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Aphasia Book Clubs: A Life
Participation Approach to Reading

“We cannot hold a torch to light
another’s path without brighten-
ing our own.”

-Ben Sweetland

by Patricia Terry Olson,
Sroke Survivor & Board Member,
Aphasia Center of California

Ed. Note: The Aphasia Center of
California has recently been
awarded a two-year grant by the
Langeloth Foundation in New York
to replicate its innovative Aphasia
Book Club program. In a highly
competitive process, the Aphasia
Center of Californiawasone of nine
successful organizations, out of 55
initial submissions, funded by the
Foundation.

Over the past fiveyears, Aphasia
Book Club membershavereadfifteen
books and are now preparing to read

Inside:

SuseAltaffer................ page 2
AphasiaCenter News...page 3
DONors ......cccceeveeeninen. page4
Annua Report .............. page 5

Ellen Bernstein-Ellis (center-rear) leading a Book Club group.

the next book, At Home in Mitford
(1998) by Jan Karon. In thisbook,
Jan Karon writesabout lifeinasmall
Connecticut town focusingonthelife
of alonely rector. Ellen Bernstein-
Ellis, an AphasiaCenter of Cdifornia
(ACC) speech-language pathol ogit,
guidesbook club activitiesand leads
discussion for thetwo groups, which
arebased onlevel of aphasia.

The ACC’'s Book Club provides
members with writing and drawing
exercisesto help them understand the
author’s ideas and by leading them
through discussions of the books.
Through the book club, members
have regained the ability to enjoy the
process of reading, which some

regrettably felt they had lost forever.
Members of the Aphasia Book
Club receive a copy of the selected
book in large print, an unabridged
audiotape of the book, worksheets
and chapter synopses, and weekly
discussonswith other membersof the
group. All of theseitemsareincluded
with the cost of the class. Some
participants enjoy reading the book
alone. Some prefer reading while
listening to the audiotape. Some
members enjoy listening to the
audiotapeonly. Onemember worked
with avolunteer who read the chapter
synopses for him, subsequently
allowing the member to participate
Continued on page 7

Our Mission Statement: The mission of the Aphasia Center is to encourage and expand communication and
psychosocial well being for those with aphasia. e are dedicated to helping families and stroke survivors under stand the
ramifications of stroke and aphasia on their daily lives and to improve the quality of life for all those affected.
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Susie Altaffer: A Living Miracle

By Mary Jane Laufenberg
Stroke Survivor and

Board Vice President,

Aphasia Center of California

Every time | visit the Aphasia
Center, | seemiracles, miracles, and
more miracles. My most recent
miracle at the Center was a very
gpecia onel Accompanying ayoung,
energetic stroke survivor, Susie
Altaffer, washer partner—abeautiful
yellow lab, “ Savoy”, whois Susie's
guide dog. Susie and “Savoy” are
definitely adouble miracle! Itismy
pleasureto interview them and share
their story with you.

Mary Jane: Tell me about your
life beforeyour stroke.

Susie | wasborninParis, France,
and lived therewith my family until |
was 9 yearsold. Thenweall moved
to Sao Paulo, Brazil. Once there, |
developed diabetes and had to have
my pancreas removed because it
stopped working. After | graduated
from high school, | movedto Arizona
tobewithmy auntanduncle. | missed
Brazil alot, sohdf way through college,
| returned there and taught English as
aSecond Languageto children. When
| was 24, | lost sight in both my eyes
but had eye surgery, which dlowsme
to see large print books. | came to
Cdlifornia 12 years ago to visit my
brother and have been hereever since.

Mary Jane: When did you have
your stroke and what do you
remember about it?

Susie: | had my stroke on June
27, 2001. | was 45 years old. That

day, | had a very, \{
very bad headache. ¥

Astheday went on,

peoplewerehaving g
troubl e fE

understanding me
and | couldn’t
understand them
very well ether. My

brother took meto
the hospital and |
don’t remember
anything a dl those
first few days. As
timewenton, | was [
told |1 began to
speak in Portu-
guee. Englishcame
back very dowly.

Mary Jane:
Do you know what
was the cause of
your stroke?

Susie: The

Double miracles: Susie Altaffer and her dog Savoy

doctorssaid it was probably caused
because | am a diabetic, have high
blood pressure and | used to smoke.

Mary Jane: What were your
favoriteactivitiesbeforeand what are
they now sincethe stroke?

Susie: Before my stroke, |
worked alot withmy brothersintheir
wholesaledistributor business. | got
up in the morning, went to work,
worked along day, came home, had
something to eat, went to bed and
woke up for another workday. After
my stroke, | have becomehappier. To
tell you thetruth, | have enjoyed not
having to work so hard. It has been

great to have my brothers as my
brothers, not asmy businesspartners.
| have a good family and have met
many new friends. Many people have
hel ped mevery much.

MOST OF ALL, | amso happy |
wasabletoget” Savoy”, my guidedog.

Mary Jane: Can you think of

anything that hasbeen abenefit from
having the stroke?

Susie: One of the best thingsthat
has occurred for meisthat now, when
| lie down to sleep, | fall asleep
immediately and don't wake up during
the night | don’t have to worry

Continued on page 8
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Aphasia Ce

Nnter News

Aphasia (uh fay’ zhuh) n: an
comprehend words, usually ac-
sometimes from head injury or a

Americans have acquired apha-
sia.

impairment of the power to use or
quired as aresult of a stroke and

brain tumor. More than one million

“I jenti ferbis...”

Great News!

The Aphasia Center
Now Accepts Vehicle
Donations

The AphasiaCenter of Cdifornia
isexcited to announce our brand new
vehicle donation program.We've
teamed up with Donate For Charity,
acompany that specidizesin process-
ing vehicle donationsfor nonprofit or-
ganizations. Donate For Charity ar-
rangesfor vehicle pickup, handlesall

the DMV issues, sellsthe vehicle at
auction, and distributes the net pro-
ceeds to Aphasia Center of Califor-
nia. Soif it' stimeto replace an older
car, or if you have aboat and trailer
that arejust taking up spaceinthega
rage, consider making a donation.
You' |l avoid the headache of sdlling a
used vehicle, help the AphasiaCenter
of Cdliforniafund itsongoing efforts,
and receive areceipt entitling you to
deduct thefair market value of your
vehicle as a tax deduction. When
you' reready to donate, or if you have

relativesor friendsthat wishto donate,
amply cal Donate For Charity toll-free
at (866) 392-4483 or donate on-line
at www.aphasi acenter.org. We hope
you' |l take advantage of thisnew op-
portunity and help usexpand our com-
mitment toimproving thequdity of life
for al those affected by aphasia

Spreading the Word to
Speech-Language
Pathologists

Dr. Roberta Elman and Ellen
Berngtein-Ellis presented papersat the
American Speech-Language-Hearing
Association conventionin November
in Chicago, IL. Dr. Elman presented
two seminars at the convention: she
reported on aninternationa survey of
aphasia services and provided
clinicianswith suggestionson how to
include services related to life
participationintheir practices. Ms.
Bernstein-Ellis and Dr. ElIman aso
presented a poster on the Aphasia
Center’s innovative Book Club
program. AphasiaCenter of Cdifornia

Continued on page 7

Join our Second Annual “Walk to Talk”
Raise Funds and Awareness!

What: TheAphasiaCenter of Cdifornia s Second Annud “Walk to Talk” isafund-raising event to raisefunds
for our programs. Our “Walk to Talk” will featurea1/4 mileand 3 mile untimed walk/run.

When: Saturday, June 19", 2004. Walk will begin at 10:00am.
Where: Lake Merritt, Oakland. Walk starts at the Downtown Oakland Senior Center at 200 Grand Avenue.

How: Companiesand individuals, from walkerswith kids to seasoned athletesto people with their dogson
leashes can participatein thisevent to benefit the Aphasia Center. Help the Aphasia Center by sponsoring an
AphasiaCenter participant, asking friendsand family for donations, or joining usfor thewalk. Please contact
Roberta Elman (510) 336-0112 to receive awalk packet or for moreinformation.
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Thank You to Our Generous Donors

July 2003-December 2003

If we have made any
errorsin thislisting,
please accept our
apologies and contact us
at (510) 336-0112.

Memorials

Barbara Ashley
LorenC. Ashley

Robert & Lucy Bowen
Robert & BrendaBowen

Daniel Boyle

Mary Boyle

Buddy Brock

AngelaBrock-Kyle &
Bernard Kyle

LouisF. Cadin
Dan & DianaSullivan
Philip T. Clark

BarbaraClark
Susan J. Clark

JohnCorro
TwylaCorro

Carolyn Diller
Roy & Elinor Bell

Lillian Elman
Richard J. Follett, Ph.D.

Marvin Ger ber

Sy & Annette Cook

Frank A. Dolan

MoiraP. Dolan

Dolores Gerber

Stephen & Mary Joanne

Gray

David Knox

DebraKnox

Jean Perlmutter

Evelyn Rossblum

Robert & MarshaRunnels

Tom & MarthaTaggart

ThomasTaggart 111 &
Karen May Wang

MurlyneKnox Gerber
DebraKnox

Martin Goldman
Laureen Cohen
RitaGoldman

Dr. Paul B. Goldsmith
Susan M. Goldsmith &
Joseph C. Waxman

KateW. Higgins
Timothy G. Higgin

Emily Johnson
Dae& AliceJohnson

Karl Kalsow
AvisKasow

Heather Kincaid
Danid & DianaSullivan

This newdletter is a publication of
the Aphasia Center of California

Written and edited by Mary Jane Laufenberg,
Patricia Terry Olson and Roberta J. ElIman

Design and layout by Morris Older

LucilleLabat
LouisLabat

Joan M cCarthy
Carol Sommers

J. Russdll McKarns
James S. McKarns, CIH,
CSP

Robert Metcalfe
Stacie Raymer

MarvaDawn Norgaard
Todd Norgaard

MariePastrick
Nell & Evy Schiffman

Betty Pillow
Susan Girddez
Jack Pillow

David Sedlacek
Ray & RosdieReid

John Selby
Joanna Kim-Selby

Randall Shearer
Bob Shearer

Harold Smith
John & Betty AlImquist
Carolyn J. Smith

JohnL.Terry

Marian Combs

SidDommesé& Enid
Meyer

SueEwing

Philip & NeldaErlwein

Woodrow Fair Family

Mary Lee L uzmoor

Dick & Patsy McDonndll

Margaret Morris

AnnNdly

Joseph & Joyce Nunes

Drs. James& Linda
Peddie

Clytelle, Wanda & Pat
Shepherd

Moally B. Smith

Millicent Stitzel

George & RoseYee

Sam Van Dyne

Joyce Garvey & Janis
Mueller

In Honor

Patricia Armstrong
JoAnn Cook

Martin Aston
Suzanne& Duncan
Bennett

Ellen Bernstein-Ellis
Nella& Andy Berngtein

LuannaBlagrove
Ella& RonddMauldin
Charlotte Riley Nye
Chrigtine Robinson

Judi Briano

John & RobertaBriano

Gail Longworth & Sandra
Hill

Ricardo & Genevieve

Callgo

FranchescaCalgo& Jm
Brighton

Jim Carnrite
JmHilferty

Jack Carroll
Bumper Carroll
Jon Conahan

Sid Dommes
VanitaBlum

Roberta Elman
Myron & ElaineAdler
Jonathan Rivin

Continued on page 6
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ACC 2003 Annual Report

2003 SERVICES

Totd Vidts 5009

Group Communication Treatment

Vidts 2620

Individud Speech-Language
Treatment Vidts 163

Reading & Writing Classes: 522

Painting/Drawing Classes. 602

Fitness& Relaxation Classes. 742

Educationa Stroke Group Series:
360

Information & Referrd (includes

phone, mail, and e-mail): 1913

Web site hitsto date: 28,000+

ORGANIZATION &
CORPORATE

DONATIONS

Cerrito City Club

Cohen-Schultz Charitable Fund

Dreyer’ sGrand Ice Cream

Good Shepherd United Methodist
Women

Internationa Association of Fire
Fighters-Local 55

Pat Martin Stroke Support Group

Jackson, DeMarco, Peckenpaugh

Kaiser Permanente—Kaiser
Foundation Health Plan, Inc.
Langel oth Foundation
Pat Martin Stroke Support Group of
Contra Costa County
Speech Pathology Group, Inc.
TeamstersLoca 853
Teamsters Joint Council No. 7
IN-KIND
DONATIONS
Albertson’ s-Oakland

Berkley Bowl Marketplace
Canvas Restaurant-Oakland
Compadres Restaurant-Oakland

2003 Revenue Sources

i

959

2003 Expenses

O Service Fees
B Indiv. Contributions O Programs
= Grants M Management
O In-Kind B Fundraisng
® Other
Dina sHair Sdon-Oakland Ultimate Grounds-Oakland
Francesco's Restaurant-Oakland Zdtis Restaurant-Oakland\
Glenview FHorists-Oakland
Infinity Sdonwith Dominic- MATCHING GIFTS
Lafayette Autodesk, Inc.
Italian Color’ sRestaurant-Oakland | TW Foundation
LaStrada Restaurant-San Pablo
Long’ sDrugstore-Oakland DONATED
Mother’ s Cookies-Oakland SERVICES
m 3XL?)EV)\(/$;§OEM and Speech-Language Pathology
PacifiCare Savices. EllenBerngan-Ellis,

Pastino’ s Restaurant-Oakland

Peet’ s Coffee & Tea-Oakland

Purple Plum Restaurant-Oakland

Rite-Aid-Oakland

Safeway-Oakland

Starbuck’s Coffee-Oakland

Svenhards Swedish Bakery-
Oakland

Terzetto Cuisne-Moraga

Trader Joe' s-Lafayette

Uncle Chung's Szchewan
Restaurant-Pinole

RobertaJ. Elman, Susan Adair
Ewing
Adminigtrative Services. RobertaJ.
Elman
Computer Services. Steven G. Fry
Newdetter Design & Layout: Morris
Older

DONATED
PROGRAM SPACE

City of Oakland, Downtown Senior
Center
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Thank You to Our Generous Donors

Continued from page 4

Sd Elman
Frances Warner

SueEwing
Betty Adair
Bud Gardner
Helen Gardner

Ron Hausmann
Richard & Carol Francoz

Istelngham

James Wilder Green
JulieMcNulty
Betsey S. Williams

Mary JanelL aufenberg
Martha Plante

JeninalLinton
Caral Linton

Enid Meyer
VanitaBlum

Kay Lynn Neal
PetriciaJ. Donham-Ingdls
Nancy Norland

U.A. & JoycePdtil
CynthiaWilkinson, CPA

Mar gar et Nohr
John F. Nohr

Jim Preston
WilliePreston

JamesPugh
Katherine V. Pugh-
Navarro

David D. Rose
Margaret Buenger
Ray Dunaway
Carolyn Gerdts
Joseph Nitaroly

Jim Santanna
Kathy & Rick Mosher

Diana Sullivan
ArleneSullivan

LynndaTabor

Dr. & Mrs. Clay M.
Wilson

Philip Tien

Star Pierce

Don Welcome

Debbie Haagensen

Carol & Harold Pardey

Elizabeth Porta

Mr. & Mrs. Fred Treff

William Wong

Larry & DaynaHeck, Jr.
Jonathan Morey
VirginiaWong

George Yee

D.Heming

Donors

Anonymous

Betty L. Aceves

PetriciaArmstrong

Prudence Ashley

David & Jll Boettger

Robert & BrendaBowen

Caroline Brooks

Elizabeth Bryant

Mr. & Mrs. Loren Burns

JamesS. Carnrite

Joan Chomak

MichdeA. Claizio

Rd ph Countryman

Marilyn Dear

RobertaDeHoney

Mildred Dommes

SidDommesé& Enid
Meyer

AnnE. Dzuna

Doreen& William Ellis

Richard & Caroline Robert & BarbaraMishell
Elman Christie Morehead

SadieElman Susan Musicant

LindaFitch Jean B. Mundy

Joan FHorsheim Jerry & KayLynn Ned

Toni Garrett AnitaNdla

Joyce Goldberg Howard & Carol

Ledey Kim Grosshlatt Newman

Earl & JaneHamner LauraO’Brien

RonHausmann& Mary | Maureen O' Connor

AnnMuirhead Douglas& PeatriciaOlson

Kay Hayes Moally Pong

Fred & IrisHoblit Eleanor Prugh

Robert Ingham Frances & John Raeside

|ste Park Ingham Donad & Cleo Reed

Candace Kahan David & Kathryn Rose

Colette& FrancisKdly | Stephen Spott

SheilaKing Mr. & Mrs. G. Craig

JlI' S. Kneeter Sullivan

Sharon Krippene Danid & DianaSullivan

CatherineC. Larsen FrancesM. Tucker

Mary Jane & Rich Norm & Betsy Van
Laufenberg Patten

Antonio Manti Harriet L. Wash

JetaPudistsMcKillip Frances Warner

Kevin& Laura George & Rose Yee
McLaughlin Henry & Henrietta\Woon

Mr. & Mrs. Howard Robyn G. Young, M.D.
Minamoto Jan Zobe

APHASIA CENTER
BOARD OF DIRECTORS

President: Steven G. Fry
Vice-President: Mary Jane Laufenberg
Secretary-Treasurer: Enid Meyer
Tracy Cook
Roberta . Elman, Ph.D.

Mary Lew
Patricia Olson
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ACC Book Club Replication

Continued from page 1

successfully in the discussions.
Whatever worksfor eachindividual,
according to the ACC staff, isgreat
aslong asthey enjoy the books.

Dr. Roberta EIman explained that
the book club was started as an
extension of traditional reading and
writing groups. This option
incorporated the values and
philosophy of the ACC into daily
activitiesby giving membersachoice
of age appropriate classesaswell as
increased life participation skills. Dr.
Elman noted that these are critical to
thereintegration of aphasiasurvivors
into the community.

A replication of the ACC’ s book
club program has begun. The
L angeloth Foundation, based in New
York, hasawarded the ACC agrant
to expand the book club to four sites
in North America a university in
Montclair, New Jersey; a medica
centerinChicago, Illinois and Aphesa
Centersin Philadel phia, Pennsylvania

Lynne Tabor, Don Welcome and David Rose (left-right) at the ACC Book Club

and Toronto, Ontario. In March 2004,
these siteswill receivethefirst set of
books for their reading groups. The
ACC will provide these siteswith a
teaching manual, and curriculum
materials developed by Ellen
Bernstein-Ellis and many of the
Aphasia Center’s graduate student
interns. After reading the book and
completing thelearning exercises, the

ACC News

Continued from page 3

staff remain dedicated to sharing
clinical advanceswith othersin order
to help asmany peoplewith aphasia
aspossible.

Shopping helps the
Aphasia Center:
www.iGive.com/ACC

Everybody shops. Think of how
much money will go to the Aphasia

Center of Cdiforniaif supportersdo
someor dl of their shopping onlineat
www.iGive.com/ACC whereupto
27% of every purchaseisdonated to
the AphasiaCenter of Cdifornia. At
iGive.com, membership is free and
thereisno extracost or obligationto
you. AndiGive.comwill currently do-
nate an extra$5 to the Aphasia Cen-
ter of Cdiforniafor dl new members
You can shop at over 240 merchants,
including Lands' End, Gap.com,
PETSMART, Barnesand Nobleand
more and help the Aphasia Center at
the same time! Please go to:
www.iGive.com/ACC

participants, volunteers and speech
thergpistswill providefeedback onthe
process and materials to the ACC.
Thisinformation isnecessary for the
ACCtoget animpartia review of the
materials before publishing them on
the Aphasia Center of California's
website, www.aphasi acenter.org.

Onegoa of the ACC'sgrantisto
provide access of the book club
materials to speech therapists
anywhereintheworldwhowouldlike
to use them. A number of speech-
language pathol ogists have reported
their desireto start book clubswith
individuaswho havegphasia, but sate
that they lack thetimeto develop the
necessary materias. The ACC’ sbook
club materias will alow them this
unique opportunity.

If youareinterestedinjoining the
book club or would liketo volunteer
to help membersin the book club, you
may contact Dr. Roberta EIman at
(510) 336-0112.

www.aphasiacenter.org
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Susie Altaffer: A Living Miracle

Continued from page 2

anymore. | don’'t even know where
“Savoy” goesor what hedoesduring
thenight. All I know isthat heisright
thereandisvery happy inthemorning
when | wake up.

Mary Jane: When and why did
you decideto get “ Savoy” ? What was
the San Rafael Guide Dogs for the
Blindtraininglike? How has* Savoy”
affected your life?

Susie: | livein Alameda and, of
course, wasnot working. Therefore,
| had timefor exercising by walking
and listening to music. It becamethe
best time for me to get aguide dog.
In January of 2002, | sent my appli-
cation inand wasinterviewed by the
GuideDog gaff inMay. | went totrain-
ing and graduated with “Savoy” in
September. | had noideawhat | was
going to learn or what kind of dog |
wasgoingto get but it wasvery excit-
ing! By necessity, thetraining wasdif-

ficult. Each day waslong and chdleng-
ing. | fell inlovewith“Savoy” onthe
day | got him. Becauseof my aphasia,
itwasvery difficult for meto remem-
ber hisnameand it took methreedays
to do so. | am so happy that he has
becomeapart of my life!

Mary Jane: Any special
suggestions for stroke survivors
(conquerors) today?

Susie: | think | take lifeasitis
today. | am completey different from
before my stroke although | wear the
same clothes and wear my hair the
sameway. | don’t work right now and
don't really havealot of money, but |
don’'t have to worry about everyday
things that aren’t really important.
When things get tough, | just take a
look at where I am now and thank
everyone and everything that have
gotten me here. | have*” Savoy”, my
friendsand family that dwayskegpme
going!

Mary Jane: Canyoutell meabout

the benefits you' ve received at the
AphasiaCenter of Cdifornia?

Susie: At the Aphasia Center, |
am ableto meet, discussand talk to
the staff aswell asother peoplewho
have had strokes. | love to attend
my group meeting each week where
weadll talk about our previousweek.
| d'solovethe Book Club, which not
only draws me into books which |
would not have chosentoread, but it
makes me think about each chapter
and write my thoughts. It makesme
listento what other peoplethink and
causes meto think in different ways
about thesamething. | lovegoingto
large Stroke Groupswhen different
peopleareinvited to talk to us about
thingssuch asphyscal techniquesthat
might be helpful to us. | also
appreciate the annual AphasiaWak
aswe al try very hard to make the
walk financialy successful. Goingto
the AphasiaCenter redly helpsusall
to maintain apositive attitude!

Aphasia Center of California

3996 Lyman Road
Oakland CA 94602-1857

(510)336-0112
www.aphasiacenter.org
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