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APHASIA
The National Aphasia Association

asphassia (uh-fay'-zhuh) n. An impairment of the ability to use or
comprehend words, usually acquired as a result of a stroke or other brain injury
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MESSAGE FROM THE PRESIDENT OF THE NAA

| our committee structure and are looking for
| volunteers to serve.

The DvVDAl t s S tantinles thraiw We Got Mall
attention and accolades. We are thrilled tg
have received several celebrity testimonials including Michael Dougl{

this valuable tool for people with aphasia and their families. Testimonials

Our next regional Speaking Out! conference is scheduled fq
June 12" in Washington, DC and is cesponsored by Nationa

want to miss this wonderful opportunity for education, networking| of the Month
and handson demonstrations of products and technology. Be sure
register today! NEWS
We invite you to join with us in our efforts i become a voluntee and 10
for the NAA! Let us know how we can better serve you and yo
. NOTES
families.
Remember to share this newsletter with others who might j SPEAKING

interested and direct them to our websitewww.aphasia.org and OUT! 10
resource line (800) 9221622. We always welcome feedback and lo
forward to hearing from you!

Best regards, B ! 16

Barbara C. Martin you!
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and Allison Janney. We are looking for ways to more widely distribut¢ i 1 t 6 s St]i | |4 Me !

Rehabilitation Hospital and thd{ NAAGroups Comgba


http://www.aphasia.org
http://www.aphasia.org/

We Got Mall!

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 caregive

\ MARRIED A CAREGIVER

BY: DOROTHY 2010

In 2007 | was living in South Jersey and | had a great position at a multimillion dollar company
a lot of growth for the future. In spite of this great job, | was still lonely. | was single for a long time
a parent of a college student, who was away at school. | lived a quiet life in an apartment with m
My best friend Wendy lived in North Jersey and she knew a nice single man around my age. | mg
and we had an immediate attraction, so we started a long distance romance for 6 months. We fq
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for each other and we knew it was more than just a friendship. The distance was hard, bufj more

chall enging was Paul és full time obligation
with his 78 year old mother. Paul was stressed and he had his hands full. | had to make a decisior
in my quiet apartment or try to form a relationship with Paul and his mother Leona. | chose Paul a
mother Leona over my cat.

Leona was post a major stroke and coma for over 7 years and she had a language and under
disability called Aphasia. | had no experience with Aphasia; Paul had to give me directions on h
speak with her. She spoke mostly in a repetitive phrase of 3 words, 2 of English and 1 of gib
Leona could also speak around 5 single phrases. She could say Good Morning, Good Night, ang

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

t o
to sta
hd his

standin
w to
erish.
Hello,
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spoke to her slowly and we used gestures. When | first met Leona she locked me out of the hou

e. Pau

warned me this could happen so | sat outside and read a book until Paul came home. She watchedl me o
of the window. | had to accept her disabilities and work things out with her to win her trust. | bought her

plants and clothes, and on Sundays | gave her spa and craft days. Paul had been taking her to t

beau

parlor, but | decided to care for her hair and nails at the comfort of her home. For 6 months | spgnt the
weekends with Paul and Leona. Leona could dress herself, use the restroom normally, clean hgr roon
and make her bed, and other minor chores around the house and garden. When | moved in 6 months late

Leona was glad to have another woman around the house. Before | married Paul, | had to ask
could I handle the stress of caring for a disabled elderly won@ofinued on page 3)

myself,
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We GOt Ma.”' = Continued

(continued from page 2)
Paul and | had a new relationship; could we stay together while being caregivers? Could | handle the
house with nurses and aides coming and going? | knew my life would change. Paul and | both kngw her
ment al and gener al health would decline and|]we

proposal and Leonads disabilities; she was f]lami

Leonads condition declined dramatically and w
We cared for her through all the different stages. We switched roles as we had to parent her. Thage were
not easy days, but our obligations to Leona continued for over 2 more years. Leona was bedrid@ien for
the last 6 months of her life. Leona died a peaceful death in our home surrounded by love, in Otober
2009. | was with her, our neighbor Ann who is a nurse, and a very qualified hospice aide. We S;Fcess-

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 te}ls peo-
ple he could not have cared for Leona without my help for the last 2 years. | handled her daily mjainte-
nance, care plans, diet plans, and managed the aides and nurses. Paul took care of all of the paperwor
We were a good team and solved many problems, so we have no regrets. We are still happily rparried
and looking forward to a long life together. | wrote a detailed short book to help other caregyvers
throughout their journey. Please contact me at my email addags&sign@hotmail.com
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LookWhoLoves 0ol t 0s St |
Testimonial by: Michael Douglas, Actor

After my father, Kirk Douglas, had a stroke, | 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 whal
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, bLg
many people with aphasia are not so lucky.

1%

This was true ofmy neighbor, Adelaide (Chig) Kugel, who was the inspiration for
"It's Still Me" . Chig was a wonderful and sophisticated lady who developed severe aphasiq
after a stroke. Never able to speak fluently again, this former professional dancer learned to ek-
press herself beautifully without words while maintaining relationships with her family and
friends.

Chig's daughter Candy creatétls Still Me" in partnership with the National Aphasia
Association in memory of her mother in order to share with others the lessons they earned fo
communicate with each other and to maintain their loving bond. | highly reconitengtill
Me" for families facing communication challenges brought on by stroke, aphasia and related
conditions.
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