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 As we look towards Spring- the NAA continues to go full speed ahead! 

 The Board had an extremely productive meeting in February and is 

energized to accomplish our goals including updating our information 

packet and website, creating a marketing and advocacy plan, collaborate 

with related organizations and organize        

regional meetings. We have restructured      

our committee structure and are looking for      

volunteers to serve. 

 The DVD ñIts Still Meò continues to draw 

attention and accolades. We are thrilled to 

have received several celebrity testimonials including Michael Douglas 

and Allison Janney. We are looking for ways to more widely distribute 

this valuable tool for people with aphasia and their families. 

 Our next regional Speaking Out! conference is scheduled for   

June 12th in Washington, DC and is co-sponsored by National           

Rehabilitation Hospital and the Stroke Comeback Center. You wonôt 

want to miss this wonderful opportunity for education, networking 

and hands-on demonstrations of products and technology. Be sure to 

register today! 

 We invite you to join with us in our efforts ï become a volunteer 

for the NAA! Let us know how we can better serve you and your  

families. 

 Remember to share this newsletter with others who might be     

interested and direct them to our website www.aphasia.org and          

resource line (800) 922-4622. We always welcome feedback and look 

forward to hearing from you!  
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We were contacted by Dorothy Woodburn who wanted to share the story of how she 

and her husband, Paul, cared for his mother who had primary progressive aphasia.  

She sent us the following letter in the hopes of helping other people who are caregivers. 

 

BY:  DOROTHY 2010 

 In 2007 I was living in South Jersey and I had a great position at a multimillion dollar company with 

a lot of growth for the future. In spite of this great job, I was still lonely. I was single for a long time and 

a parent of a college student, who was away at school. I lived a quiet life in an apartment with my cat. 

My best friend Wendy lived in North Jersey and she knew a nice single man around my age. I met Paul 

and we had an immediate attraction, so we started a long distance romance for 6 months. We felt right 

for each other and we knew it was more than just a friendship. The distance was hard, but more         

challenging was Paulôs full time obligation to his disabled mother Leona. Paul was a caregiver and lived 

with his 78 year old mother. Paul was stressed and he had his hands full. I had to make a decision to stay 

in my quiet apartment or try to form a relationship with Paul and his mother Leona. I chose Paul and his 

mother Leona over my cat. 

 Leona was post a major stroke and coma for over 7 years and she had a language and understanding 

disability called  Aphasia. I had no experience with Aphasia; Paul had to give me directions on how to 

speak with her. She spoke mostly in a repetitive phrase of 3 words, 2 of English and 1 of gibberish. 

Leona could also speak around 5 single phrases. She could say Good Morning, Good Night, and Hello, 

along with Yes or No. Her intellect seemed mostly intact, and she was in good health physically. We 

spoke to her slowly and we used  gestures. When I first met Leona she locked me out of the house. Paul 

warned me this could happen so I sat outside and read a book until Paul came home. She watched me out 

of the window. I had to accept her disabilities and work things out with her to win her trust. I bought her 

plants and clothes, and on Sundays I gave her spa and craft days. Paul had been taking her to the beauty 

parlor, but I decided to care for her hair and nails at the comfort of her home. For 6 months I spent the 

weekends with Paul and Leona. Leona could dress herself, use the restroom normally, clean her room 

and make her bed, and other minor chores around the house and garden. When I moved in 6 months later, 

Leona was glad to have another woman around the house. Before I married Paul, I had to ask myself, 

could I handle the stress of caring for a disabled elderly woman?  (Continued on page 3) 

We Got Mail!  
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We Got Mail! - Continued 

 

(continued from page 2) 

Paul and I had a new relationship; could we stay together while being caregivers? Could I handle the 

house with nurses and aides coming and going? I knew my life would change. Paul and I both knew her 

mental and general health would decline and we would have a lot of stress. I did accept Paulôs marriage 

proposal and Leonaôs disabilities; she was family. I stayed and helped Paul with his mother Leona.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Leonaôs condition declined dramatically and we then learned she had Primary Progressive Aphasia. 

We cared for her through  all the different stages. We switched roles as we had to parent her. Those were 

not easy days, but our obligations to Leona continued for over 2 more years.  Leona was bedridden for 

the last 6 months of her life. Leona died a peaceful death in our home surrounded by love, in October 

2009. I was with her, our neighbor Ann who is a nurse, and a very qualified hospice aide. We success-

fully cared for Leona for over 10 years in our home, and we have good feelings about our caregiving. My 

husband is a good man who cared for his mother on his own for over 7 years, and Paul always tells peo-

ple he could not have cared for Leona without my help for the last 2 years. I handled her daily mainte-

nance, care plans, diet plans, and managed the aides and nurses. Paul took care of all of the paperwork. 

We were a good team and solved many problems, so we have no regrets. We are still happily married 

and looking forward to a long life together. I wrote a detailed short book to help other caregivers 

throughout their journey. Please contact me at my email address:  fordesign@hotmail.com 
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 After my father, Kirk Douglas, had a stroke, I learned how truly frustrating it is to try to 

communicate with a loved one without words. My dad was still my dad, he just could not     

express himself, initially after the stroke, the way he had communicated so eloquently his whole 

life. And we, his family, were frustrated by the struggle to understand him. The DVD,         

"It's Still Me" , would have been a welcome tool to help us incorporate novel and effective 

strategies to improve communication with each other. Luckily, my father can speak again, but 

many people with aphasia are not so lucky.  

 

 This was true of my neighbor, Adelaide (Chig) Kugel, who was the inspiration for        

"It's Still Me" . Chig was a wonderful and sophisticated lady who developed severe aphasia 

after a stroke. Never able to speak fluently again, this former professional dancer learned to ex-

press herself beautifully without words while maintaining relationships with her family and 

friends.  

 

 Chig's daughter Candy created "It's Still Me" in partnership with the National Aphasia 

Association in memory of her mother in order to share with others the lessons they earned to 

communicate with each other and to maintain their loving bond. I highly recommend "It's Still 

Me"  for families facing communication challenges brought on by stroke, aphasia and related 

conditions. 

Look Who Loves òItõs Still Meó 
Testimonial by:  Michael Douglas, Actor  
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Wife of television journalist  

Bob Woodruff  
 

Testimonial by:  Lee Woodruff  
 

 

 

 

 

 Candy Kugel and the National Aphasia Association have done a masterful job on their DVD  

ñItôs Still Meò, which gives people with aphasia and their families effective ways to communicate 

when words are not available. It is very well done, simple and has lots of useful information. I wish I 

had a resource like this when Bob was recovering from his traumatic brain injury and dealing with 

aphasia. 

  While I was reviewing the DVD, Bob passed by and became transfixed by the images and      

messages of ñItôs Still Me.ò The DVDôs information and style is powerful on many levels, especially 

when emphasizing the fact that the intellect, personality and heart of your loved one is still there, even 

without words. My family and I know this firsthand. 
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Testimonial by:  Allison Janney, actor  
 

 As an actor, speaking and understanding               

verbal dialogue is essential to my craft. While nonverbal 

cues are also a big part of acting, I can only imagine how 

much more difficult it would be to have to express     

oneself without words, all the time, to everyone, for  

everything. This is aphasia. 

 I was immediately shaken by the prospect that I, or 

any of us, could lose our ability to communicate in just a 

moment ï a moment during a stroke or accident that   

injures our brains. Narrating the DVD ñIt's Still 

Meò  for Candy Kugel and the National Aphasia        

Association opened my eyes to a condition that I had not 

known about.  

 ñIt's Still Meò is an essential resource for people with aphasia, their families, friends and             

caretakers which offers many commonsense and useful strategies to communicate without words, to stay 

connected with life and loved ones. 
 

 

 

 

 

òIt's Still Meó:  A Guide for People with Aphasia & Their Loved Ones,"          

is now available for only $15 on our online store !  
 

©2009 Buzzco Associates, Inc., Created and produced by Buzzco Associates, Inc. 

Distributed by The National Aphasia Association.   

To purchase a copy (only $15 plus shipping!) please visit 

www.aphasia.org . 

http://www.aphasia.org/store
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This month we are proud to feature the opening of the  
 

Houston Aphasia Recovery Center  (HARC)  
 

which was co-founded by NAA Board member  Blair Justice and his wife Rita. 
 

 Houston Aphasia Recovery Center (HARC) was established to help people with Aphasia, their 

families and caregivers. When one suddenly loses the ability to communicate, the effects are devastating 

and can lead to isolation. The center provides programs, camaraderie and education to help people         

re-engage in life 

 

 
  

 Rita and Blair Justice (photo on right) were amazed to find out that no classes were available to help 

Blair learn to speak after his stroke in 2006. Blair had had a distinguished career in public health and had 

written six books, none of which he could remember. He didn't speak for almost a year. 

 Rita refused to accept that Blair's situation was hopeless and began to systematically research what 

was being done elsewhere. She soon discovered that there were aphasia recovery centers around the 

United States and Canada. Much to her amazement there were even four in Texas. 

The next year at a stroke seminar Rita and Blair met Doris and Rick Spengler. Doris had also suffered a 

debilitating stroke. The two couples instantly bonded and committed to creating a place in Houston 

where people could practice communicating, and caregivers could receive the kind of support that was 

found elsewhere.  

 What the Justices and the Spenglers had learned first hand was that after three months of treatment, 

those with aphasia were deemed to have reached a plateau and further treatment was neither covered by 

insurance nor readily available. 

 But everything they read clearly demonstrated that people who have diminished communication 

abilities can improve when they regularly participate in conversation programs. Brains continue to 

change and develop when they are stimulated. However, if there is no safe haven in which to practice or 

opportunities for cognitive stimulus, the various forms for communicating are greatly reduced if not lost 

all together. (Continued on page 8) 
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Houston Aphasia Recovery Center  (HARC)  

 

 Soon they met Dr. Lynn M. Maher, chair of the Communication  Sciences 

Department at the University of Houston (photo on left). As luck would have it 

her specialty was working with people with aphasia. After numerous trips to 

aphasia centers around the country, countless exchanges of information with 

those who had launched successful groups in other cities, numerous meetings and 

a good bit of personal dreaming, the five intrepid founders decided to create an 

aphasia center for Houston. 

 In the winter of 2009 these individuals formalized their intentions and       

became the founding Board of Directors for the Houston Aphasia Recovery Center or HARC. Because 

the Board is comprised of those who have aphasia, their spouses, speech and language professionals and 

those who have an abiding interest, the planning process has been enriched with differing perspectives, 

hopes and expectations. 

 With the guidance of non-profit advisors, the Board created a detailed three-year strategic plan with 

mission and vision statements. The first Communication classes began in the spring of 2009 at the      

University of Houston. Recently the Board secured a space that will accommodate classes, an expanding 

program, a waiting room for caregivers, and administrative offices. HARC officially opened for business 

in February of 2010. 

 There is nothing so precious as the ability to understand and be understood. Removing these basic 

tools leads to unspeakable isolation and loneliness. People with aphasia have the right to be engaged       

in society. The Houston Aphasia Recovery Center adds an obvious missing piece to Houston's              

extraordinary medical community and will generate hope and dignity to those who have lost so much.  

HARC Happenings 

 

Wesley King joins HARC 

founding board members 

Blair and Rita Justice and 

Dr. Lynn Maher at 

Wesley's DodgeBall tour-

nament to support aphasia 

recovery. 
 

 

 The stars aligned on February 2.  One star was an extraordinary young man, Wesley King, a sopho-

more at Lamar High School in Houston.  Wesley's grandfather has aphasia and for a school fundraising 

project Wesley decided to do something.  He got a local restaurant to donate pizzas; he had terrific t-

shirts underwritten,  and he convinced his pals to join in a dodgeball ball tournament that raised almost 

$1,000.  The second star aligned with the first when HARC opened its doors at 6260 Westpark Drive. By 

all accounts it was a great day for people with aphasia in Houston, Texas. 
 

For more information about HARC go to www.harctx.org or Phone:  832-767-5028  
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http://www.facebook.com/search/?q=national+aphasia&init=quick#!/pages/National-Aphasia-Association/453197705553?

National Aphasia Association 

Website: 

http://www.aphasia.org 
Company Overview: 

The National Aphasia Association (NAA) is a nonprofit organization that promotes public 

education, research, rehabilitation and support services to assist people with aphasia and 
their families. 
Ellayne S. Ganzfried, M.S., CCC-SLP, Executive Director 

Amy Coble, Info & Admin Coordinator 
Barbara C. Martin, NAA Board President  

Mission: 

The NAA's mission is to educate the public to know that the word aphasia describes an 
impairment of the ability to communicate, not an impairment of intellect. The NAA makes 
people with aphasia, their families, support systems, and health care professionals aware of 
resources to recover lost skills to the extent possible, to compensate for skills that will 

not be recovered and to minimize the psychosocial impact of the language impairment. 
The NAA respects and values cultural and linguistic differences and makes every effort 
possible to acknowledge the impact of culture and language on the performance of each 

individual with aphasia. The NAA provides supportive and advocacy services to all persons 
with aphasia regardless of individuals' race-ethnicity, religious affiliation, cultural and cogni-
tive linguistic background or sexual orientation.  

Products: 

 

http://www.aphasia.org/
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N E W S  A N D  N O T E S  

 

National Aphasia Associationõs Regional  
Speaking Out! Conference  

Co-Sponsored by  

National Rehabilitation Hospital and Stroke Comeback Center  

June 12, 2010 
Washington, D.C.  

 

 

 

 

 

 
*Photograph by James Forsberg; stroke survivor; member of the Stroke Comeback Center  

CONFERENCE HIGHLIGHTS:  
Ý Keynote speaker:  Maura Silverman 

Ý Special interest tracks for family, consumers, clinicians and aphasia community groups 

Ý Computer software and assistive device demonstration, resource and video library 

Ý Networking and discussion 

Ý Breakfast and lunch included 

CONFERENCE LOCATION:  

The National Rehabilitation Hospital, 102 Irving St NW, Washington, DC, 20010. 

SUGGESTED AUDIENCE:  

Ý People with aphasia and their families 

Ý Aphasia community group leaders 

Ý Rehabilitation professionals, including speechïlanguage pathologists, physicians, psychologists, 

social workers, and nurses 
 

For more information and to register:  

Ý see Registration Form on page 11  

Ý visit www.aphasia.org  or  

Ý call (800) 922 -4622 
 

http://www.aphasia.org/
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 CONFERENCE REGISTRATION FORM  

National Aphasia Association, National Rehabilitation Hospital & Stroke Comeback Center  

NAAõs Regional Speaking Out! Conference 

Saturday, June 12th, 2010 

 

Return to:  National Aphasia Association   (800) 922-4622 PHONE 

         350 Seventh Ave, Suite 902   (212) 267-2812 FAX 

         New York, NY 10001   naa@aphasia.org, www.aphasia.org  

Please note that you will not be registered for the conference until this form is received with full payment.  

Please make a copy of this form for your records . Registration after May 28th  on a space available basis. 

 

NAME: __________________________________________________________________________________ 

I am a: Ɗ Survivor (person with aphasia)  Ɗ Co-Survivor  Ɗ Professional Ɗ Other: ________________   

 

CO-SURVIVOR NAME (if Applicable): ________________________________________________________________ 

I am a: Ɗ Co-Survivor  

 

ADDRESS: __________________________________________________________________________________________ 

 

CITY: ___________________________________________ STATE: ____________ ZIP CODE: _____________________ 

 

PHONE: __________________________________  E-MAIL ADDRESS: _______________________________________ 

 

CONFERENCE REGISTRATION  
 

Survivor: $30 per person    ______ 
 

Co-Survivor: $30 per person   ______ 
 

Survivor & Co-Survivor: $50 per couple ______ 
 

Professional: $50 per person   ______ 
 

Student: $20 per person    ______ 
 

TOTAL AMOUNT DUE:    ______ 

METHOD OF PAYMENT  

___ Check Enclosed (payable to: National Aphasia Association) 
___ Credit Card:  __ Visa  __ MasterCard __ AmEx  __ Discover 
 

       Card #: ________________________________________________________ Exp _____________ 
        

       Name on Card: ___________________________________________________________________ 
 

       Billing Street Address ______________________________________ Billing Zip Code __________ 

mailto:naa@aphasia.org
http://www.aphasia.org/
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N E W S  A N D  N O T E S  

 

The NAA welcomes 

 new Multicultural Task Force (MTF) member and  

bilingual state representative  

Nidhi Mahendra (SLP) from CA. 

 

 

 

 

 

Congratulations to NAAôs dedicated volunteer and bookkeeper, Ana Gris, 

and her husband, Jesus, on the birth of their daughter Maria Fernanda 

ñMariferò 

Welcome to the family! 
 

 

 

 

 
 

The NAA was invited to write an article on aphasia for Latino NY magazine. Thanks 

to Stephen Symbolik and Luis Riquelme for their assistance with the article!   

Click on the link below to read: 

http://issuu.com/latinonewyorkmagazine/docs/marchissue?mode=embed&layout=http%3A%2F%

2Fskin.issuu.com%2Fv%2Fdark%2Flayout.xml&showFlipBtn=true 

 

http://issuu.com/latinonewyorkmagazine/docs/marchissue?mode=embed&layout=http%3A%2F%2Fskin.issuu.com%2Fv%2Fdark%2Flayout.xml&showFlipBtn=true
http://issuu.com/latinonewyorkmagazine/docs/marchissue?mode=embed&layout=http%3A%2F%2Fskin.issuu.com%2Fv%2Fdark%2Flayout.xml&showFlipBtn=true
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Interested in getting involved ? We Want You!!  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The NAA is looking for volunteers to serve on various committees  to help us achieve our 

mission.  Are you looking to make a difference for people with aphasia and their families 

then join with us!  Committees include  community outreach and education, marketing and 

development, multicultural task force, information and website. 

Call us at (800) 922-4622 or email naa@aphasia.org 

 

N E W S  A N D  N O T E S  

 
 

Ellayne Ganzfried, Executive Director of the NAA, was 

invited to speak to the Atlanta Aphasia Association       

on March 18th and to present with NAA state representa-

tive, Jacqueline Laures-Gore at the Georgia Speech Lan-

guage Hearing Association Convention on March 21st . 

The NAA will have an exhibit booth at this event and 

will also be represented at the Michigan Speech Lan-

guage and Hearing Association Convention March 25-27 

in Kalamazoo. 

mailto:naa@aphasia.org
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N E W S  A N D  N O T E S  

  

 

 

Terrific news for people   

Contact:       Ellayne Ganzfried to reserve your place!  

  Ganzfried@aphasia.org                                         
 

         (800) 922-4622  

Sign up to be the NAA Group of 

the Month! Spotlight  your  

group and activities let everyone 

know what makes your group 

unique and special.                                                 

Terrific news for people with  

Primary Progressive Aphasia! 
 

 On Thursday, February 11, 2010 Michael J. Astrue, Commissioner of Social Security, announced the 

addition of 38 conditions to the list of  those covered by the Compassionate Allowances initiative which   

expedites the processing of disability claims for applicants with certain medical conditions. Primary       

Progressive Aphasia is included in this, the first expansion of the original list of 50 disordersï which       

included behavioral variant frontotemporal dementia - that was announced in October 2008.   

  ñThis is a tremendous step for our patients,ò said Susan Dickinson, Executive Director of the Associa-

tion for Frontotemporal Dementias (AFTD). ñIt represents an important recognition of the range of young-

onset dementias and the devastating impact they have on patients and families.ò   

 The inclusion of FTD in Compassionate Allowances benefited hundreds of families, but did not include 

people with early language symptoms that contribute to the loss of employment and need for income        

support.  With this decision, people with clear evidence of PPA can apply for and receive Social Security 

Disability benefits when the need is first confirmed rather than waiting years.  AFTD is very grateful to all 

those who advocated for this important change.   

  For more information and a complete list of the disorders included in the Compassionate Allowance  

program, go to www.socialsecurity.gov/compassionateallowances. 

mailto:Ganzfried@aphasia.org

