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 We are pleased to devote this month’s newsletter to Primary     
Progressive Aphasia (PPA). Due to the increasing number of          
inquiries we receive about PPA we felt it was important to provide 
information specific to those with PPA and their families. The 
NAA’s mission is to end the devastating consequences of aphasia 
through increasing understanding of the disorder, encouraging the 
development of community resources and advocating  on behalf of 
those ,literally, left without a voice. We work to reach out to people  
with aphasia to help them move forward 
with their lives. We are committed to being a 

resource and clearinghouse of information for ALL those whose 
lives have been touched by aphasia. There is a page on PPA on 
the current NAA website that is updated on a continuous basis . 
You can click on this link  to access it: 
http://www.aphasia.org/Aphasia%20Facts/primary_progressive_aphasia.html 

 This is just one example of our ongoing efforts to determine 
how we can best meet your needs. Please tell us how we can    
better serve you and your families. Let’s work together to raise 
awareness of aphasia! 

 Share this newsletter with others who might be interested 
and direct them to our website www.aphasia.org and resource 
line (800) 922-4622. We always welcome feedback and want to 
hear from you.      Best Regards, 

��������������	
���������������	
���������������	
���������������	
�� ���

� � ����� ������ ��

WHAT IS 
PPA  2 

WE GOT 
MAIL  4 

NAA 
Group of 

the Month 
 7 

One 
Couple’s 
Journey 

10 

NEWS 

&NOTES 
17 

MESSAGE FROM THE PRESIDENT OF THE NAA �



��

� �������� � �	�
��� � 

����������

�

�

�
�

   

Maya L. Henry M.S., CCC-SLP                                                                                                     
Aphasia Research Project 

Department of Speech, Language, and Hearing Sciences                                                                         
University of Arizona, Tucson 

 

 

What is Primary Progressive Aphasia (PPA)? 
 
 
 Many people have heard of aphasia, the impairment of language skills that results 
from stroke or other damage to the brain. Far fewer are familiar with the term primary 
progressive aphasia, or PPA. PPA is also an acquired language problem; however, it  
results from degenerative disease that affects language regions in the brain. In some 
ways, progressive aphasia is similar to Alzheimer’s dementia, in that it is caused by 
disease affecting neurons, or nerve cells in the brain. Unlike people with Alzheimer’s 
dementia, however, individuals who suffer from PPA demonstrate a slow decline in 
language specifically, while other aspects of thinking, including problem-solving and 
memory, remain relatively unaffected. 
 
 All individuals with PPA complain of difficulty with finding words. Like people 
with aphasia from a stroke, they often say, “I know what it is but I just can’t say it.”   
In addition, some people will have a “nonfluent” language profile, and will have     
trouble talking in sentences, with attempts to communicate limited to single words or 
short phrases. Nonfluent individuals often have difficulty with articulation, or           
coordinating the muscle movements for speech. In these people, the ability to           
understand what others are saying remains relatively spared. Others with PPA have a 
“fluent” language profile, sometimes referred to as “semantic dementia.” People with 
this type of progressive aphasia do not have a hard time speaking in complete          
sentences. They do, however, have significant problems with finding words and their 
language is often “empty” of content. For example, an individual with this type of PPA 
might say, “that thing” instead of using a specific word. These individuals often have 
trouble comprehending what others are saying as well. These distinct language profiles 
reflect different patterns of atrophy in language regions in the brain, with nonfluent  
patients generally having damage affecting the frontal lobe of the left hemisphere and 
more fluent patients having damage affecting the temporal and parietal lobes of the left 
hemisphere. (continued on page 3) 
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What is Primary Progressive Aphasia (PPA)? 

(continued from page 2) 

 At present, there is no cure for PPA. A great deal of research is underway, however, 
exploring the nature of this illness and how it affects the brain. There are no drug       
treatments that have consistently proven effective in treating the disorder; however,   
medications used to treat other types of dementia are often prescribed. There have been 
several studies examining the effects of speech-language therapy in treating the          
communication problems seen in PPA. These studies suggest that language therapy can 
help to provide compensatory strategies for communication and, in some cases, can help 
to retrain lost vocabulary or even slow the progression of loss for certain language skills. 
It is important to note, however, that language treatment will not halt the disease process 
in the brain and thus, cannot stop the progression of the illness. Nonetheless, individuals 
with PPA often find ways to cope with their illness by learning alternative means of com-
munication (e.g., talking around a word that they can’t produce, gesturing, or drawing) 
and by finding support in a group treatment setting. Group therapy can be extremely  
beneficial for all people with aphasia, both as a means of finding emotional support, and 
also as a way to practice dealing with communication problems in a structured               
environment. As PPA has become a more widely recognized problem, a number of      
treatment facilities have begun to offer aphasia groups that cater specifically to              
individuals with PPA. For more information about PPA and resources available to          
individuals with the disorder,  
 

see http://www.aphasia.org/Aphasia%20Facts/primary_progressive_aphasia.html. 
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We received this inspiring email from the daughter  

of a man who suffered from PPA  

just as we were working on this newsletter! 
 

Dear NAA, 

 

It has been a year now that my dad, Richard Giordano, 71 years 
old, passed away from Primary Progressive Aphasia. This illness 
struck him about 7 years ago. My mother was his primary          
care-taker. She was amazing. This illness was a torture chamber. 
He was slowly stripped of everything. His illness started with him 
slurring his speech, it soon progressed to him being completely   
non-verbal. Eventually, he lost all ability to talk and express      
himself. His mind was still sharp and he started to use small hand 
signals. Soon, his ability to do any large or small motor-skill         
activities deteriorated. Through all of this my mom was his       
caretaker. 

 

My family helped in any way we could. They would come and stay 
with us and we all would pitch in to help mom. Through the years, 
as things got really bad my mom and dad were house bound and 
my mom hired caregivers to help her. This was very expensive but 
extremely necessary.  

 

This disease was just heart wrenching. We were all sick. It had no 
boundaries. My mom kept saying we can make changes to help him 
as he progressed through this horrible illness. (continued on page 5) 
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We Got Mail! 
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 (continued from page 4) 

She would buy special sippy cups, she had small balls for him to hold so 
his hands would not lock in a ball. She put ramps up so she could wheel 
him in and out of their home in a wheelchair. She would just adapt to 
anything that would help him and keep him home not in a nursing 
home. Towards the end of my dads illness, he lost all cognitive abilities. 
This made things even harder. My mom kept plugging along, she would 
do anything, my husband would go to her house and stay and help her 
for weeks at a time. He was my dads friend. By this time, our hearts 
were breaking. This illness was taking its toll on all of us. 
 

My brother, my sister and I and all 10 of his grandchildren were there 
supporting my mom and my dad the entire time.  
 

As I look back, I know now that this illness brought us all together to 
help. I miss my dad every day with all my heart. But, I know he is in a 
better place and not suffering as he was here on earth. I could never 
forget him and I never will. He lives in my heart. When I have a bad 
day I say to my self, if my dad could do what he did every day, I can 
surely do any thing that comes my way. He taught me courage and    
termination.  
 

I have the utmost respect for families going through this illness. If there 
is any way I can help in any way, please contact me. I am very willing to 
donate any time to help, or just talk with families going through this 
horrible illness. I have learned so much!  

Thank you for writing this newsletter. 
Sincerely, 
�����������	�������������	�������������	�������������	��� ���
Wappingers Falls, NY 
joanne.gleason@wappingersschools.org      (continued on page 6) 
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We contacted Joanne 

for permission to publish her email and  

asked her to become a  

state representative for the NAA.  

Here is her response: 
From: Joanne Gleason 
[mailto:Joanne.Gleason@wappingersschools.org] 

Sent: Monday, February 09, 2009 7:51 AM 

To: naa@aphasia.org 

Subject: RE: PPA 

 
I would be honored !!!!Please include in my story that my Dad 
was my HERO! 

I forgot to write that and I really want people to know that. 

I would love to help in any way I can... 

I would love to be a shoulder to lean on at any time. Please let 
me know what I can do. 

Sincerely, 

������������������������� ���
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Introduction 

 
Primary Progressive Aphasia (PPA) and Frontotemporal Dementia (FTD) are 2 forms of 
disorders caused by progressive degeneration of the frontal and temporal lobes of the brain. 
Most researchers consider them to be related, under the umbrella of frontotemporal         
lobar degeneration; although they present very differently. FTD is commonly characterized 
by change in personality marked by behaviors such as apathy and disinhibition and         
repetitive stereotyped behaviors, all combined with a loss of insight about these changes. 
PPA initially looks quite different, with a decline in language functions in the context of an 
otherwise healthy, cognizant individual. Over time, however, persons with PPA tend to    
develop behavioral changes, and their symptoms often eventually overlap with that of    
persons with FTD. Currently, there are no effective treatments for either FTD or PPA;  
however, as in other neurodegenerative disorders, there are ways of helping diagnosed   
persons and families live and cope with these illnesses and maintain the most optimal  
quality of life possible. 

�

�#��� �"#,��"����(��0(�
 

The Northwestern University Cognitive Neurology and Alzheimer’s Disease Center 
(CNADC) is 1 of 29 Alzheimer’s Disease (AD) research centers funded by the National  
Institute of Health and the National Institute on Aging. In addition to providing clinical  
service for patients and families, as a designated AD research center, we have one of the 
largest registries in the world of individuals diagnosed with PPA and FTD. 

(continued on page 8) 
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Recognizing the Need for Education and Support 

(continued from page 7) 

The need for both PPA/FTD education and the opportunity to meet others facing similar 
family situations was apparent from the questions our clinicians received over the years 
and feelings of isolation expressed by many families affected by FTD and PPA who      
visited our clinic. Furthermore, as a specialized clinic, we have a   responsibility to      
educate our patients’ families with the most accurate and up-to-date information        
available. In order to meet this need, the CNADC initially offered quarterly education/
support sessions for persons with PPA for several years, attracting a number of               
individuals from the Midwest and beyond who sought a comprehensive evaluation and 
treatment recommendations for PPA. Discovering camaraderie with other caregivers led 
to the formation of an Internet chat group for families caring for someone with PPA by 
one of the participants. This has proven to be a popular resource for many individuals 
seeking support from one another and continues to exist. The success of these endeavors 
led to the design of a more formal program for the education of individuals with PPA 
along with FTD and their caregivers in 2004. We now hold an annual PPA/FTD Caregiver 
and Professional Education and Support Conference. Our next session is scheduled for 
August 10, 2009. 
 

PPA/FTD Caregiver Education and Support Group 
 

In addition to our annual conference we started a monthly support group for caregivers of 
persons with PPA and FTD in 2005. This monthly group is held on the third Monday   
evening from 6 – 7:30 PM and has an average attendance of 12-15 primarily spouses and 
adult children. Persons with PPA and FTD tend to be in 40’s or 50’s with young or college 
age children at home. Most caregivers are juggling work, family, and financial difficulties 
due to the loss of income from the disease in addition to the progressive loss of their      
relationship and parenting partner. The group allows families a safe place to discuss how 
the changes in language function, personality and behavior have altered their lives and 
their dreams for the future. Sharing experiences with others provide comfort and the     
liberating feeling of knowing that they are not alone. Overall, the group has indicated that 
it has become an enormous support to them and they don’t know what they would do 
without it. The Northwestern CNADC is pleased to provide these opportunities for        
diagnosed persons and families. 
 

For more information, please contact Darby Morhardt, MSW at 312-908-9432, 

d-morhardt@northwestern.edu or please see our website at www.brain.northwestern.edu 
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Visit our Website 
 

www.aphasia.org 
 

For the latest information and events!! 

Here is a photo taken by 
Gretchen Toles, a participant in 

the CNADC, and a poem     
written by her caregiver,    

Marc, to accompany the photo: 
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 I was sitting at my home computer when I first learned about Primary Progressive 
Aphasia. It was the fall of 2006 just after returning from a visit to a neurologist with my 
then 58-year-old husband Steve . The doctor had mentioned “brain disease” as a possible 
reason for Steve’s speech difficulties. Of course he wanted additional testing (e.g., EEG, 
MRI, neuropsychological testing) before making a diagnosis. But he had also said that 
Steve’s aphasia shouldn’t be getting worse over time if the cause was a stroke, which was 
a previous diagnosis. I entered “brain disease” and “aphasia” into the search box and was 
quickly directed to articles on Primary Progressive Aphasia. I remember the awful sinking 
feeling in the pit of my stomach as I read about this disease and its insidious progressive 
nature leading to the loss of all language abilities and worse. Everything seemed to fit my 
husband – the early onset, prevalence among men, difficulties with speaking, reading, 
writing, arithmetic. I knew right away that this was probably the name that would be 
given to my husband’s condition and I immediately felt a great sense of loss and grief. 
How could this be my husband’s future…my future? A feeling of numbness set in. I didn’t 
share any of this information with my husband, but I wasn’t shocked at the next visit to 
the neurologist, after all the test results were in, to hear the diagnosis of PPA. 

 Our journey to this diagnosis goes back to 2002 when Steve first had difficulty with 
his job as a tool and die maker. Tool and die making is a high-precision job that requires 
great attention to detail and uses sophisticated math. While he was still able to make      
accurate calculations using a calculator, he noticed that by the time he walked a few feet 
to the appropriate machine he had forgotten what numbers should be entered. He found 
that he had to write down the numbers and take them to the machine. He knew that   
something was wrong and that he was making mistakes that he never would have done 
before. He discovered ways to adapt and was actually fortunate that the company had    
little work at that time. His boss was happy if everyone in the shop “looked busy”, so he 
often spent his days doing meaningless tasks. 

 Over the years, Steve had been an active participant in local government and often 
went to village board meetings to express his concerns about current issues. He was an 
eloquent speaker and could make logical arguments with ease, often extemporaneously. 
However, he has vivid memories of the embarrassment of giving a faltering speech at one 
board meeting in the summer of 2002, even though he had written out his comments. 

 At his annual physical the next year, the doctor noticed his speech difficulties. He    
directed him to a neurologist and ordered a number of tests to see he had had a stroke.   
An echocardiogram came back negative.  (continued on page 11) 
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A neuropsychologist observed speech and language problems but indicated that “naming 
and comprehension skills were intact”. Although an MRI came back negative for stroke, 
both the neurologist and internist decided to treat him as if he had had a stoke anyway.   
Cholesterol lowering medications and a daily aspirin were prescribed. 

 In July, 2003, Steve lost his job as part of a larger company wide layoff. The plant was 
closed and production was moved off shore to China. Steve made some efforts to find a 
new job, but outsourcing was eliminating tool and die jobs everywhere. He knew that he 
could not present himself well at interviews due to his speech difficulties. As I had a         
full time position that provided us with health care insurance and an adequate income, 
Steve eventually gave up looking for work and declared himself “retired”. You may well 
imagine my raised eyebrows at this decision, but what options did a man in his mid-50’s 
have when his high level skills were no longer valued by the marketplace. 

 Fortune smiled upon us in a strange way when my employer changed health insurance 
providers in 2006 and Steve had to change doctors. At his initial physical, he casually    
mentioned his speech problems towards the end of the visit. The doctor then directed him to 
the neurologist who made the PPA diagnosis. 

 Just over two years later, I am sitting at the same computer typing out this article. We 
have since learned that our four year journey to a PPA was much shorter than many others 
have experienced. While the diagnosis is extremely painful, both Steve and I feel that we 
now know something about the enemy we are facing and can take some steps to deal with 
the future. We are lucky to live in the Chicago area so that Steve can be seen by one of the 
top PPA researchers, Dr. Marsel Mesulam of Northwestern University. Participation in     
research opportunities at the university has given us a sense of empowerment and the      
opportunity to make a difference in combating this disease. We have also benefited greatly 
from the informational sessions and support groups available through Northwestern and 
other agencies in the Chicago area. The annual PPA conferences sponsored by Northwest-
ern armed us with information so that we could start making financial and legal plans for 
the future. We applied for and received Social Security Disability and Steve is now eligible 
for Medicare. This made it possible for me to retire from my job and we are now spending 
more time enjoying each other’s company and doing some traveling. 

 The feelings of numbness and grief have not abated. Now that I am no longer working, 
I can see the almost daily losses that are occurring. But I take a lot of encouragement and 
hope from my husband’s strength, courage and sense of humor. We just try to make the best 
of each day and concentrate on the bright spots that still shine through. 
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“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! 

 

The NAA welcomes the following new State Representatives: 

Tamara Cranfill - Kentucky 

Ann Harlow - Indiana 

Joanne Gleason - New York 
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Sign up to be the NAA Group of the Month!  Spotlight your group and   
activities- let everyone know what makes your group unique and special. 
Pick any month between August - December 2009 

Contact Ellayne Ganzfried at Ganzfried@aphasia.org or  

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

 

New Aphasia Group for Russian/Russian-English speak-
ing people with aphasia and their families started at  

Touro College in Brooklyn, NY 

 

The group will be offered for free and will meet on    
Thursdays between 2 and 3 pm. A group for                   
Russian speaking individuals will meet on                  

Thursdays between 1 and 2 pm. 

  

 

For further information contact:  

  

   Felicia  Gironda, Ph.D    Isabella Reichel, Ed.D 
   fgironda@touro.edu     fluencyren@aol.com 
   718-787-1602, ext. 208.    718.787-1602, ext. 210 
�
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Aphasia Advocacy Opportunity 
 

 The Advocacy group at the Adler Aphasia Center in Maywood, NJ is preparing for 
Aphasia Awareness Month this June.  We are looking to connect with other aphasia groups 
to raise public consciousness about aphasia.   

 Several years ago, we designed and ordered car magnets to help make the word aphasia 
more visible.  In past years, we have sold them as a fundraiser and have given them away in 
community awareness campaigns.  This year, we would like to join forces with other apha-
sia groups to spread the same message.   

 Our proposal is that aphasia groups across the country (and world!) unite in a magnet 
campaign this spring.  We can place a magnet order from our manufacturer that has person-
alized contact information for each group.  Magnets will all be the same color and have the 
same text, except for the contact information along the bottom (see photo below).   

 There is a minimum order per group (for the text change at the bottom).  Price per mag-
net will depend on the size of the total order that we place.  We plan to place the final order 
in April so groups receive the magnets by May. 

 If your group is interested in joining us or if you would like more information about this 
project, contact Jessica Dionne Welsh at the Adler Aphasia Center                                  

jdionnewelsh@adleraphasiacenter.org (201) 368-8585.  

 The National Aphasia Association is supporting our effort by providing aphasia window 
stickers to all groups that participate at no additional charge. 

We look forward to joining forces with you!  

It is exciting to be driving on highways in New Jersey and New York and to see another car 
with the magnet. Imagine seeing the word aphasia on cars in all 50 states and beyond… 

 

4 5 � $ � �
6 $5 � + 7 5 $6 � � � 8 � � � 5 � �

� � $ � �



���

� �������� � �	�
��� � 

����������

�

�

 
 
Mike Adler 
Kathi A. Arnow 
Blair Justice, Ph.D. 
Steven Kessler, Esq. 
Howard S. Kirshner, M.D. 
Don A. Olson, Ph.D. 
Phyllis Putter Barasch  
Stanley Raiff 
Paul R. Rao, Ph.D., CCC-SLP 
Josh J. Roth  
Oliver Sacks, M.D. 
Steven L. Small, Ph.D., MD 
J. Tyler Entwistle 
 
 
 

NAA Staff 

Ellayne S. Ganzfried, MS, CCC-SLP 
Executive Director 
 
Amy Coble 
Information/Administrative Coordinator 
 
Joan Peters, Esq. 
Fundraising Consultant  

Barbara C. Martin  
President    
 
Lee Ann C. Golper, Ph.D.  
Vice President Strategic Planning 
 
Vacant 
Vice President Programs 
 
Vacant 
Vice President  
Outreach & Organizational  
Development 
 
Leonard Resnicoff, Treasurer 
Vice President Budget and Finance 
 
Martha Taylor Sarno, M.A., M.D. (hon) 
President Emeritus and Founder 
 
 
Alan Bandler, Esq. 
President Emeritus 
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