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Council Member Guide
This guide will help you understand the job of a Council Member.
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This product was developed in 2007-2008 through funding provided by the Administration on Developmental Disabilities; Technical Assistance Grant for DD Councils Contract # HHSP23320062921YC  
What is the purpose of a Developmental Disabilities (DD) Council?

	Acronym Alert: Acronyms are initials that stand for a certain word.

· DD means Developmental Disability

· AIDD means the Administration on Intellectual and Developmental Disabilities


The purpose of the Council is to help people with developmental disabilities to use self-determination, be independent, be productive and be integrated and included in all parts  community life. Councils on Developmental Disabilities are located in every State and Territory. Council members serve as volunteers and are appointed by the state governor to represent and advocate for people with developmental disabilities.  

Before the first passage of the Developmental Disabilities Act in 1970, families received almost no help, children could not attend schools, and many people were sent to State institutions for life. During the past 30 years, Councils have helped to bring about some remarkable changes.  

What is the Developmental Disabilities Act (DD Act)?
	Acronym Alert:

MTARS mean Monitoring and Technical Assistance Review System


The Developmental Disabilities Assistance and Bill of Rights Act of 2000 Public Law 106-402 (usually called the DD Act) is federally implemented by the Administration on Intellectual and Developmental Disabilities.     
Title I in the DD Act explains the function of a Council.  This title says that Councils must agree that people with developmental disabilities and their families take part in the design of and have access to needed community services and individualized supports.  These include other forms of assistance that promote self-determination, independence, productivity, integration and inclusion in all parts of community life. 
Main beliefs in the DD Act (PL 106-402)

Independence – to have control

Productivity – to work or make other contributions to a household or community
Integration – to have the right to the same opportunities, services, and community resources as other people

Inclusion – to fully take part in learning, living, working, and other community activities

AIDD develops program regulations and provides technical assistance and guidance to state programs.   

AIDD Central office staff is assigned to assist Councils; these staff members are available and helpful.  If a Council needs help from ADD, they are just a phone call away! 
Annually, AIDD sponsors a Technical Assistance Institute for Councils on Developmental Disabilities through the Technical Assistance contract.  

All State plans and fiscal and program reports are submitted to and approved by AIDD.  

This information is used to develop reports to Congress.    

From time to time, AIDD visits a Council and uses the Monitoring and Technical Assistance Review System (MTARS) to assure compliance and accountability.
Administration on Intellectual and Developmental Disabilities Council Team Contacts
	Name
	Role
	Email
	Phone

	Jennifer Johnson
	Program Supervisor
	jennifer.Johnson@acf.hhs.gov
	202-690-5982

	Sara Newell
	Program Specialist

Region 1 (CT; RI; MA; ME; NH; VT)

Region 4 (AL; FL; GA; KY; MS; NC; SC; TN)

Region 6 (AR; LA; TX; NM; OK)

Region 7 (IA; MO; NE; KS)
	sara.newell@acf.hhs.gov
	202-690-5963

	Rita Stevens
	Program Specialist

Region 2 (NJ; NY; PR; VI)

Region 3 (DC; DE; MD; PA; VA; WV)

Region 9 (AS; AZ; CA; GU; HI; CNMI; NV)

Region 10 (AK; ID; OR; WA)
	rita.stevens@acf.hhs.gov 

	202-260-6168

	Carla Thomas 
	Program Specialist

Region 5 (IL; IN; MI; MN; OH; WI)

Region 8 (CO; MT; ND; SC; UT; WY)
	Carla.thomas@acf.hhs.gov
	202-690-8332


What is the Council’s relationship with the Administration on Intellectual and Developmental Disabilities (AIDD)? 
	Acronym Alert:

· UCEDD means University Centers for Excellence in Developmental Disabilities  Education

· P & A means Protection & Advocacy System

· DHHS means The United States Department of Health and Human Services
· ACF means Administration on Children and Families 
· U.S. means United States


The Administration on Intellectual and Developmental Disabilities (ADD) is the federal agency for the DD Act Programs.  AIDD provides funding and oversight of State Councils on Developmental Disabilities, Protection & Advocacy Systems (P&A’s), and the University Centers for Excellence in Developmental Disabilities Education (UCEDD’s), Research and Service.

AIDD’s place in Federal Government:  
The Department of Health and Human Services (DHHS) is the United States (U.S.) government's main agency for protecting the health of all Americans and provides essential human services, especially for those who are least able to help themselves.
HHS includes more than 300 programs.  One of the agencies in the Department of Health and Human Services is the Administration on Community Living (ACL).
The Administration on Developmental Disabilities (ADD) is the U.S. Government organization responsible for seeing that the Developmental Disabilities Assistance and Bill of Rights Act of 2000, known as the DD Act, is put into action. ADD, its staff and programs, are part of the Administration for Children and Families, of the U.S. Department of Health and Human Services.
What are the three programs that make up the DD Network?

	Acronym Alert:

PNS means Projects of National Significance 


There are three programs created from the DD Act. These three programs are commonly called the Developmental Disabilities Network. The three programs are:

· DD Councils (the one you are now a member of). There are 55 DD Councils funded under the DD Act.

· Protection and Advocacy Program (P & A’s). The P&A protects the legal and human rights of all people with developmental disabilities.  There are 57 State protection and advocacy systems funded under the DD Act. 
· University Centers for Excellence in Developmental Disabilities Education (UCEDD) UCEDD’s perform interdisciplinary training, community service, technical assistance, research, and information dissemination activities. UCEDD programs are designed to increase the independence, productivity, and community integration of individuals with developmental disabilities. There are 68 UCEDD’s funded under the DD Act.

· Projects of National Significance (PNS) is not one of the sister agencies but is considered a network partner that provide grants, contracts, or cooperative agreements to create opportunities for people with developmental disabilities to participate in all areas of the community.
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What is the job of a DD Council?
· Promote and support advocacy, systems change and capacity building for people with developmental disabilities and their families
· Support programs, projects and activities that improve the quality of life for people with disabilities
· Develop and put into action a State plan
·  Watch the progress of the State plan and make changes as necessary 
·  Review the designated state agency from time to time

·  Report Council activities to AIDD

·  Prepare, approve and put a budget into action

·  Hire a Director, evaluate the Director yearly by using state laws and processes

· Have staff help the Council in carrying out its responsibilities and provide support for Council Members who need it 

· Establish, strengthen or collaborate with a self advocacy organization to help provide leadership opportunities for people with developmental disabilities
· Develop and monitor grants and contracts
Who are the Council Members?
60 percent of the all Council members must be:

1) People with developmental disabilities

2) Parents or guardians of children with developmental disabilities

3) Immediate relatives or guardians of adults with intellectual disabilities who cannot  speak for themselves 
4) In addition these Council members cannot be a managing employee of an agency that receives money from the Council

Of the members of the Council described above:
· 1 /3 must be individuals with developmental disabilities 
· 1 /3 must be parents or guardians of children with developmental disabilities described in paragraph, or immediate relatives or guardians of adults with developmental disabilities 

· 1 /3 must be a combination of individuals with developmental disabilities or family members of people with developmental disabilities
·  At least one Council member must be an immediate relative or guardian of an individual with a developmental disability who lives or used to live in an institution or the member could be an individual with a developmental disability who lives or used to live in an institution

The other members of the Council speak and act for agencies and organizations listed below: 
· Rehabilitation Act 
· Individuals with Disabilities Education Act 
· Older Americans Act 
· Maternal and Child Health Programs of Title V of the Social Security Act

· Medicaid/Title XIX of the Social Security Act

· University Center(s) for Excellence in Developmental Disabilities 
· Protection and Advocacy System 
· Local and non-governmental agencies involved with services for individuals with developmental disabilities
· Non profit groups involved with services for individuals with developmental disabilities 

What is my job as a DD Council Member?   
· Develop and approve the State plan

· Listen to people with developmental disabilities, their family members and other partners and bring their issues and concerns to the Council

· Serve on Council committees as needed

· Avoid situations that may appear as conflict of interest

· Assist the Council in filling openings as vacancies occur through recruiting potential Council members

· Attend and participate in Council meetings

· Ensure a member driven agenda

What is the State Plan?

The State plan tells the public how services and programs for individuals with DD and their families should look five years from now.  The plan provides guidance to the Council on how it spends its resources. Each year, Councils are required to review and update their plan if necessary.  

The DD Act describes Areas of Emphasis that are important to people with developmental disabilities.  Councils can spend money and perform activities in these areas.

Areas of Emphasis

· Quality Assurance
· Child-care
· Education and early intervention
· Employment
· Health
· Housing
· Recreation
· Transportation
· Formal and Informal Community supports
What are some tools that the Council can use to achieve its mission? 

Here is a list of tools that Councils can use to complete their State plan goals:
· Research and data gathering
· Policy papers and reports about issues that impact people with developmental disabilities
· Education (information) to the media and general public
· Advice to the Governor, legislature and agencies on policy that impacts people with developmental disabilities
· Testimony in committee about how legislation will impact people with disabilities
· Help to self advocates and families to learn about and connect with the political process
· Grants/Demonstration  of approaches to services and supports
· Input from the community
Below are tools a Council    cannot use:

· Protest Politics

· Lawsuits                                        

· Lobbying

What is a Designated State Agency (DSA)?
	Acronym Alert:

DSA means Designated State Agency 


Councils must have a designated State agency (DSA).  The DSA can be the Council or another agency or office of the State. The DSA receives the federal funds and pays for all expenses of the Council.  The Administration on Intellectual and Developmental Disabilities has stated, “There does not have to be any program relationship between the Council and its designated State agency” it is primarily a fiscal relationship.

The Act says that Councils cannot have a DSA that is an agency that pays for or provides services to people with developmental disabilities unless it was the DSA before 1994. 

Why is the independence of Council important?

State Councils on Developmental Disabilities are unique in the state government framework. Councils are afforded wonderful protections under the DD Act, and yet are often placed in unbending state structures.

There are a couple of clauses in the Act that Councils should know about for their interactions within state structures.   
The first is the “noninterference clause.” This says that the DSA, or any other agency or office of the State, cannot get in the way of the Council and the 5-year State plan, employees, budgets or specific activities, The DSA can provide: 
· Support services
· Fiscal responsibilities
· Records, access and financial reports
· Non-federal share (In-kind contributions, contributions of political subdivisions and public or private entities and other variations)

· Assurances 
· Memorandum of Understanding (on request)

The second is the statements about budgets.  A state or territory cannot apply hiring freezes, make the Council reduce its staff, tell Councils they cannot travel, or tell a Council they cannot use federal funds to carry out activities under the DD Act.
If I want to be involved with my State DD Council where do I start?

If you are interested and ready to advocate for, and strengthen leadership skills in individuals with disabilities and their families simply contact your State Council.  Most Councils have an application process, with term limits and committees.  While every Council works a little bit differently all members of all Councils are appointed by the governor of the state.
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     Ronald Reeve  
                                                                   Christopher Egan
           Chair                                                                             Executive Director

NORTH CAROLINA COUNCIL ON DEVELOPMENTAL DISABILITIES




3125 Poplarwood Court, Suite 200




Raleigh, NC 27604




Telephone/TTY: 1-800-357-6916 or 919-850-2901




Fax:  919-850-2915




Website: www.nccdd.org
What else do I need to know about my State Council?

Some questions you might find helpful to ask the DD Council or Executive Director might be:

· How is our Council established in our State (for example: Executive Order, State Statute)?

· What is our Council’s vision and/or mission statement?

· Who is our Designated State Agency (DSA)?

· Who are the representatives of our DD Network programs?

· Who are my State Council Staff and what is their job(s)?

· What is our Council attendance policy?

· Where are Council meetings held?

· Where can I find Council meeting dates?

· Who do I contact for questions and support?
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Special thanks are extended to the Member Guide Committee and others for their input in the development of this guide:  
   

                                                    Jamie Cahill, Georgia





Keisha Lee (team leader) North Carolina




      
Claire Mantonya, Utah





Bryon Murray, Utah





Lucy Odden, Alaska

                   


Wendy Orzel, New York





Santa Perez, Nevada





Ann Trudgeon, Oklahoma





Matthew Wangeman Arizona





Sheryl Matney, NACDD

Note:  Web-site addresses were functional at the time of publication.  In the event a web address no longer works, please feel free to contact vbillmire@nacdd.org for updated information.
The End
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