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MY STATE TEAM: 

 

NAME ORGANIZATION 
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My Checklist for the Summit  

 

 

City and state my summit is in:  _________________________ 

 Register for Summit 

 Request accommodations 

 Hotel reservation 

 Travel plans (plane ticket) 

 Attend “Introduction to Allies in Self-Advocacy Summit” 

webinar 

 Assist with State of the State presentation  

 _________________________________________________ 

 _________________________________________________ 

 _________________________________________________ 

 _________________________________________________ 
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SECTION 1:  ABOUT THE SUMMIT 

 

Who invited me? 

 

The Administration on Developmental 
Disabilities (ADD) is the U.S. Government organization 
responsible for implementation of the Developmental 
Disabilities Assistance and Bill of Rights Act of 2000, 
known as the DD Act. ADD, its staff and programs, are 
part of the Administration for Children and Families, of the 
U.S. Department of Health and Human Services.  ADD 
has asked members of its network (UCEDDs, P&As and 
DD Councils) to work with Self Advocates Becoming 
Empowered (SABE), State Developmental Disabilities 
Services Agencies, National Youth Leadership Network 
(NYLN) and other state partners to hold five regional self-
advocacy summits, or meetings.   
 
 
What other partners will be there? 
 
Self-Advocates Becoming Empowered (SABE)  
 

SABE is the United States’ 

national self-advocacy 

organization.  SABE’s mission is 

to ensure that people with 

disabilities are treated as equals and that they are given 

the same decisions, choices, rights, responsibilities, and 
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chances to speak up to empower themselves; 

opportunities to make new friends; and to learn from their 

mistakes.  More information on SABE is available at 

www.sabeusa.org.   

 

Association of University 

Centers on Disabilities (AUCD)  

 

AUCD is a network of 

interdisciplinary centers advancing policy and practice for 

and with individuals with developmental and other 

disabilities, their families, and communities.  You can 

learn more about AUCD on their website: www.aucd.org.   

 

 

National Association of 

Councils on 

Developmental 

Disabilities (NACDD) 

 

The National Association of Councils on Developmental 

Disabilities (NACDD) serves as the national voice of the 

55 State and Territorial Councils on Developmental 

Disabilities.  NACDD supports Councils in implementing 

the Developmental Disabilities Assistance and Bill of 

Rights Act (DD Act) and promoting the interests and rights 

of people with developmental disabilities and their 

http://www.sabeusa.org/
http://www.aucd.org/
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families.  The DD Act charges Councils to identify the 

most pressing needs of people with developmental 

disabilities in their state or territory and to engage in 

advocacy, systems change and capacity building activities 

to help States meet the identified needs.  Go to NACDD’s 

website www.nacdd.org to learn more.  

 

 

National Disability 

Rights Network (NDRN) 

 

The National Disability 

Rights Network (NDRN) is the nonprofit membership 

organization for the Protection and Advocacy (P&A) 

system and Client Assistance Program (CAP). The 

P&A/CAP network was established by the United States 

Congress to protect the rights of people with disabilities 

and their families through legal support, advocacy, 

referral, and education.  The P&A/CAP network is the 

largest provider of legally based advocacy services to 

people with disabilities in the country.  NDRN’s mission is 

to promote the integrity and capacity of the P&A and CAP 

national network and to advocate for the enactment and 

vigorous enforcement of laws protecting civil and human 

rights of people with disabilities. For more information on 

the NRN, visit www.ndrn.org.   

 

http://www.nacdd.org/
http://www.ndrn.org/
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National Youth Leadership Network (NYLN) 

 

The National Youth Leadership 

Network (NYLN) is a non-profit 

organization run by young people with 

disabilities.  The mission of NYLN is to 

promote youth leadership and 

education.  NYLN teaches youth how to 

advocate.  Their goal is to make sure 

that youth with disabilities have the chance to set and 

reach their own goals.  NYLN is made up of young 

leaders with disabilities from across the U.S. and its 

territories.  The Governing Board leads the Network.  And 

the Governing Board is also made up of young people.  

More information on the NYLN can be found at 

www.nyln.org.  

 

National 

Association of 

State Directors of 

Developmental Disabilities Services (NASDDDS) 

 

The NASDDDS mission is to assist member state 

agencies in building person-centered systems of services 

and supports for people with developmental disabilities 

and their families.  Visit www.nasddds.org for more 

information.  

http://www.nyln.org/
http://www.nasddds.org/
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Human Services Research Institute (HSRI) 

 

HSRI has been involved in the field of developmental 

disabilities since the organization’s inception in 1976.  Our 

work has tracked the important and historic changes that 

have taken place during that time including the movement 

of people with intellectual and developmental disabilities 

out of public institutions, the use of Medicaid waiver funds 

to leverage that transition, the creation of community 

supports, the growth of the family support movement, the 

expansion of quality assurance and improvement 

systems, the blossoming of the self-advocacy movement, 

and the press for self-determination.  Learn more about 

HSRI at www.hsri.org.   

 

Why was I invited?  

You were invited to the summit because the State 

Developmental Disabilities Councils 

(SDDCs), the University Centers for 

Excellence in Developmental 

Disabilities (UCEDDs), and the 

Protection and Advocacy Agencies 

(P&As) as well as Self Advocates 

Becoming Empowered (SABE) and 

http://www.hsri.org/
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the National Youth Leadership Network (NYLN), think that 

you have some important things to say and would be a be 

a good representative for self-advocates or for disability 

network organizations in your state.  

 

But my friend wasn’t invited, why? 

 

We realize that your friend also has an 

important voice to share in this 

conversation, but unfortunately, because 

of the amount of money that was put aside for these 

summits, there’s not enough money 

for everyone to participate. However, 

there’s a website that is for devoted to 

these meetings. The website is: 

www.alliesinselfadvocacy.org.  Your 

friend can provide comments on this website, on the page 

that says, “Contact Us.” Also, we hope that the state 

teams going to the summits will continue their work after 

the summit is over. There may be a way you can work 

with them afterwards. 

 

 

 

 

 

 

http://www.alliesinselfadvocacy.org/
http://alliesinselfadvocacy.org/contact/
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Which states are involved? 

 

Thirty states will be involved in five separate meetings.  

Five states will be represented at each meeting.  States 

are grouped together based on where they are located in 

the country. 
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States Invited to the Summits: 

 

Host Site: Atlanta, Georgia  

Date: Thursday, March 10, 2011 & Friday, March 10, 2011 

 Tennessee 

 North Carolina 

 Alabama 

 Florida  

 Mississippi 

Host Site: Los Angeles, California  

Date: Thursday, March 24, 2011 & Friday, March 25, 2011 

 Oregon 

 Nevada 

 Utah 

 Arizona 

 New Mexico 
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Host Site: Kansas City, Missouri  

Date: Monday, April 11, 2011 & Tuesday, April 12, 2011 

 South Dakota 

 Minnesota 

 Kansas 

 Oklahoma 

 Arkansas 

 

Host Site: Columbus, Ohio  

Date: Thursday, April 28, 2011 & Friday, April 29, 2011 

 Wisconsin 

 Michigan 

 Indiana 

 Pennsylvania 

 Virginia 
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What is the purpose of this summit?  

 

The purpose of this meeting is to 

strengthen and improve self-advocacy 

efforts in your state and the nation.  We 

will do this by: 

1. talking about what is currently happening in the states 
in self-advocacy;  

2. planning steps we can take to strengthen state level 
activities;  

3. developing recommendations for actions that we can 
take at the national level; and  
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4. developing policy recommendations that can lead to a 
stronger, more effective, and long lasting self-
advocacy movement across the country.  

 

What can I expect at the meeting? 

 

Starting at 7:30am on the first day, you should go to the 

registration desk to get your name tag and folder.  On your 

name tag and folder will be your name and a picture of 

your home state flag.  Your name tag will look like this: 

 

This will help you to find your state team table, which will 

have the state flag on it. 

 

The back of your name badge will have a place where you 

can put emergency contact information. This way, no 

matter where you are at the summit, a long as you have 

your badge someone will be able to get you help if there is 

an emergency. 

Jane Doe 
New Mexico 

J 
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Meeting others can be exciting. Some people like to catch 

up with old friends and make new ones at these types of 

meetings. Others come to meetings to learn and share 

their knowledge and opinions. Please understand that not 

everyone may feel like chatting during breaks at the 

summit. Some of us may even need to return to our rooms 

for a quiet break. The Autism Network International used 

this idea at their conference so people could let others 

know how they were feeling by using the color-coded 

badge to indicate whether or not they were feeling social. 

These badges will be available at the summit registration. 

 

 

 

A green badge means “Yes, talk to me”. 
A  badge means “Talk to me if I know you”. 
A red badge means “I don’t feel like talking”. 
 

Please respect people’s wishes. 
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Agenda for Day 1  
  

 TIME ACTIVITY 

 
7:30-9:00am Registration opens 

 
8:00-9:00 am 

Continental Breakfast with 

State Teams 

 
9:00-9:45 am Welcome and Plenary Panel 

 
9:45-10:30 am 

3 States Present their “State 

of the State” PowerPoints 

 
10:30-11:00 am Break 

 
11:00 -11:45 am 

3 States Present their “State 

of the State” PowerPoints 

 
11:45 am-12:15 pm State Sharing Tables 
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 TIME ACTIVITY 

 
12:15-1:15 pm Lunch 

 
1:15-1:30 pm 

Instructions for 

Organization/Peer Breakouts 

 
1:30-2:30 pm 

Breakout Session: 

Organization/Peer 

 
2:30-3:00 pm Break 

 
3:00-3:30 pm 

Instructions for State Team 

breakout: Developing Next 

Steps 

 
3:30-5:00 pm 

State Team Breakout 

Session: Developing Next 

Steps 

 
5:00-5:30 pm Open Mic 

 
5:30-6:00 pm  Break 

 
6:00-7:30 pm Reception 
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Agenda for Day 2 

 TIME ACTIVITY 

 

7:30-8:30 am 
Continental Breakfast with 

State Teams 

 

8:30-8:45 am Welcome 

 
8:45-9:45 am 

State Teams Report Back to 

group with next steps of 

state plans 

 
9:45-10:00 am 

Instructions for State Team 

Breakout Sessions:   

Recommendations 

 

10:00-10:30 

am  
     Break 

 

10:30am-12:15 

pm 

State Team Breakout 

Session: National 

Recommendations 

 

12:15-12:45 

pm 
State Sharing Tables 

 

12:45-1:45 pm Lunch 
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Some notes on the agenda: 

 

 Most breakout sessions will be held in smaller 

meeting rooms. 

 Snacks will not be provided during breaks. If you 

think that you may need snacks, feel free to bring 

them with you to the summit meetings.  

 We know that not everyone will feel comfortable 

speaking in a group, and that’s OK. We want to hear 

your thoughts so you can: 

 Write it down and give it your thoughts to 

the facilitator 

 Talk to the facilitator on a break or at lunch/dinner 

 Go to the website and write your comment there. 

 

 
TIME ACTIVITY 

 
1:45 -2:30 pm 

State Teams Report Back to 

Group with 

Recommendations 

 
2:30-3:00 pm 

Open Mic: Feedback for 

Summit 

 
3:00- 3:15 pm Leave for home 
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 We recommend that you bring your 

luggage with you to Day 2, so you don’t 

have to worry about going back to your 

room to get it later when it’s time to check 

out of the hotel. You can leave it in the large 

meeting room until you leave.  

 

 

SECTION 2:  HOTEL AND TRAVEL 

 

Do I have to register for the 

summit?  

Yes! You can register for the 

summit at www.alliesinselfadvocacy.org. You will need a 

password to register.   This helps make sure that only 

people who were invited attend.  Your team lead will give 

you the password – please DO NOT SHARE THE 

PASSWORD.  

 

Do I have to make a hotel reservation? 

Yes! Unless you have made other 

arrangements you will need to be sure 

you have a hotel reservation. All summit 

meetings will be held at a hotel in the host 

city (see lists on pages 5, 6 and 7).  Most 

summit participants will stay at the same hotel the 

meetings are held.   

http://www.alliesinselfadvocacy.org/
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Once you have registered, hotel information will be e-

mailed to you.  Make sure that your team lead knows that 

you are coming to the summit and a reservation has been 

made for you at the hotel.  Be sure to discuss these things 

with your team lead: 

 How are you getting to the summit? (for example, are 

you flying, flying or taking the train?) 

 Do you have a hotel reservation? 

 What accommodations do you need? 

 

Is the hotel accessible?  

 

Yes, the hotels are accessible.  If you need an accessible 

room, be sure to request one when making your hotel 

reservation. The hotels are ADA compliant, and 

have a number of rooms with an accessible roll-

in shower.  It might happen that the hotel doesn’t 

have as many accessible rooms as needed. If 

that is the case, we will work with the hotel to find nearby 

hotels with accessible rooms. 
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What about accommodations? 

 

If you require accommodations, please let us know when 

you register for the summit. Of course, if you need 

anything while you are at the summit, please let us know 

and we will do our best to make accommodations.  Please 

keep in mind, that one person’s 

accommodation may be a barrier to 

someone else. We will try our best to 

be sure that everyone has an 

accessible environment. 

 

We’d like to remind everyone to avoid using perfumes or 

other strongly scented products so that people 

with chemical sensitivities do not become sick 

during the summit.  

 

During the full group sessions in the agenda, 

one of the breakout rooms will be used as a 

quiet room, in case anyone needs to take a 

break from the full meeting. In this room, 

please do not use cell phones or other things 

that are noisy. 

 

We will try to make sure that meals are accessible for your 
needs as much as possible (such as low buffet tables to 
accommodate wheelchairs and the availability of straws, 
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for example). If you need other specific things that we 
might not have thought about please include this 
information on your registration and discuss with your 
team lead.  We’ll do our best to meet your needs. 
 
 
How will I arrange for my travel? 
 
The state team will help everyone identify how travel will 
be paid for and whether or not financial support for travel 
will be needed. The state team lead(s) have a form to 
send this information back to the Association on University 
Centers on Disabilities (AUCD). AUCD will then connect 
team members who need travel support with the 
organization who will be providing it (either NACDD, 
NDRN, or EST). Please know that there is a limited 
amount of financial support, which is not enough to pay for 
everyone to attend the summit.  

 

Who pays for my meals? 

 

Breakfast and lunch will be provided at 

the summit. There will also be a reception 

with appetizers at the end of the first day. 

Most of your meals will be included during 

the summit. The only other meals you might need would 

be during your travel to and from the summit. 
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How do I get to the hotel? 

 

There are many ways to get to the 

Summit.  You and your state team will 

need to decide what method of travel 

is best for you. You might take a 

plane or a train, or possibly drive if it’s not too far. If you 

take a plane or train, you will probably need to get a 

shuttle or taxi to the hotel from the airport or train station. 

Information on airports, taxis, and shuttle services will be 

available with the hotel information on the website. 

What do I need to pay for?  Do I need 

to bring money? 

  Room service 

 Movies, if you want them  

 Internet service, if you want it 

 Alcoholic beverages, if you want 

them 

 Snacks/meals not provided during the Summit 

 Activities during free time 

 Other costs not included in travel support 
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What should I wear?  

Most people wear business 

casual (nice pants/ shirt) during 

the meeting, however after the 

formal day, if you feel more 

comfortable in jeans, feel free to 

do so. 

 

Can I bring information about the self-advocacy group 
I am involved in? 
 
Yes! Each state will have a table on 
which to place brochures, fliers or other 
information about their self-advocacy 
groups.  The tables will be set up during 
the whole summit, however, specific time 
has been set aside in the agenda to 
allow you to talk with advocates from other states about 
what they are doing. Coordinate with your team lead so 
that you don’t all bring the same thing.  
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What happens if I get nervous or have questions?  

 
Volunteers and staff will be wearing name tag with a bright 
orange cord and an orange ribbon that says “Ask Me”. 
 

 

Your state team lead is a good person to ask questions as 

well. 

 

Will I get information about this meeting afterwards? 

 

Information from the meeting will be posted 

on the website 

www.alliesinselfadvocacy.org.  This 

information will include state team 

presentations about self-advocacy in each 

state, as well as state plans (as long as the states agree to 

share them publicly). 

  

http://www.alliesinselfadvocacy.org/
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Alphabet Soup 

 

ADD – Administration on Developmental Disabilities 

AUCD – Association of University Centers on Disabilities  

DD Act – Developmental Disabilities Act 

DD Council – Developmental Disabilities Council 

EST - Enterprise Services & Technologies, Inc. 

HSRI – Human Services Research Institute 

NACDD – National Association of Councils on Developmental 

Disabilities  

NASDDDS - National Association of State Directors of 

Developmental Disabilities Services 

NDRN - National Disability Rights Network 

NYLN - National Youth Leadership Network 

P & A – Protection and Advocacy 

SABE - Self Advocates Becoming Empowered 

SDDC – State Developmental Disabilities Council 

UCEDD – University Centers for Excellence in Developmental 

Disabilities  


