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President’s Letter 
Dear DC HLA members and friends,

A number of positive changes have been occurring in the District of Columbia, and in this newsletter, we’ll be covering some of these changes.

One change that we will mention is that to be consistent with the name change of the National Hearing Loss Association from Self-Help for Hard of Hearing People, the website has been changed from www.geocities.com/dcshhh/ to www.geocities.com/hla_of_dc.

A wonderful conference addressing disabilities issues in the District of Columbia was held last December 15, 2007.  We have an article covering that conference.

In this issue, we will talk about some of the outside resources available and helpful to those with a hearing loss.  
	National Hearing Loss Association Convention
Dates: Thursday, June 21 – Sunday, June 24, 2007

Location: Cox Business Services Convention Center
1 Myriad Gardens
Oklahoma City, OK 73102

http://www.shhh.org/


We are not just a community that includes people with a hearing loss, we are also part of the larger disability community.  In this newsletter, we have information about Justice for All.

We have a very informative article that tells about recruitment from Dr. Neal Bauman.

Whether we consider ourselves to be  as part of the hearing loss community or part of the disability community, we all have a right to be treated with dignity and respect, to be valued as people and as people who can make a positive contribution.  It can be with our families, in the workplace, and in our communities.  We have the same responsibility to treat others with respect and consideration.

Also, included in this issue is a brief article about Gallaudet University and some of the concerns we have.

This spring, we are continuing our sixth year as a group/chapter and publishing our fourteenth newsletter, both in print form and putting a copy on the DC SHHH (now HLA) website.  Our vision is to improve the quality of life especially when it comes to communication access for everyone, especially those with hearing loss in the District of Columbia.  This newsletter is a public service as well as a forum to educate everyone about our concerns and needs.  It is also a forum for people with hearing loss to express their concerns and needs.
We hope that everyone finds this newsletter helpful and enjoyable. For more information or suggestions, please contact Tamar Clarke via email on tamarclarke2000@yahoo.com. 
Sincerely,  
Tamar Clarke
The State of Disabilities in the District of Columbia Conference
By Tamar Clarke

A major event was hosted last December 15, 2005 in the District of Columbia sponsored by the Mayor’s Committee on Persons with Disabilities in DC.  The chair for this conference was Stephen P. Gorman. Rhonda Stewart with the Dept. of Human Services (DHS), Rehabilita-tion Services Administration (RSA) provided support services for this conference.  It was an outstanding conference that addressed disabilities issues in the District of Columbia.  Over 200 people participated.  This was the second year that it had been held, and we consider it to be a major step forward for DC residents.  Our current mayor, Adrian Fenty, attended this conference.

The morning session, a general session open to everyone, covered disabilities rights.  We heard about the Disability Protection Rights Act of 2006 (DRPA).  This law is to improve DC’s compliance with ADA laws.  Twenty percent of the population has disabilities.  This bill was approved unanimously on December 5, 2006 by the city council.  However, additional support is needed from DC residents to urge our lawmakers to allocate funding essential to giving this bill real clout. With funding, staff and additional resources can be utilized to make the ADA a reality for everyone. This law has the potential to create a positive change for people with disabilities, as well as those who technically do not have disabilities.  This bill creates a district-wide office that will report to the Mayor.  Note:  A copy of their power point presentation is on our website.
T.J. Sutcliff, the Director of Advocacy and Public Policy with the ARC of the District of Columbia, spoke about the  People First Language Bill.  What this bill stresses is how language affects our perceptions about other people, especially those who have disabilities. Instead of saying “Afflicted with disability”, it is much more respectful to say “has a disability”.  Regardless of what our disabilities are, we are all people first, who may or may not have a disability.  It is a national movement that was started by Pennsylvania Governor, Robert P. Casey in 1992.  This bill was unanimously passed last July 2006 in the District of Columbia. For more information about language use regarding disabilities, check the following website:  www.disabilityisnatural.com.

We heard from Bobby Coward, the President of DIRECT action.  He was in serious accident and became physically disabled.  Yes, anyone of us through an accident or medical event can develop a disability.  One of the points that Bobby Coward made is that some government (especially federal) regulations pertaining to those with a severe physical disability do not make sense.  One rule is requiring all with severe physical disabilities to live in a nursing home regardless of their age.  For younger people, it makes more sense for them to remain in their own homes with their families.  They should be financially assisted to do this.  Does it make sense for someone in their twenties and thirties to live in a nursing home when they have families and community ties?  

Four afternoon sessions were held.  One was on transportation, another on housing, the third one on education, and the fourth on health and recreational therapy.  I attended the transportation and education sessions.  It was interesting to hear what the Washington Metropolitan Area Transit Authority WMATA is doing to provide appropriate transportation services that meet the needs of people with disabilities, especially those with physical needs and visual issues.

As for the education session, it was addressed more to the younger population in our community and some of the services that are available. A really interesting speaker was Kim Jones, from Advocates for Justice and Education (AJE).

We look forward to this conference being held again next year, and with even more participants.  With a DC cabinet level office that focuses on disabilities issues, we will hopefully improve our community’s compliance with ADA regulations and have fewer lawsuits.
American Association of People with  Disabilities   (AAPD)                           By Anne Sommers

With more than 100,000 members nationwide, the American Association of People with Disabilities (AAPD) is the largest nonprofit cross-disability membership organization in the United States. AAPD’s mission is to promote the economic self-sufficiency and political empowerment of all children and adults with disabilities in the United States and work in collaboration with other disability organizations for the full implementation and enforcement of disability nondiscrimination laws. AAPD was founded in 1995 by five key disability rights leaders who were actively involved in the writing and passage of the Americans with Disabilities Act. These five leaders – Justin Dart, former Chair of the President's Committee; Paul Hearne, President of The Dole Foundation; I. King Jordan, President of Gallaudet University; John D. Kemp, President and CEO, Very Special Arts; and Dr. Sylvia Walker of Howard University – founded AAPD with the vision of uniting the potential of the more than 50 million people with disabilities living in the USA. 

In addition to desiring a unified membership organization representing American citizens with disabilities and their common goals, AAPD recognizes a genuine need for basic benefits – including life, health, automobile, and disability – which for many people with disabilities have been historically unavailable or unaffordable. On account of AAPD’s national partnership with the Digital Federal Credit Union (DCU), AAPD members have received more than $125 million in “Mobility Vehicle Loans” for adapted vehicles and “Access Loans” for modifications to any product, device, or building aimed at assisting those with disabilities live more independent lives. AAPD members also enjoy discounts for certain rental cars, drugs, life insurance, and New Mobility magazine. However, AAPD’s chief aim for its members is to keep them informed of current issues and strategies that impact people with disabilities so that they are always equipped to demonstrate leadership locally and nationally. AAPD members receive AAPDnews, a quarterly newsletter that provides legislative updates, information about AAPD programs, and the latest national disability news.

AAPD operates programs in four core areas that seek to build on AAPD core principles of unity, leadership, and impact – Advocacy, Political Participation, Leadership Development, and Mentoring and Career Exploration. AAPD’s advocacy initiatives focus on working with Congress to promote bipartisan legislation and policies that enable people with disabilities to live more independently pursue more meaningful employment, exercise self-determination, and more fully participate in all aspects of society. AAPD’s Disability Vote Project is a non-partisan, grass-roots effort to get out the disability vote in all local, state, and national elections as well as to ensure full accessibility of all polling equipment and locations. AAPD cultivates leadership in a variety of ways. AAPD offers cash awards in the amounts of $10,000 and $50,000 each year to emerging disability leaders engaged in positive work with positive visions for the disability community. AAPD also operates paid information technology internship and Congressional internship programs for college students with disabilities each summer. Additionally, AAPD manages “Disability Mentoring Day” each year, which gives nearly 15,000 students and job seekers with disabilities in every state, the District of Columbia, Puerto Rico, the U.S. Virgin Islands, and international locations firsthand experiences shadowing and exploring careers in their chosen fields in a meaningful, hands-on way.

AAPD also hosts an e-mail listserv known as Justice For All (JFA) with a mission of informing and enhancing grassroots disability advocacy. JFA emails include articles offering information and commentary on a variety of topics: tip sheets on Medicare eligibility requirements, new medical procedures, disability history and culture, court rulings which affect the interpretation of the Americans with Disabilities Act, and legislative updates. JFA also sends out Action Alerts, alerting disability advocates of opportunities to take immediate action to influence their state and national legislative processes to make a difference for people with disabilities, typically by calling or writing their members of Congress at specific, critical times. One need not be an AAPD member to receive JFA emails, and those interested in subscribing should visit the AAPD website (www.aapd.com) to learn how to subscribe. JFA also welcomes contributions for possible distribution over the listserv. Those interested in sending a submission for consideration by the moderator can send an email to JFAModerator@aol.com with a subject line of “JFA Submission.”

To learn more about AAPD and its work, to view more information about JFA as well as an archive of its posts from as far back as 1995, or to learn how to become a member of AAPD, visit the AAPD website at www.aapd.com. 

Editor’s note:  Anne Sommers was kind enough to write about AAPD and their listserv that she monitors.  It is much appreciated.
Hearing Aids:  Why Won’t My Daughter Wear Her Hearing Aids?
by Neil Bauman, Ph.D.
July 11, 2006

A mother wrote:

My 2-year-old daughter really hates wearing her hearing aids. She has been fitted with bilateral hearing aids since she was 3 months old.
We have had many different ear molds made. We have adjusted settings on her hearing aids many times. I have recently taken my daughter to a new audiologist to see if she can help this situation. She turned up her hearing aids to see if this would help her to see the benefit of her hearing aids. This has been a very frustrating experience since she was 7 months old and learned to pull them out. I have tried many measures to make her wear her hearing aids including setting time limits where she has to wear them, putting her in time out when she takes them out, rewarding her with praise when she has worn them for an extended period of time, etc. I do well to get her to wear them two hours a day. She still gets upset when I get her hearing aids out and make her wear them, and often when I leave the room she pulls them out. She has group speech therapy with 2 other children that have a hearing loss similar to hers and their parents don’t have this problem.

She has seen 2 audiologists that specialize in pediatrics and both of them I think are at a loss of what to do. She does perform better with her hearing aids on in the sound booth than when they are off.

I am her parent and I know that hearing aids are extremely important but I don’t have to wear them and I am afraid they are hurting her. I do not know what they feel like on my daughter’s ears, and she is not old enough to tell me why she does not like them. I feel as if everyone thinks I am being ridiculous and a negligent parent by not forcing her to wear them every waking hour. I would love for her to wear them all of the time and I get so excited if we have a few good days where she wears them for 5 to 6 hours. There is nothing more that I want than for my child to hear more clearly but I don’t want her to be miserable either. I don’t think that it is fair just because she is a child and I am an adult that I spank her; put her in timeout, act angry at her, etc. if she takes her hearing aids out. Do you have any insight into all of this?

I hear you. You are caught between the professionals that say she must wear her hearing aids all the time, and your daughter who much of the time hates wearing them and thus yanks them out. The professionals are theoretically correct, but your daughter is taking a practical approach as I’ll explain later.

In your letter, you reveal several clues as to what the problem really is, and thus the solution to all of this. Let me explain.

At the outset, you need to determine whether your daughter’s refusal to wear her hearing aids is an act of rebellion (defying your authority as a parent as many two-year-olds do), or if there is some other cause.

I do not believe your daughter is rebelling against you. Here’s why.

1. Punishments aren’t working. Neither are rewards. When the pain exceeds the gain, the bad behavior stops. This is not happening. Neither rewards nor punishments are working. To me, this indicates that there is a fundamental problem that needs correcting, so you need to look further.

2. She doesn’t hate her hearing aids as such, in fact, she is quite proud of them. You write, “I don’t feel that she feels different with her hearing aids in. In fact she is quite proud (because they are pink) and she wants to show them to people when she has them in.” Also, she has classmates with hearing aids too so she doesn’t feel different. So it is not “wearing” the hearing aids themselves that is the problem, it is something about wearing them.

3. She reacts the same way each time you get her hearing aids out. You write, “She still gets upset when I get her hearing aids out and make her wear them, and often when I leave the room she pulls them out.” Some people would have you believe that she just needs to get “used” to wearing her hearing aids. You’ve been doing this for well over a year, and if this was the problem it would have ended long since.

Thus, I don’t believe she is rebelling either against the hearing aids or your authority, but is reacting to the pain they are causing her. All her actions are consistent with this.

In fact, you are questioning this yourself. You write, “Many times I have questioned whether the hearing aids were hurting her. It has been very difficult for me as a parent to force my child to wear them when I question if these things are painful to her. ” To your credit you have replaced her ear molds several times thinking that it was the ear molds that are hurting her. In addition, you have had her hearing aids adjusted numerous times, all to no avail.

The audiologists don’t seem to have a clue what to do. One even turned up her hearing aids “to see if this would help her to see the benefit of her hearing aids,” and I bet just the opposite happened. She is now even more insistent on not wearing them.
I think the real problem is that her hearing aids were not adjusted properly and are allowing some, or all, sounds to be amplified to the point where she feels pain.

This becomes clear when you write: “We went to a baseball game and were standing in line for the concession stand, it was very noisy and in a confined area. She immediately became upset and within 30 seconds she was pulling her hearing aids out. She can’t stand them in any noisy environments–restaurants and WalMart, etc. She also lives in a very lively house. She has a four-year-old brother with whom she loves to rough-house and play loud games. She also has some difficulties with loud noises such as the hair dryer even without her hearing aids in.”

You need to understand that there are two kinds of “sounds being too loud.” The first one is the one everyone is familiar with–typical noisy situations can get so loud that the sounds eventually become painful. Any audiologist worth her salt knows this, and sets the hearing aids so that they won’t amplify above this level. Thus after a person gets used to wearing hearing aids, and their brain gets used to hearing louder sounds again, this is not a problem.

However, there is another kind of “loudness” that few people know about, and few audiologists really understand. It goes by the fancy name of recruitment. With recruitment, even normal, everyday sounds can be perceived as so loud that they are painful.

I believe this is your daughter’s problem. When she perceives sounds as painful, she yanks her hearing aids out. Since she can’t tell you this is happening, she does the only thing she can do to stop the pain.

Recruitment accompanies hearing loss. If you have a sensorineural hearing loss, you will have recruitment to some degree or other. Your daughter seems to have a severe case, just like I have. That is why I understand what she is going through. To learn more about recruitment, read my article called “Recruitment.”

Louder sounds recruit. So can softer sounds. For example, just putting a glass on the table makes a little “thunk” sound–but that particular sound blows the top of my head off (figuratively of course) because, to me, that sound is excruciatingly loud. So are dogs barking and many other sounds.

It’s hard to believe how much these sounds can hurt unless you have experienced recruitment for yourself. If you observe your daughter, you’ll likely notice she yanks her hearing aids off as the sound level increases or certain sounds are present.

As you have discovered, some audiologists do not have a clue how to really adjust hearing aids to fit a person. Many just use the manufacturer’s standard algorithm and fit according to that. This does not work if you have recruitment!
For 50 years I wore hearing aids that could not effectively compensate for my recruitment. Thus whenever certain sounds were around, I yanked them out–for 50 years. Recently, I got hearing aids that can be set to control most of my recruitment. Now I finally can wear my hearing aids under most listening conditions! It’s wonderful!

If your daughter’s hearing aids are not adjusted properly to account for her recruitment, no wonder she can’t stand them and yanks them out. You should be able to tell if sounds are recruiting for her. If a sound that is not too loud to your ears causes her to startle, blink or jump, that sound is recruiting and hurting her.

You mentioned that one audiologist turned up your daughter’s hearing aids to see if this would help her to see the benefit of her hearing aides. I cringed when I read that because this is the wrong thing to do. Sounds are already too loud for her to stand (except in quiet settings) and turning them up makes it even worse! This just exacerbates her recruitment problem.

The solution to recruitment is to set the compression on her hearing aids such that no sounds can ever exceed the recruiting level, whatever that level is.

Her audiologist needs to test for recruitment at each standard test frequency, and then set the compression appropriately in those channels that contain any recruiting frequencies.

Another point, do her hearing aids have automatic volume controls, manual volume controls or automatic volume controls with manual overrides?

You should never have automatic volume controls unless you also have manual overrides–especially for those with recruitment! If you can control the volume manually, then you just turn it down in noisy situations. It’s that simple. This will go a long ways in controlling recruitment in many, but not all, situations.

To sum this all up, until you get your daughter’s hearing aids properly adjusted for her, don’t make her wear them in any except quiet situations. You might be surprised to know that many adults dump their hearing aids in dresser drawers and don’t wear them because of this very same unresolved recruitment problem, and they can say that their hearing aids are hurting them.
Editor’s note:  Copyright by 

Neil Bauman, 2006 Used by permission. For further information on hearing loss issues, go to http://www.hearinglosshelp.com. It is an excellent website and resource on hearing loss issues.

Book Review on Digestive Wellness, 3rd ed. Publisher:  McGraw-Hill

448 pages, $18.95

ISBN:  0071441964

By Bruce Alan Clarke

As all of us deal with hearing loss issues, we also need to be concerned about our overall health, especially in regard to the foods we eat, and pay attention on how well our digestive systems work.  As more people get older, more of us also develop hearing loss, along with other health issues.  Our bodies are made of the nutrients that we put into it.  In this book, the author covers what nutrients are beneficial for various health conditions.

Dr. Elizabeth Lipski, who has a Ph.D in clinical nutrition, has written a book that explains the digestive process.  She does an excellent job of explaining on ways to improve our digestion.  This will improve our health and specific health conditions.  The book contains one of the best explanations that I have read on the various types of gluten sensitivity that people can have, ranging from celiac (where there needs to be an absolute avoidance of all foods that contain gluten such as wheat, rye, barley, and oats) to milder gluten sensitivity and the side effects of this sensitivity.  Some of the effects of gluten sensitivity can be dermatitis herpetiformis and thyroid disease, along with other health conditions.  She covers some of the laboratory tests that can be conducted for this health condition.

She talks about the beneficial use of probiotics, also known as acidophilus, for the digestive process.  It is the same type of bacteria found in yogurt. She covers the foods that are better for your health, and which ones should be avoided, whenever possible.  She also talks about the presence of bacteria and parasites in the digestive tract, especially in the intestinal area.  She explains what the leaky gut syndrome is about.

In this book, the term functional health is used.  Generally, health in this country has been talked about in terms of a disease.  Functional health is health that enables you to perform all the activities, including your thinking that you wish to do.  It makes more sense to talk about functional health as opposed to dealing with a health issue or disease.  To me, that is really the purpose of healthcare, to enable each one of us to live an active and productive life to the very end.
This is a guide on digestion to educate you, and to help you work under the guidance of a health care provider.  It includes resources along with references and an index.  It belongs in every family’s medical library.
The author also has a website for more information:  www.elizabethlipski.com.

Gallaudet University

By Tamar Clarke

As a person who has lived with a hearing loss all my life, came unfortunately rejection as well as not enough acceptance, I can understand the attractiveness of being in an environment where many people have some hearing loss issues.  In such an environment there is understanding as well as acceptance.

A hearing loss is a hearing loss, despite the degree of loss, we all deal with communication issues on three levels (first to simply hear, second to process what we have heard, and third is to respond to what we have heard).  This is in turn affects our communication as well as our social world.  There is this reality that regardless of the hearing that I have or do not have, I have to live in the larger world with people who presumably hear well.

Gallaudet University is a place where people with hearing loss understand each other and accept each other, something that is not quite there in the larger world.  This makes Gallaudet a very special place especially to those who are part of the deaf community and are fluent in sign language.  People who have attended and graduated from this university have positive and special feelings about this place.

Gallaudet University is also an educational institution, designed to educate and prepare its students for the larger world, in the world of employment.  It is their interest, in my opinion, to make sure that all of their graduates have the best skills to compete effectively with those who do hear well in the job market.  These skills are of two kinds, the academic/vocational skills and the social/emotional skills.  Both are needed to be today’s and tomorrow’s leaders.

The writer’s experience with special education as a child is mixed.  I spent a year in special education, and it was basically a babysitting service funded by the taxpayers.  This was a long time ago.   This is one reason why many parents favor mainstreaming so that the educational standards are not reduced.

While it is really nice to be in an environment that is understanding and where everyone is like you, one question to ask is where will be the best economic future for me when I finish my education?  Will the best economic future be with other people like me, or, will there be opportunities for me in the larger world?

The other concern was the choice of the new president.  I do believe that whoever ultimately is chosen as the new leader needs very strong communication skills, to be able to listen to the various groups, bring these groups together, and promote a common vision for all of the Gallaudet students, as well as faculty and supporting staff.

I am pleased with their choice, their interim president, Dr. Robert R. Davila, now their ninth president of the university.

I also would like to see the graduation rate increase.  A graduation rate of less than 50% percent does not speak well for the university.  I would like to see a minimum graduation rate of 90% and each graduate go on to careers and occupations that lead them to success;  graduates whose skills are in such demand that both the public and private sector consider them to be valued employees.

CapTel telephones for DC Residents? Progress Report

by Tamar Clarke

The District of Columbia Telecommunications Relay Service Advisory Board’s proposal for captioned telephone (“CapTel”) services for DC residents with hearing issues is still under review by the Public Services Commission.  For 2008, the Commission has approved a budget that does not include CapTel services.    

If you have a hearing loss and have trouble with regular telephones in spite of the t-coil on a hearing aid and/or an amplified telephone, or a loved one with the same situation, please let your elected representatives know how beneficial this service will be.  It will enhance your independence as a communicator.

Please contact the Public Service Commission of the District of Columbia for further information.  The Commission can be reached at: 202-626-5100 and their website is: www.dcpsc.org.
Note:  CapTel telephones contain a small monitor that display captions of the person's voice from the other end. Presently before the DC Public Service Commission, the CapTel proposal is being studied by a team of PSC employees and an advisory committee composed of citizens and organizations which have legal status in the District of Columbia.

Addendum Note:  We wish a speedy recovery for David Sherman, a person who has a hearing loss.  He lives in Montgomery County with his wife, Debbie.  He is recovering from a car accident in February 2007.

Please send questions about the newsletter and other related inquiries to the newsletter editor Tamar Clarke via email:  tamarclarke2000@yahoo.com
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Dues Renewal 

Our treasurer, Paula Preston is ready to receive renewals.  The dues enable us to print and mail out these newsletters. 

A copy of our application is available on our website.  Dues renewals are sent to Paula Preston at:

613 Quincy Street, NW

Washington, DC  20011

Note: Dues are $10 a year.[image: image1.bmp]
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