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APHASIA
The National Aphasia Association

aspha-sia (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.

=

350 Seventh Avenue, Suite 902
New York, NY 10001
www.aphasia.org
(800) 922-4622
FAX (212) 267-2812

MESSAGE FROM THE PRESIDENT OF THE NAA

We hope everyone is enjoying Spring and had happy holida
We are pleased that the NAA has had a presence at several s
gconferences including Texas and North Carolina. The increass
‘r&visibility is extremely beneficial for increasing awarenes®f aphasi
AR [ . and advocating on behalf of those with aphasia and their families.

. ltis exciting for us to be co-producing the playNight Skywhich is
b - a moving story of a woman who acquires aphasia- it is also the sy
~of courage, love and family. You won’t want to miss seeing this pla
‘you live in or near NYC or are visiting in May
or June. This year's Benefit combines th
presentation of our 2009 Aphasia Advocacy Award with a speci

performance of Night Sky and a star-studded reception. Save th WE GOT
date of June 4 for this inspiring event! 2
We are pleased to welcome four new members to the N/

Executive Board. We look forward to having them share their in 4
sights and expertise as we move forward to achieve our mission.

Please join with us in our efforts —become a volunteer fathe NAA
NAA! Let us know how we can better serve you and your families EE el ¥loel;
the Month

Remember to share this newsletter with others who mighbe
interested and direct them to our website_www.aphasia.orgnd
resource line (800) 922-4622. We always welcome feedback |[EEEEY\Y=mizlS
look forward to hearing from you! DATES

Best regards,
NEWS

&NOTES




Here is an e mail we received
from Joanne Gleason

who wrote an article about her dad for our February
PPA newsletter:

Dear Amy,

| just want you to know | have heard from numerocaietakers regarding my
email to you in the February Newsletter about my. diahas been rewarding tg
me to hear there stories and try to respond to @ebest | could. | only hope |
have been a help to them. Please continue to pubiis newsletter to help
these amazing people and their families.

| look forward to hearing from others who have ldwnes with PPA. Thank
you for listening to my story, so that | can listerothers...it has helped me.

Sincerely,

Wappingers Falls, NY 12590




We received this email from a student at the Ursitygiof Toledo on
behalf of one of her clientdlarcia Rosenbergwho has aphasia. We
are happy to share it along with the article thatrdh wrote.

Hi, my name is Nicole Bass and | am a graduatecthn at the
University of Toledo Speech-Language Hearing CliMy previous
client, Marcia Roseberg had a stroke which resuftexphasia. Over
the fall semester, we worked on writing an artad®ut her struggles
since her stroke and more specifically about aegatter family built
for her. The garden is designed specifically fardmed allows her to
work on her own.

| attached the article and am wondering how | caalgout getting it
published for her. She worked very very hard awdouild mean the
world to her to get it published. | also have marotures of her
working in the gardens that | would be more thappyato send. If you
could please let me know either way, | would sirbeappreciate it.

Thank you for your time!

(see story on page 4)




“My Story”
By: Marcia Roseberg

March 28, 2005, | had a stroke that resulted in aphasia ghtside paralysis.
Following the stroke, | was in a medically-inducedma to allow my brain to heal.
During that time, | was in a neuro-intensive care uny. d¥ter-in-law, Sue, recalls thaf
they weren't sure if | was going to live, let alor@yhmuch of me they were going to get
back. | was the person who always managed our householdlienys at work, our
children, the finances and accounts without any help.

When | was transferred to a rehabilitation facilityvas very resistant to therapy
According to my family, | stayed at the rehabilitatif@cility for three months. The first
two weeks there | refused to open my eyes because | did amt tew participate in
rehabilitation.

It is hard for me to remember any of my es
recovery process; therefore, | have to rely on faraitygl
friends to help me recall what happened. It is hard@ to
believe that the primary concern was for me to livee Bas
the ability to look back and remember things | will nevergbe
able to recover.

Sometimes, | need help realizing how far | hgve
come. Other people need to realize that they too jcan
make substantial progress. With hard work and the Relp
of family and friends, they are capable of makihg
life-changing recoveries. You will probably never be
same person you once were, but with determination, jyou
can be someone special.

(continued on page 5)




(continued from page 4)

It has been about two years since my stroke, and | nowtigéy communicate
with both familiar and unfamiliar listeners. However, upiluhis summer, | was not able
to be independent in my gardens. Gardening has always bediby &f mine. After my
stroke, | no longer had my former energy level. | was phiygicaable to get up and
down in order to work in my gardens. | wear a large bracenpnight leg and cannot sit
on the ground and get up on my own easily. It was a ddogene to be working in the
gardens without someone around, in case | needed assigjatting up off the ground.
For someone who is and was very self-sufficient and indkgpenit is hard to ask for
help, because you do not want to be dependent on othergubuisy simply have to.

Initially, my husband Larry came to me with the idea foreasily- accessible greer
house. It sounded like a good idea, but | was hesitansatAit that time in my recovery,
| was not sure | was capable of managing my own gardeafolet a green house. | waj
also not ready to make a significant decision that involveld tome and money.

My husband then came up with the idea for a garden-decki¢eém a patio that
would not only suit my wants and needs, but also my physicabitltg. | was excited
about the new idea, but still hesitant. However, Larrg marsistent and we decided to gp
for it. As the deck came along in the building processuhdl myself becoming more
and more excited. Larry took his design to the contractor apthiegd his idea. The
contractor really liked the plans and accepted the job. WatHew months, construction|
of the deck began. It only took about ten days for the dedbetbuilt. Once it was
finished, | found myself ready to take on the challenge of giagaa garden on my own.
This was the first time since | had my stroke that i gelod about being in the garden,.
| realized my husband knew me better than | thought. Ah@lde understood how
important gardening was to me and he believed in(¢cnetinued on page 6)
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(continued from page 5)

This deck was a sign of regaining the independence thatel leadt. Not only that,
but | believe it gave my husband a sense that he could leelt gave him a focus andj
somewhere to channel his want to get me closer to wiveas before my stroke.

The garden consists of four separate triangular secti@ms.section is filled with
all pink flowers, another section contains a smak,ti@d my favorite section is filled
with a variety of grasses including: Maiden Grass, eégated Giant Reed Grass arclf

Oriental Fountain Grass. | like this section the mosiabse | have so many types
grasses that have now filled in very nicely. The lastien | dedicated to my husband. |
has a variety of different types of plants and manigiiht colors.

The reason this design meets my needs is because yoaamdmeaach section by
either standing on the ground, or sitting on the benchd®ealeck. The design allows mé
to work in the gardens without any assistance. The stéepknly to and from the gardeng
are only two inches high so | can climb them without myec&ach section has a benck
14 inches tall, that | can sit or lie on. This allows iméhave easy access to the gard¢n
area. All of these elements allow me to garden fordiatia time without any help. Theré
Is also a patio attached to the deck where a small tallelairs are set up. We have usqd
this area for family meals and get-togethers.

The deck design not only allows me to be independent when gagddmit this
independence also carries over into all aspects of my IiHfavé more confidence when
interacting with others, | can easily share the sty gardens and | am more willing}
to jump back into social situations. | know that | am fulypable of making significant
improvements in the recovery process. My gardens metivet to keep moving forward
in life especially when working towards my physical #mr and speech-languag¢
therapy goals.




SRR OF W Mok
N &

Last month we featured photos of the
Providence Medford Medical Center “Communication Group”

but we left out their article. So here they are again!
% & ) |# ( )( **II l# + n )

Twice each month, a group of strangers gather togetHeroatdence Medford Medical Center
(Medford, Oregon) to socialize, share experiences,paovide support to one another. While they haje
varied backgrounds and interests, these individuals areectmthby a shared struggle---the challenge fo
communicate. These adults have communication disodierso stroke, head injury, or other neurolog
cal disease that make every day situations, like makidgctor’'s appointment, an immense and somg-
times insurmountable challenge. These once independertdinals have suddenly found themselve
unable to make their needs known, interact with peopthe community, and express their feelings
friends and family members. Many have become sodsdlated, as they have been unable to return o
work, stop attending club meetings, and lose contatt fwénds and family members who do not kno
how to communicate with them. Their loved ones swdfewell, grieving the loss of communication with
their partner, family member, or friend. They misscdssing topics of interest, expressing emotion |-
even arguing. They, too, become socially isolated, @is World revolves around caring for their loved
one and taking on the many responsibilities they oncedhaontinued on page 8)
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(continued from page 7)

Throughout the world, there are many such
individuals who could benefit greatly from a supgort
group made up of others like themselves, to sIhare
their struggles and adaptations, and communjcate
within a supportive and understanding environment.
Thankfully, there are an increasing number| of
communication support groups forming around |the
country. In response to this need in our Soutpern
Oregon community, we began offering a ffee
monthly communication group, facilitated by| a
speech-language pathologist. While at first anly
communicatively impaired individuals attended, jwe
later opened up the group to include spouses/famiiy’
caregivers, a positive change that has been welcometl ¢gmoup members. We have recently increasf

to twice monthly meetings, beginning with greetings aridductions as a large group, then breaki
into two smaller groups, allowing caregivers and commuinilgtchallenged group members to enga
in independent discussions/activities. We have found thibe quite beneficial, as those with
communicative challenges no longer have to “competehirfloor” with fluent communicators, and
caregivers can discuss issues they may not feel ctabfe discussing in the presence of their lovgd
ones. Those with communicative difficulties use aetgrof modalities to communicate -- spoken word,
gestures, drawing, pointing to words/pictures -- as theyesggheir interests, play games, and share ppst
experiences. Caregivers share frustrations, offer sypaadt provide each other with suggestions fqr
taking care of their loved ones and themselves. The saffidsstration, sadness, relief, and laughter fill
the room as this group of strangers quickly become frijeadsnecting with others who can truly
understand what they are experiencing every day.

In the two years since our group began, we have developdre core membership, with theg
continual addition of new members (We often have 15-Zhdées!). What began as a small group pf
communicatively impaired individuals, has become a groupiehds, supporting each other as thely
grapple with the daily challenges of living with aphasaiaraxia, and dysarthria.

The group members say it best...

Communicatively challenged members indicate why they ethjeygroup “Because we can hear each
other.” “Being with friends.” “I can talk and not be intimidated...feel a paftthe group...people who
don’t understand, they think you're strange.” “Coming to a group with other aphasit$eel at home.
Even though | speak well now, most people just don't get it.”

Caregivers add:I've learned so much talking to the others -- plus, it's fun.'t rfiakes her happy. She|
gets more out of this than anything | can give her.” “I think thisv@nderful...] need some answers. }
it helps me to understand and be able to help him.” “It is a rel@¥e.” “Thanks for having this
group...it's one of our many miracles.”

If reading this article has inspired you to begin a comgation group in your community,
please do so. The joy and comfort it will bring tovaftio participate cannot be overstated. For more
information about this group, please contact:

Julie Mondz-Kleinman, MS, CCC-SLP at: Julie.MondzKleinman@providence.org




Having Their Say: the people of the Aphasia Center  of West Texas
By Kathryn Shelley , Executive Director

Because aphasia is a chronic disorder, the end of iliéditadn therapies can mean
panic when there is no "next step" ahead. The AphasmeCof West Texas, a 501(c) (3)]
non-profit formed in 2002, offers hope to individuals with aphasd their families.

The Aphasia Center's backbone to its holistic model ofraraming is the "life
participation approach to aphasia.” Re-engagement in lifgitees is the focus rather
than meeting specific insurance or speech output  guedelRegardless of speech of
physical impairment, the Center offers a variety amslating activities within an
adaptive setting every weekday.

The Center focuses on outcomes related to people’s enwrdnrineir ability to
participate in friendships, engage in hobbies, deal witkpseceptions and the attitudes
of others. Center members and families
receive professional information about
what they face, a network of peers who
have adapted to living with a chronic
communication disability, and on-going
activities where people with aphasia get
back to living life again.

The Aphasia Center is proud to be
part of a movement worldwide to provide
life-long tools for those with aphasia to
live a life of dignity. After all, as Rocco
Rossi, CEO of the Heart and Stroke
Foundation of Ontario, said, “What we ™ !-.*  "*" #¥
need aren'’t just stroke survivors, but stroke thrivérsntinued on page 10)
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(continued from page 9)
Aphasia Center of West Texas members and friends

(sidebar)
SERVICES AND PROGRAMS

Living Well with Aphasiais a four-week course
offering friends, families, caregivers and people with
aphasia practical communication training to lessen the
daily frustrations of aphasia, plus candid information
about what to expect for the future.

Community Classesffer daily activities such as
conversation groups, computer lab, exercise, fine art,
adaptive cooking, book club and more — all within an
adaptive environment specifically designed for people
with aphasia.

Family & Friends support group: For every life

interrupted by aphasia, there is an entire family system

that has also made profound lifestyle changes. The

third Friday of each month, family and friends gather

for support and sharing. S #0 ( *g

For more information contact:
Aphasia Center of West Texas - 5214 Thomason Dr. Midland, TX9703 -
www.AphasiaWTx.org - 432.699.1261

“The Center has given up back our lives. The people there are thé=besinyone with aphasia, this
is the place to be.* Ronnie Davis, Center family member

“The collaboration has provided my patients and families the support and cordidereturning to a
productive lifestyle.— Stephanie Davis, M.S. CCC-SLP




At the same time that it considers tharied ways through which we communicate with one
anotherNIGHT SKY movingly dramatizes the resilience of the human spirit ircrisis, as a woman,
her family, her career and life's work are put to agrdul test.

The play will run from May 22"-June 20" at the Baruch Performing Arts Center
with the NAA benefit performance and gala on Thursday, dne 4". The Benefit will
feature the presentation of the 2009 Aphasia Advocacy Award tdohn Liechty plus
a special Star-Studdedreception following the play! You won’'t want to miss the
Benefit or the extraordinary opportunity to seeNight Sky

SAVE THE DATES!!

Stan Raiff / Power Productions NY, Inc
in association with The National Aphasia Association
present Susan Yankowitz's play

+ 12

Off-Broadway production directed by Daniella Topol

Starring Jordan Baker — last seen on a NY stage

in original cast of Edward Albee’s
Pulitzer Prize winning THREE TALL WOMEN

Play commissioned, inspired by and dedicated
to the memory of Joseph Chaikin

IGHT SKY explores what the noted author andL

physicist Steven Hawking has called the two remainin
mysteries -- the brain and the cosm&ghen she is
a struck by a car, the brilliant and articulate astrogrom
Anna loses her ability to speakin place of
conventional speech, she expresses hersatf a
hodge-podge of unconnected words that are alternatq

- poetic, funny, confusing and profound, and sometimep
OI‘Z‘W)Z‘ all four --a little-known medical condition called
47—. / ‘aphasia’ -- resulting in a rich new language which,
f, indeed, can communicate, but only if one listens in a
,ﬁ\

manner equally new.

y



SAVE THE DATES!!
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The NAA welcomes the following new State Represettibzes:

b
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We are pleased to welcome the following
new members of the Executive Board:
Roberta Chapey, Ed.D., CCC-SLP
Ruth Codier Resch, Ph.D.
G. Albyn Davis, Ph.D., CCC-SLP
Darlene S. Williamson, M.S., CCC-SLP

NAA Group of the Momthil

Sign up to be the NAA Group of the Month! Spotligiour group and
activities - let everyone know what makes your granigue and speci
Pick any month between August - December 2009

Contact Ellayne Ganzfried at Ganzfried@aphasia.orgr

call (800) 922-4622 to reserve your place!
DOOOBOOORAORORDBOAOROROODADRBRODRADREEE
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