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	A Letter from 

the Executive Director

We’ve Got a Long Way to Go

By Betsy Valnes
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I recently participated in a workshop about organizational development.  Everything seemed perfect: the class was small, the agenda looked interesting, and the presenter was comical and brilliant all at the same time.  I was ready to learn.
We were asked to purchase two books for the course.  One of the books was The Fifth Discipline: The Art and Practice of the Learning Organization by Peter M. Senge.  The book looked intriguing and informative and useful.  However, always remember what your grandpa taught you: Don’t judge a book by its cover.

The second chapter was titled: Does Your Organization Have A Learning Disability?  You must know that this made me cringe.  But even with my reflex of frustration, there was a curiosity about how it would play out.  How was this person going to link learning disabilities to the state of an organization?  The answer to that question became clear when I read the following: “Learning disabilities are tragic in children, especially when they go undetected.  They are no less tragic in organizations, where they also go largely undetected.  The first step in curing them is to begin to identify the seven learning disabilities.”  

So, my hopefulness was shot.  The book’s relation between an organization and a learning disability had nothing to do with finding new ways to make things work.  It had nothing to do with steering away from the typical way of doing things, and, instead, embraced an atypical mode of creativity.  It referred to errors and wrong-doings and detriments to the organization.  The sad thing is: the content of the book was wonderfully useful.  It was innovative.  It was thought-provoking.  It had value.  But the fact that such derogatory reference was made to our community, I had a tainted perception of the book.  There was an assumed lack of respect shown by the author, or obviously a lack of disability awareness and disability culture, as shown by the negative value directed toward people with learning disabilities.

I wrote the author and publisher of the book.  I shared my feelings of frustrations by noting what a pity it was that such as useful book had to make such offensive reference.  I included a copy of the Disability Respectability Language document and asked for reconsideration toward such references in future publications.  Will it happen?  Who knows.  Will the writer and/or publisher have one of those “Ah-ha” moments and recognize how distasteful it was to publish something like that?  Hopefully.  

The point is that something like this is, sadly, not uncommon.  There are a whole lot of skilled professionals and public experts out there who know little to nothing about disability culture and disability pride.  They are foolish and uninformed.  They say offensive things without giving it a second thought.  

The point is that things like this confirm that we still have a lot of work to do.  We must strengthen the unity of the disability family.  We must remind ourselves to keep aware of what is going on “outside of the disability world.”  And, unfortunately, a reality such as this confirms that our work is far from over.
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A Letter 
From the President

By Stacey Milbern

Dear NYLN fam,

Happy Fall!  What a powerful time of year this is.  As many of you know, October is Disability Awareness Month.  This is a time for us to educate the community, share our knowledge, and be proud of who we are as individuals and as a community!  

I work with young leaders in North Carolina, my home state, who worked really hard to create legislation to require that disability history is shared with people in schools and in local settings.  This team of youth activists worked hard for their goal, and as a result people all over the state are learning from them.  Now, that is an example of Youth Power!  

What makes you feel powerful?  How do you define strength?  Want to write about it?  If so, write a story about it and send it to me.  Maybe you can have your voice heard in our Winter Newsletter!
Lead on!!

Love,

Stacey
Cell: 910-578-9552

Skype: Stacey.milbern

Email: Stacey.milbern@gmail.com 
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The Riot! E-Newsletter:

Self-Advocacy Information You Do Not Want To Miss

By Emily Holmes
Are you looking for ideas about self-advocacy?  Do you want to connect with other self-advocates?  Are you interested in learning more?  If you said ‘yes’ to any of these questions, then you need to check out The Riot! 
Five years ago, the Human Services Research Institute (HSRI)* and some self-advocates with disabilities decided to start a national e-newsletter on self-advocacy.  The first e-newsletter was created in July 2004 and it was called The Riot!.  The name came from the phrase “self-advocacy is a riot.”  This name was also chosen because there needed to be a title that would catch peoples’ attention.

Before The Riot!, a national e-newsletter on self-advocacy did not exist.  There needed to be something about current topics that were important to self-advocates around the nation.  Their goal is to help people with disabilities and self-advocacy groups learn to speak up and take action.  The newsletter has articles about activities that cover a number of topics.  Some of the topics are:

· Budget cuts in state disability service systems,
· Employment,
· Guardianship, and
· Advising self-advocacy groups,
The Riot! Presents these topics using stories from:

· Self-advocates about their lives,
· Interviews with people in the U.S.,
· Events going on in the U.S., and
· Resources for advocates in the country.
The Riot! is created by editors and they are all volunteers.  Right now there are nine editors from around the country.  The editors write the articles and sometimes special guests write articles.  
Sometimes they interview special guests.  The articles are based on the subject of each e-newsletter.  The editors try to choose subjects that are important to disabled self-advocates.  They also choose subjects that follow the trends [main topics going on at this time] around the US.  

The Riot! e-newsletter can be found online at www.theriotrocks.org.  People can sign up to receive emails on the e-newsletter.  If you want to sign up, follow these steps:

· Click on the link above and scroll to the bottom of the page.  You will see: “You found The Riot!”  

· Next click on the blue link called Sign Up. 
· Put in your email address.  

· Then you’re done!

The Riot! comes out in January, April, July, and October.  Please note, when doing a search online for The Riot!, you must type The Riot! Newsletter or else you will get a rock band with the same name.  The Riot! encourages people to share the e-newsletter with other self-advocates and self-advocacy groups, especially for people who do not have access to the internet.

Are you interested in writing for The Riot!?  If you are, please send an email to Teresa Moore at mooreadvocacy@aol.com.  In the email provide your

· Name,

· Address (including city, state, and zip), and
· Phone number.

*The HSRI has worked with self-advocates around the US for many years.  One of their projects is the Self-Advocates Leadership Network.  HSRI staff also supports The Riot.  The staff assists in putting together the e-newsletter and providing support to the editors.
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By Travis Hoffman

Health Care Reform in America means different things to different people.  But it involves important details for people with disabilities.  People with disabilities come from every race, gender, and ethnic group.  We come from all socio-economic statuses [amount of income], political affiliations, and religions.  In other words, disability doesn’t discriminate.  

However, Americans with disabilities and seniors use our health care system the most.  That is why the health care reform debate is so important for people with disabilities.  That is also why it is so important that we know the right information.  Right now there are five health care bills being talked about on the news and in Congress.  This article will tell you more about these health care reform bills.

First, let’s take away the myths [things that aren’t true]: 

People have been saying that the Government would create death panels for seniors or people with disabilities.  People have said that groups of people will decide when a person is “no longer a productive member of society.”  This is not true. 
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There have also been rumors that Medicare benefits and services are going to be cut.  This is also not true.  

Another myth is that the Government will be making our health care decisions for us instead of our doctors.  People say that health care reform will only lead to the rationing of health care [where there is not enough to go around].  This isn’t true either.  

These details of the health care debate couldn’t be further from the truth.  They are used to try and scare us all into opposing [disagreeing with] health care reform.   Instead, we need accurate and truthful information so we can make up our own minds. 

One good thing has come from these myths.  They have gotten more Americans interested in health care and in using their rights.  People are participating in discussions about health care reform more than they have for a very long time.  They are asking very good questions based on the information they have.  Unfortunately, a lot of the information people are getting only consists of the myths I mentioned above.  If any of them were true, any American would, and should, be concerned about.  

I can’t tell you how you should feel about reforming our health care system.  Making that decision is your right.  But I can share some facts about health care reform.  This will help you become more informed.  It will make you prepared to make those decisions.  

So, here are some facts: 

First, the rumors about “death panels” are lies.  Right now Medicare does not cover counseling for end-of-life care [right before someone dies].   The part of the bill in question would allow people to talk with doctors about optional end-of-life care.   People do this now, but they have to pay out of pocket. 

[image: image10.wmf]
Second, Medicare services will not be cut.  The proposals that Congress is reviewing include cutting out fraud, abuse, and waste.  Disability advocates, along with AARP [organizations for people who are retired], are making sure Medicare benefits fully protected and improved. 

Third, the proposed legislation would not put the Government in charge of making your health care decisions.   
Health care and insurance play big roles in our lives.  Disability advocates across the nation have been working to ensure that we have services.  These services could include long-term supports or home and community-based services.  Disability doesn’t discriminate.  We don’t want health care reform to discriminate against people with disabilities either.

What is in this for people with disabilities?

People and organizations have been working hard to ensure that we have options.  These options are important when it comes to long-term care.  Disability rights organizations have been working together for this.  These organizations are the National Council on Independent Living, ADAPT, and the American Association of People with Disabilities.  Local Centers for Independent Living, AARP, and many others are also contributing. Because of this hard work, a lot of progress has been made to improve the lives and opportunities of people with disabilities.  This is possible because every-day people like you have taken time to vote and contact members of Congress to tell their own stories. Your own story! 

There has been a lot of debate about different parts of health care reform.  Some of it is reasonable, and some of it is not.  One thing that is for sure is that disability rights advocates and organizations will continue to fight the good fight.  They will not rest until we can be sure that all people with disabilities have the opportunity to live their own lives.  They should choose where they live and how they live.  They should be fully participating members of society.  This would include equal education, equal employment, and equal social opportunities as people without disabilities.  

[image: image11.wmf]
These are big goals.  None of this can be done if we don’t make our own voices heard.  “Nothing About Us Without Us!”   So take the advice of the late Justin Dart, one of the great leaders of our movement: “Get involved in politics as if your life depends on it, because it does!” 
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Life with Tourette Syndrome

By Emily Holmes

I like to say that one of my disabilities is unique.  I use pens instead of pencils because I break pencils very easily.  I prefer to drink out of a sippy cup because I knock things over and spill easily.  I cannot wear tops with buttons down the front because I pull on my clothes, and I might pop the buttons.  The disorder that causes my life to be fun, and sometimes frustrating, is called Tourette Syndrome. 

[image: image13.wmf]Tourette Syndrome is a disorder that causes people to make random noises and movements which they cannot control.  The noises and movements are called tics.  The noises range in volume and can be loud and sharp or soft and small.  The movements can be moving an arm or leg or just blinking and sniffing.  
The tics also change over time.  The noises and movements that I am doing now might be different in a month or a couple of weeks.  There are also tics that I have done in the past that I do not do anymore.  The noises and movements change in size and volume.  The tics sometimes get louder when I feel a strong emotion like stress or excitement.  The tics are at their normal level when I am relaxed and feeling regular emotions.  

Tourette Syndrome has definitely been a benefit to my life.  It has also caused some challenges and frustrations.  This forced me to live my life in new and different ways.  Two of the challenges I deal with are shopping for clothes, and eating and drinking.  
For example, I cannot wear tops with a V neck or where the fabric comes together in the front because I might tear the stitching where the fabric meets.  Pants can also be difficult to find because the pockets need to be sewn on well or I might tear them off.  I also can only buy clothes made out of certain kinds of fabrics.  I make messes easily, mostly with food.  This means I need to have clothes that can be washed in a clothes washer, not dry cleaned, and are easy to get stains out of.
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Eating can also be tough because I tend to spill.  Whenever I have anything to drink, even at a restaurant, I bring my sippy cups so my drink won’t spill if I knock it over.  I also have a doctor’s lab coat which I like to call my dinner jacket.  I wear it over my nice clothes so if I spill I will not get food stains on them.

I often meet people who feel sorry for me because of the Tourette.  I don’t want people feeling sorry for me because my life is not hard.  My tics do cause frustrations, but Tourette is a part of who I am, and my life is not bad because of it.  In fact, Tourette actually makes my life better.  One reason I like having Tourette is because it has allowed me to gain an excellent sense of humor.  
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Tourette makes people do random, strange, and funny things.  One of the noises I make right now is “Mama Mia.”  When I shout something out people will laugh, but they are not laughing at me because I have Tourette.  They are laughing because my noises are funny, and people can’t help themselves.  Total strangers have approached me and told me that my noises make them feel good and make them smile.  Tourette Syndrome is a unique disorder that causes challenges, but I can make people feel good and smile, and there’s nothing I can do about it.
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Two Events Stand for Pride!

By Chris Regan

There are two events that youth with disabilities shouldn’t miss.  The Family Café Conference is one of them.  This conference is held every June in Orlando.  It’s been going on since 1998.  It talks about ways that people with disabilities can be independent and get respect.  The Family Café makes sure that the presenters make their presentations accessible and to-the-point.  

[image: image17.wmf]Some presentations are about how to talk about your disability.  Other sessions will be about how to use Medicare or government assistance programs.  Some trainings focus on etiquette [ways to show respect in the community] and how to work with the side effects of your disability.  They try to help all people with disabilities all over Florida.  
They accept nothing but the best in what they do.
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After you’ve enjoyed the Family Café, you can attend the Youth Summit in August.  The Youth Summit is run by the Florida Youth Council.  They are a part of the Family Café.  The Youth Summit is smaller, and they focus on life after high school, taking charge of your IEP, and living on your own.  It has been active for two years.  The Summit hosts awesome, funny, and wise speakers that have disabilities most of the time.  They have accomplished great things in their lives and careers.  They serve as true role models for us all.  Whether your goals focus on going to college, getting a job, or some other plans, the Youth Summit tries to give you the tools to help you reach your dreams.  You can learn more about these organizations by visiting www.familycafe.net and www.FloridaYouthCouncil.com.      

Coming Out with Pride
By Savannah Logsdon
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[image: image20.wmf]October is National Disability History and Awareness Month. October 11th was National Coming Out Day.  There was a march in Washington led by the LGBT community.  There was also a march in Atlanta led by ADAPT [a disability rights organization].  Because these were happening at the same time, I compared coming out as bisexual with coming out as having a disability.  I applied this to my work as an advocate. 

Coming out as bisexual was pretty easy for me.  My Grandmother has been with her partner for 15 years. While someone in a different circumstance may have grown up with a value judgment on sexuality, I was not. I was taught that people were equal, no matter who they loved.  So my coming out was a simple process.  I didn’t have internal conflict, and I got a lot of external support.

Coming out as being on the Autism Spectrum was harder. 
Coming out has several stages, but coming out to yourself is the most important.  It is easy to challenge someone else's prejudice [when people are not seen as equal], but facing our own prejudice is difficult.  Whether you are coming out as a sexual minority or as someone with a disability, these prejudices sometimes keep us in the closet.  [Being “in the closet” means that we don’t share details about our personal or sexual identity.]


I accept that I have a Developmental Disability. It took time, questioning, and the support of the disability community. 
National Disability Awareness Month and Coming Out Day are both about being proud of our identities.  They are about having hope for our futures.  We must look into our pasts, and into our closets, at the prejudices we face. The most important and difficult part is when it comes time to face our own prejudices.
To learn more about the Human Rights Campaign or Coming Out Day, visit www.hrc.org and www.hrc.org/issues/13476.htm. 

A Day in Life 
of Cindy Singletary

By Cindy Singletary

October is the National Disability Awareness Month.  I am really thankful when I think about what that means.  So much has been done for the rights of people with disabilities.  I have always been told that I can do anything that anyone else can do.  
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There have been laws like the Civil Rights Act, the Americans with Disabilities Act (ADA), and the Individuals with Disabilities Act (IDEA).  They have provided us rights and opportunity.  There were many great people who paved the way for our generation and the future generations.  They fought for the laws that we have today.  

These laws are very important, but living with a disability comes with many trials that a person without a disability may not have.  This often makes big events of our lives even more precious.  I remember graduating from high school, my first day in college, my first day at my first job, and buying my first house.  

All of these events are typically important and memorable to many people, but these accomplishments take more effort when living with a disability.

I am really excited about purchasing my first house!  This has been a mixture of scary and exciting feelings.  I use a wheelchair and have a service animal.  So, I need a house that meets my needs.  This made the search very difficult.  When I would find a house that I liked in the ad, I would make an appointment.  When I would look at a house, we would have to create a makeshift ramp [a ramp to use that one time] to get me into the house.  Then there were parts of the house where I could not see.  

I finally found a house that I could see the whole house.  I needed the makeshift ramp, but I could see the whole house.  There would still be modifications needed, though.  Then it was time to offer a bid for the house.  This period is very scary, especially for a first-time homebuyer.  But it all worked out, and the house was mine!  
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Now I have a mortgage and all of those new responsibilities.  I am also figuring out how I can get the needed home modifications.  I contacted the state Department of Rehabilitation Services.  I am working with them to get the modifications I need.  When I receive them and have complete use of my house, this accomplishment will feel awesome.  There have been more steps in the journey, but the journey is worth it.  

Without those who fought for our rights before us, like Justin Dart, we would not have the abilities that we have today.  I would not have been able to receive a high school diploma, to go to college, to have a job, or to buy a house.  

I would not be able to write this article, and you would not be able to read it.  Sadly, there are still people with disabilities, young and old, that do not know that they have rights.  There are people without disabilities who do not realize that people with disabilities have great abilities and rights.  
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It is our job—yours and mine—that we educate others.  The people that fought for the rights of people with disabilities did it for us.  We owe it to them, ourselves, and the future to continue this fight for the rights of people with disabilities.  There has been great progress, but there is still much work to do.

International Corner
L'exchange

By Zeke Nierenberg 

We shall not cease from exploration
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And the end of all our exploring

Will be to arrive where we started

And know the place for the first time. - T.S. Elliot
First, let me tell you a little bit about myself.  I have several neurological disabilities that made it difficult to learn to read and write.  I had to repeat the first grade. I also had trouble with coordination.  I couldn't catch, or play sports of any kind.  After learning to read, I was eventually able to succeed in school, and I discovered that I could do well if I simply tried. I went to an excellent summer camp, Camp Winnarainbow, where I learned to catch and juggle. Camp Winnarainbow teaches kids to live life with grace and joy.  They teach us to take risks in a safe environment and to exercise compassion.  They teach us to have understanding for other perspectives. 

By high school, most of my teachers didn’t even know I had any learning disabilities.  But one did, my French teacher.  I struggled with learning French, but I was able to pass the class the first year and move on to the next level.  It was like learning a code, not like learning a language.

In December, my parents read that a French student was looking for an exchange that summer.  Her name was Anne-Sophie.  She stayed with my family for three weeks and then I stay with her family in France.  I was skeptical. Even though it seemed like a risk I didn’t want to take, I remembered Camp Winnarainbow.  I remembered that it was important to leave my comfort zone. 

The first day was hard. Communicating anything was very tricky. My dad helped with everything we said (he speaks French well). Afterwards I gave Anne-Sophie a tour of Berkeley without my dad.  We communicated, and I learned that she had two cats, a sister, and a brother.   

Her three weeks in California went by fast.  Before I knew it, we were on a plane.  By the time we were over the Atlantic Ocean I started to be a little nervous.  The thought that I really had to rely on my limited knowledge of the French language to communicate was frightening. 

In France, every day felt like a great challenge.  I got a sinus infection, and was always sniffling. The French find that rude.  I had to re-learn to eat, drink, breathe, and swim in France. I even assumed a new name. The French can’t really say “Zeke” so I went by my middle name, Alexander.

With the new name, I took on a new identity.  When we were in the U.S. I told Anne-Sophie that I wouldn’t play sports in France, or dance, or swim. I was bad at those things, so I was afraid to do them.  Zeke never did do them, but, Alexandre could do things Zeke would never think of.

From an early age, I got used to being an outsider.  Most of the time it hurt. I think that a lot of the pain in the world comes from people not understanding that we’re all outsiders.  For me, the exchange was the first time being an outsider was rewarding.  My differences weren’t just tolerated, they were explored. Cultural exchanges bring out a common humanity in everyone.  For me, the trip taught me to accept parts of myself that I’d been trying to hide for far too long.  And I’m glad I did it!
CAPTION: This photo is Zeke and Anne-Sophie in France.  They are standing side-by-side on a trail with lots of trees.
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Contact Mobility International USA to learn more about how you travel abroad! Visit www.miusa.org/ncde, e-mail clearinghouse@miusa.org or call 541-343-1284.
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HELP MAKE NYLN GREAT – MAKE A DONATION TODAY!

The National Youth Leadership Network (NYLN) is a 501(c) (3) non-profit organization run by young people with disabilities.  We empower all young people to reach their maximum potential.  

Members of NYLN must:

· Be between 16 and 28 years old
· Have a disability
· Want to share and learn more about leadership and advocacy skills
To be a member of NYLN: 

· Visit our web page: www.nyln.org
· Go to the link at the bottom of the home page and register to be a member
· There is no fee
Members of NYLN receive:

· Weekly e-mail updates of opportunities for young people around the country
· Quarterly e-newsletters
· Invitations to participate on national teleconferences/webcasts
· Links to training materials and resources created by young people, for young people
· Information about other opportunities through the Network
*All donations are appreciated and TAX DEDUCTIBLE!*

Name/Organization Name:  ________________________________

Street Address:  _________________________________________

City:  ____________________  State:  _______________________

Zip Code:  ____________ Phone: ___________________________

E-Mail Address:  _________________________________________

$___________ = Donation amount

Mail your donation to:  NYLN, Box 5908, Bethesda, MD 20824

Questions? Please call 1-866-480-6565 or e-mail bvalnes@tie.net
[image: image28.jpg]




NYLN thanks the following 


organizations for their ongoing 


support and mentorship.


Professional partners are essential so 


NYLN can be empowered to serve you.





JOZSOFT, a multimedia web development and internet marketing company run by NYLN member, Joe Hall. �HYPERLINK "http://www.jozsoft.com"�www.jozsoft.com� 





Black Hills Special Services Cooperative


2885 Dickson Drive


PO Box 218 


Sturgis, SD  57785 


�HYPERLINK "http://www.bhssc.org"�www.bhssc.org� 










