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 As we approach the end of 2008 I am amazed at the many              
accomplishments of the NAA this past year! We have expanded our state 
representative and community group networks; updated our strategic 
plan and added talented new board members; co-hosted Speaking Out 
2008 with NYU; had June proclaimed National Aphasia Awareness 
Month by Congress for the 2nd time; held successful Spring and Fall 
Benefits in different venues with new formats; been visible at Several 
State and National conferences; received a grant from the Christopher 
and Dana Reeve Foundation for aphasia awareness training for        
emergency responders; built several new partner relationships and much 
more! Most recently we received the 2008 Distinguished Service Award 

from the Academy of Neurologic Communication Disorders &       
Sciences (ANCDS) which was a tremendous honor! 

 None of this would be possible without all your generosity, efforts 
and support throughout the year and we hope that you will, once 
again, remember the NAA as you make your charitable contributions. 
We greatly appreciate your help in raising awareness of aphasia and 
providing resources to people with aphasia and their families. 

 We look ahead to 2009 and are excited about the goals and plans 
ahead of us. We invite you to join us in our work. Share this        
newsletter with others who might be interested and direct them to our     
website www.aphasia.org and resource line (800) 922-4622. Your 
feedback is always welcome! 

In this holiday season we wish you and 
your family health, happiness,       
prosperity and a peaceful New Year! 

Best Regards, 

��������������	
���������������	
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We Got Mail! �
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 I‘d like to nominate Howard Shapiro as support group facilitator of the month, the year 
maybe. He has been running a Men’s Caregiver Support Group in Portland, Oregon for 
EIGHTEEN years, yes that’s right 18!  

 He said, “I started the Male Only Caregiving Group in 1991 soon after my wife had a 
stroke. Next year will be the 18th continuous year of the Group! 

Asked how he kept it going all that time. “That is easy. It helped me! And it helped those 
attending. I continued the Group even after my wife passed away. I knew what caregiving 
is, I did it for 13 years! I had the answers that many came to the Group asking....I did it and 
was able to overcome the anxiety of being a male caregiver where it was long thought of as 
a 'woman's role.'  

 "Over the past 15 years, gender roles have changed dramatically as family structures 
have changed, with more women in the work force, men are stepping into the role of a 
caregiver. 

 “My magic? I learned to listen to grown men sharing their heartaches...their tears and 
questions of caring for their loved one. After all these years I would say that the many men 
who attend each and every month find comfort and belonging to a Group that they can 
share in confidence in a group setting their very personal feelings. 

 “I am reminded that when my late wife had a stroke, It began to dawn on me that my 
life had changed radically. I had a new role: 'male caregiver.' It's a job nobody applies for, 
you don't expect. You won't be prepared. I wasn't. However I adjusted and did the best for 
thirteen years which, I know, kept my wife in good stead. I learned to take care of myself 
so that I could better take care of her. And one of many ways was to get involved and again 
I learned that 'all caregving work can cause depression' and participating outside of the 
home in some positive activity energized me to such that I became a healthier caregiver.” 

 Howard Shapiro is an inspiration!  Thank you Howard for all the good work you have 
done and continue to do! 

Men's Caregiver Support Group 
Legacy Good Samaritan tHospital 
Portland Oregon 
pmahoward@verizon.net 

We received this wonderful story from  
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Hi Ellayne, 

Some time ago we emailed about my idea to do some articles about being a caregiver for 
my husband Paul, who is 3.5 yrs post stroke/ aphasia. 
 

I am submitting 3 personal essays about being a caregiver. They are joined by the theme of 
the Caregivers Bill of Rights. Each one addresses a different 'right'. I have many personal 
thoughts in me so more ideas are percolating. Each essay starts with the same text of the 
Caregivers Bill of Rights and my intro. 
 

I hope you will find these personal essays appropriate to publish one per month in the NAA 
newsletter. I also hope they will serve to spark some caregiver conversations, thoughts or 
ideas. So often as the caregiver we talk about what we do or don’t do to support our loved 
one's recovery. I would like to focus on what we do for ourselves. 
 

I welcome your thoughts on my submissions.  

You can reach me via email at pobtoon@mindspring.com 
 

Thanks, Ellayne. 
 

�

������
������
Tucson,Arizona 
 

On page 4 is the 1st of Eileen’s articles -  

Please send us your thoughts and experiences!  ������������	
�  
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I have the right to take care of myself. This is not an act of selfishness. It will give me 
the ability to take better care of my loved one. 
 

I have the right to seek help from others even though my loved one may object. I     
recognize the limits of my own endurance and strength. 
 

I have the right to maintain facets of my own life that do not include the person I care 
for just as I would if he or she were healthy. I know that I do everything that I reasonably 
can do for this person and I have the right to do some things just for myself. 
 

I have the right to get angry, be depressed, and express difficult feelings occasionally. 
 

I have the right to reject any attempt by my loved one (either conscious or unconscious) 
to manipulate me through guilt or anger. 
 

I have the right to receive consideration, affection, forgiveness, and acceptance for 
what I do for my loved one as I offer these attributes in return. 
 

I have the right to take pride in what I am accomplishing and to applaud the courage 
it has taken to meet the needs of my loved one. 
 

I have the right to protect my individuality and my right to make a life for myself that 
will sustain me in times when my loved one no longer needs my full-time help. 
 

I have the right to expect and demand that as new strides are made in finding resources 
to aid physically and mentally impaired persons in our country, similar strides will be made 
toward aiding and supporting caregivers. 

 
A version of the Caregiver’s Bill of Rights hangs on the wall in my den. I 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 I took on the many, many, many facets of 
my role as caregiver. 
 

This list has comforted me, confounded me and guided me over the years as I sought 
to redefine my life. It allows me to reflect on what works and what doesn’t as I strive 
to be my own person. (continued on page - 5)  
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You Need to Join A Gym! 

 

 

 
 

My friend’s wife had a stroke. He once described his frustration when a family member 
suggested he join a gym. She said, “Daddy you should join a gym. You’ll be no help to 
Mom if you don’t take care of yourself first.” 
 

“How can I go to a gym?” he asked with genuine puzzlement in his eyes. “It’s all I can do 
to get myself dressed and begin our daily routine. How can I take care of myself first?” 
 

I totally sympathized. In 2005 I was in the early days of my caregiver roles. My husband 
and I were still trying to figure out how to establish a home routine in this post stroke, 
aphasia world. I could not figure out how to use that advice  ‘You have to take care of 
yourself first in order to be an effective caregiver’. 
 

I often wanted to find that person who coined this phrase. Did this wise person ever do any 
real, 24/7 care giving? How did they find time to take care of themselves first and still be 
the person in the morning to help their loved one get out of bed, take meds, do toileting, 
undress, get in the shower, get out of the shower, dry off, apply skin creams or special 
dressings, get dressed, comb hair, walk to the kitchen; oops, never did brush the teeth, well, 
we’ll do it after lunch get breakfast ready while making a shopping list, double checking 
the address of the new doctor for the morning appointment.the tasks went on and on.  
 

No, the coiner of the ‘first you, then the other person’ caregiver’s mantra was definitely not 
a full-time caregiver. 
 

Somewhere in the fourth or fifth month of this routine the thought struck me - maybe ‘You 
have to take care of yourself first’ was like one of those bumper sticker philosophies. I    
always need to read them and come up with my own personal interpretation. I came up 
with an approach that worked for me. It had two parts:  

1. How to listen to advice. 

2. How to define taking care of myself.  
(continued on page - 6) 
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Listening to advice has always been difficult for me. After my husband’s stroke, it was even 
harder because I felt my every minute was already taken up just trying to get through the 
day. But everyone had advice; well meaning, even loving. But, no one else could ever be in 
my shoes.  
 

Today when someone offers advice and I feel myself bristling because I feel it just would 
not work, this is what I do.  
 

I say to myself, “This person is acting out of love for me and for my husband.”  
 

Then I say to the advice giver, “Thank you for your concern.” Period.  
 

Later, at home, I turn that advice over in my mind and see if I can adapt it to my life. Some-
times I can, sometimes I cannot. Sometimes it is advice that only makes sense to me 
months later. I interpret for myself what taking care of me first really means. 
 

In order to define what taking care of me means, I had to distill that phrase, “You have to 
take care of yourself first”. Difficult as it was I had to look at the big picture.  
 

The big picture was: My husband had a stroke; he has aphasia; he will always have some 
form of aphasia and we are going to be together until we die. Our life is permanently 
changed.  
 

I did not accept this overnight. This acceptance is truly a work in progress.  
 

I decided in taking care of myself first, anything I did counted. If I had a quiet cup of tea 
each evening, that counted. My husband was asleep, I set aside 20 minutes to sip a warm 
cup of tea in the quiet of my living room. It was heaven. (continued on page 7) 
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(continued from page - 6) 
 

Your heaven may be listening to two cuts of your favorite CD in the 
car, taking a bath instead of a shower, cleaning a sock drawer. If this 
time is for you, it counts. 
 
I also found that each day, each month, my interpretation of that    
advice ‘You have to take care of yourself first’, changed.  
 
The first week my husband was home from the hospital, ‘You have 
to take care of yourself first’ meant, make sure there is some food in 
the house, some gas in the car and (maybe) some clean clothes. Seriously, that was all I 
could deal with. I was reeling from this total change in our lives. Setting up doctor and 
therapy appointments, getting medicine schedules straight and returning phone calls from 
inquiring friends could have overwhelmed me. It was during this time that my evening cup 
of tea was a lifesaver. 
 
As time moved on, my husband’s recovery and my comfort level with our changed life   
enabled me to do more for myself. Over the months I consciously created more ‘taking 
care of me’ events. An hour or two in the garden as my husband sat and watched or even 
helped with some tasks.  
 
Then an evening out as he stayed at home with a companion to hang out with him.  
 
Then wonder of all wonders, leaving him at his local airport to go flying in an airplane with 
a fellow pilot friend. (You can imagine the list of instructions I privately gave his friend). 
But then I went to walk in the park. Another luxury!  I was taking care of myself. If I was a 
gym person, I might have even joined a gym then. The time was right. 
 
I have learned how to care for myself first. But, in my own way, in my own time. 
 
Each of us has special ways we care for our self. Some journal, some sing, some read, 
some pray, some walk. It does not have to be a full day, just a few minutes. It may not be 
the ‘way’ you have planned or the way someone else thinks is right for you. But if you     
experience even a tiny bit of that refreshed, revived, feeling, you are taking care of your-
self. How do you care for yourself? 
 

by �
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“It’s fun, awful nice, and I love everybody. It is so good to be able to talk about 
things and have other people understand and want to help you out.” This is what one of  
our members had to say about coming to Aphasia Group every week. She expressed       
that “getting to see everyone” is her favorite part. “We do fun things and really help      
each other.” 

  
The Texas Tech University Health Sciences Center (TTUHSC) Stroke Recovery/

Aphasia Group Therapy Program was established in 1998 by a group of five speech-
language pathology graduate students and one clinical educator. Our group serves people 
with aphasia as well as their caregivers. Thus far, we have been able to offer therapy to all 
of our members free of charge through a number of fundraising efforts and private          
donations. Our group is primarily composed of individuals who have exhausted all of their 
speech-language treatment funding but can still benefit from therapy. (continued on page - 9) 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Texas Tech University Health Sciences Center 

Stroke Recovery/Aphasia Group Therapy Program - Lubbock, Texas 

    WE ARE THRILLED  TO HIGHLIGHT �
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(continued from page - 8) �

The Program has grown and evolved into 7 small groups, each consisting of 4 to7 
members. Members’ ages range from 35 to 85 years. A total of 18 graduate student clini-
cians and 3 clinical educators are now involved. We meet weekly for 1 hour every Tuesday 
at the TTUHSC Speech-Language-Hearing Clinic in Lubbock, Texas. Group members 
coined their own group names, which are listed below.  
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Aphasia group members enjoy various activities, including discussing current events, going 
on field trips, reading, playing games, role playing, learning computer skills, participating 
in arts and crafts, and designing websites and brochures. Approximately once per month, 
all of the groups come together for a merged meeting or field trip and enjoy fun and        
fellowship together. Highlights this year include chair exercises to the song called “The 
Monster Mash” at our Fall Celebration, an ornament exchange at our Winter Celebration, 
and our end-of-the year Aphasia Banquet in the spring.  

Our members really enjoy meeting in a safe, positive environment. One member   
expressed the following: “Going to therapy every week helps me because I can meet with 
people that understand me. I like to talk with people that are patient and understand. I love 
everybody!” One caregiver stated, “It is easy to forget that you are not alone. I am           

reminded every week that there 
are other people just like me. This 
encourages me every week and 
helps keep me going.” 

For information contact:   
 

Melinda Corwin, Ph.D.        
CCC-SLP Assistant Professor 

 

Texas Tech University Health 
Sciences Center 

(�)����*���*������+�)�

���
�
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http://student.ttuhsc.edu/

aphasia �
 

�#-.���������/�0-.�!�,��



���

� �������� � �	�
��� � 

����������

�

�

�

   

Carondelet Aphasia Program (CAP)  
Carondelet Neurological Institute  

Department of Outpatient Rehabilitation, St. Joseph’s Hospital 
Tucson, Arizona 

 On Monday and Wednesday mornings, the Agave Meeting Room at St. Joseph’s     
Hospital in Tucson, Arizona, exudes the aroma of great coffee and the sounds of lively  
conversation. This is where the Carondelet Aphasia Program (CAP) meets. 

 CAP provides small group sessions for people living with aphasia. The focus is on    
enhancing the communication that individuals undertake in everyday life.  
The program meets two days a week for three hours. CAP members register for 12-week 
semesters offered in the fall and the winter/spring. A shorter summer semester is also      
offered. 

This is how a day at CAP unfolds: 
 Around 9:30 a.m., CAP members arrive, greeting each other, the program volunteers, 
and the CAP Program Lead, Fabiane (Fabi) M. Hirsch, Ph.D., CCC-SLP. From 9:30 to 
10:00 a.m., the group settles around a table to review the day’s schedule and to chat. One 
person might bring in a brochure from a weekend trip; another might show the latest family 
photos. All efforts are made to ensure that each member has the opportunity and the      
support to enter into the discussion. (continued on page - 11)  
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(continued from page - 10) 

 At 10:00 a.m., members are divided into two smaller Communication Strategies 
groups. During this group session, members review strategies to assist communication. 
These strategies include writing, drawing, gesturing, describing (talking), and using     
communication aides, such as the CAP communication book which includes things like 
maps, numbers, and days of the week. Structured activities are used to develop and practice 
these strategies. 
 

 At 11:00 a.m., members move on to their second session of the morning. A variety of 
group types are offered on a rotating basis. Current offerings include the following:   

� Communication of Daily Living – Members practice real-life situations such as 
making a dinner reservation or explaining a problem to a doctor. 

� Writing –Members practice writing letters, words, or sentences depending on their 
abilities and goals 

� Brain Games – Group activities exercise the brain in an engaging way to sharpen 
mental focus. 

� Education and Advocacy – Members participate in activities to improve their 
knowledge about aphasia and to extend that knowledge to their loved ones and to 
the community. During this past year, we participated in the NAA’s letter-writing 
campaign to promote an aphasia postage stamp, and we wrote letters of thanks to 
the legislators who supported National Aphasia Awareness Month. We                
also welcomed visits from staff members of the Adler Aphasia Center who were   
instrumental in helping us to develop our program. To showcase our many           
activities, we produced our first newsletter.  

� Computers – Members work one-on-one with a volunteer computer coach with 
software designed specifically for use with individuals who have aphasia or with 
personal computer goals, such as writing e-mails.  

 

 The CAP morning ends with a half-hour wrap-up session to talk about upcoming 
events or to just relax and socialize. We are all pretty tuckered out by then! 

 In addition to our group sessions at the hospital, we plan community ventures. Dinner 
and movie nights are popular and provide topics for discussion during subsequent group 
meetings. We have enjoyed lunch and billiards at the home of one of our members, and we 
recently participated in a special orientation at a nearby public library.  
(continued on page - 12) 
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(continued from page - 11) 

 CAP recognizes the importance of providing support for family and friends of those    
living with aphasia. A monthly caregiver support group is offered. Audrey Holland, Ph.D., 
CCC-SLP, a world-renowned aphasia clinician and researcher lends her skill and experience 
in leading this group. Monthly education forums, usually with invited speakers, are also     
offered. 

 CAP will celebrate its one-year anniversary in March of 2009. This past year has brought 
together a group of extraordinary individuals who are living successfully in spite of aphasia. 
They have formed strong bonds. A group of members gather on their own each week to read 
together. They all rally together when a member is ill. In the words of one member, “A 
brotherhood and sisterhood (has been created) where we help each other.” As we conclude 
our first year, we look back at both the trials and the exhilaration of starting a new program, 
and we look forward to continued expansion and renewed enthusiasm to develop a truly    
exceptional program to support a truly exceptional group of individuals.  

 

For an information packet about the Carondelet Aphasia Program, 
please contact Merle Holck, Scheduling Coordinator, at 520-873-5847. 
 

Visit our Website 
www.aphasia.org 

 
 

For the latest information 
and events!! 
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 NAA was given the 2008 Distinguished Service Award by the Academy of Neurologic 
Communication Disorders & Sciences (ANCDS), which cited “NAA’s diligent efforts 
throughout the past two decades to increase public awareness of aphasia and its national 
advocacy on behalf of aphasic individuals and their families.” Founded in 1983, ANCDS is 
a group of professionals interested in encouraging the highest quality of life for adults and 
children with neurologic communication disorders.  
 The award was presented at their annual meeting in Chicago on November 19th. Martha 
Taylor Sarno, Founder and President Emeritus of the NAA, accepted the award on behalf 
of the NAA. Barbara Martin, NAA President, Don Olson, NAA Board Member, Lee Ann 
Golper, NAA Vice President for Strategic Planning and Ellayne Ganzfried, NAA Executive 
Director, were also at the ceremony. 
 “We are deeply grateful to ANCDS for recognizing the National Aphasia Association's 
commitment to the advocacy of persons with aphasia and their caregivers through public 
education, increasing visibility, and the provision of community resources through a       
national network of Aphasia Community Groups and volunteer professional state           
representatives. This award is particularly meaningful given the ANCDS commitment to 
the highest standards of practice for persons with neurologic communication disorders,” 
said NAA Founder and President Emeritus Martha Taylor Sarno.�

NAA RECEIVES  

DISTINGUISHED  SERVICE  AWARD  

FROM  ANCDS 
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Lots of Activity at the booth!! 

The NAA had a strong presence at the 2008 American Speech Language 
Hearing Association (ASHA) Convention in Chicago. We had an exhibit 
booth and distributed lots of information about aphasia including the     
aphasia ID card and sticker. Everyone loved our giveaway item which was a 
combination pocket flashlight/whistle/key ring. We are proud of the many 
NAA affiliates who presented educational  programs at the conference. 
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We hosted a breakfast for state representatives and other interested people. We provided   
updates on NAA activities and everyone had the opportunity to network and share their 
ideas. It was wonderful to see so many people in attendance and devoting their time and  
energy to the NAA. 

 

 

 

 

 

 

 

 

 
We are grateful to all the volunteers who helped us at convention. Special thanks to    
Melodie Dregansky, Ira Ganzfried and Michelle Epstein who devoted extra time and       
attention and of course, Amy Coble, NAA’s Information/Administrative Coordinator, for 
making sure everything ran smoothly! 

� � � � � � � � � � � 	 � � �
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STATE  REPRESENTATIVE  BREAKFAST  MEETING  

�
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Congratulations to NAA Executive Director Ellayne Ganzfried and NAA 

State Representative Sandra Glista who were 

named Fellows of the American Speech-Language-

Hearing Association (ASHA), the professional, scientific 

and credentialing association for more than 130,000 

members and affiliates who are speech-language          

pathologists, audiologists, and speech, language, and 

hearing scientists in the United States and internationally. The status of Fellow is  

retained for life and is one of the highest honors this professional organization can 

bestow. It recognizes professional or scientific achievement of a member who has 

shown outstanding contribution to the professions and 

is given to a select few each year. 
 

It was a double celebration for Ellayne      

because the Honors and Awards Ceremony 

was on her birthday! 

�

�

 

Each month a different aphasia group will be featured with an article and pictures in 

our newsletter and in a highlighted place on our website homepage. Spotlight your 

group and activities-let everyone know what makes your group unique and special! 

It also helps us keep the connection between people with aphasia, their families, 

health professionals and the NAA! Be the first to reserve your spot! It is a great way 

to celebrate your accomplishments! If we get enough response then we will feature   

2 groups a month!  

Contact Ellayne Ganzfried at Ganzfried@aphasia.org or call (800) 922-4622  
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As the year ends we ask that you remember the 

NAA with a donation. The NAA Annual Appeal 

letters have been sent. You can donate by mail 

or contact us at (800) 922-4622 or 

naa@aphasia.org. Your support helps to give 

people with aphasia a voice! Any amount makes 

a difference and we thank you on behalf of 

those who are still finding the words. Each dollar is used towards 

furthering our mission and achieving our goals! 

 

 

 

“Night Sky” by Susan Yankowitz  

Stay tuned for details on our 2009 Benefit featuring a full production of 

the play “Night Sky” by Susan Yankowitz which is the moving story of  

Anna, a brilliant astronomer, who is struck by a car and rendered aphasic. 

You won’t want to miss it! 

 

Special Issue on Primary Progressive      

Aphasia (PPA)- Our February 2009 newsletter 

will be devoted specifically to PPA. Send us 

your stories, experiences and/or articles         

related to PPA by January 15,2009 
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