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people to introduce themselves and discuss 

how they feel. Other common topics are 

preparation for upcoming events such as: 

legislative advocacy, social activities, 

(dances) and educational trainings. Some 

groups do well in community outreach. For 

example, visiting local high schools and 

universities, and participating in parades. 

This is an example of public awareness 

about disabilities. 

 What are the benefits of running your 

own group?  A peer-toïpeer connection  

develops.  Having a self-advocacy group 

creates an atmosphere where persons with 

disabilities feel safe and welcome. A lot of 

self-advocates have been through times of 

feeling isolated. Itôs good when people meet 

others that have shared the same            

experiences. You also can develop better 

skills at being less afraid to speak up. Being 

part of a group can also give you more    

social confidence to treat people with          

respect, even if they are 

not quite like you. So, get 

out there and get          

involved! Your self-

advocacy group needs you!  

LƳǇƻǊǘŀƴŎŜ ƻŦ ǊǳƴƴƛƴƎ ȅƻǳǊ ƻǿƴ ƎǊƻǳǇ .ȅ aŀȄ .ŀǊǊƻǿǎ 

 The term Self-Advocacy means 

persons with disabilities taking charge of 

their personal lives. It is a movement 

where we strongly encourage people to 

speak up about issues that matter. Not 

only that you are speaking up for     

yourself, but others as well. To do so, 

self-advocates should start out by      

running their own group meetings. This 

is so you can learn to advocate directly 

about your needs in life.  

 So you may be curiousï what does 

it look like to run a meeting effectively? It 

does not mean having your advisors in 

charge. Let them be there to assist you 

only if needed. Local groups have   

elected officers.  A  President, Vice-

President, Secretary, and Treasurer. 

Some groups also have a Sergeant at 

Arms to help keep meetings on track. 

The officers set an agenda ahead of 

time. Common agenda topics include a 

list of group agreements (ñRulesò) that 

officers help the group put  together.  

 One common item could be a 

prompting question.  This can allow    



 

 

Judy Cunio Memorial   
 

Born with cerebral palsy on 
January 23, 1952; Judy was a 
pioneer of the self-advocacy 
movement. Barred from public 
education and institutionalized 
as a teen because of her      
disabilities, Judy fought for her independence 
and was determined to become a professional 
advocate for others with disabilities.  
 
In the early 1970s, she was a founding     
member of People First, now an international 
organization of individuals with developmental 
disabilities. After living in several state-funded 
facilities, Judy realized her dream of living    
independently in her own apartment, where 
she lived for the last 14 years. 
 
For the past ten years, Judy served as the Self 
Advocacy Coordinator for the Oregon Council 
on Developmental Disabilities. She made it 
her personal mission to ensure that self-
advocates like herself be actively included in 
all groups, making decisions that affect the 
lives of people with developmental disabilities.  
 
Judy Cunio was known, admired and loved by 
many throughout Oregon and the nation. She 
will be dearly missed and always remembered 
for her passion, her unique brand of humor, 
her many hair styles and colors, her generous 
spirit, and her profound  impact on the self-
advocacy movement. 
 
Judy died June 17, 2011 from injuries         
sustained in her home the previous day. She 
was 59 years old. Memories and Stories are 
being shared on the Judy Cunio Memorial 
Website at http://judy-cunio.last-
memories.com/.  
 

 
 

 

 

 

 

 

 

 
 

SABE Executive Committee  
 

¶ Betty Williams, President         

 (Indiana, Region 5)  

¶ Max Barrows, Vice President 

 (Vermont, Region 8)  

¶ Vicki Wray, Secretary 

 (Colorado, Region 3)  

¶ John Britton, Treasurer 

 (Arizona, Region 2)  

¶ Bill Story, Sergeant At Arms 

 (Kansas, Region 4)  

 

SABE Board Members  

Region 1  

Jim McNamara & Jason Billehus  
 

Region 2  

Ryan Duncanwood  
 

Region 3  

Bryon Murray  
 

Region 4  

Cathy Enfield  
 

Region 5  

Carol Robinson  
 

Region 6  

Kenny Stallings & Bernard Baker  
 

Region 7  

Hope Finley & Bill Krebs  
 

Region 8  

Clint Perrin  
 

Region 9  

Teresa Chappell  
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The Role of an Advisor  By Max Barrows 
  
Local Self-Advocacy groups are run by peers 
themselves, but sometimes it can be a challenge.  
This is where the role of an advisor comes in.  An 
advisorôs job is not to run a group meeting.  They 
are there to assist self-advocates by ñstanding    
behind the curtainò at meetings.  

  
The members of the local group are responsible for recruiting and selecting advisors to 
work with the group.  It is a good idea for the group members to write a job description 
clearly saying what they want the advisor to do.  The officers of a local group and the      
advisors work together like a team.  Here are some of the possible roles of an advisor: 
 
1. Before a group meeting, officers have meetings ahead of time to put together an      
agenda.  Advisors are there to make sure nothing important slips through the cracks.   

2. Advisors can assist with making sure everybody in the group is notified of the time and 
location of the meetings and any upcoming events. 

3. Some groups have refreshments during their meetings.  Self-advocates usually bring 
their own, but an advisor can help keep track of who is bringing what.   

4. Transportation is also important. Advisors usually donôt give rides, but can make sure 
everybody gets to and from a meeting successfully.    

  
When a meeting is in session, advisors are usually ñinvisibleò, meaning they stay quiet and 
let the self-advocates take command.  While going through the agenda, the advisors can 
support the officers to make sure the meeting stays on track.  At any time, advisors can be 
asked by the officers to make announcements to the group.  Sometimes, officers can look 
to advisors to assist when somebody is having a difficult time, but it is best if peers can 
support each other.  Some groups handle these situations on their own, by electing a     
sergeant at arms.  This person reminds everyone of the group agreements.  They (or 
somebody else) could keep track of time, to keep the agenda on schedule.  When a    
meeting is over, advisors help self-advocates by putting the room back to how it belongs.       
  
Advisors are not there to take control of the meetings.  For example, advisors shouldnôt tell 
self-advocates how to run the meetings, they are just there to give support. One important 
role of the advisors is to support the group to make sure everyone understands what is   
being discussed. Work together as a team so everyone has a chance to participate. 
 
 When the meetings are in session, the advisor should only speak if they raise their hand 
and are called upon.  As an advisor, keep this in mind: ñpay no attention to the man behind 
the curtainò, like is said in the Wizard of Oz!  Stay as ñinvisibleò as possible, and let self-
advocates be in charge!   
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What A Difference A Group Makes! 
 
 

In preparation for the Rhode Island 
Self-Advocacy Summit, Max Barrows 
held a focus group. Max asked Green 
Mountain Self-Advocates to describe 
how self-advocacy has changed their 

lives. Here are some of the  
comments people said:  

 
 

¶ Before I got into this group, I wouldnôt 
be able to speak and tell people how 
I feel.  At the fire house where I      
volunteer, they do not understand my 
disability. They see me as a liability 
issue. They donôt know about how to 
make things work out. How to       
overcome barriers. If I have a       

problem it helps me to go talk to the 
person I am having a problem with. 
Before I would let people do things 
for me and talk for me. 

 
¶ It has helped me speak my mind and 
tell it like it is. Before I would go to 
meetings about my kids with DCF 
and not say anything.  

 
¶ It taught me how to speak up for   
myself the right way. I used to get 
mad a lot and it didnôt get me very 

far. Now people are more likely to  
listen. 

 
¶ When I got engaged, most of my   
family did not support me getting 
married. My family didnôt think I 
would make it. My group accepted 
me. They supported me when I got 
engaged and supported me when I 
was having issues. 

 
 
 
 
 
 
 

 
 
 
 
 
¶ It helped me to communicate a lot 
better in general. Being able to talk 
civilized with my parents and my   
girlfriendôs parents. Now I can put 
myself in their shoes.  

 
¶ I talk to people about what I need for 
my life and to be local leader. 

 
¶ I know myself better. Iôm finding new 
connections and getting to know  
people and how to speak up to get 
what I need. 

  
¶ It has helped lengthen my friends list, 
make more social connections. 

 
¶ All my friends are in my group.  
 
¶ Before I was shy. Now I am treasurer 
and have been doing some          

fundraising.  
 
¶ We get to hang out with people 
across the state in other self-
advocacy groups. 

 
¶ I am supported by my peers. 
 
Continued on page 5 
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¶ It has made me feel pretty damn 
good about myself! 

 
¶ Before I let other people make  
decisions for me but self-
advocacy has brought me to 
where I am at today. 

 
¶ I had a real bad temper ï but now 
I donôt lose it so much. My group 
helped me realize I was not       
behaving myself like I should. 

 
¶ It increased my self-esteem. I 
donôt so much anymore wish that I 
was normal.  

 
¶ It helped me overcome barriers 
like making decisions to move out 
of my parentôs house and live with 
a roommate in Montpelier. And  
later to move to Burlington, out on 
my own. 

 
¶ I used to cut myself in high school. 
When I joined my group it was the 
first time I had real friends. Now 
Iôm doing trainings. 

 
¶ I feel like I am actually a part of 
doing something for myself, like 
trying to find my own way with  
myself. It helps me to feel          
important. 

 
 
 

¶ In the past I didnôt have much          
confidence in myself now being in    
self-advocacy I speak up for     
myself. 

 
¶ It helps me get involved and have 
fun. 

 
¶ I just like doing this. It is fun to go 
to meetings. I like the meetings a 
lot. 

 
¶ We make friends so we are not 
socially isolated and we fight     
oppression. 

 
¶ Self-advocacy helps you explore 
how  you see yourself in the world 
and how the world sees you. 

 

Continued from page 4 
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 Maisie LaJeunesse is a junior at Spaulding High School in Barre, VT.  In 2010 and 
2011, she worked as an intern at Green Mountain Self-Advocates writing articles 

about self-advocacy. 
 

Over 40 years ago the terminology ñfeeble-mindedò was replaced with ñmental    

retardation.ò  How many of us have heard someone say ñyou R#tardò or ñhe/she is 

a R#tard.ò  It has an obvious slang meaning of stupid, and is a hurtful, negative  

insult.  I hope the passage of Rosaôs law will reduce or eliminate the use of the ñRò 

word. 

 

Rosaôs law is a law that makes the wording of education, health and labor laws 

more respectable toward individuals with intellectual disabilities. President Barack 

Obama signed Rosaôs law into federal law on October 5, 2010.  The effect of 

Rosaôs Law will be meaningful because it will remove words like ñmental             

retardationò from federal statutes.  These terms are hurtful and have been used to 

tease, taunt, label and stigmatize many individuals with intellectual disabilities. 

  

Nina Marcellino, Rosaôs mom, found out that Rosa was labeled retarded at school.  

Rosa has downs syndrome, her three siblings do not use the ñRò word and Mrs. 

Marcellino does not allow its use in her house.  Nina joined other parents and her 

state delegate in the introduction of a bill to change the terminology in Maryland.  

Rosaôs 14 year old brother Nick said, ñWhat you call people is how you treat them.  

What you call my sister is how you will treat her.  If you believe sheôs ór#tardedô it 

invites taunting, stigma.  It invites bullying and it also 

invites the slammed doors of being treated with       

respect and dignity.ò  His testimony explaining the 

need for a change in the terminology to the Maryland 

General Assembly had a great impact.  

  

ñRespect, value and dignity-everyone deserves to be 

treated this way, including people with intellectual disabilities,ò said Dr. Timothy P. 

Shriver, Chairman and CEO of Special Olympics. 

wƻǎŀΩǎ [ŀǿ aŜŀƴǎ ǘƘŜ 9ƴŘ ƻŦ ǘƘŜ άwέ ²ƻǊŘ 
.ȅ aŀƛǎƛŜ [ŀƧŜǳƴŜǎǎŜ 
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Whereas, the ñrò word is used as a common insult; 
 
Whereas, when people with intellectual disabilities hear the ñrò word ité   

hurts the heart 
feels like I can never do anything right 
is not honor, it is a put down 
is like a sword, sharp to the point 
makes us feel we are not people 
is used to separate us from people without disabilities; 

 
Whereas, the r word is also used to put down people with mental health issues, it   
destroys the hopes and dreams of others; 

 
Whereas, when people have this label, it holds them back and sometimes they donôt 
let you do things; 

 
Whereas, there is widespread use of the word because people think it is funny and 
cool to use this word; 

 
Whereas, if someone is told their entire life that they are no good because they have 
a disability, they may believe they do not deserve better treatment; 

 
Whereas, sometimes a person feels shame and is afraid to speak up because they 
fear physical harm;  

 
Whereas, the r word is used a lot on YouTube, MySpace and Facebook and this and 
other hateful language about people with disabilities needs to be addressed; 

 
Whereas, the r word is used by organizations such as VOR who ñsayò they are 
ñconcernedò is wrong, disrespectful and offensive and must be stopped;   

 
Whereas, children and adults with developmental disabilities are abused at much 
higher rates than others. The r word contributes to this pattern of violence. It 
makes it a common thing, acceptable to hurt people with disabilities; 

 
Whereas, just because people need help, we are all human beings and all human  
beings need help at some point in their life; 

 
 

SABE Policy Statement on the R Word 
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Whereas, when we hear this word we hear: 
we donôt want you,  
you are different,  
you do not belong,  
you belong somewhere else; 

 
Whereas, the usage of the ñRò word has the same impact as the ñNò Word, and any 
other type of hate slur; 

 
Whereas, when someone thinks you have that label they wonôt let you do what you 
are truly capable of; 

 
Whereas, when they use those words they keep you from finding yourself; 

 

Be it resolved, it is time for citizens and local, state and federal officials to: 

 
ß Come out and put a stop to using the r word. 
ß Recognize it is not just about being politically correct it is about respect. 
ß Use People First language. 
ß Make sure people continue to get their supports and/or services when the name is 
changed to intellectual disabilities. 

ß Recognize that Congress passed a bill eliminating the r word from federal statutes, 
so we should look to the future, using the term MR is old school. 

ß Work with SABE to come out and put a stop to the ñrò word. 

 

SABE Policy Statement on the R Word 
Continued from page 7 
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Project VOTE! Training 
 

Each year SABEôS NTAC for Voting and         
Cognitive Access leads intensive Project 
VOTE! trainings for P&Aôs and Self-
Advocacy groups in three states.   
 
The Project VOTE! Training builds 
strong relationships between Self-
Advocacy groups, Partners in   
Policymaking programs and P&A 
groups, while everyone enjoys   
interactive learning and fun as 
they prepare to do voter education 
with ALL citizens, including those 
with cognitive disabilities. 
  
Five states submitted very          
impressive applications for the 
training based on the specific 
needs, interests, and resources available 

to make voting a reality 
in their state.    
  
We are happy to          
announce that the     
Project Vote trainers 
will be going to       
Nevada, Nebraska 
and North Dakota this 
year to lead 2-1/2 day 
training programs. 
Each state P&As will 
also receive $3,500 to 
host the training.   

 

Support to Reenergize  
State Voter Teams 

  
NEW this year, SABEôS NTAC for Voting 
and Cognitive Access will be working with 

three P&Aôs and their state 
vote teams who have       
participated in Project VOTE! 
Training to ñrevitalizationò 
their vote efforts.   
 
The P&Aôs who will receive 
this ñre-energizingò           
opportunity are Oklahoma, 
Arkansas and Ohio.  Each 
state will receive $1,000 to 
help them host a state   
meeting to review the status 
of voter education, training            
opportunities, barriers,     
successes and to develop a 
state action plan.   

 
The ultimate outcome will be to increase 
voter education by identifying solutions to 
problems that stands in the way of voting 
for ALL citizens. 

 

 

bŀǝƻƴŀƭ ¢! /ŜƴǘŜǊ ŦƻǊ ±ƻǝƴƎ ŀƴŘ /ƻƎƴƛǝǾŜ !ŎŎŜǎǎ 
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Betty from Indiana 
using an iVotronic 
voting machine 

 

In 2010, Voter turnout was 
ten points higher in the  
states that have Election 
Day Registration.  

Nancy from     
Oklahoma using  
a paper ballot 
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