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INTRODUCTION

This monograph has both an academic goal and a policy
goal. On the academic side, it is an attempt to analyze the
legal and organizational factors that facilitate and con­
strain the ability of State Developmental Disabilities Plan­
ning Councils ("DO Councils") to be effective advocates in
the DO system. On the policy side, it is an attempt to out­
line advocacy strategies that can be successful within the
constraints outlined.

The DO system, a network of public and private or­
ganizations and of individuals providing services to persons
with developmental disabilities, is a success story in human
services delivery systt'ms. The story began in the 1950's,
when parents of mentally retarded children and health pro­
fessionals began to ask that national attention be given the
plight of severely handicapped children. By 1960, the issue
had become a plank in the Kennedy presidential campaign
platform. By 1963, the President's Panel on Mental Re­
tardation had developed several of the themes which have
been part of the fedtoral developmental disabilities effort
ever since. Specifically, the Panel called for coordinated,
community-based services and a focus on the diversity of
needs of the persons rE'quiring services.

Two laws passed in 1963 anchor our current notion of a
developmental disabilities system, clearly identifying per­
sons with mental retardation as a unique group entitled to
special rights and public privileges. Subsequent laws passed
in 1970, 1975 and 1978 successively broadened this original
entitlement so that nc,w, under the most recent legislation,
most persons with a chronic, severe handicap having a
neurological basis and first manifesting itself before age 22
are included in the target group. Although the new, broader
definition of developmental disability makes it more diffi­
cult to identify the members of this group, it reiterates the
basic fact that government structures and programs do exist
specifically to deal with the "developmentally disabled."

The 1963 legislation contained a section promising fed­
eral aid to states to develop comprehensive mental retarda­
tion planning at the state level. Actually, comprehensive
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DO planning at that level did nol become a prere4ui,ite 1m
federal funding until the DO Act of 1970, but the 196:1 legIS­
lation did establish the basic structure of the DD syslem II
considered the states to be the primary units of DO plan­
ning and servin' delivery. II also obligated thE' federal gov­
ernment to provide considerable funding and direction 10
each slate to help it coordinate its planning and dehVl'ry ef­
forts. The most recent federal legislation mandates priol"lty
service areas, but it still depends on Ihe statE'S to provide
and administer the services in these dreas.

The developmental disabilities system is a c00ldmatf'd
network of federal, slate and local agencies and orgdniza­
lions. Under the federal and complE'mentary slate 1<IW5 dis­
cussed in this monograph, Ihese agencies and orgdnizd­
tions, along with individuals working in the DD system, are
obligated by their use of public lunds to plan and deliver
services and guar,mtee righls to persons with develop­
mental disdbilities. This obligation has several ch<llactens­
tics requiring comment

First, the term "developmental disabdities" .lS employed
in federal and state legislation has a political and not d
physiological significance. Thdt is, it is something oJ a legis­
lative catch··all. For example, many persons with epilepsy
have virtually none of the symptoms or physical limitations
common among persons with Down's Syndromt'. Sim­
ilarly, the therapeutic and public sfTvice needs of autistic
children differ profoundly from those of persons with
cerebral palsy. Nevertheless, persom. with these and the full
spt'ctrum 01: other conditions now legally classified '" devel·
opmental disabilities do share several key characteristics
They all have physical or mental conditions which substan·
tially impair their capacities in a number of majur lif., areas
More specifically, they all an' beneficiaries of the actions
Congress has taken to amdiorato' their circum,tanc,"
through public efforts.

To be effective, these efforts require independent public
actors and programs designl~d especially for the develop·
mental disabilities population. This federallegislativ.' deter·
mination reflects dn historic observation that exi,ting
public programs and policies have 110t adequately served
persons in this population
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This emphasis on entitlements created through the
political process introduces the second key characteristic of
the DD system, its incredible complexity. Public policy on
developmental disabilities is shaped through the interaction
of federal. state and local agencies.

While the DD system relies on public-sector resources for
its basic activities, it flourishes only with considerable pri­
vate investment of time, effort and money. Given our
political system, we can expect public resources for devel­
opmental disabilities to be maximized only if such private
effort is promoted. Thus, the DD system includes federal
and state legislatures which create entitlements and provide
public funds for developmental disabilities programs; fed­
eral, state and local agencies which plan and implement
these programs; persons with developmental disabilities,
their families, friends and advocates; and, at times, the
general public.

Third, no single, ultimate authority exists in the DD sys­
tem. Even though federal law defines developmental dis­
ability in the first place, and mandates that the basic rights
of persons with developmental disabilities be protected, the
DD system mirrors the federal structure of the country.
Thus, while states mw;t comply with the 1975 Act and the
1978 Amendments, they may choose to augment the entitle­
ments this legislation guarantees. Furthermore, states deter­
mine precisely how federal and state goals will be imple­
mented, and state agencies or their subordinate local coun­
terparts actually provide developmental disabilities serv­
Ices.

Fourth, the public policy environment in which the DO
system exists is even more complex than the system is.
Other groups of persons seek or have obtained entitlements
from governments, obligating public institutions to meet
their needs. The resulting competition for funds and per­
sonal resources means that developmental disabilities plans
and programs are not self-generating, self-implementing or
self-perpetuating. Consequently. there is a need for advo­
cacy, the assertion of claims to entitlements or to enforce­
ment of rights before institutions having the potential to
satisfy these claims. The very complexity of the system
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means that this advocacy must be undertaken by many ac­
tors in many arendS.

This advocacy task is made harder in the DD system be­
cause in most states the DO system is grafted onto a larger
human services system. State agpncies whit h adminjqer
DD services generally administer other human services, ,,)
they haY!' responsibilities beyond providing for person,
with developmental disabilities. In short, many agency ac­
tors in the DD system have divided loyalties, for they must
allot resources ,lmong DD and other task area~. Thi, nt'ed
to balance competing intere~ts is even more encumbenng
on action in the legislature Yet, persons with develop­
mental di~;abilities or their advocates generally cannot de­
vote full time to maintaining the system.

The facl that th.. DO system is gr.lfted onto a pre 'existlng
state human services system is Important for still another
rle'ason. To thle' prle'sle'nt, thle' focus of thle' DO systle'm has bE'en
on planning and c'Jordinating thle' dle'livery of services fund­
ed primarily but not exclusively by the fle'dle'ral gowrnmle'nt.
For the most part, the statle' agle'ncies chargle'd with dl'livle'ring
these SerVille'S both pre-E'xistle'd the developmental disabili­
ties system of public programs and continue to rle'tdin con­
siderable autonomy in administering their programs. even
with the strings that come altachle'd to federal aid dulla".
Thus, authority in thle' DD system i'; split not only betwem
the federal and slale govle'rnments, but betwepn planning
units such as thle' DO Council and statle' implementing
agle'nclle's.

At the center of thle' DD system is thle' stale DD Coune iI.
The basic lask or the Council is 10 translatle' federal and state
legislation, the demands of developmental disabilities inh'r­
ests and the capacities of stale and local organizations into a
coordinated program which ensures that persons with dE'­
velopmental disabilIties receive the care, trealnwnt and
other services they need to achieve their maximum poten­
tial. The Council performs this task by coordinating and
monitoring other aclors in the DD system, by developing
service-delivery plans, and by otherwisle' advocating for the
interests 01 the developmental disabilities populatlun. lhe
Council is therefore both a place where gruups meet to fOI­
mulale developmental disabihtie~ policy and an institution
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which links federal and state programs and private and
public developmental disabilities activities.

In summary, this monograph illustrates how the DO
CounciL as a critical element in the developmental dis­
abilities policy system. can work to maximize the public
and private investments made to ensure that persons with
developmental disabilities function to their full potential in
society. The DO system is the network of laws, agencies,
programs and persons working to meet this goaL Since all
of the necessary resources are limited, and since the loyal­
ties of many actors in the DO system are divided, the sys­
tem requires effective advocacy on behalf of those persons
needing the system if the system is to work well at alL

Louise G. Trubek, Executive Director
Center for Public Repres"ntation
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CHAPTER 1
THE EMERGENCE OF AN

ADVOCACY ROLE FOR THE
DDCOUNCIL

ORIGINS AND EARLY DEVELOPMENT
OF THE STAIE COUNCIL CONCEPT

Federal concern with developmental disabilities
developed out of a more specific concern with mental retar­
dation which, in turn. dates from the Kennedy administra­
tion. In 1961, President Kennedy convened a Panel on Men­
tal Retardation which he asked to submit recommendations
that would facilitate "a comprehensive and coordinated
attack on the problem of mental retardation.'" In the
Panel's Report we see the beginning of the State Planning
Council concept. ThE· Panel concluded:

'[T]he problems of the mentally retarded are not and
cannot be the responsibility of anyone department of
state government. They are important concerns of sev­
eral departments and requirE' a multiple, but coordi­
nated attack."

It therefore recommended that the Secretary of Health,
Education and Well are (HEW) be authorized to make
grants to the states for comprehensive planning in mental
retardation. It further advised that each state make arrange­
ments through an interdepartmental committee, council. or
board for the planning and coordination of state services
for the mentally retarded. 3

One of the first pieces of legislation enacted in response
to the findings of the President's Panel was the Maternal
and Child Health and Mental Retardation Planning
Amendments of 1963 (P.L 88-156). Title XVll of the bill
authorized the appropriation of $2.2 million for one-time
grants over the 1964 and 1965 fiscal years "to assist states in
developing plans for comprehensive state and community
action to combat ml'Cltal retardation. "4 While the focus of
P,L 88-156 was on planning and coordination, three addi-
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tional objectives that would later become important wer,'
also clearly present in the Senate Report on the bill. These
objectives were education of the public to the needs of m.~n­

tally retarded people, influence on general soc ial programs
not specifically concerned with retarded people, and pubiJc
advocacy of the rights of retarded people. Thus. the Senate
Report on the bill argued that:

IThe grants\ would enhance public awareness and un­
derstanding of the massiveness of the problem. and
foster the development of the mental retardation as­
pects of programs ,)f education. rehabilitation, wrl­
fare, employment, health, recreation, and proteci ion
of legal rights of the mentally retarded. 5

In the Sixties, however, it was lh,' planning lunctlon that
received the greatest attention. Title II, Part 2 of the SOCIal
Security Ame/ldments of 1965 (P. L. 89-97) extended the
planning money under I) L. 88-156 for an additional two
years and increased the amount to $5.5 million, ,. and
besides thi:; money being made avaiiable directly, additIOn­
al planning money was tied to substantiVl' program~,.

During the Sixties, the dominant social poliq for dealing
with mental retardation was still institutionalization. "Na­
tional action to combat mental retardation" therelore
largely meant the construction of facilities, Th., Mel/tal Re­
tardation Facilities and COlllrrlImity Me/ltat Health Center'
Constl'llction Act of 1963 (P,L. 88-1641,' in making avail­
able $70 million over three fiscal years, required that eac h
state wanting funds submit a state plan for a program of
construction of mental retardation facilities. 8 The plan had
to designate a stale agency "as the sale agency for the ad­
ministration of the plan, " '" and this agency had dutil"
similar to those now delegated to the DD Council. 10 The
state plan also provided for the designation of a state ad·
visory council including:

represenlatives at state agencies concerned with plan­
ning, operation, or utilization of facilities for the men·
tally retarded and of nongovernmental organizations
or group~, concerned with educalion, employment, reo
habilitation, welfare, and health, and including repre­
sentalives of consumers of the services provided by
such facili ties. , ,I I
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While the composition of this council was similar to that of
the present-day DD Council, in its original form the advi­
sory council had no listed function. Notably absent was the
function assigned to its counterpart under another title of
the same bill. authorizing money for construction of com­
munity mental health centers, which was "to consult with
the state agency in carrying out such a plan .... "12 The Men­
tal Retardation Amendments of 1967 (P.L. 90-170) extended
the money under P.L. 88-164 through June 30, 1970, and
increased the amount to $19 million in 1968, $63.5 million
in 1969, and $161.5 million in 1970, although some of the
money was earmarked for programs other than
construction. j]

THE EMERGENCE OF COMPREHENSIVE PLANNING
FOR DEVELOPMENTAL DISABILITIES

In 1970, mental retardation programs were expanded to
include all developmentally disabled people, i.e" those suf­
fering from:

a disability attribut.lble to mental retardation, cerebral
palsy, epilepsy, or another neurological condition of
an individual found by the Secretary [of HEW] to be
closely related to mental retardation or to require
treatment similar to that required for mentally retar­
ded individuals, which disability originates before such
individual attains the age of eighteen. which has con­
tinued or can be expected to continue indefinitely, and
which constitutes a substantial handicap to such
individual. "

The Developmental Uisabilities Sen'ices and FacilitIes Con­
struction Amendments of 1970 (P.L. 91-517), which we will
refer to as the 1970 Act. and the 1972 federal regulations
supporting it lS required each state to create, as a condition
for receipt of its share of funds for tederally sponsored de­
velopmental disabiltties programs, a state council to
oversee all federal and, ultimately, all state DD activity."

Under the 1970 Act, the DD Council. then known as the
"State Planning and Advisory Council. "17 had a broad
charge to plan and coordinate state efforts on behalf of de­
velopmentally disabled people. The 1970 Act required the
Council to "review and evaluate its state plan" at least an-
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nually and to "submit appropriate modificiltions to I he
Secretary [of HEW) .... ·,]8 The 1972 supporting reguldtir,ns
required that the state council be responsible for planning and
coordinating activities on behalf of the devdopmenlaJly
disabled people in the state and ~or obtaining informatie'n
on the accomplishments and effectiveness "f programs
operating in the state."

The 1971) Act and 1972 supporting regulations Wl'f(' con­
cerned with setting minimum leveh, of compliance It was
originally intended that. through its lack of sp.>cifiCity. this
legislation would dllow each council the flexibility to de­
velop the kind of organization and activities rno,t appro­
priate to the needs of its stale.'e' However, ,In l'xtensive
study conducted by the General Accounting OffiCI' tound
that, under the 1970 Act, much variability of progrdms e\
isted across slates and that programs within a single statl'
were freqUl'ntly uncoordinated and had differing goals 2,

The Senate Committee on Labor and Public Well are, in
its discussion of subsequent legislation, credited this ,tudy
with bringing to Its attention the fact that in most states th",
planning function, which Congress had intended to be the
primary duty of the state councils, had been neglt-cled."
Allhough the House preferred to continue the vague and
flexible approach, n the Senate pressed for a very speCIfic
Act which would more effectively implement the intent of
Congress. The resulting legislation was the Developlnell­
tally Disabled Assi,tanre and Bill of Rights A.-t (I' L 94­

103), which we will refer to as the 1975 Act. This Acl
greatly increased the council's role in the planning process
and more generally laid the groundv.ork for th,' council tll
be an advocate for the intere~,ts of people wi th
developmental disabilities during all lacets of the develop­
ment and impleml'nlation oi state programs.

THE DO COUNCIL AS AN ADVOCATE

Neither the 1970 and 1975 Acts nor their respective 'iUP­
porting regulations dre fully explic it as to the role the DD
Council is to have in state governmE·nt. Much of the am
biguity is no doubt intentional. Congress and HEW have
hoped to maximize diversity among the states in their de-
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velopment of programs and have required adherence only
to broad guidelines. Nonetheless, comparison of the 1970
Act and its regulations with the 1975 Act and regulations
indicates substantial change in what might be called the
"working concept" of the DD Council that was informing
the pronouncements of Congress and HEW.

The 1975 Act and its 1977 supporting regulations" imply
a shift from a concept of the DD Council as a relatively un­
obtrusive planning and coordinating body, embedded in
the state administrative apparatus, to a concept of the
Council as a forceful advocate, using a broad range of stra­
tegies in a variety of arenas to represent the interests of
people with developmental disabilities wherever they are
not being heard. While the Council is definitely conceived
as a body with a commitment to working cooperatively
with other state agencies, it nonetheless has a status inde­
pendent of those agencies. It is to be equaL if not above,
other state agencies and it is to have at least the potential to
challenge the decisions of other agencies.

Since neither Congress nor HEW has been fully explicit
on the intended role of the DD Council, interpretations
other than the one offf'red here are certainly possible. How­
ever, it is our position that many of the changes in the struc­
ture and mandate of the Council make sense only if it was
intended to have an aggressive and broad-ranging role.

Changes Giving the DD Council More Independence
and Responsiveness

The 1975 Act and its supporting regulations make several
changes apparently intended to make the DD Council struc­
turally independent of other state agencies and to facilitate
the expression of disagreements with them.

Under the earlier Act, the CounciL as a body having to
be accounted for in the state plan but having no existence
apart from the plan, had an ambiguous relationship to the
pI.3nning process. Moreover, its role was clearly designated
as "advisory." Under the 1975 Act, the term "advisory" was
dropped from the designation, and it became the "State
Planning CounciL"" In addition, the supporting regula­
tions required that the DD Council be formally independent
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of other agencies. A previously existing council 01 agency
cannot serve as the DO Council." Under the 1975 Act Ihe
Council's mandate was made separate from that of the state
plan, and the Council was made responsible for the plan,
which outlines the way in which the state will carry out its
federally mandated duties in the DO area." The Council
was given the tasks of supervising the development of the
plan, of approving it, of monitoring and evaluating per­
formance under it, and of submitting, through th,' gover­
nor, periodic reports and revisions to the Secn·tary of
HEW."

While under the 1975 Act the Council sets the goals of
and approves the state plan and monitors state action under
the plan, it actually neither prepares the plan nor adminis­
ters it on a tlay-to-day basis. These functions are performed
by a state agency designated in the plan. 'o Under the 1977
supporting regulations, the Designated State Agency is
responsible for selecting from alternative strategies the best
methods for achieving the goals and objectIves the Of)
Council develops.30 The design for implementation must be
submitted annually as part of the state plan, and the Desig­
nated State Agency can revise the design as necessary, sub­
ie<:t to the Council's approval. l1

The Senate Committee Report on its version of the 1975
Act gives an idea of the kind of DO Council/Designated
State Agency relationship Congress contemplated:

The Committee ... has designed a system which
provides for cooperation and complementary func­
tions between the State Planning Council and the State
agency which administers the program. The State
Planning Council is to act in a leadership and advocacy
role: to be responsible for the State Plan, for the gen­
eral direction and goals of the program, for the identi­
fication of gaps and of needs, and to provide the uni·
form planning authority that is needed for the maxi­
mum effective utilization of the available resources ....

Neither the State Planning Council nor the imple­
menting State agency alone can do the job. While the
Council has the prime responsibility for the develop­
ment and updating of the comprehensive State plan,
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the agency has the equally critical responsibility to
select from alternative strategies those best methods of
actually implementing the plan through its program
development and program evaluation procedures. The
Committee stresse~, that bringing needed services to
persons with developmental disabilities can occur only
if this partnership succeeds. 32

Thus, the Senate Committee Report articulates a some­
what idealized vision of the relationship between the DD
Council and the state agency. In reality, however, there are
many potential sources of friction between the two. In
many states, the administering agency is more powerful
than the Counci!. in which case the Council's authority may
be more limited than Congress contemplated.

Besides directly establishing the DD Council as an in­
dependent entity, the 1975 Act made at least three other
changes in an attempt to enhance the Council's indepen­
dence and its ability to advocate effectively. The first of
these changes was to establish a method of appointment of
Council members. The 1970 Act left the method of appoint­
ment unspecified; the 1975 Act mandated appointment by
the governor. 3J The purpose of this was to "place the
Council in an administrative position above that of State
agencies providing services ...."J4 Itwas anticipa ted tha t
gubernatorial appointment would give the Council the
prestige and authority to carry out its mandate. However,
as the next chapter will show, Congress did not entirely suc­
ceed in this goal. because there are many state agencies that
are independent of the governor, and because many local
agencies have control over DD programs. In addition, since
Council members often serve at the pleasure of the
governor, Councils can be subject to the caprice of state
politics. "

The second change was an attempt to restructure the
Council's relationship to its staff. The 1970 Act required
only that each Council be "adequately staffed,"" and the
1972 supporting regulations interpreted this requirement to
mean a full-time or part-time planning director. J7 Because
staff was often prov Ided by state agencies, conflicts in staff
loyalties were not U!1common. J8 The] 975 Act thus required
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"personnell adequate 10 insure lh;lt the Council has the
capacity to fulfill its responsibilili"s. "39 Although the
Act contains no hard and fast delinition of "adequate" and
although all of IhE' states have not carried through on tl115
requirement, thE' Confprence Report makes it clear that the
intent of Congress was that the councils h<Lve an incl~­

pendent and capable stafl:

The conferees, intend, , , that adE'quate funds from thE'
state allotments shall be expended to provide qualitied
staff solely for purposes of asslstJng the stale councils
in carrying out their responsibilities and that such staff
shall nol have joint responsibilitiE's to the st;lte council
and to any state agencies, but shall be responsible only
to the state counci]. 40

The final change involved the composition of thE' Coun'
cil. Under the 1975 Act. as under th., earlier one, th., Coun­
cil was to be mad., up of representatives of slate agencies
concerned with developmental disabilities;'" represen­
tatives of local agencies and nongovernmental organiza'
tions and groups concerned with sE'rvices for people with
developmental disdbilities (sometimes referred to "s "PII­
vate providE'rs" of services); and "consumers" of such SE'rv·
ices." The 1975 Act made a subtle, but significant, change 1Il

thE' definition of consumers, who are to constitute one-third
of the Council's membership. Consumers werE' defined re
strictively as "persons with devE'lopmental disabilities, or their
parents or guardians, who are not officers of any entity, or
employees of any state dgency or of any other entity, which
receives funds or provides services under this part."o In mak·
ing the consumer representative on the Council mdepen·
dent of any providers 01 services, the legislation took a step
consistent with an increased advocacy role for the Clluncil.
This step was reaffirmed with the expansion of conSumt'l
representation in the 1978 Amendments."

New Duties Consistent With Broad Advocacy

At a minimum, the changes discussed above imply 3

more assertive role for the DO Council in the pl,.lIlning
process. Under the 1970 Act and supporting regulations the
Council's structure, staff. and composition were sufficient
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for a passive planning role in which the Council could coor­
dinate the diverse interest groups involved in the DO
System. The 1975 Act and supporting regulations imply
that the Council is to have a more active role and a variety
of resources sufficient to allow it to take issue with those
institutions it perceivE's as being insufficiently attentive to
planning. However, in addition to facilitating a more asser­
tive posture in planning, the 1975 Act and 1977 regulations
introduced several new mandates that significantly broaden
the advocacy strategies available to the Council. But just as
the original planning mandate was not fully developed in
the earlier Act, neithel were these new mandates developed
in the 1975 Act.

The first of these mandates requires the DO Council to
monitor state action under the plan, strengthening the
Council's role as overseer. 45 The Council must review the
plan at least annually to determine whether the state is com­
plying with its requirEments, 4b The Council may notify the
Secretary of HEW of its review findings, but is not required
to do so." The supporting regulations require HEW to hold
hearings, if there is a question of noncompliance, 48 and
ultimately to terminate funds as a penalty for noncom­
pliance. "

The second mandate involves the DO Council in the pro­
gram planning of any state agency that could have an
impact on people with developmental disabilities, regard­
less of whether they are presently being served. The Coun­
cil is to "review and comment on all state plans in the state
which relate to programs affecting persons with develop­
mental disabilities. "50 This includes agencies such as correc­
tions, which could have inmates with developmental dis­
abilities, or transportation, whose plans for highway rest
stops or for aid to mass transit could affect people with de­
velopmental disabilities. The purpose of this review is to
give the DO Council 'the capacity for getting cross-agency
cooperation in carrying out its duties. "51 Moreover, the
term "plan" is to be understood broadly as any program­
no matter how it is fu nded, and no matter whether its plan
is formal or informal-that affects or has the potential to
affect people with developmental disabilities. 51 However,
there is no requirement that each agency submit its plan to
the Council as a mattt~r of course. 5]
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The third mandate conCt'rns the DO Council's relation­
ship to the newly established "Protection and AdvocaLy
[P&AJ System" in each state. The same 1<l75 I\ct that
strengthened the Council also required, as a ,:ond,tiun lor
receiving cnntinued federal aid, that each state establish a
P&A System independent ot any state agency prnviding
treatment, services, or habilitation to persons with develop­
mental disabilities Th,s system is to have "the authority to
pursue legal, administrative, and other appropriate reme­
dies to insure the protection of the rights of iuch persons
who are receiving treatment, services, or habilitation with­
in the state .... "54 The purpose of the P&A System is jet
out in the Senate Committee Report on its version 01 the
1975 Act:

This newly established agency "hall have the author­
ity to review all complaints regarding infringement 01
human rights, denial of benefits, and any other com­
plaint on the part of an individual .... Such a protec­
tive and personal advocacy is needed to prav ide a
mechanism by which a developmentally disabled indi­
vidual within the delivery system has the means to
reach outside of the established delivery system for
examination of situations in which his Isic] rights as an
individual citizen may be being violated.;;

Since the Protection and Advocacy System is to be ,n­
dependent of other state agencies concerned with develop­
mental disabilities. it may appear that Congress meant to
limit the OD Council's advocacy role. However, the HEW
guidelines for the I-'&A System" suggest inste;ld that there
is a division of labor between the OD Council and the P&A
System. The Council is to be an internal advocate. uSing tu
greatest advantage its position within state government.
and an interest advocate, representing developmentally dis­
abled people as a gl'OUp. The P&A System is to function as
an external advocate, working outSide of the DO delivery
system (giving up some resources and contacts, hut gaining
more flexibility to challenge the systE'm), and as advocate of
individual rather than of group interests.

The advocacy role of the Council includes a concern for
effective functioning of the P&A System. For example, In
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the HEW guidelines there was a restriction on the agency
designated to implement the P&A System, but not on the
agency to plan it:

It is the opinion of the HEW Office of the General
Counsel that the State DD Planning Council could not
serve as the implementing agency for the protection and
advocacy system, since the participation on the council
by representatives of the state agencies providing treat­
ment, service, and habilitation would conflict with the
requirements of Section 113(a)(2)(BL However, this
Section does not preclude the State Planning Council
from serving as the body for planning the P&A
System, 57

In addition, in those slates where the designated agency for
the P&A System is a non-public one, the guidelines recom­
mend that the governor appoint a state official to serve as a
liaison between the governor's office and the advocacy
agency. "This liaison official might be the executive director
of the State DD Council.. "58

The division of labor between the DD Council and the
P&A System is explicitly set out in various subsections of
the HEW guidelines:

Council members should be ardent advocates in pro­
gram development through identification of the re­
sources available to the developmentally disabled po­
pulation of their state from other federally supported
state programs, Th" Council is a vehicle for collective
advocacy . ...

[The council's duties include:]

Maintaining close liaison and providing back-up sup­
port to the advocacy agency ... and commenting on
the [P&AI plan being submitted to the Governor ....
[and]
Evaluating annually, the ongoing protection and ad­
vocacy system on the basis of the established goals of
the system and re,~ommending necessary changes to
the system and to the Developmental Disabilities Of­
fice [of HEW]."
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Thus, rather than being excluded from a role In pr,)tection
and advocacy, the Council was giwn an important mle ,IS

overseer.
A final mandate relates to what might be termed' gpneral

advocacy." The HEW guidelmes fe,r the P&P. System in­
clude a variety of requirements th.lt, taken together. are
best interpreted as a list of the kinds ,)f action the DO (au n­
ci� can and should undertake in addition to whatewr ae .
tivities the P&A System may be engaged in. These ae tiollS
include requirements that the DO Council:

---Provide "leadership 10 all State agencies in promot­
ing a viable advocacy system m the State."

---Use "media, conferences and other appro)ach,'s to]
make the public more aware of rights issues."

---Encourage sta tp agencies cone erned wi th voca tiona I
rehabilitation and related services to increase br>th
the am')unt and quality of their services.

---Identify "state level and intra5tate. regional level
mechanisms for effecting planned change."

---Collabnrate "with other official or volunteer efJorls
related to improving the qualitv ()f life for the handi­
capped. .. "

---Propose or critique legislative bills.""

TITLE V:
HOW DOES IT AFFECT THE DD SYSTEM,

Title V of the Comprehpnsive Rehabilitation Sel V10"
Amendmen ts of 10 78 (P. L. 95-602) makes a variety llt

changes in the DO system and in the structure and role 01
the DO Council. But on the basis of information availabi."
at this time. nom' of thesE' changes would seem to ailE'r the
analysis pre'sE'nted in the previous part of this chapt"r Th,,·
easiest way to rE'view the changes Title V made IS to go
through the legislation systematical Iv. which we do in Ih,,'
section.

Title V rellE'clS Congressional interest in integrating dE'
velopmental disabilities policy with a devE'loping CllmpH··
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hensive policy for all persons with handicapping condi­
tions. Thus, unlike the earlier DD Acts, which originally
pertained only to persons with mental retardation and later
only to persons with developmental disabilities, the 1978
Amendments to the Ac ts were included in a new Act having
the primary purpose of amending the Rehabilitation Act of
1973. OJ As a result. there is some concern that develop­
mental disabilities planning and programming will now
come under the administrative ambit of state vocational
services agencies, that developmental disabilities will dis­
appear as a unique interest entitled to its own programs,
and that as a consequence the Council's bargaining power
will suffer. Subsuming developmental disabilities under vo­
cational services would change the DD system in most
states, since most developmental disabilities programs are
currently administered by an umbrella state planning agen­
cy or a human service, agency which also deals with severe­
ly disabled persons.

[t is as yet too ear",y to tell what the impact of such a
change will be or whether, in fact, it is even intended.
Congressman Paul Rogers (D.-Fla.), a leading congressional
proponent of developmental disabilities legislation, has ar­
gued that Congress did not intend to link the DD system
with vocational services, and that the DD Amendments
were tied to the educational-vocational rehabilitation bill
for purely strategic reasons. Neither the DD Amendments
bill, H.R. 11764 (95th Cong., 2nd Ses5.), nor the Rehabili­
tation Services Bill. H.R. 12467 (95th Cong., 2nd Sess.),
had passed by early fall. To beat the fall recess of Congress,
the bills were combim'd, voted on and passed."

However, other observers are not quite so sure that this
marriage was purely I:or convenience. There was more op­
position to the DD Amendments in 1978 than in 1975, when
P. L. 94-103 was pas>;ed. oJ While the opposition attacked
many portions of tht· 1978 bill, the biggest objection was
that Congress should combine all programs for handi­
capped citizens into a "comprehensive" program, partic­
ularly one emphasizing rehabilitation-job training pro­
grams." Indeed, at least one state vocational rehabilitation
administrator believes that the 1978 Act brings the develop­
mental disabilities population into his purview far more so
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than before." Thus. while Title V retains the existing
"autonomous" character of the DD system at least through
1981, the area is clearly one in which change molY come.

Part A 01 Title V contains several modifications of pre­
existing developmental disabilities law; perhaps the me"t
important of these is a new definition of a developmental
disability. Whereas prior definiliom were based on ,pecitlc
conditions or symptoms, e.g., Down's Syndrome. epilepsy
or cerebral palsy. the Title V definition includes any person
having a handicap which restdcts his or her functioning in­
dependently in society. '" DD advocates have long cham­
pioned this "functional" approach to developmental dis­
abilities.o7 l'vlany d,'veJopmental disabilities have diverse or
complex origins and treatments, so that they frustrate etio­
logical classifications and public programs based all them.
As a result, many persons have been left unserved. By
seeking to identify those perSllnS having disabilities which
substantially handicap their capacities in at least thrt'e
major life-activity areas, the new ddmition looks mort' tu
the effects of handicapping conditions than to their particu
lar symptoms or causes.

Nevertheless, for all its advantages this new definition
may cause some administrati ve problems within th., \)D
system, though not necessarily for the DO Council itself. At
least for a time there are likely to be problems in determin·
ing eligibility for developmental dis.lbilities benefits. State
legislators fearing "Proposition Thirteen fever" already all,
asking deVl'lopmental disabilities service agencies to hold
the line on programs for persons with the disabilities cover·
ed under thl' 1975 law." While th.· estimates necessarily
vary with the interpretation and the application of the new
definition to individuals, it has been argued that person',
having anyone or more of 30 to 40 conditions not previ ..
ously cover~d explicitly in DD law will now be dassified a':
developmen tally disabled.

Complicating this definitional problem IS the lact that thp
law does not definp a key phrase.. substantial fundional
limitation." Another clause in ['art A the one establi,hmg a
service priority "to those persons whose need" cannot be
covered or otherwisp met under the Education for all Handi·
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capped Children Act, the Rehabilitation Act of 1973 or
other health, education or welfare programs," may further
complicate administrative problems." This clause could
turn developmental disabilHies into a catch-all cateagory in
which persons denied services under other programs seek
developmental disabilities aid as a last resort.

The new definition and the identification ot priority serv­
ices (discussed below) will not impact on the DO Council it­
self as directly, but might make the Council's advocacy
tasks more difficult in the short run. The state legislature,
public agencies, potential service recipients and the general
public will need to be re-educated about developmental dis­
abilities and the DO ,;ystem. It may be harder to get seg­
ments of the more diverse developmental disabilities group
to work together to protect and advance their interests, and
the Council may haw' to work harder to coordinate actors
in the DO system. Nevertheless, the new definition will in
the long run make the DO Council more successful in its ef­
forts to advocate the interests of all persons with develop­
mental disabilities, b"cause it will no longer be limited by
artificial distinctions.

Part A of Title V also identifies four priority services and
ties their provision to the provision of federal funds. These
services include case management services, child develop­
ment services, alternative community living arrangement
services and nonvocational social-developmental services. 70

Case management services are basically those which assist
persons with developmental disabilities to gain access to
general therapeutic services. Child development services
stress prevention, identification and early evaluation of
developmental disabilities. Alternative community living
arrangements have been a goal under the 1975 Act's man­
date for deinstitutionalization, and this new, direct federal
mandate may assist state developmental disabilities advo­
cates who have had limited success in this area. 7J Social
developmental services are those which assist a person in
performing daily living and working activities. Under pre­
vious legislation, states had much more leeway in determin­
ing priority service,; within their jurisdictions. but these
same four areas wen' nevertheless predominant.
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While th,' changes Part A made eire noteworthy, e'1ually
if not more important are thE' Title V continuities with
previous lt~gislatiol1. Most significantly, the n,j,sion of thE'
DO Council does not change. The new law restates Con­
gressional intention to establish a fE'deral-state DO system
based on comprehensive planning, coordinated service dl'­
livery and the protection of individual rights.'" It also COI1­

tinues to SE·e the OD Council as focusing pnmarily on rntE'e­
na! advocacy in the federal-state DO system, while tre
P&A SystE'I1l retains an independent mandate for l'xterndl
advocacy, Similarly, the new law affirms th,' DO Bill of
Rights articulated in the 1975 Act" and makes it cIo'ar that
these right~. are in Llddition fo the c')J1stitutional and other
legal rights afforded all citizen,.

Parts Band C of Title V deal directly with the OD (oun­
cil and the State Plan ThE' Coun<" and the DeslgnatE'd
State Agency now must "joinlly develop" the State Plan.'
The new law is vague as to precisely which institution i,
responsible tor actually writing the Plan. -, While SE'VI'L31
technical requirements lor the State Plan remain int,KI, th,'
Plan must now include more information than ~vas rl'quired
previously. The foremost data here are descriptions l,f th,·
extent and scope c,f services being provided te' dl'velop·
mental disabilities clients under other state pl.1I1s for fed·
erally-assisted state programs am] of how developmental
disabilities funds will be used to complement fund, other
programs proyide. 7

In additiol1, the I'lan mllst indicate which prioritv ,,'f'.

ice(s) the st.lle wishes to pursue. By the second year of th,·
Plan, 65% or $100,000 of the federal funds, whichever i<,
greater, mllst be ,'ommitted to the priority servlce(,'
named." Th,< Plan must abo providp for the assessment 01
the adequacy of skills of persons serving persons With de·
velopmental' disabilities .Jnd tilE' adequacy of state progl ams
for training these professionals and paraprofessionals.!'
The overall impact pf the State Plan ,Jmendments is 10 giY',
the federal government somewhat more control of the con­
tent of the State PI.1I1 and, hence, of state developmental
disabilities programs

Besides moditying the workload required in preparing
the State Plan, the Title V amendm,'nls make the DO (oun·
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cil's advocacy through the Plan more directed. The Council
helps coordinate the DD system and acts as an internal ad­
vocate by identifying priorities in the Plan and by seeing
that state agencies implement the Plan, The specificity with
which Title V describes the content of the State Plan limits
the discretion the DD Council formerly had in identifying
priorities and specific uses for developmental disabilities
funds. However, it remains to be seen just how much im­
pact that this modest "federalization" of the State Plan will
have.

Two other changes In Parts Band C of Title V seem di­
rectly to enhance the DD Council's capability for advocacy.
First, the states are now mandated to staff the DO Councils
according to provisions HEW sets out, B,' a requirement that
could increase the Council's independence from the state
agency to which it is attached, Second, whereas the 1975
Act directed that developmental disabilities consumers,
service providers and agency representatives be represented
in equal proportions on the Council, Title V requires thaI
one-half of the Council membership be persons with devel­
opmental disabilities or their close relatives or guardians;
i.e" be persons representing consumer interests. B1

One-third of these consumers must be persons with de­
velopmental disabilities; another one-third must be immediate
relatives or guardians of persons with mentally impairing
disabilities of which a t least one is a near relative or guar­
dian of a person living in an institution; additionally, the
Council must include a representative of a higher education
training facility," During the Congressional hearings and
debates, the increase in the percentage of consumer repre­
sentatives on the Council was interpreted in many ways.
However, it seems that Congress decided consumer repre­
sentation would be e~fective only with an amplification of
the consumer voice on the Council. and that this voice was
necessary to help insure an advocacy role for the Council.

CONCLUSION

Review of the development and content of developmental
disabilities legislation and regulations finds much to sup­
port and little to contradict the position that the DD Coun-
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cil is intended \0 be the key agent of advocacy J!) the DO
system. Over the years the duties of the Council have been
greatly expanded. giving it a potential role as watchdog and
intervenor in all statE' activity that could in allY W,l} a[fpct
persons with developmental disabilities.

Although somt' of the Council's new re';poINbilities,
such as its relationship to the Prote( tion and Advocacy Sys­
tem, have been clearly spelled out. others, sIKh as its obli­
gation to review and comment on agency plans and its role
in general advocacy, have been only mentioned. It f('mains
for each slate to develop the',e duties within the ((,ntt'xi Ilf
its own nt'eds. The task of this monograph is to present a
plausible program for carrying out these advocacy responsi­
bilities in ,I manner thdt is consistent with exi<,iing law and
with what is known about the soci,'/ conditions of success­
ful advocacy.
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CHAPTER 2
THE DD COUNCIL AND THE

STRUCTURE OF STATE
GOVERNMENT

As we have shown in the previous chapter, federal law
creates the opportunity for the DD Council to advocate in
state and local government on behalf of persons who are
developmentally disabled. But this opportunity does not
exist in a vacuum; rather it is shaped by the governmental
structure in which the Council is embedded. In this chapter
we discuss that structure and the decision-making process
within it.

GOVERNMENT STRUCTURE

United States government is commonly described as be­
ing based on the principle of separation of powers among
the legislative. executive and judicial branches. The legis­
lative branch makes basic policy choices by enacting laws
and by providing the funds to put those policy choices into
effect. The execu ti vI' branch is responsible for implement­
ing the policy choices, while thE' judicial branch author­
ilativE'ly construE'S the law whE'n disputE'S arisE'.

State governments also are basE'd on thE' principle of
separation of pOWE'rs. At the state lE'vel. howE'ver, the con­
CE'pt of thrE'e branches provides an incomplete understand­
ing of thE' structurE' of governmE'nt; it is more useful to viE'W
statE' govE'rnment as induding two additional branches: the
local branch and thE' indepE'ndE'nt administrative branch.

ThE' constitution and laws of E'ach state dE'legatE' many
important decision-making functions to units of local
govE'rnment. Local governmE'nt decision-makers are almost
always dirE'ctly E'lected by local constituE'nciE's and arE'
thE'reforE' largE'1y indE'pendE'nt of statE' control. Local school
boards, city councils and villagE' and county boards arE' all
electE'd. Their decision-making powers, which may be very
significant to devE'lopmE'ntally disablE'd peoplE', arE' E'xer­
cisE'd independE'ntly of the othE'r branches of government.
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State government structure also mcludes important state­
level deci,;ion-makers who, because of their direct electiun
or the nature of their appointment, are essentially mdepl'n·
dent of other branches of government. Elected officials such
as an attorney general. superintendent of public in,truction
or state auditor all exercise significant executive or admil1ls­
tralive functions but cannot properly be considered a part
of the executive branch under the governor. An appointed
state board of education, university board of regents or
board of health and social serviCE'S whose member, serve
long terms with staggered expiration dates exercise such a
degree of independence that they are usefully distinguished
from executive branch agencies whose heads are appOinted
by and serve al the pleasure of the governor.

Executive, Administrative alld Lowl

What we have called the executive, administrative and
local branches of government are all engaged in the sam£'
type of activity, Each has a,; eithEr its sole function or as
one of its functions the implementation of legislative policy
These branches combine to carry on function:; thai ar£' per­
formed in the federal government by the executive branch.
While it is useful to consider the structure of these thref'
branches together, it is also important to distinguish among
them for at least two reasons,

First. such a distinction reveals a basic flaw in the DD
System Congress credted, As noted in Chapter 1, Congress
hoped to vest the Council wilh the prestige and the authori­
ty to carry out its mandate by requiring that Council
members be gubernatorial appointees, However, while Ihis
method of appointment can give the Council added
leverage, there is no guarantel' that it will. There are a
variety of other variables that can .tffect the Council's abIli­
ty to influence other agencies, Perhaps the most important
of these is the Council's location in state government. In
some states the Council reports directly to the governor. [n
olhers it is located within a division of a department with at
least two layers of bureaucracy between it and the chief ex·
ecutive, Regardless of the Council's location, the fact that
persons who are not gubernatorial appointees hedd many
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state agencies and all local governments affects the Coun­
cil's relationship to other agencies. Such agencies are not
part of the same executive hierarchy as the Council. They
have their own constituencies and, since they do not serve
at the pleasure of the governor, are more likely to be re­
sponsive to those constituencies than to the governor or to
agencies whose status and authority derive from guber­
natorial appointment.

A second reason for keeping in mind the distinctions bet­
ween the executive, administrative, and local branches of
government is the relevance of these distinctions for the
strategy and tactics of the advocate. From the standpoint of
someone concerned with influencing policy perhaps the
most striking structural characteristic of state and local
government is the diffusion of policy-making power. At the
slate level the structure is in large part designed to prevent
not only the concenl ration of governmental power in
general, but the concentration of executive power in par­
ticular. The structure of state and local government, as we
have seen, carries the concept of divided power at least two
steps further than the federal model by dividing power be­
tween the state and local units of government and by
dividing executive power at the state level.

Where this diffusion of policy-making authority is most
striking is in the field of education. For example, in none of
the six states (Illinois, Indiana, Michigan, Minnesota, Ohio
and Wisconsin) in the Central administrative division of
HEW does the governor exercise control over education.
Either an elected Superintendent of Public Instruction I or
an independent Board of Education' has executive responsi­
bility for elementary and secondary education. These state­
level entities in turn share this power with local boards of
education. 3 In higher education, independent boards of
regents or similar bodies make executive policy.

In Michigan, for example, the state education department
is headed by an eight-member elected State Board of Educa­
tion. Indiana combines an appointed State Board of Educa­
tion and an elected Superintendent of Public Instruction. In
Wisconsin the State Superintendent is elected to a four-year
term and heads the State Department of Public Instruction.
In each state, the st,lte education agency is insulated in
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substantial degree from gubernatorial control ..md has
significant program responsibility affecting persons who
are developmentally disabled. The people responsible tor
these programs arE' answerable to an independent public of­
ficer who in most cases is in turn answerable diree-tly to the
electorate.

Eae-h of the six states in the Central region also has a
system of substantial local autonomy in public edue-ation.
Local school districts, headed by elected boards of educa­
tion, are directly responsible for most of the administration
01 education programs. Decisions ,=oncerning such impor­
tant mattprs as construction of facilities, employment of
teachers and selection of teaching materials an' made at the
local level. Local school districts also levy the taxes that
provide a substantial portion of the funding for elementary
and secondary education. These decisions, many of thpm
having obvious implications for developmentally disabled
people, are made by officials directly responsible to a local
electorate and removed from the control ot thl' states' chid
execu tives.

Illinois provides a good example of the consequences of
this diffusion of responsibility in education. In Illinois the
Division 01 Specialized Educational Services of the Office 01
Education administers special education services for
developmentally disabled children in public schools.
Although local school districts are required by statute to
provide "a comprehensive program of special education for
exceptional children," they are given Wide discretion in
determining the content of those programs. Local school
boards are elected in each school district; they are responSl­
bIt, to the Office of Education (not directly to the deputy
director for Specialized Educational Services), primarily
through a series of performance rep,xts. Considerable fun­
ding for local school activities is beyond the Office of
Education's control. It is difficult, then, for special educa­
tion goals determined by state agencies to be enforced In

this structure without substantial local cooperation.
To complicate the picture. the Division of Specialized

Educational Services does not plan these services. If the
deputy director finds that <ompliance with vocational
training or psychological servICes goals is impossible given
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the funding structure in the school districts, he or she must
alert planning officials elsewhere to adjust the program.
These institutions include the Education Planning Office,
the Office of Education Advisory Council on Education of
Handicapped Children, and the Superintendent of Educa­
tion's administrative assistant for planning. 5 The Office of
Education must then consult the Division of Developmental
Disabilities in the Department of Mental Health and
Developmental Disabilities (the designated state agency for
developmental disabilities in Illinois). In the case of voca­
tional rehabilitation, the independent Illinois Board of Vo­
cational Rehabilitation should also participate in planning
changes in strategy. Although not required to participate in
the policy-planning process, the Commission on Mental
Health and Developmental Disabilities, consisting of six
state senators. six representatives and seven citizens, has
been influential in stimulating the legislature to provide
more funds. So they should be consulted about any special
education problem as well.

Outside the field of education, state and local govern­
mental structure continues, in varying degree, the pattern
of diffuse power. The original state constitutions in each of
the six states we are considering provided for the direct elec­
tion of all of the prinCIpal officers of the executive branch.
In addition to the goV('rnor. a secretary of state, state trea­
surer, attorney general and, in some cases, a state auditor
were elected to head their respective executive departments.
Each of these departments was therefore structurally in­
sulated from gubernatorial control. Although some of these
offices have lost much of their status over the years through
allocation of their functions to executive branch agencies,
others retain important duties. As the chief legal officer in
each state, the attorney general may significantly influence
the implementation of programs. If a question of legal
authority arises, the attorney general's pronouncement on
the matter may effectively be final.' If a program requires
prompt and adequate legal services for its success, the at­
torney general's allocation of the resources under his or her
control may determine the program's success or failure.

In the early years of state government elected officials
headed each of the "executive" or administative agencies.
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As the ye<lrs passed and the needs of government changl'd,
however, new state departments were created. In must
cases these departments, like the federal executive depart­
ment, are now headed by offkials appointed by and serving
at the pleasure of the govNnor. In some instances,
however, the pattern of divided executive power ha, been
continued by placing the department under til£' control "f
an independent board or of a department head applJint!'d
for a fixed term. For example, Indiana and Minnesota each
have State Boards of Health with some degree of autonomy
over programs their agenci!'s administer.

Much the same situation exists in local gO'lernmenl. in
each of th(' stales, units of local government-countll~s,

towns, cities and villages-have been delegated the police
power or certain aspects of it. The power is generally
defined as the pow,'r to legislate tor the public health, ",fely
and general weltare. In the ,'xl'rcise of this broad ,"'1'111'1,

local governments can have much to say about the SIlCCI'"
or failure of programs affecting persons who are develop­
mentally disabled, For example, local zoning. housing or
building codes may determine whether communlty-b<lsed
residential lacilities for persons with disabilities will suo:­
ceed. Local officials may zan" to keep such facilities tlut of
residential areas, or they may impose building or housing
code requirements willch make (onstruction or operation
impossible. These decisions are made by local elected offi­
cials, who <Ire responsible to local electorates and are not
answerable to the governor or any other state-level officia I.

Units of local government may also control 'expenditures
of funds for programs affecting developmentally disabled
persons either through general expenditures or through
special taxing powers. Local taxes build, remodel and staff
schools, hospitals, vocational and technical training pro­
grams, and a vanety of other relevant programs.

Overall, then, much of the decision-making process that
the DD Council sepks to influl'nce is insulated from the eXI'­
cutive branch and from the influen,:e of gubernatorial a,'­
pointees, This is a fact the Council cannot ignore, but It
does not mean the Council is incapable of affecting such d,,­
cisions, Indeed the fact that it is located within the stale
government structure may help 10 make it the most effec-
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tive advocate in the DD system. Non-governmental advo­
cates and advocacy groups are unlikely to have the degree
of access to information or to decision-makers that the
Council has. By taking full advantage of this access, the
Council may be quite effective as an inside advocate on
some issues. 11 is apparent, however, that limitations im­
posed by structural factors must lead to modest expecta­
tions of the Council's ability to affect some executive and
administrative policy decisions.

Legislative

The state legislature is technically the ultimate policy­
making authority in the state developmental disabilities
system. Indeed state and federal constitutions combine to
make the state legislature the repository of all legislative
powers not specifically delegated to Congress or to local
governments. Legislatures allocate funds, determine general
policy outlines, oversee administrative activities, and in
some cases, provide direct, private assistance to individuals
or groups.

Judicial

While state-level courts ordinarily do not create entitle­
ments, and while the ability of any court to implement new
rights is tenuous,7 in recent years there nonetheless have
been efforts to crea te or enforce a broad array of entitle­
ments through state court action, and lower court judges
and lawyers have been put under close scrutiny for
violating or incomplel'ely serving rights.' Developmentally
disabled persons are being given broader due process pro­
tections regarding classification' and commitment pro­
ceedings. Rights to free public education and full education­
al opportunity are being vindicated. 10 However, most judi­
cial action of broad-ranging consequence is still likely to
take place at the federal level, in part because of state court
reluctance to scrutinize state agency activities regarding
civil matters, and in part because many DO entitlements are
based on federal, not state, laws. As more states adopt
comprehensive DO Bills of Rights, state courts should be­
come more involved in the DD cause.
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Once entitlements are established through legislative or
judicial action, state courts are the body that most ofIen
vindicates the individual rights created.

GOVERNMENT DECISIONS

Decisions of concern to people with developmental dis­
abilities tend to fall into three categories: policy planning,
policy implementation and funding or budgeting. The
following discussion will utdizp these three categorips to
demonstrate the role each branch of government plays and
how the [lD Council as an adv()catl' may influence decision­
making.

Policy Planning

The importance of policy planning is recognized by the
federal legislation which assigns to the DD Council the re­
sponsibility for supervising the development of a state DD
plan and for reviewing and commenting on any sta te agen­
cy plans affecting persons with developmental disabilities.
Policy planning of concern to the DD Council is largply the
province of state executive and administrative agpncies.
Local government planning also may affect people With de­
velopmental disabilities, but the e~tent to which it occurs
and the means by which it is carried out vary so widely.
and information about it is sO difficult to obtain, that useful
generalizal"ions an' impossible.

Policy planning is essentially an informal process govern­
ed by a few rules of procedure. There is seldom any require­
ment that anyone other than agency people be informed of
or allowed to participate in the process l1 Federal law and
policy. however, place the DD Council in a unique posi­
tion to influence state planning by requiring that the Coun­
cil supervise the state planning process. The importance of
the Council's access to the planning process should not be
underestimated. One frustration of many advocates is that
plans are often solidified and decisions irrevocably made
before thE' advocate knows that the process is going
on.
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The effectiveness of the DO Council's advocacy in the
planning process depends on its ability to persuade or
coerce those agencies having legal authority to make deci­
sions regarding planning. The Council's authority is limited
to supervising the dev{·lopment of and approving the state
DD plan and to reviewing and commenting on other state
plans relating to programs affecting persons with develop­
mental disabilities. To get what it needs from the planning
process, the Council must be able to get others to do what it
wants.

While its status as a gubernatorially appointed body is
not in itself sufficient 10 guarantee an impact, the Council
has additional authority deriving from its federal mandate.
Unless DD Councils exist and perform mandated functions,
states run afoul of HEW funding requirements for develop­
mental disabilities projects. J2 This fact gives the DO Coun­
cil additional leverage affirmatively to plan, monitor,
evaluate, and advocatE' within the DD system, even though
state agencies would otherwise resist incursions on their
authority or the subjecting of their operations to review by
others. Council membHs have noticed this trend:

Although agencies would just as soon not be bothered
by the Council. , . [the CouncilJ has been successful in
influencing agency policies and programs somewhat
since [agencies] realize the Council is here to stay'J

Policy Implementation

Of course policy planning is only a first step. To reap the
benefits of planning it is necessary to implement policy. Im­
plementation may require action on the part of the state
legislature, of one or more state agencies, of one or more
units of local government or of any combination of these
bodies. The means by which an advocate may influence
policy implementation depends in the first instance upon
which governmental agency is making the decision,

If a change in state statutory law is required, the only
body constitutionally authorized to act is the state legis­
lature. Such a change would be required if, for example, it
were necessary to confer legal authority or impose legal
obligations on a state agency or a local government. 14
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State legislatures, like Congress, operate on a committl'e
system. In many instances the real decision-maker is I he
legislative committee, a fact of considerable rel.-vance 10

any advocate seeking to influence a legislative decision and
of particular importance to the DD Council. Restnctions on
lobbying adivities may limit the ability of the D[) COlln,il
directly to influence legislative decisions. However. legis­
lative committees often engage in fact-finding and investi­
gations through the use of hearings and more informal
methods in which the DD Council can participate.

Most policy implementation does not require new stdle
legislation. Stale legislatures haw delegated substantial
dl>cision-making authority to state agencies "uch as Stolle
Departments of Public Instruction, Health OJ Welfarl'. In
most cases the legislature will e<,tablish broad policy and
ddegate to an agency the power to fill in the policv details
and to administer the prugram on a day-to-day b,3sls. An
agency may be empowered. for example, to set standal cis
for eligibility for special education programs and tl) decide
whether a particular individual meets Ihese standards.
Decisions by executive and administrative agencies die
made through processes established in part by stall' Ad­
ministrativ~'Procedure Acts.'; These laws are generally p.31­
temed after the same prototype legislation and crealI' two
types of procedure, "Rule-Making" and "Adjudicalion" A
third residual calt'gory of decision follows a procedure
usually called "informal decj<,ion-making."

Rule-making is Ihe proce;s whereby an agency adnpl'. a
general regulation. standard or policy to implement or In­

terpret legislation it enforces or administers. A Stale
Department of Public Instruction's adoption of standards "f
eligibility lor special education programs would b.· ,In 0­

ample of rule-making. Rule-making procedure generally n'­
quires an agency 10 publish not in' of its intent tn adopt
rules and to provide an opportunity for public parti, ipati,)n
in the process. Public participation may be by an appeal­
ance at a rule-making hearing or by filing written commenls
on the proposed rules, and ,Hly interested person rna:>' p,l1­
ticipate in this manner, Howpver, despite an agency's b~·:;t

efforts, the nature of published notice is such that few peo­
pI,' are able to spend time scanning the colu mns "f
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sometimes obscure publications to determine whether an
agency is proposing adoption of a rule of interest.
Moreover, even if an interested person does become aware
of such a proceeding, the costs of preparing testimony may
be prohibitive. Accordingly, the DD Council as advocate
may serve an important function by participating in rule­
making hearings and by assisting other individuals and
groups in their participation.

An adjudication or "contested case" is a proceeding in
which an agency hold~. a hearing to settle a dispute; for ex­
ample. a proceeding in which an agency decides whether a
person denied benefits under a particular statute is entitled
to a reversal of that decision. Participation in such pro­
ceedings is not ordinarily open to the general public." But
under certain circumstances a DD advocate might have an
interest in the outcome and may be allowed to intervene.

The vast majority of governmental decisions are neither
rule-making nor adjudication but informal decisions made
without hearing or any formal opportunity for anyone out­
side the agency to participate." Most decisions about the
allocation of benefits, the construction of facilities, the
employment of personnel and the like are made by a pro­
cess which does not provide for notice, hearing or written
comment. However, the lack of a formal procedure does
not mean that there is no opportunity to influence the
decision-maker. Advice and information often may be ac­
cepted and even solicited before a decision is made. Even
after an initial decision it may be possible through informal
discussion or other means to persuade the decision-maker
to change his or her mind. The DD Council in particular
may be in a position to use informal means of persuasion to
good effect. Its existence as a part of state government, its
access to information, its ability to mobilize public support
and its ability to seek assistance from other governmental
agencies and officials may enable it to be a highly successful
participant in the informal decision-making process .

.In dealing with governmental agencies at the level of in­
formal decision-making it is important to understand that
policy issues are identified and resolved at top levels but im­
plemented at lower levels. To maximize their production of
benefits. advocates must understand agencies in terms of
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their constituent units. The major task here is to unmask
the real lines of authority; for example, jf field staff actually
determine how much vocational training is available, ad­
vocates should work there.

Budgeting

No agency can continue to function without funds and
no program can be implemented unless it is funded. II is im­
portant, therefore. that an advocate be aware of the budget
process and the potential for participation in it.

Some states have initiated a system of "program
budgeting' that identifies in the budget which funds are for
which programs. The budget documents also may contain
explicit criteria allowing decision-makers in the budget pnl­
cess to evaluate the performance of each program.

The budget process varies from state to state, but in each
state there is some stage at which public participation is In­

vited through appearance at public hearings. In most states
an omnibus budget is prepared to cover the funding for all
state operations for a specified period. lB The executive
branch pH'pares a proposed budget on the basis of requests
from the Individual state departments and agencies. The
heads of these departments or agencies usually prepare the' r
requests on the basis of requests from their sub-units. An
advocate may discern advantageous times and places lor in­
fluencing budget proposals at any stage of thi'. process - in
general, the earlier the better.

When a budget proposal reaches the legislature it is ref,'r­
red to one or more committees. Information an advocate
provides to the committee or its staff may be both appropri­
ate and inlluential at this stage. When the legislative COtn­

mittees have acted on the budget, it goes to the legislature
for adoption, amendment or rejection. If the budget bill is
adopted, it goes to the governor for signatuH' or veto. In
some states the governor has item or partial veto powers
permitting approval of those parts of the budget which he
or she finds acceptable and rejection of the rest. The gover­
nor's veto can be overridden only by an extraordinary ma­
jority of both houses. To an advocate such gubernatorial
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prerogatives mean tha t the potential for influencing the
budget-making proces~. continues until the governor signs
the final document.

REVIEW AND OVERSIGHT

Every state has various means of review and oversight of
policy implementation. Judicial review is available, as we
have seen, to define and vindicate individual rights. Each
state has other mechanisms available to help ensure that
policy is carried out. Program audits by legislative or
executive audit agencies are designed to determine if an es­
tablished program is being properly implemented. Legisla­
tive committees often engage in legislative oversight of
executive and administrative activity. Finally, officials
charged with providing legal advice to executive and ad­
ministrative agencies exercise a kind of review and over­
sight function as well.

Program Auditors

Some states have elected state auditors with authority to
review the expendituro~ of funds and the implementation of
programs by other sta te and local agencies. Some have in­
stead-or in addition-a legislative audit bureau. Still
others have a state department of administration or budget
with powers that include some form of program
audit. Sometimes the,;e agencies can be persuaded to take
on the evaluation of a program that the advocate would
like to have investigated.

Legislative Overseers

A traditional legislative function, in addition to policy­
making, is oversight. Congress has been more active in this
phase of legislative activity than state legislatures have, but
the potential exists at the state level as well. Legislative
oversight usually occurs at the state level in two ways, both
involving legislative committees. The standing legislative
committee created to handle legislation in a particular sub­
ject area may overseE' the activities of state and local agen-
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Cil'S in that ared. For example. thl' Education Commit",e
may conduct hearings on the implementation ot speCial
education programs: or the Labor Committe", on the ad­
ministration of fair employml,nt practices legislatio,l. In ad­
dition. some states have standing c"mmittees "harged With
reviewing and receiving complaints about administrative
rules. Rul!'s mav be brought bdon' the committee f"r ap­
proval or disapprnval or the committee may act when it
becomes aware of a problem with particular rul,~s.

Legislative oversight can b" an important ally of the DI)
advocate. By calling a problem in program impleml'ntatic'n
to the attl'ntion of thl' appropriatl' legislativl' committ!'I'.
the advocate m<lY initiate a process leading t,) substantral
benefits.

Legal Advisors

State legal advisors, such as the attorney general. art' .m
often overlooked but potentially helpful source 01 assist­
ance to an advocate. Legal advisors have an interest in see­
ing that the agencies they advise operate according to law.
If they do not, it means additional work, inconvenience and
perhaps embarrassment to the advisor. Moreover, some
legal advisors, including the state attorney general, are
elected officials who may feel a direct obligation to the
public as well <IS to the agencies If instances of non·
compliancl' with the law by state or even local agencies are
called to the attorney general's attention, the rt'sult may be
informal action to bring them into compliance. The at·
torney general's advice is not ordinarily binding on an
agency, but there are compelling reasons why an agency
will give it serious consideration and ordinarily follow it
Among other strategies. the attorney general may refuse, il
an agency fails to follow the advice it receives. to represent
it in any ensuing litigation.

At the local level district attorneys, city attorneys and
corporation counsels act also as legal advisor~: to govern·
mental agencies. They have a similar interest in seeing that
the agencies they advise comply with the law and they may
be most helpful to the advocate.
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CONCLUSION

The DO Council carries out its advocacy function within
a complex and diffuse system of state and local decision­
making. The complexity and diffusion results from a struc­
ture which includes local governments and independent
state executive and administrative officials as important
decision-makers. The nature of this structure is such that a
governor does not control the executive functions of
government in the WilY the president does in the federal
government. Consequently gubernatorial appointment
does not carry with it the status in an executive hierarchy
that presidential appointment does. Therefore, reliance on
such status to give Ihe Council the necessary influence
within state and local government may be misplaced.

The DO Council m'vertheless has the potential to be an
effective advocate. The fact that it is located within state
government and is entitled to participate in the state plan­
ning process gives it the kind of access to planning decisions
that no other actor in the DO system has. Not only does
this permit participation in the planning process, but it also
enables the Council to identify issues and problems at an
parly stage, making effective advocacy at a later point more
likely.

A sophisticated understanding of the decision-making
process within the state and local government structure is
essential. An advocate must know who makes the impor­
tant decisions, the pre'cess by which they are made, and the
opportunities for access. Knowledge of this kind is not easy
to acquire. DO Councils. however, being a part of the
system and having advantages of proximity and access, are
better able to acquire it than others might be.

The decision-making system includes the state legislature
and the judiciary as well as state and local executive and ad­
ministrative agencies. An advocate may find it necessary to
participate in any or all of these arenas. The legislature
alone can create ne\', state programs and fund them. The
judiciary can define and vindicate individual rights under
these programs. The executive and administrative agencies
must implement the programs. Precisely what agencies of
government participate in what way will vary from state to
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state. The message of this chapter is that a good wurking
knowledge of the statutory and constitutiunal authority of
each agency is essential to effective advocacy. Of course,
there is no substitute for experience, and the roles the agt'n­
cies play may differ substantially from those the law assigns
them. Nevertheless. knowledge of the formal struclure IS

essential as a starting point and, in wme instances, as a tool
an advocate may use to compel agencies to do what they
might otherwise choose nol \0 do.
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Stats., Ch [~2. Arl l-A-1J The Board dt'termlne .. generdl (-'dUl,ll)on,)1
policy for the slate and ,;{'Iects the State Superintendent of Edu("i\I\On to ad­
mmister publIC edu<-allOn progr,lnJs (Ch. 122, Art 18) Offln~rs of the
Education Planning Office report dlrec tly te, the State Sup'~rJntendent.The
Advisory Couned, however. IS <:omposed uf seven cltlZt'ns and InLludes
non-edUGltlon personnel, thf? Director (If the Department of Chddlen and
Family S£rvlees and the Director of MenIal Heollth and Developmental
DisabilitIes are ex-othcio members The ~;uperlntendent I~ reLjulreJ by
statute to consult the AdVISOry Council reg.lrdmg all rules and rl'~ulatlOn'i

affecting children with developmental disallilities and must submll to the
Advisory Council for approval all (omprehenslve plans or amenJments ttl

44



them, While an officer of Ihe OffICe of Education serves as the secretary for
the Advisory Council, the unit is not merely an arm of the Office of Educa­
lion (Ill Rev. Stats" Ch 122. Art. 14-3.011 Thus, while tht, OffICe of
Education through its planning office is charged WIth developing specific
programs within the Dep.lrtment of Education, bOlh the Board of Educa­
tion and the AdVisory Council exert mdependent influences on policy and
program changes.

Co. There are several reasons for the practicdl finality of opInions of the attor­
ney general. Chief among them may be the lack of mcentive to carry the
matter to higher authority; that is. III the courts. See Chnstens(ln. 'The
State Attorney General." pp, 326-333.

? A good statement of the limited cap'ICily of courts 10 do any more than
threaten Sdnctwn or promise a remedy IS found in Wasby. The Impact of
the Sl~prelnf." Court Charter 1. A parlJcularly trenchant view of the lillga­
tion process and Its uses md limitations 10 social action IS found in Fried­
mdn, The Legal S,l/stem. pp, 56-115 For the clearest statement of the value
of Iltlgatmg entltJemenls (righls). see Scheingold. Tht' Pol",rs 0/ RIghts. pp
3-0, 83-95.

8. Stelle of WisconSin e1 rei DalPld Melllrnel ,md !Lld,lh Pagels l' Edwin A
MWldy Case No, 441-417 (Cir. Ct, Milwaukee County, WIS.. Sept. 7,
197b). appeal dismissed ilnd rights df'dared by WisconSin Supreme Court
on January 18, 1977, Linda Sparkman and Leo Spa,kman v Ora E
MrFtlr{en ef al No. 76-1706 (7th Cir.. March 23. ]977) review of lndiana
case.

9. In 'he Marter of Donald LanR, No. 7f. Crim..064 (Cir. Ct. Cook County.
III.. Dec. 8, 19701.

10. In the Maller of Tracy ANn eoJ., CIvil No. H4721~75 (N Y. Family Courl,
Queens County, Aprtl 8 1976)

11. There are l!)(ceptlons to I hIS rule. the most notable being federal and state
environmental protection legislation At the federal level the Councli on
Environmf'ntal Policy, f".tabllshed 10 Sf't nation"l policy on environmental
Issues (42 USC 4344), 15 reqUired "'La gJther timely dnd authOritative
mformatlon concerning ~he conditions and trends in the quality of the en~

vlronment" (42 USC 4344). The Council has opened polley-making to the
public by promulgating mterpretive guidelines to 42 USC 4332, which re­
quires federal agencies If' include a slatement of environmental impact with
recllmmendatlons "on proposals for legislation and other major Federal ac­
tIOns SIgnificantly affecting the quality of the human environment," One of
'hese guide"nes. 40 em §1500 7(d I. publIShed 38 FR 20550. August 1,
1973, stat~s: . Agenl~y procedures shall also specifically include provi­
sions. for pubhc hearlng~ on malar acllons with environmental Impaci .wd
for provldmg the public With relevant information, includmg information
nn alternatIve (ourses. 01 actIOn, ., SImilarly, §] l1(d), Wis. Stat~., pro­
vides ~or public hearing, on Ihe impacl of proposE'd actIOns of slat... agt>n­
cies. State law does not require public hearings on legislation proposed by
stale agencies.
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12. See. For ex,lmple. 1977 Hegulatl(ln~complied by the Depill tm!;'llt lIt H{;'i!llil
EducatIon and WeHare, CFR B86 29 (Clluncd~ musl ('XI",t .md be (Hjt~

quately staffed) Clnd CFR l386 30- 31 (Councils musl revle ....... (lnd c()mment
on all ag,~ncy plans and must evaluate State Plans annu.dlyl See al~\\ l2
USC 06067 requiring the establishment of <l Statl' Louncd .1S,) (t'ndlt!lIn tllr
receIving f(:'deral DD asslc,tanre

J3 ConFidenllJI Interview wIlh d slale Count d member conducte,J by h'hn
Martin, Center For ruhlic Rerresen tat ion rt search .15'<0(1.11 e, :,u rr,mf'f, 1C/'/7
Hrdnscnp! available un It-quest)

14 Of courst' the (ourl'> In Interprt'tl1lg ]eglsldtlon bnng their OWII "t.'nse ,-,f
policy to bear on ...... hal the law should bf A court 5 lnterpret.'lhJn (IT a
statute can be as deClSIV{' as a Stclllitory arTIendment Hl)WeVer, ~tdte (llCI­
shtutlons /i!.eneralJy respf'(l tht' doctrine of separ,ltlOn nf powel", vestlrl~

the maklTlg of laws 'lnly In Ihe 1,>gJslalure

15. WisconsIn. ~~227.01-.26 WIS 51-als
OhIO: Ch. 1.19, Ohll' Siah
MJnn~sotd. B15 0411- 0422, MlIw Stals
Mlthigan. \\24.101- 110. MlCh oU',
IndIana ~,~-l-22-1-1 )hr(,I'I~h 4-2~-1-30. lnd 'Jt<ll'>
11111101<; Ch 127, ~~J003·]Q21, III R~v St,lt~

)7 For a dlScu,>slon l)f !he phenumpnc1n 01 IOlofm,ll df:'C1sror-mal-lllg dnd II;
Importame see generally, DaVIS, rJlsuellt)r,arll hISrl(l~

18. Among the SIX st.ltf'~ we (oosldf?fe,J. tht· unly e-..ceptlon dppear., t,l bp Il­
linOIS, which doe~ nnt toll ow the practICe ot adopting an omnibus huJ>c-,"[
bill

46



CHAPTER 3

THE DD COUNCIL AND THE
PROCESS OF ADVOCACY

Government provides special benefits, rights and assist­
ance to people who are developmentally disabled because
of a belief that they are entitled to services they cannot pro­
vide tor themselves. The DD system has been established to
ensure that these benefits, rights and assistance are effec­
tively provided.

An essential part oj: the DD system is a process of advo­
cacy. l In a competitive system of public policy creation and
lmplementation, the needs of people with developmental
disabilities cannot be met merely by passing a law or by
authorizing specific e"(penditures. These steps are essential,
but alone they will not guarantee that benefits will be pro­
vided and rights enforced. To do that, DD groups inside
and outside government must engage in advocacy for their
interests. 2 They must see that DD interests are articulated in
all appropriate decision-making arenas and enforced by all
implementing agencies.

DD advocacy take:; place in a complex system consisting
of several levels and branches of government. a wide
variety of programs and services, and a number of parti­
cular groups and interests. The advocacy process must
therefore take many forms and be carried out by diverse
groups. Moreover, this advocacy must be sustained, sys­
tematic and coordinated if it is to be effective. The DD
Council has the responsibility to ensure that such advocacy
is available, although it may not necessarily provide the ad­
vocacy itself.

THE NEED FOR SUSTAINED MULTI-ARENA
ADVOCACY

American government has been described as a pluralist
process in which many interests contend for a limited sup­
ply of public benefits. J When this process degenerates into
"pork barrel" politics or corruption, it is widely and prop-
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erly criticized.' But the struggle of legitimate interest groups
for governmental recognition and support is otherwise an
important and valuable part of the American politIcal pro­
cess. Government is so complex and is pressed by the de­
mands of so many groups that the process depends on in­
terest groups to inform public institutions precisely whlCh
needs require the immediate attention and concerted efforts
of government agencies.' In so many words. interest groups
provide the information public agencies use tD make deci­
sions. Groups failing to speak up or neglecting to provide
such information may find that government does not con­
sider their needs.

Developmentally disabled persons can be seen as an interest
group, as they and their partisans form a small but sIg­
nificant group within the overall population. Persons wil h
developmental disabilities have a wide variety Df individual
needs, but they share collective interests as well. They ail
have conditions which substantially hinder their capacities
to function independently in society and require assistance
with which to reach their productive potentials in society.
Thus, they are united by a common interest, their need to
overcome physical and mental handicaps. They also sharp a
need for public assistance or support of various types tn
help them in this task. Toward this f'nd, the federal govern­
ment crealt~d a developmental disabilities system. The exist­
ence of the DD system, reaffirmed by the 1978 Rphabilita­
tion Amendments, is proof that government has recognized
that interest and responded to that need.

Legitimate interest groups in the American political pro­
cess have l('arned that they must work cDnstantly to ensur"
their fair treatment by government." Public policy-making
and implementation processes are competitive struggles
Among groups these struggles are for limited public re
sources; within government they are to sort out incessant
demands. Basic lessons are that government allocale, many
resources in our society, and that the demand for thesf'
resources exceeds the supply.

In addition, government actors have limited time, per·
sonnel and funds to process demands, establi~,h prIOrities
and implement programs. Every public agency, whethf'r
judicial. legislative or administrative. must cope with these
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two pressures: the need to consider conflicting demands
from a wide variety of groups and the limited capacity of
public agencies to process these demands and implement
programs.'

Other things being equal, interest groups win shares of
public resources when they make their voices clearly and
unambiguously heard above the voices of others, and when
they articulate their demands through procedures public
agencies handle. Thus, interest group representatives must
be articulate and know the "rules of the game"' government
action imposes.

Advocacy is the overall process whereby a group at­
tempts to secure its share of limited public resources. The
twin aims of advocacy are to sustain a stream of articulate
demands to relevant government agencies and to facilitate
policy-making and implementation processes by exploiting
the "rules of the game, "8

Most effective advocates are large or well-organized
groups. They are effective for several reasons. To begin
with, their organization allows them to aggregate individual
needs, interests and ideas. Persons with similar interests can
decide collectively which issues are most important and
which arguments are likely to sway public officials. This
aggregation process permits advocates to identify issues
and organize them into a coherent platform for action. The
development of the interest group also provides resources
for articulating this platform.

Some persons can specialize in collecting information,
others can contribute the time and money necessary to ad­
vance the cause. Perhaps most importantly, group organi­
zation turns an interest into an institution which can devel­
op its own history and its own sense of identity. Further­
more, as a group matures and acts, it learns more and more
aboul Ihe rules of the game. The group thus becomes a "re­
peat player," one which other actors in the policy-making
process recognize, and one which knows how to play-and
towin.

Some interests are advanced by organized groups. Business
interests command ~,ubstantial resources and have highly
organized associations to protect their interests in the poli­
tical process. Organized labor also has effective mechan-
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isms for advocacy through systems of manuatory rnl'mb.'r­
ship, due, requirements anu politilal action committee","
Other groups with equally valid claims may bl' Ie" well 'Jr­

ganized. For example, con"umer" are freqlwnllv unl1l­
ganized. While there are many people who are har med by
anti-consumer behavior, it is hdfd to organize "con,umer'"
to act as advocates In the policy-making proce,,,. Thl""
people may not perceive themselves as members 01 a
single "consumer" group, the costs "I organization itself CJn
be exlrem£'ly high, and it may be difficult to c1evel"p d (r'­

hE'rent list of particular demands to make upon gov.'rnment
agencies.'" Organized groups which overcom.· these pml:-­
lems can s"cure a larger shan' of public resources than Lan
unorganized interE'sts, as we have ,uggested. The reasons
are obvious. Organization permIts sustained. coherent ad­
vocacy. Organized groups provide government ,'genGeS
with a stream 01' information which can be lI<.ed til desi)!,n
programs. Organization allows grou,os to marshall n'Sllurces
to allow them to operate in multiple arenas, inlluencing the
many separate decision-makers whllse individual deCiSIOns
are all nen'ssary to ensure enforcement 01 righl sand prO\'I­
sicms of real benefits."

This sustained and multi-an'na advocdcy is Ih.. C'frly W<t\'
to ensure that gllvernment will protect a group's interests
Very tew 1.1WS or programs are s.. lt-executing. Legi"latur,,"
may create rights or benelits, but thrse mdY become men'
paper right,> unless they are implemented by ddmini-,Ir allv('
officials. Often these officials have conflicting demands eol,

thE'jr time and reSI)UrO'S, ,0 rhat Ilghts secured in [h., leg"
lature can be lost in the halls of bureauerClcy A c"ngre,
sional mandate 10 deinstitutil'naltze care 1m pe""115 wh"
are developmentally cltsabled may be difhcu It to Impl,>·
ment, for e:<dmple, ,n" state which u.,es all of i,s Dll tUl1lb
to upgrade lotal care jnstilutions OJ by an ag.~ncy that I',
staffed by person., skilled in instilutil)ndl Cdre. M."ellver,
poIicy-mak ing involves CDnstant readjustments and
reVISIonS, and I'ew decisions are permanerlt Bud!!eh
change. resource availabilities fluci uate. plloritie, "hifl.
Policies lake a long time to .,Hecluale, dnu unle" a grour'
can work at .:J1l levels over long periods nf time. it mdY hn,J
its interests ignored by tho'e "fricials who daily make Ih..
decisions th,]t determine the effective level or support,"
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DEVELOPMENTALLY DISABLED PERSONS
AS AN INTEREST GROUP

As an interest group, persons with developmental disa­
bilities should be able to benefit from the kind of sustained,
multi-arena advocacy I:hat all organized interests employ in
the policy process. People with developmental disabilities
constitute, however, what has been termed a "suboptimal­
ly" or underorganized group, a group that lacks the degree
of organization appropriate to the size of the group or to
the intensity of its need. 13 The reasons for this underorgani­
zation are complex, but the most obvious are the nature of
the people in the group, i.e., the handicaps they suffer, and
the physical and social dispersion characterizing them and
their families. Further, this interest group represents people
with a variety of disabilities, and hence a variety of needs.
This fact has sometimes made il difficult to develop a co­
herent stream of demands for the DO population as a
whole. This may be particularly true under the 1978 Act,
which substantially broadens the definition of "develop­
mental disability.""

ADVOCACY ASSISTANCE AS A NECESSARY
COMPLEMENT OF GOVERNMENT PROGRAMS

BENEFITING UNDERORGANIZED GROUPS

Because people with developmental disabilities are
underorganized, any program of government assistance for
them must include support for interest group advocacy. We
have seen that government programs do not work automa­
tically. Benefits may be allocated at top levels of govern­
ment but defeated at lower levels. Agencies with multiple
missions may find other groups competing for the resources
of time and money that DO groups believe they should
have. Formal entitlements may be established but rights
may be ignored by government decisionmakers.'·' For these
reasons one of the es~,ential elements in the supply of public
benefits to any group is a sustained, multi-arena advocacy
for that group.

If government programs are established to provide
benefits for orgalliu'd groups, the groups themselves can

51



provide the necessary advocacy. But if the groups ace not
organized, then resources for advocacy must be part of the
overall government package of rights and benefits. Oth(~r­

wise, there is substantial risk that Ihe package wtll not be
fully implt'mented

The necessary complement between subsidized benefils
and subsidized advocacy has been recognized in vanous
public policy areas. For example, some programs for the ag­
ed have provided subsidized legal s,'rvices, and the state of
Wisconsin has established the Office of the Public In­
tervenor, an agency charged exclu,ively with advocating
on behalf 01 the conservation ot the natural environment. '"
As Chapter 1 has demonstrated, CJngress and HEW have
recognized the need to include support for advocacy as an
integral pari of the overall program of assistance fOT people
with developmental disabilities. The DD Council is chargeJ
with advocacy, as well as with pl<inning and monitoring
functions, and a Protection and Advocacy (P&A) System
has bt'en established 10 provide ct'rtain types of advocacy "

However, the tederallaws and regulations sketch out on
Iy the broadest outlines of the system of intert";t group ad·
vocacy that is nect'ssary for effective opt'ration of a pro·
gram of assistance to pt'rsons who are dt'velopmt'ntally dis
abled. The Council and the P&A s}stem are given cwtain
advocacy responsibilities, but thest' responsibilities are Vt'TV
general, and there is little guidance on how the advocacy
functions of the two agencies are to be coordinated." More
over, there are no guidelines on how the DD Council and
the P&A System should relate their efforts to those 01 oth"1
groups whose actions may be essential for effective DD ad·
vocacy. These groups includt· privatt· groups who represenl
DD interests and gem'ral purpose governmental ageno""
who may have an interest in DD iSSUPS.'9

THE DD COUNCIL AS THE COORDINATOR FOR
GOVERNMENT SUPPORT OF DD ADVOCACY

The DD Council has overall responsibility for planning,
coordinating and monitoring all state efforts 10 assist per­
sons with developmental disabilities. 20 Since advocacy has
been recognized as a necessary part ,)f such assistance, tht·
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advocacy coordination responsibilities naturally fall to the
Council. While the Council must include advocacy in its
program. it is free to develop approaches appropriate to the
needs, processes and resources of its state. 2I The Council
must work out the appropriate advocacy role for itself, for
the P&A Systems and for other governmental bodies and
private groups.

ELEMENTS OF THE ADVOCACY PROCESS

Before a OD Council can fulfill its responsibilities as
coordinator of DO advocacy in its state, it must fully
understand the advocacy process. This process has three
basic elements: actors. arenas, and modes of advocacy. 22

Actors

An integrated process of advocacy for people with devel­
opmental disabilities involves four types of advocates. The
first is the 00 Council itself. The Council's role includes
both direct advocacy and advocacy coordination." The
second actor is the Protection and Advocacy system. which
is charged with protecting the rights of individuals." In the
third class of advocates are the various governmental
bodies having general responsibilities which include protec­
tion of the interests of people with developmental disabili­
ties. These include. for example, consumer advocates
within state agencies, who are charged with responsibilities
tor assisting all groups receiving benefits from that agency,
and agency-specific ombudsmen or other officers who
review and monitor agency compliance with rules and regu­
lations. Other general governmental offices which can per­
form advocacy roles are the attorney general's office, state­
wide ombudsmen and governmentally-supported legal ser­
vices programs." The fourth actor is the private group,
such as the Association for Retarded Citizens, which repre­
sents the interests of people with developmental disabilities.
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Arenas

DD advocacy OlCurS in the many arenas where policy IS

made or influenced." These arenas include Ihe plant\in~

and implementation activities of state and local agencies,
the legislature, the courts. thl' federal government ,Ind the
media. Issues relating to developmental disabilitle<. will
arise in all of these arenas, and DD advocates willi ind each
of them appropriate for certain problems and certain types
of advocacy. Frequently, the same i~,sue must be pursued ill
severa I differen t arenas.

Each arena has unique characteristics. Advocacy mllst be
tailored to these characteristics so that the flow of coherent
DD information in each arena and the operation of til\'
arena's decision-making processes can be facilitated. As
noted in Chapter 2, for example, different agen< iI's art'
responsive to different consti luencies. Local bo,mJs "i
education may respond mort> directlv to the demands of tIll'
general electorate or, in some GISeS, to the govemor <J)'

nominating commission. Similarly, local boards all' most
concerned with policies affecting the daily operation ,,'
their particular schools. givl>n the Il'vel of resource' avail·
able through property taxes at the local level. while staU'
boards spend more time determining general <tandards <II
education. Thus, DD advocates hoping to see a new speci,,1
education program implemented statewide fir~t may havl'
to lobby for the rights, or entitlement. to that program al
the state level by mounting an educational publicity cam
paign stressing the need for the program and the state's ob·
ligation to provide it. At the local level. however, advocoln
may have to tah the form of helping school boards sl>arch
for part-time special education teachers or of establi,hing"
volunteer program.

Modes of A,/vomcy

The techniques of advocacy neCf'ssarily vary WIth th,'
particular characteristics of the advocates, the Issues and
the arenas involved. However, we can identify lour gener"l
modes of advocac'y which vary along two dimension',."
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The first dimension identifies the location of the advo­
cates, whether they are part of the normal process of
government decision-making or operate outside it. This di­
mension is the internal-external dimension of advocacy.

The second dimension defines the scope of the advocacy
objective. In this dimension, advocacy is individual or
collective. Individual advocacy seeks as its goal the satis­
faction of the particular needs of a particular individual.
Collective advocacy, on the other hand, attempts to secure
public benefits for the DD population as a whole."

Anyone familiar with government will recognize the im­
portance of distinguishing internal from external advo­
cacy." Internal advocacy is conducted inside the govern­
ment process. It is a way that people who actually make
government decisions influence each other. It may be for­
mal or informal. Much internal advocacy is informaL con­
sisting of individual (ontacts and discussions and of input
in meetings designed to plan programs and allocate
budgets. However, internal advocacy may be more formal.
When the DD Council formally comments on an agency's
policies or its implementation of the DD plan, it is engaged
in formal internal ad vocacy.

External advocacy involves pressure on government
from the outside, from groups who are not bound by
government's existing policy and operating agendas. The
most obvious forms of external advocacy are conducted by
non-governmental groups, but some government
bodies-for example the Public Intervenor in Wisconsin­
are charged with playing the role of an external advocate.

Advocacy may be for the interests of all members of a
group or for specifk individuals. Efforts designed to in­
crease budget allocations for developmentally disabled peo­
ple are an example of collective advocacy. An effort to
secure a specific benefit for one or a few persons is an ex­
ample of individual advocacy.

Within a dimension, the line between the modes of ad­
vocacy is not hard and fast. For example, much individual
advocacy also will have a collective impact. The "test case"
law suit, establishing a right to treatment for an individual,
for example, will e~,tablish entitlements benefiting a large
group of persons. An effort to ensure that an agency pro-
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vides bem-fits mandated by law 10 one individual may iden­
till' a pattern of non-compliance that has an impact "n
many. In fact, what seems like pure individ'lal advocacy
will often prove to be the most effective way to further col­
lective interests.

COORDINATING THE ELEMENTS IN THE DO
ADVOCACY PROCESS

The DO advocacy system must operate in manv arendS
continually. from the earliest planning stages through PIO­

gram implementation, and must make these diverse ad­
vocacy efforts as (oherent and as coordinated as possibJt·.
Since the DO advocacy system itself faces many con·
straints-severe limits on funds, personnel. communI­
cation, and other resources--and consists itself 01 dctors
with differing goab and capabilities, the planning and C')(ll'
dination of this advocacy process is a considerable task.
and is ilsell an important form of DO advocacy. As we
have noted, Congress has delegated this responsibihty tn
the DO Council.

The DO Council must conslder a wide array of vanables
in designing an advocacy system for its state. The precise
"advocacy formula" for each state is best discm.sed in train­
ing sessions tailored 10 the particular characteristics and
needs of the state DO system. We can offer, however, sonw
general guidelines tor allocating the DO advol:acy burdpn
by evaluating the characteristics of our four .ldvoca( y
modes and by idenlifying which of these modes the primary
DD actors--the DO Council, Ihe Protection and Advocacy
System, the other governmental agencies and the privatt'
groups-are best suited to employ.

Tnternal Versus External Advocacy

Compared to external advocacy, internal advocacy gen·
erally insures greater access to partLcular public decision·
makers in the DO system, a broadel range of communica­
lions to these particular public decision-makers, lower
ovprall organizational costs and a greater capacity 10 ac('fUP
benefits as a "repeat player."
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Channels between internal advocates and representatives
of other agencies are formalized by law and frequently by
organizational linkages between advocates and agency per­
sonnel. Although these formal rules may seem to limit the
nature of the contact between advocate and agency
representative, they insure that advocates have some guar­
anteed level of access to at least some decision-makers. In­
ternal advocates are frequently able to develop comprehen­
sive, long-term relationships with agency representatives,
thus enhancing their overall ability to persuade and other­
wise facilitating the process of communication.'O

Since the state pays the organizational expenses of inter­
nal advocacy, resources can be directed more to advocacy
activity itself, and less to maintaining the organization. Fur­
thermore, state support for internal advocates can enhance
their legitimacy in the eyes of other government agencies.

Guaranteed access, the development of long-term rela­
tionships, and a legitimate position in the DD system help
internal advocates su',tain a program of advocacy in the
DD system. This sustolined activity, in turn, makes the in­
ternal advocate a "repeat player," a member of the system
who has learned the ropes and can spend increasingly large
proportions of resources on actual advocacy rather than on
discovering how to be an advocate.

Internal advocacy has its disadvantages, however. While
formal channels of access guarantee certain modes of access
to decision-makers, they may prohibit others. For example,
internal advocates may have ready access to particular
agencies, but will not enjoy the same level and quality of
access to agencies with whom they have no formal tie.
Thus, the internal advocate's legitimate range of activity
may be limited to a rather small part of the DD system.
Similarly, the long-standing relationships which develop
between internal advocates and other agency representa­
tives may work agamst the requirements of a particular
situation. JI At times, advocacy must take the form of a con­
test between opponents. Persons who have worked together
daily, and must continue to do so, may be unwilling to
engage in adversary procedures. Finally, the internal advo­
cate's freedom to select issue, strategy and target is limited
by the organizational placement of the advocate and the
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formal rules governing the interactions of government pE'r­
sonnel and institul ions.

External advocates, on the other hand, are ~n'er 10
choose issue, strategy and targd. However, extern.d advo­
cates, at least early in their efforts, must allocat!' " con­
siderable portion of their resources to organizing "nd S'1'­

taining thE' group itself. before adv(>cacy activitles \ an take
place. Similarly, external advocates must fight for ae< ess I ()

decision-makers. First, they must discover who are the ar'­
propriate decision-makers to cont.Kt, given a part icular
issue. Second, thev must find some means of legit imizlrIg
access to that dpcision-maker. Finally. even when dccess 's
formalized through public hearings or administrative, legi'­
lative or judicial proceedings, its effective use requires con­
siderable effort. time and otlwr rpSO'Jrces. J2

Since external advocates are free to addres~, any umt ,n
the DD policy system, they arp capable, given adequate
resources, 10 engage in many arenas of advocacy, They pl.lV
several roles in these ae tivities: adversaries, negotiators,
communic.ltors of information, More so than internal ad­
vocates, extprna] advocates can carry the fight to whatE'v!'r
part of thE' DD system they feel is necessary. Finally, ex­
ternal advocates are gpnerally treer ~rom political (('[1­

straints than are internal ones. Since government dops not
control the personnel, operating or funding procedures (If
external advocates (at least, not completely), external ad­
vocates may be able to select advocacy approaches which
would be inappropriate for an internal advocate.

Individual Versus Collective Advocacy

Individual advocacy concerns itself with seeing that
particular individuals' needs are satisfied by the DD system
For this reason. individual advocates should locat!' them·
selves as close as possible to the service delivery sys·
tern and tc' persons with developmental disaiblities. Indi·
vidual advocates must be geared to monitor sprviCl'
systems, H'ceive information from service providl'fs and
recipients, and have access to institutions-service agen
cies, courts, and administrative agencies-that can providE'
particular benefits for individuals. Individual advocates
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then, must have the following skills and capabilities: ready
communication with individuals who have developmental
disabilities; knowledge of the particular operations of ser­
vice programs and institutions; command of legal, argu­
mentative, and representational skills to secure or restore
benefits to individuals; and the willingness and the ability
to use whatever arena is required to obtain or restore these
benefits.

Collective advocacy is concerned with general entitle­
ments: rights or privileges granted to groups of persons by
virtue of their identification with a particular group."
Unlike individual advocacy. collective advocacy must
focus on policy-making institutions which have the capaci­
ty to create entitlemenls and on agencies that develop pro­
grams to implement the benefits resulting from these en­
titlements. Legislature" and policy-making units of execu­
tive or administrative agencies at the national, state and
local levels of government are included in this category.
Courts. too. have played an important role in creating or
affirming the rights 01' persons with developmental disa­
bilities.

Although the kinds of skills collective advocacy requires
resemble those individual advocacy requires, they are
employed differently and in different arenas. For individual
advocates legal battles generally focus upon breaches of
established duties of institutions' agencies vis-a-vis indivi­
duals with developmental disabilities, while legal battles at
the collective level an~ more likely to emphasize the pre­
sence of a general constitutional right. Individual advocates
generally deal with kcal administrators; collective advo­
cates usually bargain with higher-level policy-makers.
While in individual advocacy the link between the advocate
and the individual to receive the benefit is direct, in col­
lective advocacy it is less direct, and the advocate must take
care not to lose touch with the needs and interests of the
group.
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PLACING DD ACTORS IN THE ADVOCACY SCHEME

No single actor in the DD system is in a position effpc­
tively to use all of the modes of advocacy This section
shows how the various actors--the Councils, the Protec·
tion and Advocacy system, other state agencies, and
private groups·-must be used together to providp the op­
timal mix l)f advocacy strategies and to have the maximum
impact upon the DD system.

DO Councils

We have already suggested that the DD Council plays the
central role in the DD system. By virtue of its location in
the system, its composition and its powers, the Council is
the institution best situated to control, plan and coordinate
the DD advocacy process. In the next chapter, we show
how the DD Council can act as advocate; here we suggest
why it should perlorm the advocacy tasks we attribute to It.

Basically, the Council has three advocacy I'asks First, it
acts directly as an internal collective advocate. Sf'cond, it
coordinates internal and external DD advocacy, regardless
of which actors perform these tasks. And finally, it facili­
tates external individual and collective advocacy by the
P&A System and by private groups,

The DD Council has a unique role in the DO advocacy
process, and one that is rare in governmentally-supported
advocacy systems, Most government approaches to sup­
porting advocacy create either internal or external advo­
cates, Moreover, when both types of advocates are present,
they are frequently independent of one another, q How·
ever, the OD Council really stands on the borderlinp be­
tween inte'rnal and external advocacy, In its own direct old­
vocacy roles it is basically an internal actor (but hall 01 its
members represent primary groups and consumer groups)
and has responsibilities to coordinate with other govern­
ment advocates, including the P&A system, Thus, the
Council has the potential for creatll1g linkages between
state agencies and external advocacy entities, To the extent
that these linkages are well developed and maintained, the
Council has the capacity to make all forms 01 DO advocac y
more effective,
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The Council includes members of relevant state agencies,
service providers, and consumer representatives." Thus, it
is in a unique position to obtain, assimilate and act upon in­
formation from these primary sectors of the DD system.
Either through these various representatives or else directly
the Council can identify advocacy goals, strategies and per­
sons or institutions to carry out advocacy tasks. By virtue
of the consumer membership on the Council and the Coun­
cil's ability to communicate with citizen DD groups, the
Council also can organize and/or promote the activities of
the public DD constituency. Persons representing university­
affiliated facilities and state agencies, two other key con­
stituencies, are also present on the Council. In short, the
Council is in a position to see the whole range of activity in
the DD system and to Ensure that the DD advocacy process
is adequate for the needs of the system.

Given the special m'eds of people with developmental
disabilities as an underorganized interest group, these capa­
bilities of the Council could be of great value. Underor­
ganized groups suffer from a lack of information, high or­
ganization and coordination costs, and the inability to ag­
gregate interests into a coherent agenda of demands. The
Council can offset all these disadvantages at relatively low
cost. It can assist external groups by forwarding necessary
information through consumer representatives, by publiciz­
ing issues in the media or by conducting or facilitating
membership campaign', for DD-oriented groups. By identi­
fying gaps in existing services, the Council can direct Pro­
tection and Advocacy units to the individuals and pro­
grams most likely to be in need of assistance, and vice ver­
sa.

These coordination and facilitation activities help the
Council perform its direct advocacy tasks. First of all, by
stimulating external advocacy, the Council can create
another source of data about the operation of the DD
system. Needs, gaps, and alternative proposals these exter­
nal groups articulate need not be filtered through various
layers of the bureaucracy, but may be communicated
directly to the Council, to the public, or to the other arenas
in the DD system." Second, these external groups may act
as allies to the Council by assisting it in communicating
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needs to appropnate arenas or by generating money, per­
sonnel, or other resources needed to promote new or eXIst­
ing DO prugrams, Third, tlwse extl'rnal advocates may help
develop a political constituency for the Council outside the
governmental structure. n The Council may lack sub,t,lntial
political "clout." Clnd may dept'nd lipan the d,'sign,lt,'d stdte
agency for much of its supporting staff, basic informati"n.
and communication with other government agenCIes. If the
Council can develop visible, actiw and articulate constitu­
encies, however, its dependence upon other governmental
institutions can be' reduced, ~ t least somewhat, One ,cholar
even suggests that the development of an outside constitu­
ency is tlz.. key to survival and success for a government
agency." Finally, the Council may use external advocates
to supplement its own activities or to provide for a broader.
more flexible base for advocdcy.

Tize Protection and Advocacy System

Although the I'rotection and Advocacy System In each
slate is established and Supp,)rted hy government, we clldr­
acterize Gill Protection and Advocacy systems as external
advocates. We do so because the IO&A System IS an inde­
pendent E'ntity in the DO system.;" Furthermore, I'&A "ys­
terns react to activitie., 01 relevant ·;tate agencies as interE'st­
I'd third parties. not as insiders.

Each state is free to develop its own P&A System,'" as
long as it is consonant with the HEW guidE'iines promul­
gated pursuant to P.L. 94-103 and the mandates of the 1078
Rehabilitation Amendments. Under the HEW guidelines,
P&A systems must:

a. represent individuals and organizations without
otherwise adequate representational resources un
matters relevant to the protection of legal and human
rights of the developmentally disabled;

b. provide information and advice about these rights
c. negotiate with relevant agencies to max imize the ap­

plication of these rights;
d. receive and investigate complaints about the DO

system;
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e. refer developmentally disabled persons to other ad-
vocates;

f. provide legal and other back-up resources;
g. educate the public on DD rights;
h. lobby on behalf of DD interests;
j. participate in formal administrative rulemaking and

other processes;
J. prepare reports on DD conditions;
k. cooperate with other DD actors. including State

Councils. to facilitate optimal operation of the DO
system;

I. perform other net·ded tasks."

As we can see, some of these tasks overlap or comple­
ment the tasks of the DO Council. Furthermore, the P&A
System may engagt.> in both individual and collective ad­
vocacy.42 The mix of these particular functions will de­
pend on the level of funding, tht.> quality of personnel, the
particular needs of the DO population, and the location of
the P&A unit in the state. As external advocates, the per­
sons in the P&A unit ,lfe limited only by their own skills,
resources and political considerations and are, therefore,
free to select target. strategy and issue. We can also see,
however, that the P&A System will not be able to perform
a large number of tasks without help. Particularly, the costs
of collecting and evaluating the information nece,sary for
many of the above tasks are extrpmely high. P&A Systems,
given a tendency toward an adversary stance vis-a-vis
governmental agencies, may have severe problems of ac­
cess. Similarly, although P&A units may seek to identify or
affirm collective right>; through litigation. this route is ex­
tremely costly, time c'Jnsuming and uncertain.

Government Oversight Agencies

Independent government agencies charged with monitor­
ing and/or policing government agency activities-legisla­
tive oversight committees, ombudsmen, public intervenors,
auditors, states attorneys genpral-work, by and large,
outsidp the DO system. This is at once an advantage and a
disadvantage. Controlling for unknown political pressures,
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these agencies are fnee to prosecute violations or promote
new objectives in the DO system as these institutions
become aware of the need. Frequently, then, these agencies
may escape the pressures to compromise or the need to ac­
commodate which the Councilor the P&A Systems m~y

face.
On the other hand, independent government agencies,

including agency-specific ombudsmen, cannot devote all of
their time to DO activities. They therefore lack comprehen­
sive information about DO needs and system capabilities.
These agencies may also Jack the capacity and/or desire to
enter into the DO system at all. As with all government In­

stitutions, independent agencies have numerous, competing
demands made on their time. Although these institutions
may have enforcement powers lac~ing in the DO Counnl,
they too may lack the full range, <lr even the appropriate
power. tOi any given situations."

Outside, Private Groups

It should be remembered that before there was a DD
system, there were private. volunta ry organizations press­
ing for the rights of persons with mental retardation, cere­
bral palsy, autism, dyslexia and other developmental disa­
bilities. In Jarge measure, the wncerted efforts of these state
and national organizations are responsible for the ,:reati,)n
of the DO system itself. 44

These organizations draw their memberships fr"m ppr­
sons involved with or extremely interested in develop­
ml'ntal disabilities. As a result. they often can provide first­
hand information about the day-Io-day operation of the
DD system. Moreover, as partisans of the DO cause, thpy
often are able to provide a pool of volunteer and expert
personnel 1'0 develop, staff and operate private or public
projects aiding people who are developmentally disabled
Private organizations are a source of private money and
other resources which expand the total pool of resources
available to the DO system for the development and imple·
mentation of DO programs. This i~. particularly useful In

states which provide relatively small public budgets for oD
activities. Finally, since these groups are the core of thl'



political constituency pressing for public action on behalf of
people with developmental disabilities. they can serve as an
ex terna I source of pressure on other actors in the DD
system. "

As with other external advocates, private groups are
limited in selecting targets for advocacy only by their re­
sources and interests. While the limitations on these re­
sources may be considE'rable, this freedom to select the pre­
cise issue in question and to pick the target arena of ad­
vocacy and the strategy to be employed-political, legal, a
media campaign, direct contribution, self-help-add consi­
derable flexibility and force to the overall DD advocacy
process. The active participation of private groups also
rounds out the DD system of data production and commu­
nication by providing still more sources of information
about the operation of the DD system and ideas for
improvement and further action. Finally, the activity of pri­
vate groups provides a pool of prospective recruits to other
elements of the DD system-especially for the DD Council
and the P&A System.

CONCLUSION

We have seen that these various actors, by employing a
variety of advocacy modes in a variety of arenas. more
likely can make a sustained, comprehensive and coordinat­
ed DD advocacy process. Because there is a great deal of
variety in the responsibilities and capabilities of the various
actors in the process. if is essential if the advocacy process is
to be successful, that the actors work to complement each
other.

In this context, the advocacy task of the DD Councils is
large. It must conduct internal advocacy, coordinate all in­
ternal and external advocacy and facilitate external ad­
vocacy by the P&A systems and private groups. In the fol­
lowing chapter we explore ways these roles can be perform­
ed.
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A Hal1dbolJk for PlIblrr 4dl'ocary and T award a Fairer arId More Respon­
SlVe Adnllnistration; DuBois and Chnstenson, Public Advocacy and E,,­
viral/menIal DeciSlOnmakmg; and MIchIgan Law ReVIew. 'The Role of the
MIChIgan Attorney General In Consumer and Environmenlal Proteclion."

44 Turnbull, 'Through and Beyond the History of the Mentally Retarded,"

45 Set' the Wilson, ZJsk and Saba tier articlt's noted above for gl?neral discus­
sions of the role of citizen pressure groups. See also Lowi, The End of
Llberal/sm, Chapter 4, for a discussion of tht> pllfalls of pressure group
politics,
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CHAPTER 4

ADVOCACY STRATEGIES FOR
THE DD COUNCIL

In light of the analysis offered in the previous chapters,
this chapter offers some concrete suggestions on advocacy
strategies that the DO Council could profitably use.'

As we have seen, advocacy is a complex process, varying
in terms of who is served through the advocacy and where
the advocacy originates. Thus, advocacy may be intended
directly to aid a particular developmentally disabled in­
dividual or it may be directed toward establishing rights or
benefits for an entire group of developmentally disabled
people. Similarly, agencies within government-the DO
Council, the Designated State Agency, the legislature­
may initiate proposals for DO service reform, as may
citizen groups external to the government structure.

The distinctions between individual and collective ad­
vocacy and between internal and external advocacy fre­
quently blur, and it is more correct to view advocacy stra­
tegies as a continuum rather than as a collection of distinct
or mutually exclusivt, styles. For example, individual ad­
vocacy may yield collective benefits: a lawsuit a private at­
torney files to obtain benefits for an institutionalized child
may result in a new definition of what rights are due such
children or stimulate the legislature to redefine and expand
its activities vis-a-vis institutionalized children. Similarly,
the Council, which is primarily an internal advocate, may
serve an important role as coordinator for or communica­
tor to external advocacy groups. In this chapter we illus­
trate how the Council may act along this advocacy con­
tinuum.

First, let us briefly consider Council advocacy on behalf
of individuals. Although the Protection and Advocacy
System has the primary responsibility for this form of
advocacy in the DO system, the Council will still have oc­
casion to do some individual advocacy on an ad hoc basis.'
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In one state, the Council established an information and
referral service for DD individuals after it found that It itself
could no longer intercede on behalf of individuals who COIl­

tacted the CounciL' (Creation of the P&A System should
eliminate this need in most states ..' There is evidence that
Council members in several states have inter,:eded on be·
half of individuals to expedite state or local agency action.
This is typically an informal activity of Council members,
not a formal activity of the Council as a whole 4

While the possibility of individual advocacy should n"t
be neglected, the activities of the Council will be directed by
and large toward collective advocacy. Most collective
advocacy, in turn. will be internal. directed toward using
the Council's position as a state agency to affect the extent
to which other agencies provide entitlements and services to
people with developmental disabilities. But as we shall
argue in the second half of the chapter, there are important
steps the Council can take to support external advocacy as
well.

Of course Councils will vary in the extent to which they
can effectively use the strategies of internal ,md external
collective advocacy. State laws vary widely in the amount
of authority and resources they grant to Councils and in the
locations they specify for Council,; in state government.
Clearly, no Council has the power directly to coerce other
agencies to comply with its mandates (but then few, il any.
state agencies ha"ve this power). 5 Moreover, because of the
Council's representative character, it is particularly un­
likely to sue or invoke other severe ;anctions against agen­
cies or officers in the DD system. But, given adequate staff
support, the Council is ideally suited for several other im .
portant advocacy tasks. Since the Council is an amalgam 01
interests in the DD system, it serves as a forum for debate
and compromise and as a communication link between
these diverse interests.' It serves well as a visible location
where information about the DD system can be collected.
digested and disseminated.' Since the Council is directed to
review the plans of state agencies to whatever degree feasi·
ble. it is also in a position to urge other agencies to advocate
for DD issues, policies and programs 8
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STRATEGIES OF INTERNAL ADVOCACY

Advocacy Through Affecting Information Flow

Since the Council is often in the best position to both ac­
cumulate and disseminate information of vital importance
to effective operation of the DO system, it can perform a
variety of important functions that broadly have to do with
communication of information.

A. Collecting Information on the Operation and Needs
of the OD System

The DO Council is the forum in which the interests of a
relatively diffuse group are heard and translated into
proposals for government action which are, in turn, im­
plemented by state agencies. At a minimum, effective advo­
cacy in this regard requires communicating to the Council
the needs of individuals and the performance of state agen­
cies in meeting those needs.

As we suggest through these chapters, the Council cannot
overestimate the need to stay in close contact with DO serv­
ice consumers and interested citizens. As with many
government programs, there are very few formal means
through which the DD service system actually can measure
consumer satisfaction with existing programs and services;
consumer knowledgE of programs, services, and service
delivery problems; or the adequacy of supply of DO goods
and services. Holding periodic local or regional meetings
where interested persons can share their experiences with
the DO system can enhance the amount and the quality of
information in all these areas. Some Councils have for­
malized such a system by subdividing into regional coun­
cils.' Several Councils with active information networks of
this type have noted that they produce valuable infor­
mation at low cost, and that the Council's position in the
planning process has thereby been enhanced. 10

The tactics for obtaining planning information from
agencies depend to a large degree on the organizational
placement of the agE'ncies in the service structure, the per­
sonal style and persuasive abilities of Council appointees,
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and the closeness of the relationship between the Councd
and the agency in question. Some Councils have irnprovt'd
the level of information input fOI planning purposes by
adding officials ot particularly bothersome agencies to Ihe
Council. ln one slate the Slate Office of Public Instruction
infrequently communicated its programs to th,' Council and
did not participate in the preparation of the State Plan. The
Council added Ih{' din'cll'l of policy planning ~r(1nl the r,'­
calcitrant agency to the Council and apparently has be,'n
receiving more adequate information and participation
from that .lgency. I,

Finally, national citizen organizations collect data and
determine priorities as well. United Cerebral Palsv, the
National Association for Retarded Citizens and the Epilep­
sy League, among others, can prOVide a great deal of valu­
able information.

B. Dissemination of Infolmatio/l as a Means ot
I/lflw>t1citlg Stall' Age"cir,;.

The Council is directed by federal law simultaneously to
track the myriad federal programs which provide bl'nefils
directly to developmentally disabled perSlms and 10
monitor numerous state and local programs." Some of the
most impressive gains DD Councils have made have I'l?'

suited from their efforts to educate administrators of state
and local program.. about e.lch other and to tell both how
they could use federal programs to maximize their goals.

One example illustrates both the complexity of infor­
mation in Ihe DD system and the way the COllncil can im­
prove the operation of the DD system by organizing and
disseminating this information. A major, long· time goal of
the DD system has been deinstitutionalization. This proce"
involves a wide range of programs, activities and insti·
lutions. For many people with developmental disabilities
who do not have families, deinstitutionalization means the
loss of shelter. In 1974, Congress passed the Housing and
Community Development Act which provided funds It­
local housing authorities, IJ and many authorities subsE"
quently built housing under the program. Further, the
Council, following the lead of anNher stale, obtained iI
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state-funded program to provide transportation from the
new homes to state training or outpatient facilities. I' It seems
unlikely that this systf'm of care would have been provided
without the Council's having provided the information and
having coordinated the subsequent efforts. I'

DO Councils have also provided information to state
agencies simply by idEntifying needs in the DO system and
then establishing syslems to monitor and communicate
those needs. We noted earlier the establishment of an infor­
mation and referral service for DO individuals in one state.
In at least one other state the Council funded a program for
processing group horne complaints to appropriate agen­
cies." In another, the DO Council established regional
placement centers around the state to identify training
needs and job opportunities available to people with devel­
opmental disabilities. 17 Information gathered from these
centers was not only lIseful in job placement, but provided
a means of collecting and evaluating data which the State
Office of Special Education could use in designing DO
vocational education programs.

Advocacy through dissemination also can mean making
state agencies aware of their obligations under federal law.
For example, several DO Councils have circulated informa­
tion on the Rehabilita tion Act of 1973 (requiring nondiscri­
mination in vocational educational opportunities and
employment of handicapped people). These actions identi­
fied and emphasized the need for state and local compli­
ance with its provisions.

C Influence Through Informing the Legislature

Although it is the state agency that draws the budget for
and administers DO programs, the Council should not
forget that the legislature ultimately must approve all pro­
grams and expenditures for state activities. Thus, it is im­
portant for the Council to educate and inform the legis­
lature, particularly appropriate committees of the legisla­
ture, about DO programs and policies. Several Councils
have created legislative liaison committees for this purpose,
and many Councils report that legislative liaison is one of
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their best advocacy tools." In at least one statf' the CnuneJl
has had sympathetic legislators read proposals and policy
statements in the legislature in response to routine review of
DO funding allocations. J9 In this way, the Council can
make the legislature more aware 01 the DO system genN­
ally or of particular DO problems for which the Cnuned
wishes to gain support. In some states there are laws pre­
venting Council members from lobbying as individuals or
as representatives of the Council. In those states, the Coun­
cil can encourage other persons to lobby for DD intf'rests.!O

Finally, activity in the legislature is also a source of infor­
mation for the Council. Through legislative liaison, the
Council may learn of programs in scattered agencies that
may be relevant to people with developmental disabilities.
Good liaison also can generate feedback useful for further
lobbying efforts.

Advocacy through Liaison and Coordination of Efforts

In addition to informing other agencies of opportunities
and needs in the DO system, Councils have acted as coordI­
nators of agencies' efforts. In one state, where the Council is
attached to the State Department of Heallh Planning, the
Council screens the programs of sevf'ral agencies and offices
and recommends to the Department more efficient means of
providing services. Some DO Councils have spent substan­
tial funds to establish and support a system of local sprvice
coordinators, who see that service providers fully provide
benefits to developmentally disabjed persons, and that
there are no inconsistencies or gaps among the services
available.

Another way to improve the Council's ability to make
th.~ DO system more effective is to have Council members
serve as ex-officio, advisory or actual members of related
commiltee~, or organizations. In one state, for example.
Council members adVise the State's Title XX committee."
Frequently, DO interests will coincide with those of other
persons, groups or institutions in the human services area
This is particularly true in public education, health, mental
health and family assistance programs. Much useful infor·
mation can be obtained from institutions or organizations
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working in these service systems. Conversely, such organi­
zations will probably welcome any additional information
about programs of int~'rest to them which the Council could
provide.

Besides its informal efforts at coordination and liaison,
the Council also has a formal mandate to review the plans
of all state agencies that may have some impact on people
with developmental disabilities. 22 Technically, any state
program could fall under this mandate and be subject to
review. (This would be a most onerous task.) Congress and
the HEW relations have countered this problem by stating
that the Council is to review and comment on agency plans
only 10 the maximum extent feasible. 23 But what does Con­
gress mean here by "r,~view and comment"? First. Congress
means that the Council should, whenever possible, look
over agency plans prior to enactment. If DD needs are not
met, or if the proposal conflicts with DD objectives (as
would a plan by the Department of Corrections to build
special facilities to house mentally incompetent persons
convicted of crimes). the Council is to use whatever means
available to convince the agency to modify or drop the
plan. Just what these means are is never defined, but they
appear to include such strategies as informal administrative
lobbying, participation in agency proceedings, attempts to
get other agencies (atl orneys general or legislative oversight
committees) to intervene, and whistle blowing about incon­
sistencies and illegalities." The real purpose of the review
and comment proCf'ss seems, in light of congressional
vagueness as to the actual powers and procedures involved,
to be the coordination of efforts rather than the enforce­
ment of program compliance."

Our interviews indicate that DD Councils have not used
review and comment very much, due to their lack of staff,
their own timidity and the lack of cooperation from other
agencies," Yet, as Council staffs grow in size and compe­
tence, and as other agencies accept the position of the
Council (as evidence suggests agencies in several states are).
review and comment can come to serve a vital coordinating
function. 27

77



The State Plan As An Advocacy T,JQI

Much of the Council's time is spent planning or reviewing
the Stat,e Plan, While a Council may not have the time or
the resources to act as an advocate in many of the ways we
suggest in this chapter, the planning process is one point at
which its advocacy role can be greatly enhanced withou t
markedly increasing its commitment of time or resource"

The State Plan is the central document outlining tIlt'
state's commitment to DD," In a sense, it is a contract be,
tween several parties. First, it is an agreement, betweE'n
state agencies and the state legislature, which identities lust
what the legislature will get in return for its money, Second.
the Plan is a contract, between the state and the federal
government. which obligates the state to provide particular
services in return for matching federal monies. Finally, tht·
Plan is a commitment the government makes to people with
developmental disabilities and to the public ,IS a whole
These various obligations, though they limit the scope of
the State Plan, are sources of leverage for the Counol vis-,l·
vis other actors in the DD system. The Council can USE'
various strategies to advocate DD interests during the plan.
ning, implementation and review prllcesses associatt·d with
thE' State Plan,

There are at least two senses In which the planning pro·
cess can be used as,l tool for advoca( y. The first is obvious,
in setting objectives for the DD system, the Council en·
hances the chance that increilsed or improved benefits will
flow to developmentally disabled people. But while its
general statements of goals are impc,rtant, the Council car'
be a more effective advocatt· by specifying goals precisely
(e.g., "to reduce the institutionalIzed population at X
Center by 20%"), and by specifying or providing the means
to achieve those goals. For example. to support the goal of
deinstitutionalization, one DD Council engaged the state
Department of Social Services to provide funds for trans·
porting developmentally disabled persons from their homes
to sheltered workshops in several cities. This was done
merely by suggesting that the Department could get funds
for such a project if it would submit .1 proposal for the pro..
jecl for the Plan."
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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-

87



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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