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MESSAGE FROM THE PRESIDENT OF THE NAA

Happy New Year!

IS year has started out well and we wish you and youarhily all
2009!

IS gearing up for a productive year. Our Emergency Bsponder
full swing and we had two successful traimgs with the New York
Department. We have recently scheduled trainings New Jersey.
begun for our 2009 Benefit which will coordinate wlit National
areness Month in June. The NAA has been invitetb present and

' exhibit at several state speech and heari
association conferences during this year. We are cosponsorirfgetMidwes;_
Regional Aphasia Conference in Toledo, Ohio in October and hoge plan

at least one more regional event in 2009. The Multicultural Tsk Force WE GOT

. . 2
(MTF) continues to develop resources that are culturally sesitive and MAIL

available in various languages. We also plan to do several surveysstyear

to determine how we can best meet your needs. 3

We are excited about our goals and we welcome you to join us. Taas
much more that can be done when we work together to raise areness of NAA

. : : . G f
aphasia and advocate on behalf of persons with aphasia and theantilies! th(reoll\J/IF:)SntOh %

Share this newsletter with others who might be interesd and direct
them to our websitewww.aphasia,organd resource line (800) 922-4622. W  Challenge

of 14
always welcome feedback and love to
hear from you. Best Regards, Numbers

- K2

Email us at naa@aphasia.orgor call.




We Got Malil!

We received this note in response to Eileen Erickas
article about Caregivers and
the Caregiver’s Bill of Rights:

Eileen Erikson writes,
| have learned how to care for myself first.

But, in my own way, in my own time.

For me, this has been the most important aspdeaafing
to care for myself...doing it in my own way andmy own
time. | am still learning how to care for myselfdal am
learning that this caring needs to give me pleasufort and
breathing room. It does not matter if others, ndtendnow well
-meaning, think that the caring should take ancfitwen. The
Caregivers Bill of Rights is new to me. | have peohit and
will put it beside the sign on my bathroom mirrdnieh reads,

| Matter.

With thanks to Eileen Erikson for her article,
Barbara- Brooklyn, NY




CAREGIVERS
ileen's Inspiri
of Eileen’s : piring eSSayQ,

e

The Angel Clips Her Wings, or, a Halo Is Just Another Thng to Keep Clean

“You are an angel.”
“You are a saint.”
“l could never do what you do.”

| am uncomfortable when folks say these things to mtheég observe my role as
caregiver. What do | do? | am a 24/7 caregiver in the positestaphasia world of my

husband. To some degree or another | am involved in my husddedksorganize his
medical and social world. We both strive to live life pits of aphasia. It's hard but wg
manage.

Still, | often feel like the angel in a card my sisgave me. It's one of those 30

photos. If you look at it one way, the little cherubddgirl has a halo, twinkly eyes and

dimpled smile. If you turn the photo ever so slightly shests horns, demonic eyes ard

sharp little teeth take over the cute smile. Yeah, thdotoo.

| lose my patience with my husband’s difficulties. | mutteder my breathl stomp
around the house. | yell at him for no reason. The fins¢ | yelled at him because h
could not find the words to say, “I can't find the clothing detetfj | was torn up with

guilt. He has aphasia. He knows what he wants to sagome words just don’t come out.

And | yelled, “I have no idea what you are talking abbliten | dissolved into tears.

Recounting this story to a friend, she said, "Be an angehwbu die. Now you're a
human. “ Huh! Could | be just human? | have since discavehave no choice. | have I¢
be human. No one can be perfect. | voluntarily clipped my wijegsitinued on page 4)
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CAREGIVERS
. 's Inspiring essays: i
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(continued from page 3)

| still carefully plan for his needs, my needs and oudseBut if | lose it, sometimes |
can say, “l| am sorry, sometimes this life gets hardre too. “

Accepting my own humanity has made me more aware of my own réaalsing my
husband might need my attention at unpredictable times o tigllithim in advance when
my attention is needed somewhere else. This can meamneyiewing our day’s calendal
together. Then if | hear him calling, “Eileen, Eileeh¢can say, “Right now | have to finish
writing out these checks. | will help you in about one Hour.

Clipping my angel wings has also helped me to ask folaeattention. Before my
husband’s stroke, he could not read my mind. That is stdl tlow he also cannot reac
some of the nonverbal signals he could read before. | leaveed to say, “I am really,
really tired today and need some extra attention from”yées, | ask for the attention |
need.

After my husband's stroke, it was painful to realize he couldigiate how to use his
arms to hug me. | showed him where to put his arms. Tharleftvas easy; the right arm
needed help. But we practiced. Now | get really good hugs, botim Wask for them and
when | don't.

Clipping my angel wings has not been so bad.

By Eileen Erickson




CAREGIVERS

| have the righto take care of myselfThis is not an act of selfishness. It will give me
the ability to take better care of my loved one.

| have the right téeek help from othersven though my loved one may object. | req
ognize the limits of my own endurance and strength.

| have the right tanaintain facets of my own liféhat do not include the person | care
for just as | would if he or she were healthy. | know thad everything that | reasonably
can do for this person and | have the right to do some thisg$or myself.

| have the right to get angry, be depressedeaxtaress difficult feeling®ccasionally.

| have the right téeject any attempby my loved one (either conscious or unconscious)
to manipulate me through guilt or anger.

| have the right tdeceive consideration, affection, forgivenessad acceptance for
what | do for my loved one as | offer these attributeeturn.

| have the right tdake pride in what | am accomplishingnd to applaud the couragg
it has taken to meet the needs of my loved one.

| have the right tgorotect my individualityand my right to make a life for myself that
will sustain me in times when my loved one no longedseaay full-time help.

| have the right t@xpect and demanthat as new strides are made in finding resourcgs
to aid physically and mentally impaired persons in our cgusimilar strides will be made
toward aiding and supporting caregivers.

A version of the Caregiver’s Bill of Rights hangs on the all in my den. | apologize for
not being able to attribute it to any particular author. It has been on the wall since
2005 when my husband had a stroke and | took on the many, mgmany facets of
my role as caregiver.

This list has comforted me, confounded me and guidederover the years as | sought
to redefine my life. It allows me to reflect on what wiks and what doesn’t as | strive
to be my own person.




WE ARE LUCKY TO HIGHLIGHT
Asheville Area Aphasia Support Group (AAASG)
MGH Institute of Health Professions Aphasia Center

NAA e SNSRI

Asheville (NC) Areg
M,hasia Support Gl'oup

As with many endeavors, the Asheville Area Aphasia SuppoGroup (AAASG)
grew out of an acute need. For me, it was the need fany husband, George, who
experienced a stroke in August 2002, to receive ongoing pehfter his formal
therapies ended. Like most people, my husband and | dlinot know much about
aphasia until it suddenly became part of our lives. The Nathal Aphasia Association
provided us with helpful information about this disorder and how to set up a
community support group. | then contacted the director atCare Partners, the center
here in Asheville where my husband had received spdetherapy, to see if | could
start a support group at their facility. Care Partners immediately agreed to give us
meeting space and by November 2002, we held our first meetimgth four people
with aphasia. (We now have 26 members with more to come!)

(continued on page 7)




NAA TreU RSN TSNV N
(continued from page - 6) ASh eville (NC) A rea
Aphasia Support Groyy,

Soon | began asking experts on aphasia to speak to our group, iafh was meeting
for one hour twice monthly. When Dr. Ruby Drew, a profesor at Western Carolina
University, spoke to our group, she suggested that we add ‘@peech therapy”
component. She arranged to have this no-cost therapy proved by WCU graduate
clinicians under the supervision of a certified speecand language pathologist. For all
of us this relationship has been a “win-win” situation as tb graduate clinicians are
able to earn clinical hours while our group members receivengoing aphasia therapy:
We now meet for three hours once weekly for a one-hour grgusupport session and
two one-hour individual therapy sessions under the leadehng of Dr. Leigh Odom, a
new faculty member at WCU. This September we launched @ne-hour support group
for family and friends of people with aphasia under the déadership of Dr. Nancy
Helm-Estabrooks. Many of the materials we use for assessntetherapy and family
education have been bought with contributions from the Chaddick Foundation here
in Asheville.

Another person who has been supportive of the AAASGsiCarolyn Crook, MS,
MAHEC/Heart Disease and Stroke Prevention Coordinator. Sheorovides a direct
link to what is going on at the state level with stroke leglation and initiatives.
Carolyn spearheaded a statewide conference on aphasia fopegch-Language
Pathologists, aphasia patients and caregivers. This took plade October, 2007 and
was held at the Arboretum in Asheville. The SLP’s in @endance were able to earn
.5 CEUs. The objectives of the conference were:

Identify various psychosocial aspects of speechgaage disorders
Assess the patient for various speech/language rdiscs
Explore new SLP therapies for various patient poptibns

Recommend post event resources to the patient
(continued on page 8)
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(continued from page - 7)

This summer (2008) we held a photography workshop with eighdf our group
members. Again, Care-Partners provided space for the twbour, twice weekly

sessions over a six-week period. The idea for this woikgp came from Dr. Nancy
Helm-Estabrooks, a professor at the University of North Caolina-Chapel Hill.

Dr. Estabrooks, along with Dawn Roe, a professional photogragn and professor
at Rollins College, wrote a grant proposal for this workhop. The idea was to help
people with aphasia to express themselves through photogtap | was able to obtain
funding for this project with the help of Robin Jones, RN, Stroke Program
Coordinator at Mission Hospitals and Mitzi Holmes, Diredor of In-Patient at Care-
Partners. Dawn Roe volunteered her time as did Dr. Rubyprew, Dr. Estabrooks and
two WCU graduate clinicians who assisted participants. fiese funds were used for
digital cameras and other materials, including mounting of e best pictures for a
show this fall. We think that the show will be an excedint opportunity to further
educate the public about aphasia.

Some members of the AAASG had volunteered as partgants in a research study
“Assessing Life Interest and Values in People with Apdsia.” The principal
investigator for this study is Katarina Haley, a professorat UNC-Chapel Hill. In a
spirit of reciprocity some of our group members have recged no-cost cognitive-
linguistic exams at the UNCChapel Hill, Aphasia Research Clinic. The
comprehensive reports generated from these exams incled treatment
recommendation.

All-in-all, the Asheville Area Aphasia Support Group exaenplifies what can be
accomplished with community support. We have received mankinds of assistance
from various people, organizations and facilities. Becaaswe are the only such group
in Western North Carolina, we have participants who drive ovesixty miles to join us
for therapy. Their willingness to do so seems to umscore both the need for such a
group and our success in filling that need.

/
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MGH Institute of Health Professions Aphasia Center

Group member,
Clark Quin,
took this photo.

Clark is a
photographer who
has
continued to work
professionally de-
spite his stroke &
aphasia.

Our Aphasia Group at the MGH Institute of Health Pssiens Aphasia Center Iir
Boston is a fun-loving group. We currently have over 35 mesnb&ke come from all
walks of life and share the common bond of living with aphasi related disorders
Members meet on a weekly basis to enjoy conversatioashdWe lively discussions o
many topics. Meetings give us the opportunity to connect withrqteople with aphasig
and learn about community services. We also share lamghSnal new friends. Meetings
are held Friday afternoons and are facilitated by Lstitprofessionals and graduafe
student clinicians. Many of us meet for lunch in the iplolb the Institute before groupg
meetings. During meetings our spouses and caregivers haaized their own separat¢
group. At their meetings they offer each other support aaceshelpful ideas about living
with someone with aphasia.

In addition to weekly meetings, members and clinicians gjeoup outings each
semester. We have lots of fun together so outings aleattehded. Several outings ha
consisted of specially adapted tours of some of the Baaais best museums. We haye
visited the Museum of Fine Arts, the Omni Theatre & #tience Museum and th
Peabody Essex Museum. We also attend Boston’s most impoultural event—Red So
games! This summer we watched the Sox beat the TexageRs 19-17. Just recently
had a great time touring the Sam Adams Brewery. And dorget our winter holiday
parties and summer barbecues! Obviously, we love the oppgrtionget together as &
group and always welcome new members.
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MGH Institute of Health Professions Aphasia Center

Spring 2008 New England Aquarium Trip
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Summer 2008 Annual Lobster & Steak Barbecue
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MGH Institute of Health Professions Aphasia Center s

“It helps me to \:‘\
talk and in the \:‘\
group | have |
friends. | like |
the outings and |
at this center E
we have ‘:\‘
outings.”- JW g
M

i

| like group because it gives H

opportunity to meet different peo- \:\
ple. It doesn't matter that | have &

|
aphasia. The supervisors and
student clinicians are very nice. | ‘:\‘

|
have many friends that | have met s

here.”- MS Hi

I‘

|

“Seven years ago | come down \:‘\
here, | couldn't talk. Seven years \:‘\
later | can talk. | got my license. \:‘\
They’re wonderful (here). There ‘:“
were six of us and 37 now... ‘:“
Christmas we go out to eat. We gj ‘:“
to ball games together.” -JC ‘:“
i

i

Fall 2008 Sam Adams Brewery Tour H
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The “Aphasia Center” at the MGH Institute of HedRhofessions is Iocated\

in the Charlestown Navy Yard, in Boston, Massacties@he center wag\

established in 2002. It is part of the nationadlgagnized graduate progra‘m‘w

in Communication Sciences and Disorders. As pathefmaster’s degrep‘
program, students must complete a “clinical practi¢ The Aphasia Cente:
provides second-year graduate students the oppyrtonwork with adultsis

with communication disorders, such as aphasia.edtsdorovide superwség

diagnostic evaluations and individualized treatmanhio cost to clients,
Many clients are referred but the Center also we&®self-referrals. Find u§

on the web: www.maghihp.edu/aphasiacenter Ll




The NAA would like to take this
opportunity to thank you all for your

continued support particularly during
these difficult economic times.

We can report to our donors that the
NAA, like all not-for -profits, have felt
the pinch of the recent financial crisis,
however the NAA Finance Committee
which oversees all investments has
been exceedingly careful and thus
we can report that although donations
have fallen off a bit, we have
suffered NO loss as a result of the
stock market crises.

Visit our Website

www.aphasia.org

For the latest information and events!!




Supermarkets, numbers, perseveration are perptexing

Let’s sort out the basics, how do persons with sighshop?

By Hariklia Proios, PhD CCC-SLP

Picture this in your mind. In the local newl

renovated supermarket, in spite of the crowd,
spot a check out counter with no one standing on
Deliberately avoiding the overcrowded counters
decide to walk slowly toward the empty counter.
to the hemi paresis, your gait is slightly impaired
the right side of your body, but you manage to
your cart and get there. That was easy-too eas
getting there doesn't mean you’re home free;
must still run the gauntlet of buying the items in y
cart, with perhaps only 50 dollars in your poc
Following the walkway to the line, you realize
are standing in front of an automatic counte
surprise, in this famously high tech supermar
Trundling your trolley and counting the cost of
items on the conveyer belt, you try to shift lines
leave. But there is no turning back. The people be
you silently watch your performance with rai
eyebrows as you proceed to do math in your head.

The point | want to make is that keeping track of numlxersmemory is difficult
especially under pressure. New technology has changed thevevippk at supermarkets
and shopping. The story demonstrates how your whole rideeaerything that has to d
with number processing has changed and we must act upan ¢hasges to get ou
products. Deliberately avoiding the automatic check-attoo easy. But scanning eagq
item, while simultaneously keeping track of cost, does sapeeat deal of mental work.

(continued on page 15)
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To do math you need to have both short term memory imtdcaaguage skills such a

J7

computational operations which requires higher levelnatte (Eagle, 2002, Just an
Carpenter 1992). Studies in aphasia and calculation Hawensdissociations betweeI
number reading and math. For example, a patient would ket@ladd but not correctly
read numbers, or to use calculating algorithms without sedf@wess of a conceptual bags
(Cohenet al, 1994). Another patient was able to transcode (translate) foumbers but
only verbal or Arabic numbers (Cohen and Dehaene, 2003).

Perseveration is the ubiquitous symptom of patienth aphasia and some have

P —
—

more often than others. In the American Heritagai®mary of English Language (2000) |
is defined as an “uncontrollable repetition of a particudemponse despite the absence |or
cessation of a stimulus; the tendency to continue or regeatct or activity after the
cessation of the original stimulus.” In the literatules former definition is called recurreng
perseveration. The latter definition is commonly refén@ as stuck-in-set perseveratio
the continuous and inappropriate maintenance of a cueenPerseveration describes th
event: you do a calculation whose result is, i.e., “th@usand” and then you are asked

a new calculation and you repeat “five thousand.”

Try this task for fun!

Ask any family member, friend or acquaintance to sequdially add in their heads
the series of Arabic numbers 1000 + 40 + 1000 + 30 + 1000 + 20 + 1000 = (ay the
numbers out loud or write each one down for them sequeiaily in the order above on

a sheet of paper. Do not show the previous number. Fokample, say “please add the

following numbers in your head 1000...40...1000... 30 1000 ...20...1000...10, okay

now tell me or write the sum.”(continued on page 16)
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ask enough people to do this you should see that >70 % should givehatoincorrect
answer 5000 (correct is 4100). (Brugger and Gardner, 199d¢n it comes to, why this
may happen? See answer below.

Obviously, even individuals without aphasia could eadigws aphasic symptoms. The

disruption of faculties underlying calculations can be defeat#g mnemonic strategig
(associations between numbers and nouns or numbers andsm3teting off you can
train yourself at home by translating Arabic numberg. () into word numbers (e.g. one)

transcoding Arabic numbers into nouns or images (e.g. doskie” etc) in order to improve
domain-specific memory. Practice categorizing both thab#r and word numberq.

S

DI

Mastering these techniques while practicing the actuaulzions needed can be useful

or

organizing memory stores. A careful shopper with aphasiaaccess lists of food items ¢n

supermarket websites online and estimate costs before eaeimglehome or a use
calculator while shopping. This gives an advantage of usindirie needed to do th
calculations before facing the actual task of shoppingty,.aeknowledging that is hum
nature to ask a supermarket manager for help (explainingydhahave aphasia and ne

time) is a practice of instructing others about aphaMast generally, helping thé

NAA spread the word about the rights of the individual pensth aphasia is always
good idea!!!
ANSWER:

Perseverative response may occur because the partiahas non-explicit repetitive digft

changes at the first (thousands) or third position (decaBesgexample, in 1000+40=1040
is the third position that changes, whereas in 1040+1000=204Qheifirst position tha
changes. At the end, however, the final result changed® atecond digit position (i.e., the
in the hundreds position in 4100), which is the criticad lur
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POODDOOONaURDDORORDODOOBDADRDRDOOODEBO0D

Look for our special newsletter next month
Primary Progressive Aphasia (PPA).

Our February 2009 newsletter will be devot
specifically to PPA.

WELOMF

Welcome to our new intern Debby Huszagh!

n

d

We are thrilled to have her in the office and shé lvélhelping with several projects

NAA Group @f the Momthil

Sign up to be the NAA Group of the Month! Spottigbur group and
activities- let everyone know what makes your granmue and special.
Pick any month between July-December 2009

Contact Ellayne Ganzfried at Ganzfried @aphasiaoorg
call (800) 922-4622 to reserve your place!

“Night Sky” by Susan Yankowitz

SpjicSpieSpie=piespile—nicS eSS pieepicpieenic=p)

Stay tuned for details on our 2009 Benefit
featuring a full production of the plaiNight
Sky” by Susan Yankowitgvhich is the movin
story of Anna, a brilliant astronomer, who
struck by a car and rendered aphasic.

You won't want to miss it!
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