's under­
standing of the Plan, The objective is to make the Council's
view as clear as posslble not only to the implementing agen­
cies, but to other, superior institutions which may be called
to construe the State Plan "contract." As we already have
noted. the more spe<:ific the goals the easier it will be to de­
termine whether they have been properly implemented. 31
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Finally, the 1978 Amendments clearly make the State
Plan a joint effort between the Council and the designated
state agency.J1 While the terms of this partnership are not
detailed, the Council may use it, weight to block objectIon­
able plans state agencies develop. In most statE'S thi, 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 ~overn­

ment to bring appropriate pressure to bear on agencies fail·
ing to develop adequate plans. J3

Even more important is the review of the Plan in action.
Using both formdl and informal means, the Council can ob­
tain information about performance from the agencies
themselves, from recipients of serVLces or from interested
citizens. The Council may require periodic performance re­
ports from the agencies; 3< it may ask state budget or audit ­
ing agencies to monitor program spending and perform­
ance;" or it- may contract for evaluation with a state agency
or outside organization specializing in such ta,;ks. Regul.u
input from service consumers, through periodic polls or
surveys or routinized service-satisfaction forms (which
could be distributed through service institution" or through
an office for citizen feedback) could provide strong quanti
talive and qualitative data to balance information from
other sources_ The 1978 Amendments make program evalu ­
ation a major focus of state DD agencies' activities. 3<, Thus
this review funclion is clearly mandated and is importanl
for the Council to consider.

Advocacy Through th., Use of Ln'erage

Depending on when' the DD Council is located In ,t,.
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 tonn,
are attachment to the Designated State Agency, attachment
to the governor's office and attachment to a state-level Un!­

brella agency charged with general administrative, budget­
ing or enforcement functions. Each I-orm has characteristi(
strengths and limitations,"
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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 scrutiniz.e State Plans or to use gubernatorial
influence 10 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 actiVI' role in the DO 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 DO 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.·o

DO Councils atlached 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. 41

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 treatm"tlt
programs, public awareness projects or legal advocacy
offices." Ii' appears that the DO Council can it-ielf apply I,'r
~uch grants, but. more importantly, the Council" to c('­
view all applications its statp submits to HEW." Further­
more, the Council may encourage individuals, groups ur
agencies to apply for such funds by promoting speCific pr 0­

grams in the State Plan Clr by othel means of communi",­
tion and project support. Thus, when state agencies fa.i1
fully to accommodatE' the Council':, goals in Ihe ['Ian. the
Council may more or less advertise 'project grdnts lor sal,"
to see that unmet needs are given some attention.

Some Councils havp encollraged this type of grant tor the
purpose of critically ,'valuating the DO system In their
home statE'. Others have used this limited gr"nt-approv,ll
authority to seek an independent description uf thE' opera­
tion 0\ thl'ir particular DO system '5 The I,'verage he,."
stE'ms from thE' Council's ability te sE'ek out independent
sources of information. As we have suggested, infol mation
is a very necessary and valuable commodity in hum"n
services systems. By generating information through p""
jeet grants, the Council can enhance its stature in IhE' DU
system.

Finally, ~,eeing that all uthH state "ctors in the DD system
implement the StatE' Plan is itselt a form of leverage. In thi:,
capacity the Council acts as the official state m,mitor "' th"
State DO system. The Council has direct tIes 10 th,' admi·
istering federal bureaucracy.'" Once~ agency actors recog·
nize the Council-HEW link, the Council may enh"nce ih
overall leverage in the DO system

Advocacy ThrouJ'{h General ArticulatIon arrd Legitmwt"H!
of DO lrrter"sts.

While our point herE' is only a brid one, it d,'serves con
sideration, A general advocacy strategy is Simply to articu·
late and legitimate the DD issue in ',tate governml!nt. Th,'
fact that an executive-level institulion exists to provid,>
information, press demands and acllvely coordInate statl'
efforts for DD activities is signlficdnt. Several DO C',uncil"
have been most successful merdy by going out and contacl·
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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 affects."

STRATEGIES OF EXTERNAL ADVOCACY

Advocacy Through A/fectillg Information Flow.

The DD Council can easily play the same informational
role for private groups as for state agencies. By regularly
Lommunicating information about programs available and
henefits to which dewlopmentally disabled persons are en­
titled, the Council can provide necessary material at rela­
I ively low cost. This particular task could be accomplished
by holding news conft!rences, 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 stat,·s, in concert with the National Advi­
sory Council and several national foundations for particu­
lar developmental di~,abilities (most notably, the National
Association for Retarded Citizens), have developed general
'consciousness raising" campaigns aimed at the public and

at legislators and pr'Jmoted fundraising and membership
campaigns (by prov Iding press releases. holding confer­
ences, announcing "Retarded Citizens Rights Day" through
the Governor's Offic,', 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 interest{·d 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 Councilor a contracting
organization can improve the performance of existing DD
system actors and add new actors to the system. 50
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Advocacy Through Liaison and Co,)rdination Efforts

Councils frequently have been used as "broker" institu­
tions between DO service consumers and state providers,
The very existence of the Council in part performs this
function, Representatives of the agEncies, con~umer groups
and other ,erviLe providers meet head-to-head in Council
meetings, .lctivities and committees In one state, the Coun­
cil's Governmental Affairs Committee includes members
from state organizations of retarded citizens; of person,
with epilepsy, cerebral palsy and autism; and a few others,
Through the committee these groups can review rull's, regu­
lations and Jaws about DO in the state and lobby inJormally
before the legislature,"

Again, Councils can and in many states halle acted a, a
referral service for outside advocacy groups by showing
these groups precisely when' to go in the DO system to ob­
tain information, press for benefits or present a particular
policy proposal. In practice, this referral service has wor"­
ed better for groups seeking collective or system goal" than
for the processing of individual complaints,

Advocacy Through Support of the
Protection and Adl'ocacy 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 DO Council and the P&A Sys­
tem, we suggest that the advocacy roles of each of these In­
stitutions complement each other. 51 The Council stresses
collective advocacy, while the P&A System concentrates on
individual advocacy; the Council ads as an internal advo­
cate, while the P&A System is an e~ternal advocate. Final­
Iy, 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 met. 53
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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 DO policy-making structure to enable it to develop
a coherent set of goals, priorities and programs, The
Council 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 DO system from the outside. 54

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 tactic~ to address particular problems.

For example, DO Councils were instrumentaL along with
the national associations for specific developmental disabil­
ities, in adding the Developmental Disabilities Bill of Rights
to the DO Act of 1975." At the state level, the Coun­
cils translated this st.ltement 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 detined and elaborated the rights outlined in the
] 975 Act. Also. the enforcement of the ] 975 DO 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-fc·ught-for entitlements will in fact be
implemented.

What overlap exists between the DO Council and the
Protection and Advocacy System is a strength, not a du­
plication ot services. As we indicated earlier, the most ef­
fective groups have bl~en those able to articulate a coherent
stream of demands in many arenas and across large spans
of time. Yet, it somt·times is desirable to attack a single
arena from two angks. For example, state and local agen-
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cies implement virtually all DD policy. State' agencies e",­
tablish rules of procedure and agency conduct in formal m
informal rule-making proceedings. These rules have sub­
stantial effect on the level and qLality of service, which
eventually reach developmentally disabled people. As such,
these rule-making hearings are impmtant advocacy t"rgels.
P&A advocates can appear in all stich proceedings to offer
testimony. make suggestions or fOimally challenge' the' .I':'
tions of the agency. so In some state, legislation also permits
the DD CounCil to appear in ,orne capacity at these admlfl­
istrative proceedings. " Instead of one voice, developmpntally
disabled people then have two, as the Council and f'&A
unit influence the agpncy from the "inside" and from the
"outside."

To enhance the level of cooperation between the (,)une 11
and P&A, the Council can serve as liaison between the
P&A unit ,lOd state agencies, even to) the point of be'coming
an informal or formal arbitrator or negotiator, suggest PrJ­
orities for P&A advocacy; provide information and coorcj,·
nation services for individual P&A units; and ,.peak for the
P&A Systpm in relevant forums, providing moral, tinan­
cial, political or other support. The latter includes formal lOr
informal agency and legislative lobbying on behaH of the
P&A system, request~ for f'&A funding in the State I'ldn
and linkage of the P&A system with private groups .. ,

Proml)ting Citizen Ad,Jocacy

The focus on formally organized external advocacy, such
as that of the P&A System. should not detract attentie'll
from the important role citizen advocacy can play in th,'
DD system. CilJzen advocacy includps self-advocacy by
persons with the devplopmentaJ di,abilities, advocacy b\
individual citizens acting on behalf of a developmentally
disabled person and advocacy by representation of volun·
taryorganizations.

Self-advocacy or self·help is in many ways the best tvp"
of advocacy, and programs providing profeSSional or lay
advocacy should encourage developmentally dISabled
people to speak and act on their own behalf to tht, maxi·
mum extent feasible. Self-advocacy can be fosterpd 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 bt, 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. Th,~ 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 Adl'ocacy 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. Privatt, 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 DO
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 10
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 Council should
draw on whenever necessary."

But private. external advocacy groups oftt'n haw diffi­
culty forming and existing on their own, because of the sub­
stantial organizational efforts required. The Council can
assist in these efforts, usualJy at a relatively small cost 10 it­
self. By publicizing the availability of new benefits, Jdenti­
fying a particularly salient policy issue or pointing out CIti­
zen groups or agency programs available for citizens to ob­
tain information or articulate their interests. the Count:i]
can provide the seed information which may ,.timulate pfl­
vilte activity. The Council press conference, the region"j
Council "town meeting" or the Council's publication of in­
formational literature serves these ends well." Specialized
training in the drt of advocacy or the operatic,n of the Of)
system particularly enhances the capacity of privale advo­
cates to use the system. First, Council-sponsored training
means thai the private groups will not have to exhaust tht'ir
resources just to learn what the DD system looks like or
how to work within it; second, the Council c.m direct the
private efforts to especially usetul areas. preventing the
waste of private advocacy resources

Working to provide access for citizen representatiun at
agency rule-making proceedings, facilitating access to
agency decision-makers and coordinating information fiow
among private organizations are three means by which the
Council can reduce the costs of gettJ ng together and of de·
vel oping a private advocacy program. By reducing these
costs, the barriers to private group formation "re lowered.
and the possibilities of successful advocacy increased. Tht·
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 organiz.ations. By collecting this information in a cen·
trallibrary, and by making the information available to all
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other interested citizem., the Council both obtains informa­
tion about DO 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 hc.ld 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 the 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 DO 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 dilfusion 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 DO 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. b4

This gap can be narrowed if the Council can mobilize local
constituencies to its ·:ause. 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 pro,:ess of advocating for DO interests.
This collaboration is particularly important when the target
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of the advocacy i, a financially-strapped agency--"uch ," a
local school board--that i-, likely to be responsiv., ,mil' t(l
gra,s rools lobbying. b\

Advocacy Through Process l-ieform

Governing DD allocations, reform, and advocacy are
general rules and procedures which apply tc, all torms 01
public advocacy and government "ctivity. For this reasun.
the DD Council should study and support general
proposals for advocacy which may be beneficial tc' thE' DD
system. Fnr example, several state~. have proposed vari,,,,,
kinds of ombudsmen to process Citizen complaints about
the performance of state age-ncies affecting them. In NE'W
Jersey, thE're is a "general advocate" who has the cal'acity to
investigate complaints in a number uf issue are'as and is em­
powered, upon finding an agency at fault, to settle the dlS­

putI.' by negotiating or by suing th.. infringing agency.'" In
Minnesota, thpre is an ombudsman in the Department .)!
Health who has the power to investigate allegE'd abuses and
to suggest legal or administrative correcti VI.' acti(ln~7 DD
Councils in states without such im,titutions could 'iUpport
such proposals when made or initiate such proposals them­
selves.

Similarly. the DD Council could suggest changes in
agency rule-making procedures which would make it edsipr
for service recipients to participat.! 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 DO system more effeClive apppars.
This advocacy may include Council support for general
government reform as well as DO ';ystem reform, bpcause
the DD system must work within \he general structure (.f
governmen t.
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FOOTNOTES

St~Hulory fO(JlnnleS are til P I. 9-1-103 Changes maJe under P L 95-602
an' noted where approprii te

2. Several Cnuncd mt:-mber'. from <'/ales In HEW <; It:'ntral adminl<;!1.JtlVt>
region have mdlcated thai they or other Council members have Interceded
before appropriate state agency ofhcials on behalf of developmentally dIs­
abled persons. One agent y representative intervIewed believed that such
persIstency by mdiv,du<t) Council members seeking parllcuJar ends IS the
single most effective tool the Council has.

During the summer at ] 977 the Center interviewed an agency, a provider
and a consumer representalive of the DD Councd in Indiana, m Ohio and
In Minnesota. These mtervlews, Including the one referred to in the p<lra·
graph above. were condl'ded by John Mtlnin, Center staff consultant to
the DD Project. Howard Erlanger, assistant project director, conducted
Similar mterviews in Wisl onsm during the wmter of 1977.

MMtln. Erlanger and lhe Center projecl stilff developed a survey mstru­
nlt:'nt for these llral mtervlews that was Jesigned (1) 10 SohCll responses
about the operation of thl~ DD Council and about the respondent·s impres­
sion of the relationship ('etween the CounCIl and his or her con~tltuency

and (2) to evaluate the T!'spOndenl's knowledge of the DD sy~tem. lnter­
vlewees were told that thl'ir identities would not be revealed. Accordmgly,
survey responses were coded only by the state, the respondent's c1asslflCa­
tilln (agency. prOVider cr consumer representative) and a number The
samt> code has been used to Identify the interviews clIed in this le>:t. As
indicated earlier. transcnpts of the IntervIews are on tde at the Center for
Public Representation

3 ThiS program was iniilalt·d 10 Nebraska. See Government Accounting Of­
fICe, TaSk Force Repod Developmelltal DIsabilities (hereafter referred 10

as the GAO Ta~k Force J'?eportl. The 1978 California State Plan provides
that the State Protection and Advocacy Agency for Persons With
Developmt'ntal DlsabJlitl'~s (CPAAl provide local mformation and rt'ferral
services (California State Development.-ll DisabilIties Council, "Federal Pre­
print o~ thf' Slale Prolecllon and Advocacy !)Ian for FIscal Year 1'178," pp.
2-4 )

4 Se<.' field rnlerviews 2A1 and 2Pl.

5 Intervit'wees almost unanimously endorsed this view SimLiarly, no such
prOVISion ('>:Isls in any ft-deral or local act.

6 ThiS role was again emphasized in the Interviews. See interviews SPl and
2AI for representative st,ltements In ~ome slates the chief executive of the
DD Council serves as the primary broker between interests withm the
Council by insuring thill professional prOVider. agency and consumer
representdtives particlpale equally in group diSCUSSions and deCIsions. See
interviews SrI, p. 1, anc; SCl, p. 3. There is considerable authority which
suggests thai the Congress Intended to compositIOn (If the Council to
create preCisely thiS amalgm of :."'lleresls (Conferenct' Report. H. R. 4005.
Deve[opt11t"ltally D1511bkd Assistance and a,{, of RIghts Act, p 36)
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7 See Chapter 3, pp 58 and 62 <lnd nOh's therein.

8 I) L 04-103. ~141(b)(3) 94th C(lng ,42 USC ~b067 Se~ .llsa H[V\/ 11111('11/

GI~idehnef" pp 6-9

q Minnesota has rl'gl(mal councils whIch pertorm much a5lh~ modei propp'1­
etl (Mlnm's0Ia (~L1\"t;'rn(}]'S Plaflnln~ Cnulled ()n Devell'pmentdl 1Jl';.::d'i1l­
11('..... l'olil v SI,lll:'mt"nt· ThE' Role clnJ l~esr()nsJbJlllr(' ... 01 H~~I(ln.ll T)l;'v",l, 'r
mental DI~abJlitles [)rograms," pp. 5 13~171.

](1 ThiS was reporled In Oregon and Nebraskil In the GAO 1a5k Force Repnrt,
pp. 46-48, 51-55. Severed IntervleWet", viewed thf' Councils as mel:'ting
pldces where V,HIOUS inten,,~ts could exchange mformatlon (See lntt:'1 \,U'I .. S

2eL 4Pl and 4C 1 I The Inform<ition cnsts are low because mU< h Inforrna­
lion 1S volunteered Ireely as Inndl?nl,ll tu dU(IE'!> Clnd deSire!> (l~ parlIClr.lnt ....
In the DD system 1n short. the various dctllrs In thiS system shoulder a [)(,r­
(Ion of the cos I required to produce needt·J informdtlon

11 Reported m Stedman, 'The Role "f the Slate Planning CounCIl," r 1,1

1~' (j r.l 94-103. ~~114(3I(b), 111 ,In,) 1411b)

13. 42 CFR 5049

14. Often Council ddlCln leads dlverst-' agenCIes to see that they hd\e (ommOn
Intert'sts In prublefll~ such as edu(atlon 01 the severely rnt:'nt.:llly retard,~d

person. See, tor t'x<lmple, inlerv!t'w <ILl

]5. See the CAO TI.1'>k Farer> Report, pp. 56-50, for dn l:'laboratlon 'lf Ihls tl.H­

ratlve

]6. Oregon State Ph",. fl'lcal ye.:lr [970. pp J08-1IO.

17. Nebraska Stall' Plan, fiscal year 1975, pp. 84-90 (cIted In StedmJn. 'The
Role of thf> Staff' Pl.lnning Council," p. IS)

18. See, for EXample \tVlsconsln State Council Bylaws, Article VII ~7CC ~~'D

Councils have nut been unIformly succes'1ful Ifl thiS regard, parllculMly
where they are domlnaled by agency representatives ThesE' persuns ;re­
quently art· under older~ tram theIr sUpt:'rvIsors not to en;o;age 111 1t:'~lsla\I'J{'

influencing acllvlties See tnlervrews 2Pl. 2Al. 2Cl 4PJ. 4CI and 3Al

19. Oregon, State DO New~;letler, p. 2.

20. The informal pressures suggested In Note 18 above Me tar more slgnifICJl1t
deterrents to dlff'ct Councd lobbYing Councils as b(ldles may not Wish ,(\
antagonll.e agency otllcla\~. SH' interView!> 3r'] dnd 2{-1 \1\'011,
Bureaucmc.1l 111 ...1merlca. p. ]46
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22 SeeNotesBand 12.1bove.

23 See Note 8 above This ~;eneral mantl.He to review other agencle'; pro
gram'" was not deleled under the 1978 Amendments

24 This list the Center compiled from the intervIews it conducted in the sum­
mer of 1977, from the construction of the developmental disabilities legis­
lation (See Chapter Il. from the H. R. Conference Report. No. 94-473, and
from the analysis in Trubt'k, "Public Advocacy."

25. See HEW lntenm GlIIde/llles, pp. 9-14, Regulations 42 CFR 1386.

20. Sec IntervIews. 2Al. 2eI and 4Al and Ihe GAO Task Force Report, pp.
86-87.

27. See Chapter 2. p 36, and intervIews 4P1, 4C1 and 1A [

28 P.L 94-103, ~11. The l=H:'C1Se contl'nl rcqulreJ of !he Slale [J!an ha ...
ch'lnged. but the rurpose remains the "',1 me

30 See generally Chapter 1. 1he Intent ot Congress to upgrade the status of the
DD Council IS particularlY eVident In the Senate Report accompanYing S.
462. Report No. 94-160, pp. 15-19. The prOVISion, regarding the Council in
5 4t-2 were embodied In P.L 94-J03

31. See this chapler. p 77.

32 r.L 94-103, \137(bl, 42 USC bOb3. a'"mended, f' L 95-602, &513

33 r.L 94-103. \137(bl(41, ,,,amended f'L 95-602. \513

34. See Chapter 2. pp. 40-41

35. The DD Council cnuld inSist that re<lulreml'nh for repl1rtlng "y",tem<; be
mcludeJ m the Stat(' rldn

36 r 1 94-103. &l371bll21 d" amended r 1..95-602, \513

37 Allh(luj.;h e.lch DO C(lunnl CJn be <;('('n .:1<; h<lVmj.!,.l unIque Pl1sltlun In the
state bureaucracy. the SIX forms Stedman suggests in 'The State Planning
Cllunci! on Development;ll Dlsabilitle<;" illustrate well the basic differences
m form. These SIX forms are governor-attached with agency liaison, cJeslg­
nated state agency~attached, umbrella agency-attached. deSIgnated state
agt>ncy remote, agency-isolated and governor-isolated.

ln the first model thl? DD Council I!> a slate-executiv£'-Jevel body, but by
law malntams formal communication and other links With the deslgnateJ
state agency. The second model places the DO Council <:IS an ,"<>titution on
a par in the state bureaucracy With the deSignated state agency, while the
thIrd attaches the Councd to an agency designed sp£'clhcally to monitor
state programs. In the fourth modellhe Council IS linked to the designated
slate agency, but both are bUfJed at relatively low levels In the
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bureaucralY. In the agency-Ic;olated model the Lnuncil IS Imked 10 .In d~',!~n­

cy other lhiln the desIgnated state Jgency, tht:' umbrella agency or lilt'
governor. In thl:' govt'rnur.lsllldtt!d modl,1 the CuunClI h linked 10 ! '1C
governor, but has no formal links to Iht' 1)f1 bureaucraly

For advocacy purpos('~ thf' flrsl three m Idels are genelally prt'tI'rabJe t(1

the last thlee. The (.HdlnJI rule i., to sltu.1k the CLluncd ,It d leH'1 equdl '(1

or grl:'ater than that of th(· de~dgniltl'J st.lte a;.:ency, but In nt) Cd'-f' to Is(d,Jtt;'
d. in terms of lines 01 ,wthulltv, frl,m the de'>lgnateu slale dgenL~ TI'J~

statement follow'> tmm whal WI' have <,a1(1 generally In Chaptt'r" 2 and 3
The Council needs til 1../01'10. wllh the de~ Ignatt:'d "tate agency, which 1'­

llsually charged WIth draflmg the Slate Plan and With ullt'cllng Ihc
adminIstratIon of stdte and tederal DD pf(,gram~ H the Cuuncil I~. 1(l(<:lr.~cJ

too dIstantly from the dblgnatt'd ~tate ,lge'lcy m formallmt:'<, L1f duthonly,
II wdllo-,e some of Its capaCIty t(l milr"hal mformatlon through the dec,lg­
nated "tatl-' agency or tel mfluence the ageney\ actIVitIes SimIlarly. II tht'
Council IS placed below the de~lgnateJ "late agt'ncy In the Dl) ,_h,wl ~)t

command, It loses .,nmt' of lis bargaining and control capa.cIII(''i VI<'-d -\ I..,

the agency. ~mcp the latter wdl have the llst word on p'l!lCy decl..,lom

18 The California CounCIl used thiS ta.ctlC to Influence Ih", de.,lgn of the
CaWornla Protectlun and Advocdcy SysL:'m, accordmg 1(1.1 rpport m Iht
Los Angeles TErnes, September 2l 1'177. P 4

.1 l j F-ur gu\)c1 d 1"'\ U~<'\()Il, "I t h.... « oiL' .J nL! Inr Illl'll. t' (II ~l ,\,l'rnur<, In <.1,11 ( p.,j III -,

""cL,I,HUb ,lnd VIIW' --"Id.' ("I,', 1111),'111 til ,I /\,/1//., (klpici .5 .11(1 \\ r II
Ti'l' Cn,'('/IIIO' III A'!II'I', Jill 1"'/111 ~ 1'1' 3tl

40 ThIS Incldenl w,}s reportt'd in Ihl' (/pvc/rlnd P/111n Dell.';?I, [)f;'Lt'mbel ."7
1977. p. 6 InterViewees ha\'t:' al.,o sugKeSIt'd that gubernatonal .. uppL1rl tPI
Council actlvitles vacillo.ltes conslderdbly although ~(,ileral respondel1[c,
noted that a dlrecl attdchment t,) the gcvernllr's lIfhCt, might plLjU{' Ihl-'
governor"~ Interest

4l This IS predIcted In the general ,Hf,umenl devel0peJ In ('ha.ptel 3 Sewl.:!1
mtervlewt:'es corroborated thIS Ihinklng , rhe Clluncd has ma.d!' 11.., hlggesl
Impact Ju~t working WIth agency personniO'l," ~dld one UAll "lnmmu'll­
cation makes the agency realize we're herfC>," said another (5C I)

4:' St:'e Chapler 2

43 [' L. 94--103, ~l27 anJ al"ll ,12 ( H"': I ~tl7 n 0 771 fhl .... C"rLH lt y h,l .... h.,t'rI -L"

tdlned under the 1978 Am('ndmpnh

44 42 CF-!{ ]387 J2 42 CFR 1187 2J(hl (1('77) which cctJbll'.,hE'~ tht' II[)
Council a~ the ...,tatl' r(;'VIt'W .J~ency· ~t1r pr'-'Iell .Ind <,pt'clal proled gr.:Jtlh
Tht' St'crelary of HE·,W will n·vl!' ..... gr L1nt 111.l~hh.ll" <Ink dflcr the ,Jrr'rt'rrl
.ne DD Council ha" Jlmc ...,\.

4~ ThiS prolect IS In pdrt thl: rec,ull 01 one such alt~mpr by Ihe WI~,(OIlSln [-\D

Council.

46 See generclily Chap!t'r 1 .md I' I. Y4·W3, ~~11, 141
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47 See Note 39 above and consIder the Following comment: "State agencies
and the legislature are b.~ginning to come around. They know we !the
Council! art' here to stay. so they "He !'t.Jrtlng to cooperate With us·' (Inter­
view 2Cl, p. 3). Compare also Edelman, The Symbohc Uses of PolitICS, pp.
20-2], and Trubek, "Public Advocacy," pp. 46-53, on the utility of creating
institutIOns around whICh citizen interests can rally

4~ At least a dozen Councils produce DD newslelters. According 10 our hour­
long interVIews, however Councils are very reluctant to use the broadcast
media.

40 For an example of pOSSible programs, see the excellent PerspectIVes on
Pubhr AUlareness, E'di!ed by Richman and Trohanis. which outlines strale­
git'S For increasing publiC awareness. Possible targets For a publiCity cam­
paign include:

RaJlL1 and TeleuisIL111 new~ featur('s srone~, slralght news, documen­
tary programs, publiC service announcements. talk shows;
Newspuper., dlspla~' advertising new,> stories. news features. col­
umns. edltonals, letlers to the editor;
Other Printed Matenals magazine~, brochures. annual report5, quar­
lerJies. profess/anal Journals. fliers. pamphlets. newsletter5. press kits;
V,sual Matenals shde/sound shows, moblie displays/exhibits, mo~

tlon pICtures,
Outdoor Advcrtlsmg/"PubllC SenJ/c!? Annollrlrements. billbo<lrus.
bus placards, city pi operty,
Othrr speaker's hUleJU, printed advertiSing Hems. lapel buttons. let­
ter campaigns, seml,ars, personal rapport, bumper stickt~r~.

50. Thi., prolect Introduces <J training format for the DO c;ystem.

51 This strategy IS used 10 \Visconsin.

52. See Chapter 3, pp. 62-6.-1, and Chapler 1, ConclUSion.

53. In additIOn to matenal Cited 10 Note 50 above see "Conference Report, . pp
37-30.

54. Ibid See also HEW Interim Gwde/ir1es, pp 7-19.

55 See generally Congressional Hearings, S. 427.

So Thuugh the preCise stru.:tures cl.nd capabilities of P&A systems vary trom
state to state. these capa'Jihhes are unIversally mandated See Senate Com­
mittee Report. No 94-160, pp 37-38

57 Council membt:'rs we mterviewed indicated however, that Councds do not
u~e thiS ddvoCilCy tool.

')8 See generally Chapter 3.

)9 In California, for example, Citizen advocacy IS the responslbihty of the
P&A Sy..;tem. See the C';/It(ottlla PrOfl!ctlO1I and AduLJCtu:y PI,w, 1978. pp.
2-4.
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60 In "elecling Influence <;trategles,

sources C1nd by lobbying la ......"
selectmg tactics and target"
Amencan Pol/filS

Interl'st groups. are limited unly by their I t'­

Cun~equeJ1tly. they haw Wide latitude In
St"€' generillly ZIS1- hl'l'lr~r (;71)1.<~'~ IIi

61 In some .tates vulunteer organizatIOns alsll are the foundatIOn t-tH 10c<:I1 dr
regIOnal protection and ddvocacy units [n \'Vlsconsln, for t~~ample Ihe

Slate P&A office organizes regIOnal (entH!'>, but turn~ over the tralmng,
monilonng and service functIOns to IllCal voluntary (lrganlzatl(ln" (fntf'f­

vIew Wllh Belly Halgren, WJo"conSln Coalil10n ~nr Advnl.KY 1<1 13& A Urllll,

(onducted by Dun Herman~on. 6-26-78

62. InJeeti lip III one-h,dt of thl' Ll1uncil membn<;hql (l'rnl''' (f()m <.,uLh ~r(1L1p"

In the flHm ,~f cnn~lJmer representJtl\'e.. "mel n(lt'n the rr,wlder I"('pres<:nld­
t1Vt'S are Iinkeu It) thP<;e group,:,> 15 well L(lcal \)rg ..JnI7<ltlllnc, llftt'n devl:'lnp
comprehE'rblv(' uti/en .idvll(<lCY pr'l)..;ralll'- ,1'0 I'" the I a<,e In !\'ladl""ln
VVIc.,c"n~in

63 Sel' Nnte, ·16 and 47 .lbnv,·

64 /("d

65 See Dye, Stclte and '-oeal POlttl,s Chaptcr 4.

b7 The Statl' of Minne.,ota has a complt')( ad'f(lcacy/ombuJsman "y~tem f'1r
human st:'rvlces [n .1ddition 10 the State DD Couned, the State Couned (,n
thc HandICapped and the Slale Hospital Patient Auvoc"lte systcm of the
Derartmt~nl of Public Wf'lfare act as advocates to monllor and sllmulatl'
change in the statl:' service system. The state mountains !'everaJ cl1nbudsman
organizations as well, Including cI VocatIOnal RehabilitatIOn Ornbudsm..lll,
an OfflCt~ of Health Fact!illes Complalnls and State HOSpll ... J Rt'vlf-w
Boards For an excellent ~ummary of Mlnnesota·s aovOC<:rCY Jnd ombud..­
man system In thl' hllman service'>, see lhe Minnesota Office of Human Sel.
Vices, "Advocacy IOmbudsman Study." Nc,te also the Mmnesotcl Develor­
mental DISdbl1itl12S Advocacv Pro]t'ct

68 Th(· Council could rrom,Jte Ihe lredtllll1 ll~ LlgenCIC.., -.lmd,H tn ~h(l<'t' n(lIP,j
In Note5 66 and 67 ahnvc or prugr.lm", to pily It'gal let:' ... flJr pl'r~l\n.., rt:'rr.­
<,entmg 01) group".:I1 agem v rule-1l1.Jklng h'armg<, Nur'-1I1g hlln~e "r 'Jth~ r
In<;tllutlnnoJl ombud'-men could Iw promoted a<, mean .. tlf Inl r,·.-:!..,ing tht'
level of InfClrmatllln In lhe DD "ystt'm the levt:'1 (l~ <lCtE'''''' In thl' '.V5tern JM

rntert'steu per...nn" ,lr the Cjlldllty {)f ~er\!Il,t''i
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