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MODEL ROLES FOR DEVELOPMENTAL DI SABILITIES COUNC LS

| NTRODUCT! ON

In a time of great danger for the federal |eadership and funding role in all
human services, it becomes nore inportant than ever that we, in the devel op-
mental disabilities field, clearly understand our roles and responsibilities;
that we can conceptualize the actions we take within a clear framework; and
that we can denonstrate to our colleagues in state government that the Devel op-
mental Disabilities Council can make a crucial contribution to state's anal yses

of and planning for people in need.

In the ten year history of Developnental Disabilities Councils there has been
great maturation of skills and abilities and, in many states, the Council is
perceived as a valuable resource for advice, planning and denonstration. These
states appear to use well their functions as coordinator, data gatherer and
arbiter anong varying interests. This high level of conpetence is

now required in all fifty-four states and territories if the Council is to sur-
vive as an entity and if its mssion and functions in behalf of people with
devel opmental disabilities are to be achieved. The last ten years of growth
and inprovenment have been inpressive: but, in 1981 and beyond, it nmay not be

enough.

It is in the spirit of creating an opportunity to hone our skills, to become
nmore sophisticated advocates and to build a conceptual franmework for our work

that | offer these thoughts for you to consider



"The State Planning Council Shall Serve As
An Advocate For Persons Wth Devel opnenta
Disabilities"

The Council as advocate has been with us since devel opmental disabilities
councils were first authorized in 1970. Advocacy, as an activity and as a
service, has greatly expanded in this decade and many types of advocacy systens
required the Council to be on the creative cutting edge, to have a vision of
advocacy needs which help to pave the way for the entire systemto operate

more effectively.

The Devel opnental Disabilities Act specifies other functions for Devel opnenta

Di sabilities Councils which serve the over-riding role of advocate. These func-
tions are: coordinating, nonitoring, planning and evaluation. Al of these ac-
tivities have required an increasing level -of skill and sophistication by Counci

menbers and staff. These functions are in fact all planning activities.

There are inplicit roles for Devel opnental Disabilities Councils which can
greatly enhance our effectiveness as advocates. They are: giving advice to
the Governor and State Legislature, negotiating with state agencies, and build-
ing the capacity of the public and private sectors to provide services to the

devel opnental | y di sabl ed.

There is overlap anong these roles. Mst Councils inplicitly use themin com
bination. Some have used only one - capacity building - and, thus may risk
losing their clout, effectiveness and credibility as advocates due to their

negl ect of their other major roles within state governnent.



GAUNAL AS ADVISCR

Although Councils must be created in states by virtue of a state's acceptance
of federal funds, Developmental Disabilities Planning Councils are, in fact,

very much creatures of state government.

Initially many Governors would probably not have appointed Councils if there
were no federal mandate to do so, although some planning or advisory mechanism
possibly would have evolved. Since the federal law defines Council composition,
leaving very little leeway for a governor to use Council appointments for great

political gain, Councils must be useful to governors in other ways.

As we go through the elements of the role of Council as advisor, keep this
guestion in the back of your mind: Doesyour Governor find your Council useful
enough to him/her that the Council would be retained even without a federal
mandate? This may in fact be a question.you will have to answer if the current
administration in Washington succeeds in consolidating Office of Huren Develop-
ment Services programs and simplifying state requirements for funds. It is
the National Association of Developmental Disabilities Council's responsibility

to assist you in becoming indispensible to your governor.

In general, Governor's need advice on:

- Hw to interpret data about developmental disabilities
for purposes of policy development;

- The impact of state administrative procedures on programs
affecting the disabled;

- The budget implications of serving this population and
how to cut costs with the least toll on the citizens of
your state;

- The political assets, liabilities ad realities involved
in serving the severely handicapped.



By providing good advice, Councils avoid a subtle or outright adversarial
relationship with Governors. Al though negotiation clearly comes into play

when Councils work with Governor's Offices, the major role is one of advisor,
particularly with respect to the policy inpact of state and federal |egislation
on the Governor's Admnistration. Finally, Governors need advice on howto
build political support for his/her policies. By helping himher to serve the
devel opnment al | y di sabl ed who vote and whose parents, advocates and service

provi ders vote, Councils can assist Governors in an inportant political arena.

It is in this advice-giving capacity that Councils currently have the responsi-
bility to develop information for their Governors on the inpact of block grants

and budget cuts on services to the devel opmental Iy disabl ed.

As you know, the Governors have long been on record as supporting block grants.
Many, however, are beginning to realize that block grants under New Federal i snt
represent not only a potential transfer of authority to the states, but a
transfer of fiscal responsibility to the door of the Governor's mansion and

state house. Although gubernatorial opposition to budget cuts is slowy nount-
ing, Governors are in a ticklish position if they try to address the need for a
federal responsibility in non-welfare progranms. There is a great deal of noney
at stake if Medicaid and Ald to Families with Dependent Children would no |onger
be federal responsibilities. The Governors, therefore, are tending to focus their
opposition to cuts in these welfare areas. They need the assistance of the De-
vel opmental Disabilities Council to understand that blocking and budget cuts in
other human services areas wll quickly influence the welfare systemand increase
indigence in the states, unless states and localities raise taxes to cover the

loss in federal revenues.



Here's a way some states have devel oped a nmeans to provide advice to their
CGovernors on President Reagan's proposals. (These steps can be applied to
any policy proposal).

STEP ONE:  ANALYSI S OF PROPOSALS, | NCLUDI NG CONGRESSI ONAL

OPTI ONS UNDER CONSI DERATI ON

This step can include narrative descriptions of options and

charts on budget proposals. Councils can also include eval u-

ative statements regarding inpact on the devel opnentally dis-

abl ed population. Data regarding eligibility changes and

potential transfer of persons fromone programto another

shoul d be provided and explained. There can also be a clear

statement of the possible benefits which mght occur. An

obj ective, rather than self-serving,analysis of the continuum

of policy proposals will greatly enhance the respect with

which the Council is held within state governnent.

STEP TWO:  EVALUATI ON OF BUDGET PROPCSALS ACROSS HUMAN
SERVI CES PROGRAMS

By being a convenor or participant at neetings with state
agenci es responsible for other populations in need (such
as juvenile, offenders, the el derly, unwed nothers, foster
children, etc.), the Council wll have access to the
larger picture in its state; an appreciation of the dif-
ficulties being faced statew de; and, a chance to take ad-
vantage of opportunities otherw se unavailable to the dis-

ability community in isolation.



In addition to providing an opportunity to engage in statew de
pl anning for human services, this approach offers future bene-
fits for Council coordination efforts. It wll enable you to
see instances where devel opnental |y disabled people can get
"plugged in" to human services less traditionally directed
to the devel opmental Iy disabled population and to influence
t he devel opnent of cross-cutting policies of benefit to the
di sabled. Advice to the Governor can then be in the form of
over-arching issues, interagency coordination and non-dupli -
cation.
STEP THREE: PROVI DE THE GOVERNOR W TH POTENTI AL POSI TI ONS,
W TH RATI ONALES, FOR H' S CONSI DERATI ON OF THE
VAR QUS OPTI ONS.
At this point, the role of the Council and its value to the
CGovernor, requires no justification. These steps point to
a need for further coordination and joint efforts. Also,
Council's abilityto deliver support to the Governor's |egis-
lative initiatives by nobilizing consuners and advocates

inthe state, will add greatly to its value as an ally.

A final function vis-a-vis councils and their Governors

to be mentioned. There will be times when the Governor feels
that in a conflict between groups in need, it is" the best
interest of the entire state for himto make a decision with
whi ch the Council strongly disagrees. Councils should

devel op, with their Governor's office, an acceptabl e nethod

to disagree. As advocates who are also creatures of the



Governor, it is encunbent on councils to find a way to agree
to disagree - without enbarassing the Governor, while re-

taining Council integrity as an advocacy organization.

Al of these steps also apply to advising your state legislature. This is

an appropriate activity for Councils and nmust be done with the know edge

and consent of the Governor.

These activities which involve the Council as advisor are displayed below in

terns of systens change activity versus direct services activity. The approach to
Counci| as advocate | amoffering holds that the funding of direct services

is a secondary Council activity and that to truly have an inpact on the state
system of services, enphasis nust be placed on systemc change. The funding

of direct services should be at the service of systems change goal s.

ADVI SI NG THE GOVERNCR

Systens Change Activities Direct Services Activities
* Assess inpact of admnistrative + Use aggregated data & case
procedures exanples to illustrate

systenmic issues
* Provide budget inplications &

suggestions on cutting costs

* Assess inpact of federal &
state legislative proposals

& changes
* ldentify problens of duplica- + Data on consuners, parents &
tion & gaps service providers illustrate
potential support or opposition
+ Evaluate political inpact to state policies

of the above

You will notice that data fromdirect services is useful only in-so-far as it

clarifies systemc issues and as it illustrates problem areas which need to be

addr essed.



The advisory role presupposes that the Council has a good working relationship

with the Governor's office. It helps if the Chair has personal access to the
CGovernor and/or if the Governor has assigned an effective staff liaison to the

Devel opnental Disabilities Council.



COUNCI L AS NEGOTI ATCR

Advocacy involves several elenents which can be viewed along a continuum which

i ncl udes gentle persuasion, negotiation, confrontation, adverse publicity and |egal

action.

The adversarial advocacy role need never be used by Councils if the

follow ng things occur:

Consumers and providers learn how to hel p state agencies to
acconmpl i sh Council objectives, acknow edging the constraints
under which the state agencies operate;

Agency heads and Council staff take the time to inform Counci
menbers of agency objectives, planning cycles, political con-
straints and programand funding limtations;

Council mnenbers take the tine to learn about how the state
syst em oper at es;

Al parties try to see the situation fromthe other's point of
vi ew whi | e keeping the Council'smssion ever in mnd.

Negotiation Presunes:

A set of common or conplenmentary concerns or a problemre-
quiring a solution;

Di fferences of opinion on what needs to be done and how to do it;

A w llingness to conprom se.

Some mechani sms by which Councils can consummate negotiations to achieve
their goals are to:

Fund training projects for state agency personnel;

Use funds for a given priority service area to devel op
i nteragency agreenents for service provision;

Real |y use the state planning process to appropriately
review the plans of state agencies, coordinating agency
objectives with the Devel opnental Disabilities State
Plan and working cooperatively with agencies to find
common objectives and future initiatives to neet the
needs of both Council and agency and their target popu-
| ations.



Too often in the past, Councils have reviewed an agency's public plan draft
far too late in the planning cycle to substantively influence agency decisions

at the option-development stage.

As | have attended Developmental Disabilities Council meetings during the past
year, | have been quite struck by the general willingness to meke a contribu-
tion to Council deliberations by state agency membeas of Councils. | have also
picked up, on occasion, a feeling of "Well, this is only part of my job. There's
nothing the Council can do for my agency; they just want more money for develop-
mental disabilities.” Some agency directors set themselves apart from the
council, referring to the Council as "they" rather than "we". Sometimes | sense
an adversarial relationship between agency and consumer Council members. In this
political and economic environment;, we need to do everything possible to find
ways to play on the same team. Since we can't all have the same goals, we must
become top notch negotiators and find ways for both sides to win in order to
obtain the most long-lasting positive effects for people with developmental

disabilities.

The chart below displays the negotiating activities of the Council in terms of

systems change activities and direct services activities.
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Negotiating with State Agencies

Systems Change Activities Direct Services Activities
e Attendance at policy development e Grants to state agency to
meetings of state agencies provide demonstration or
gap-filling services to
* Review of policy option papers the developmentally dis-
prior to public review process abled

* Thorough review of and response to
other state plans

e Clarification of current and future
initiatives common to DD state plan
and other state plans

» Development of projects to train
agency staff

All negotiating activities should have, as their ultimate objectives, the pro-
vision of quality services to people with developmental disabilities. However,
the expenditure of funds for direct services that do not become part of the on-
going service system is a waste of money. |If a needed service stops after one

to three years because an agency cannot or will not continue it, little is gained
toward the long-term development of a comprehensive system of services. Negotia-
tion with state agencies, therefore, represents the best way to cooperatively
plan and implement the mission of the Developmental Disabilities Basic State

Grant Program.
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CAPACI TY BU LD NG

In addition to the capacity building activities that result from advising and
negotiating, Councils also have a responsibility for determning priority ser-
vice areas and devel oping or facilitating the devel opnent of RFP's which ad-

dress those service areas.

There has been some controversy regarding the thrust of activities funded with
Basic State Grant funds. Many Councils are divided on whether their "65% funds”

should go to direct services or activities in support of direct services

This issue has, | feel, caused some unfortunate m sunderstanding in the past.

If seen in light of Council roles, some of this msunderstanding nmay clear up.

The role of Council as capacity builder has often been viewed as the funding
of gap-filling or denonstration direct services, rather than as an enhancenent
to nonitoring, evaluating and planning. The nmodel | ampresenting assunes that
the only reasons Devel opnental Disabilities funds should be used for direct ser-
vices are:
- If no other source of funds exist for a service which
fills an objectively denonstrable need;
- If a service is so specialized and/or innovative that
it nust first be denonstrated with Devel opmental Dis-
abilities dollars;
- If the Council is willing to assist in identifying
continuation funds for the grantee after a 1-3 year
denonstration with Devel opnental Disabilities funds.
If these conditions do not exist, the [imted funds under the Devel opnenta

Disabilities program should be focused on efforts which create an environnent

where services can inprove and or expand.



The Developmental Disabilities Act defines service activities in priority service

areas as follows:

"The term "service activities" includes, with respect to an
area of services, provision of services in the area, model
service programs in the area, activities to increase the

capacity of institutions and agencies to provide services
in the area, coordinating the provision of services in the
area with the provision of other services, outreach to in-
dividuals for the provision of services in the area, the

training of personnel to provide services in the area, and
similar activities designed to expand the use and avail-

ability of services in the area." (Section 133(4)(CB)(iv)

Using our model of systems-change activities and direct services activities you
will notice that in the chart below only two of the activities used in the

definition address direct services.

CAPACITY BUILDING

Systems Change Activities Direct Services Activities
* Activities to increase the capacity * Provision of services
of institutions & agencies to pro-
vide services e Model service programs

« Coordinating
« Qutreach
« Training

+ Technical assistance to urban
or rural poverty areas

e Simlar activities
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Exanpl es of systens change activities in support of services are:

parent and professional training;

training of state agency personnel;

studies of the provision of services to devel opmenta

disabilities under the jurisdiction of other Federal/

State prograns;

the devel opnent of interagency service agreements;

managenment training for service providers; and

outreach and public education activities and state

| egi sl ative.
Both systems change activities and the funding of direct services aimto build
the capacity of the service system Direct services enphasize gaps and innova-
tion, supportive activities enphasize |onger termsystenmc inprovenent. Councils
need to be clear about choices regarding their capacity building activities using

65%f unds.

Skills Needed to Fulfill These Roles

Each of these nodels - Council as advisor, negotiator and capacity buil der -
requires Council menbers and staff to have skills and expertise in a nunber of
areas and effective program inplenentation is enhanced if Council can structure
t hensel ves and their staff to acconplish specific tasks.

- Planning Skills - Mnagenent by Oojective or simlar

structured process for determning goals, priorities,
and strategies.

- Know edge of federal/state progranms and the criteria
by which to assess their effectiveness for devel op-
mental |y disabled people.

- Methodol ogi es for gathering accurate data; for nonitor-
ing and eval uating grantees, state prograns, |egislative
initiatives and adm nistrative processes.
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Organi zing and Qutreach Skills to nobilize support for and/
or opposition to policies thru effective use of coalitions.

- Information Dissemnation Skills to gain public awareness
and acceptance of issues of concern to the Council.

And, for Council Directors:

- Managenment Skills to choreograph people, events and materials
to do all of the above.

And finally, for Council Chairpersons:

- Leadership Skills to inspire others, to exert effective
influence and followup and to establish and followthrough
on the expectation that Council menbers wll keep their
agreements and act on their responsibilities.

Each of these skills defines a process by which Councils can become nore effec-
tive advocates. Each of these areas generates policy statements which direct
Counci| staff activity. Council staff acts at the direction of the Council.

. Wthout policy guidance, staff can frequently be placed in a position of having
to make decisions without knowing the will of the Council* and be left wthout
Council support and without an accountability nmechanismfor actions taken. It
is an obligation of the Devel opnental Disabilities Council to create clear
policies so that staff can devel op procedures and a work plan by which all can
be held accountable. This protects your staff, your Council and the Devel op-

mental Disabilities Programin your state.



CONCLUSI ON

The mssion of the Developmental Disabilities Council - to advocate for people
with devel opnental disabilities - is mandated by federal law. Methods for
achieving that mssion are delineated - sometines very specifically, sometinmes

rather vaguely.

The Devel opmental Disabilities Act does not tell Councils how to achieve a

conprehensive system of services for the developnentally disabled. It tells

you to plan, nonitor, and evaluate and-leaves the rest to you.

Systens change activities and service denonstration are techniques, action
steps, within each nodel, which help to fulfill the Councils role as advocate.
If we give reasoned advice and accurate information, if we negotiate in the
spirit that both sides need to win and if we wisely spend Devel opmental Dis-
abilities funds to build service capacities, Councils wll become as invaluable

to states as we know they already are to people with devel opnental disabilities.
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