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Welcome to the September issue of StrokeNet.  
 
Steve Mallory updates members on all the 
current happenings including strokesurvivor.net 
email addresses now available. Kathy Bosworth 
contributes an article, which addresses the 
question "What is a Caregiver?" David Ray 
reports on the August meetings of the Lower Hutt 
Stroke Club.  
 
Jean Kirshenbaum shares three interesting stroke 
articles, which appeared in the press this month. 
Janice Rodriguez has located websites, which 
cover hobby help for the disabled. Next, Stroke 
Network members, who are US citizens, are 
directed to voting information. 
 
September Birthdays are listed. Finally the bios 
of Marty Arlen and Sharon Dale Stone are 
highlighted.  
 
Enjoy your reading. 
 
Lin Wisman, Editor 
LWisman@strokenetwork.org 

 
 

Organization Highlights 
By Steve Mallory 
 

The Mentor Certification Program 
has gotten off to a decent start! We have had six 
people certify this month, which is just in time for 
the ending of fiscal year 2004. Certifications for 
the next 12 months will be identified as 2005. 
Many of you already meet the minimum 
prerequisite of 150 posts. I strongly urge you to 
certify and for everyone else to be more active 
on the message board. This site is about on-line 
stroke support and we are relying on everyone to 
make this site all that it can be.  

If you frequent the message board then you have 
probably noticed the Email link on the board. 

Hopefully, this week, the board will be integrated 
with our StrokeNet Web Mail. This means that 
when you login to the message board you will 
automatically be logged into Web Mail. I am 
trying to work it out so that existing email 
accounts will share in this feature and not just 
the new accounts. Also, you will be able to open 
an email account from the message board by 
going to My Controls. Please join everyone in 
making this a significant characteristic of our 
organization. Remember, you can choose either 
of the following email addresses:  
  
(  your-name@strokesurvivor.net  
(  your-name@caregiver.strokesurvivor.net 
(  your-name@family.strokesurvivor.net 
(  your-name@friend.strokesurvivor.net  

We had our first Chat 101 class this month. It is 
a new service by our organization and will 
hopefully help out many members in the future. 
Several members were brainstorming this month. 
It was suggested that we hold a training class for 
members who would like to chat but aren’t quite 
sure how to do it. Host Pam will be holding the 
class again and possibly once per month. Pam is 
going to try to do whatever she can to make chat 
a more appealing type of on-line stroke support. 
She hosts chat, daily in the afternoon, in our 
private chat room. You can enter the chat room 
by either going to the message board and 
clicking the Chat link or by going to the Members 
Area and clicking the applicable link.  

Next month, October 1st, is the annual fundraiser. 
We will be having another Golf Tournament to 
raise funds for our non-profit organization. 
Pictures will be posted on the corporate web site 
at http://www.strokenetwork.net/ 

We have put together basic information about the 
organization and web site in a brochure. It’s 
really very professional looking. Anybody needing 
brochures for the organization can request them 
by emailing me at smallory@strokenetwork.org  
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I would like to suggest that October be known as 
Rally Month for the organization. This will be a 
way that all members can get involved. I don’t 
expect donations from any members but maybe 
you could ask a former employer, friends or 
possibly even family. Contributions are accepted 
via credit card at 
http://www.guidestar.org/controller/searchResult
s.gs?action_donateReport=1&partner=networkfor
good&ein=26-0040447  

Steve Mallory 
President & CEO 
SMallory@strokenetwork.org 
 

 
What is a Caregiver? 
By Kathy Bosworth 
 
I have been pondering this question for 
a long time. What answer can one give 

to that simple statement? I checked my 
dictionary to find the definition. It is not listed in 
the dictionary. It seems to be a widely used word 
that has become part of our vocabulary, although 
the dictionary does not define it. The best I could 
find was the definition of care; being an object or 
source of worry, and caution in avoiding harm or 
danger, and protection with supervision. That is a 
good place to start. 
  
My mother suffered a massive stroke and was 
either in the hospital, rehab, or a nursing home 
for the 15 months that followed. I didn’t think of 
myself as a caregiver at the time because the 
doctor’s, nurses, and aides were performing the 
medical care. But daily trips to visit, overseeing 
all aspects of her care, communicating with her 
doctors, and making the decisions became part of 
my life. After some time, nurses began to call me 
a caregiver. Was I? 
  
I recently attended a stroke conference by the 
American Heart Association. After referring to 
myself as my mother’s caregiver, a beautiful, 
young woman approached me. She said, very 
politely, that she took issue with the fact that I 
called myself a caregiver. We talked for a while 
and she told me that she was a caregiver 
because she lived with her father after his stroke. 
She devoted her life to his care; which involved 
his feeding, changing, bathing, etc. Even though 
she was only in her early 30’s, she had already 
made the decision not to marry and probably 
never have children so she could give him her full 
attention. I agreed with her; she was a caregiver 
of the highest order and I was in awe of her 

dedication to her father. I am always in awe of 
the strength and devotion that caregivers 
provide. It was an interesting conversation with 
each of us giving our views on the subject. 
  
Yet, many months later, her words still haunt 
me. Are there different degrees of care giving? Is 
it a matter of semantics? If someone devotes his 
or her life to the care of someone else it is, 
without a doubt, the true meaning of care giving. 
But, if someone does not live with the person 
physically, does that make him or her NOT a 
caregiver? What about the person that delivers a 
meal everyday to a shut-in?  
  
I felt that my mother’s needs were the highest 
priority. Her medical needs were huge and I 
knew that I could not offer the care that a long 
term nursing facility could provide. Was that a 
cop-out? Maybe. But it was the way she wanted 
it and that’s the way it went. I make no apologies 
for the decisions I made. But, in the still of the 
night, when a little voice talks to me, I wonder if 
I have a handle on what 24/7 caregivers feel?  
  
I do know that caregivers are the nearest and 
dearest people to my heart. They face many 
challenges each day. Let’s face it. Caregivers do 
not plan on being caregivers. It’s a job that sort 
of plops itself in your lap one day when you least 
expect it. Caregivers are often unprepared, 
untrained, and overwhelmed at the beginning. As 
their lives are turned upside down, they must 
learn quickly and act. It is perhaps one of the 
fastest on the job training sessions I have ever 
witnessed. Yet, people do it everyday with a little 
fear, and a lot of hard work and fortitude. 
  
I am involved with the strokenetwork.com 
website. I asked this question on their message 
forum and got a variety of thoughtful, honest 
answers. The vast majority seemed to feel that a 
caregiver is whatever you think it is. Willy 
seemed to sum it up so well for me when he 
wrote, “You can define family caregivers by their 
emotions and their spirit, by the sadness in their 
eyes; but also by the determination in their 
hearts." Tom challenges the “neatly packaged, 
finely tuned definition for the term caregiver. It 
ranges from the 24/7 martyr to the next of kin 
that slough off their responsibilities yet brandies 
the title of caregiver.” He goes on to say that he 
believes in a “team concept of care giving.” With 
each family member giving what they can, one 
central caregiver does not own the title. Some 
people thought that being a Mom is the true 
meaning of a caregiver. The survivor’s answers 
seemed to be more of a thank God there are 
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people that will step up to the plate and lovingly 
help.  

At our second meeting for August we received a 
most entertaining talk by a previous member of 
the National Symphony Orchestra and also a 
member of a local brass band. He was a member 
of the New Zealand Symphony for a number of 
years playing the trumpet and similar 
instruments. Because his situation in the 
orchestra was in front of a very loud percussion 
instrument his ears were badly affected to the 
extent his hearing was affected and that was the 
end of his orchestra playing. He also became a 
member of the New Zealand Brass Band which 
toured England and Europe. On that tour the 
band played at the Edinborough festival and won 
a number of band contests in Great Britain and 
Europe. During his talk he played on CD excerpts 
from the National Symphony Orchestra and the 
Nation Brass Band. 

  
Maybe we get a little bogged down by the titles 
we have. I could go on and on with the wonderful 
stories I have heard from caregivers that have 
been giving care for many years. I have heard 
the sacrifices they have made, all in the name of 
love. I have heard of their victories and their 
defeats. I am always inspired by their stories and 
their courage. But, is it black and white or are 
there some shades of gray? I am back to my 
original questions: Are there different degrees of 
care giving? Is it still clearly undefined? I have 
come to agree with Terry who wrote, “I feel that 
anyone that provides nurture, comfort and 
support on a personal basis is a caregiver”. She 
brings up a valid point when she goes on to say, 
“I also believe that the caregivers themselves 
must be cared for by the community of friends 
and acquaintances they have.” Truer words were 
never spoken. 

  
That his session and the many questions that 
were asked of him went on over the normal time 
we allow for our fortnightly programme reflected 
the interest in his subject. We have found that 
these talks followed by a general discussion are 
very beneficial especially for those members who 
either live on their own or in Retirement Homes.  
Next month our daughter, who is the manager of 
an organic grocery shop, will give us a talk on the 
benefits of eating and living organically. 

  
If you know a caregiver; call them today and 
offer to help in one specific way. If you are a 
caregiver; please take the time to be good to 
yourself.  
 

 
  

 Life in New Zealand 
with a Stroke  

 By David Ray 
  

 
Stroke Network Annual Golf 

Tournament Fundraiser 
 
 

 
 
 
 
 

October 1, 2004 
Abingdon, Maryland 

 

 In August we started off 
the second half of the year with talks given by 
speech therapists from the Lower Hutt 
Hospital. Speech therapy is a very important part 
of the stroke survivors recovery. Some of our 
members have speech difficulties to varying 
degrees. For example our vice-president is a very 
accomplished pianist but his stroke has not 
impaired this. His ability to carry out a flowing 
conversation is badly restricted. On the other 
hand I can converse with anyone with little or no 
problem but even though I was once a good 
pianist playing mainly in a dance band, I can no 
longer tickle the ivories as it were. I am told that 
there is music written for one armed people but 
have yet to try it. Other members of our Stroke 
Club suffer from similar or other type of speech 
desirability and the therapists who addressed us, 
gave us examples of how to improve our lot, and 
encouraged us to do exercises to improve the 
way we talk. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 
 

 3 



 
 

 
Stroke Newsfeed Review 
Stem Cell Research  
Diet 
By Jean Kirshenbaum 
 

The news about stroke last month was wide 
ranging. But lately, with the Olympics going on in 
Athens, our news screening service has been 
picking up a lot of news stories about the strokes 
of swimmers and rowers. Not exactly our kind of 
stroke.  
  
But, on a more serious note, there are some 
interesting news items that have come up. For 
example, there is additional news about cell 
implants to improve functioning: 
  
Stem Cell Research 
“Brain cells taken from fetuses may be able to 
replace some of those killed in a stroke, United 
States researchers have reported. Implanting the 
brain cells in rats showed that the immature 
brain cells found their way to the area of stroke 
damage and stayed alive - an important feat, 
because the damage caused by stroke often kills 
off neighboring cells, too. The cells may also offer 
a way to treat devastating brain diseases and 
spinal cord injuries, the team at Stanford 
University in California said. "It's the first time 
it's been shown that such a human cell can 
survive, migrate and differentiate in a stroke 
environment, which is not the most favorable 
environment," said neurosurgeon Gary Steinberg, 
who led the study. Dr Steinberg's team used cells 
that were originally taken for aborted fetuses 
years ago and that have been growing in 
laboratories run by Palo Alto-based Stem Cells 
Incorporated.  
  
The brain cells "are not embryonic stem cells," Dr 
Steinberg said, referring to controversial cells 
taken from days-old human embryos. "They are 
from a line established many years ago and 
should not be as controversial." Stem cells are 
immature cells that have the potential to give 
rise to any number of different kinds of cells and 
tissues. There are various sources, from the bone 
marrow to fetal tissue to embryos. 
 
Use of embryonic cells results in controversy, 
because of philosophical differences over the 
nature and beginning of life. Dr Steinberg's team 
tested the fetal brain cells in rats given an 
artificial stroke. Writing in the Proceedings of the 

National Academies of Science, they said the cells 
lived for as long as a month in the rats and also 
found their way to the site of the stroke. "These 
are smart cells," Dr Steinberg said. "Why do 
these cells migrate towards the stroke? We think 
and have some preliminary evidence that it is 
due to chemicals or chemokines being released in 
the stroke area."  
  
Chemokines are chemical signals released by 
cells - a kind of molecular call for help in this 
case. Now his team is evaluating the rats to see 
if the cells did them any good. Stroke can cause 
paralysis, loss of language and other problems in 
people. Dr Steinberg said it is not yet clear 
whether immune-suppressing drugs such as 
cyclosporin would have to be used to prevent the 
body from rejecting the cells.  
 
The rats were given the drug. Next Dr Steinberg 
says his team plans to use the cells in human 
experimental trials for a "devastating brain 
disease", but said he could give no details. -- 
Reuters Print Email Brain cells taken from fetuses 
may be able to replace some of those killed in a 
stroke United States researchers have reported 
Implanting the brain cells in rats showed that the 
immature. Read the article at 
http://www.abc.net.au/news/newsitems/200407/
s1163295.htm 
  
Fish Consumption   
Now about food and diet. Several studies indicate 
that fish consumption reduces the chances of 
having a stroke. In fact, the findings suggest that 
the incidence of ischemic stroke might be 
significantly reduced by consuming fish as 
seldom as 1 to 3 times per month. The article 
URL is  
http://www.heartcenteronline.com/myheartdr/ho
me/research-detail.cfm?reutersid=4560 
  
Not surprisingly, our diet generally is recognized 
as a stroke risk, according to researchers at the 
Harvard School of Public Health. “Researchers at 
the Harvard School of Public Health have found 
two dietary patterns in the group of nearly 
72,000 nurses, which they terms 'prudent' and 
'Western'. The prudent diet comprises higher 
intakes of fruit, vegetables, fish, legumes and 
whole grains. The Western diet is focused more 
on red and processed meat, refined grains, 
sweets and desserts. Those with the highest 
Western diet score had a 58 per cent higher 
stroke risk than those with the lowest score.  
  
Those with the highest prudent diet score had a 
22 per cent lower risk of stroke than those with 
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the lowest score (but the researchers find this 
result not to be statistically significant). Women 
on the Western diet with high blood pressure 
were also three times more likely to have a 
stroke than those who ate the Western diet but 
did not have high blood pressure. These results 
are quite likely to apply to men. A shift towards 
the prudent diet and away from the Western diet 
could, therefore, cut the risk of having a stroke.” 
See the article at 
http://www.healthandage.com/Home/gm=1!gid1
=5996. 
 

If golf, fishing or bowling is your thing, see 
http://www.accesstr.com/index.html, Access to 
Recreation.  
  
General Disability Help 
Check out Paul Berger’s website, Positive Power 
Publishing, www.strokesurvivor.com. In the left 
bar of the page, click on “Hobbies.” Paul’s How to 
Conquer Hobbies With One Hand, Stroke Survivor 
Paul E. Berger's 50 Tips and Tools to Make Things 
can be a good reference book. For full disclosure 
purposes, I am happy to say that Paul is my 
friend. He is an inspiration to me. And he’s funny 
too.  
 Website Review: 

Stroke Information  
  US Citizens Vote By Janice Rodriguez 

 
September can be a time when 

people think about personally enriching 
“pursuits.” In my thesaurus (and in my life), 
“hobbies” and “leisure activities” are synonyms of 
“pursuits.” So if you want to find a hobby that is 
good for you, as a stroke survivor, the Internet is 
the way to go. 

There are many different interests and challenges 
faced by stroke survivors – about as many as 
there are stroke survivors! But the following 
websites are good and can be a springboard for 
your own ideas. 

Woodworking 
If your interest is woodworking visit 
www.ableworkshop.com. The site is subtitled Site 
for Woodworkers who have a Disability. The 
creator of the site, Paul Aziz, has great “Tips” for 
setting up an accessible workshop. His 
“Ableworkshop Forum” is for people who need 
advice or sharing information about this activity. 
  
Gardening 
Gardening can be very rewarding for many 
people. One interesting Canadian site is 
www.cityfarmer.org/disablegard67.html. Another 
site about gardening is 
http://www.findarticles.com/p/a0rticles/mi_m083
/is_4_44/ai_61860209, The Accessible Garden - 
gardening for the disabled.  
  
Ham Radio 
If you are interested in ham radios, visit 
http://www.handiham.org/, The Courage Handi-
Ham System: Ham radio for people with 
disabilities.  
  
Sports 

 
The US general election will be 
held on November 2, 2004. If you 

are a US citizen make sure your voice is heard. 
Visit the League of Woman Voters site at 
http://www.lwv.org/ to obtain information on the 
date you must be registered by in your state. 
There is also information on how to register. 
 
If you have major mobility problems you may 
want to vote absentee. If you plan on visiting the 
polls check out the handicap accessibility ahead 
of time. In many cases poll judges will bring a 
ballot to your car if you are unable to access the 
polling place. In any case, make preparations 
early.  
 
Voting is a privilege. It is important that 
handicapped citizens make their voices heard.  
 

 
 

September Birthdays 
 
The following Stroke Network 
members are celebrating their 
birthday in September. The Stroke 

Network sends birthday greetings to all of these 
members. 
 
13th peterc  53 UK 
Peter is a survivor. He is also a Barrister, English 
Trial Lawyer. He enjoys gardening and cooking 
  
13th KrisW  28 PA 
Kris is a survivor. She enjoys playing with her 
son, teaching him to play baseball. She also 
enjoys watching TV and talking with friends. 
 
17th Graciela 55 Argentina 
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20th` hwstock 30 NV 
Harlan is a survivor who enjoys outdoor stuff, 
transport phenomena, and computing algorithms. 
He is a frequent contributor to the message 
board and often helps members locate data on 
the web. 
 
24th msbrandon924 55 MD 
Stephanie is a survivor. She likes to read books 
and surf the net. 
 
27th ssanchez  44  CA 
Steven is Forum Moderator for the Stroke 
Network. A survivor he enjoys reading God’s 
word, sharing God’s word and doing God’s work. 
 
27th Dale (54) WV 
Dale’s interests include God, college football, 
NASCAR, golf and fishing. 
 
27th Richard1027  58 AZ 
 
28th Brightstar965 39 FL 
Liz’s interests include her son, her job, online 
friends, reading video/DVD movies. She is a 
caregiver. 
 
To be sure your birthday is included on the list of 
member birthdays, add the date to your profile. 
From the home page of the Message Board, 
select ‘My Controls’, on the left hand side of the 
screen look for the category ‘Personal Profile.’ 
Select ‘Edit Profile.’ 
 
The Message board can be entered through the 
home page of The Stroke Network, 
http://www.strokenetwork.org, or click 
http://www.strokesurvivor.net to directly access 
the message board. 
 

 
Bio: Marty Arlen 
 
I was thought of in 1938, conceived in 
1939, and born on April 12, 1940, in 
Utica, New York. My childhood was 

fun, growing up in a small community. I should 
mention I was a devil in school. At thirteen, my 
father asked if I wanted to attend college. When I 
said yes, he told me to get a job. I protested I 
was too young. The next day he found me a job 
as a dishwasher in a local restaurant. 
 
I attended Utica College, a subsidiary of Syracuse 
University, for three semesters. After changing 
majors three times, I flunked out. Needless to 

say, my parents weren't very happy. I went to 
work at a local restaurant as an assistant 
manager, and met my mentor, a wonderful man 
who guided me to a worthwhile career. After a 
year and a half hiatus from school, he helped me 
get into a hotel, restaurant management junior 
college in upstate New York. I graduated with 
honors, and went on to graduate from Michigan 
State University. 
 
My first job out of college was assistant food and 
beverage manager at Detroit Metropolitan 
Airport. This meant working 16 hours a day, six 
days a week for $6800.00 a year. After two years 
of this, I realized I was on a road to nowhere. I 
then became food service manager at a new ford 
plant in Saline Michigan. Five days a week, eight 
hours a day, and more money. I'd been given a 
new lease on life. After a few years of this, I was 
promoted to vending branch manager in Detroit. 
I was responsible for the vending machines in the 
Ford and Chrysler plants. The job was a blast. 
 
After turning down a promotion numerous times, 
I gave in and moved to Chicago to become 
national accounts manager for a subsidiary of the 
parent company. I was responsible for all the 
food service accounts at the Sears Distribution 
Centers around the country. This included lots of 
travel, which became old hat. I was then 
transferred to New York City, and became a 
regional food service director for the parent 
company, some of my accounts were McGraw-Hill 
Publishing (lots of lavish parties), Chase 
Manhattan Bank, the NBC commissary, just to 
mention a few. 
 
New York was too expensive, so I accepted a 
position with another company, in Gary, Indiana. 
One of my managers and I began buying and 
rebuilding corvettes each November, and selling 
them in the spring. After nine years, coupled with 
my love for the automobile, I decided to go into 
business. I reopened a closed up gas station as a 
used car lot, this gave me an opportunity to fool 
around with older cars, as well as those for 
income. In 1986, the automakers came out with 
2.9% financing, and the steel mills went on 
strike. Business fell off, so I sold the property 
and everything, and became general manager at 
a Cadillac agency. After five years, a friend of 
mine bought a Honda franchise, and I ran that 
store for him for five years. Again, it was time for 
self-employment, so with a friend another car lot 
was opened. I was there, with a break, until my 
stroke forced me into retirement in January 
2004. 
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Now to back up a little. My father was part owner 
of a men's clothing store, and my mother was a 
homemaker. I had a brother 7 years younger, 
who died of cancer at 22 in 1969. I always 
wonder what life would be like if he were here 
today. My wife (Avery), and I grew up together in 
Utica. She went to the University of Michigan and 
prompted me to attend MSU. We were married in 
1963, and had a daughter (Lisa), now a stay at 
home mom. David came along three years after 
Lisa, and is a senior computer programmer at 
Disney World. Lisa has two precious adopted 
sons, and David and his wife are planning a 
family. In 1990, after some rough years, Avery 
and I got divorced. We remained friends, and 
while on vacation in Key West with her sister and 
husband, got married again. 
 
In 1994, we sold our house, and went to 
Gainesville, Florida, no place to live, no jobs, 
health insurance running out. We had the best 
time. Rented a townhouse and met great people, 
both got jobs at the University of Florida, and 
had health insurance. I was a police service 
technician, working the front desk at the 
university police department. Talk about career 
shock. Money was not to be made there, so we 
came back to Indiana where the car business was 
still up and running. Avery's only request was to 
have a house near Lake Michigan, so we live in a 
resort community one-half mile from the lake. 
 
I'm fortunate in that my stroke was not as bad as 
it could have been. I get around fairly well, and 
am able to do many of the things I did before, at 
a slower pace. My family has been very 
supportive, especially Avery, who has been my 
left side since January. The help and 
encouragement of friends and strangers, like my 
water therapy teacher, are the best. 
 
One more thing, my sense of humor has gotten 
me through the tragedies in my life. I try to stay 
positive, and keep a smile on my face. This is 
just another bump in the road I have to 
overcome. Join me; we'll do it together. 
 

 

Bio: Sharon Dale Stone 
 
My story starts September 1, 1967. I 
was 11 years old, going on 12, and 
that meant that I would get to go to 

the new high school. But as it turned out, I didn’t 
get to go to my new school as soon as I had 
thought I would. Instead, a few days before 
school started, an arteriovenous malformation 

(similar to an aneurysm) in my left hemisphere 
burst, and changed my life irrevocably. 
 
Throughout my childhood, I had been used to 
having bad headaches. So when I woke up one 
night with a particularly bad one, I didn’t think 
much of it. I went to the bathroom to take some 
aspirin and got back in bed. After that, my 
memories of the next few weeks are either blurry 
or non-existent. My sister and I shared a 
bedroom and apparently, after I had gotten back 
in bed I began vomiting uncontrollably. Terrified, 
she got my parents. I continued vomiting while 
fading in and out of consciousness – mostly out. 
Not sure what was wrong with me but wanting to 
wake me up, I’m told my father slapped my face 
several times. When that didn’t seem to be 
helping, my father took me to the hospital. 
 
They turned out to be pretty incompetent there. 
The doctor kept insisting that I overdosed on 
sleeping pills, while my father kept insisting that 
was impossible as I had no access to sleeping 
pills or any medication stronger than aspirin. The 
doctor, nurse and my father took turns slapping 
my face to keep me “awake.” Then they pumped 
my stomach (which I fortunately have no 
memory of), injected me with caffeine, advised 
my father to keep slapping my face, and sent me 
home. 
In the morning I was no better, and it became 
clear that something was seriously wrong. I 
continued fading in and out of consciousness 
while my parents tried to keep me “awake” by 
slapping my face.  
 
My parents also tried to get me to walk around, 
but that proved impossible. I couldn’t even sit up 
by myself, let alone walk. The family doctor was 
called in to examine me, and he pronounced me 
as suffering from a bad flu bug. He advised my 
parents to let me sleep as much as I wanted. So 
the face slapping finally stopped. By the next 
day, my parents noted some improvement, as I 
was able to watch TV and play cards with my 
mother. But I still had very little muscle 
coordination. I couldn’t walk or stand by myself. 
The family doctor was called again, and without 
re-examining me, he suggested that I would be 
better in a few days. Two days later though, I 
was clearly not at all better. Finally the doctor 
admitted that there might be something more 
serious going on, and I was taken to a large 
teaching hospital, where a team of neurologists 
saw me. 
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For the first week or so they weren’t sure what 
was wrong, but they eventually figured out that I 
had had a brain hemorrhage. Specifically, the 
diagnosis was “posterior fossa A-V malformation 
with subarachnoid hemorrhage.” There was no 
point in operating, as by then the bleeding had 
stopped, but I had to spend the next 3 weeks or 
so flat on my back to make sure it didn’t start 
again. For the first few weeks, I drifted in and out 
of consciousness. When I finally re-emerged into 
full consciousness, my entire right side was 
paralyzed. It would be another month before I 
was discharged from the hospital, and I spent my 
12th birthday there. 
 
Thus began about 6 months of intensive 
physiotherapy and occupational therapy, followed 
by several years of less intensive work. I had to 
re-learn how to walk and talk, and I learned to 
become left-handed. Within the first year, I 
regained about 75% of the use of my right side, 
but never more. I remain left-handed, as I will 
never regain fine motor skills on my right side. 
 
Throughout my teens and 20s, my right-sided 
weakness caused me little difficulty, as I was 
usually able to rely upon youthful energy to 
remain active and get things done. By my 30s, 
though, I began noticing that I tire much more 
easily than I used to, and I have never done well 
when tired. Everything turns into a monumental 
task when I’m tired; not just moving around, but 
thinking and even speaking. I tend to speak in 

monosyllables when tired because that’s about all 
I can manage. As I age, I am also becoming 
aware of a slight aphasia, though it too is more 
noticeable when I’m tired. 
 
Except for the people I am very close to, others 
don’t really notice my difficulties. I’ve learned not 
to stay out until I’m too tired, so few people ever 
really see my struggles. Most people are 
astounded to learn that I had a brain hemorrhage 
and don’t have full use of my right side, because 
they think I look and act so “normal.” Some 
people also have trouble understanding how I 
could have gotten my Ph.D. (in Sociology), given 
what happened to me. I think, though, that their 
incredulity is a reflection of how misinformed the 
general public is about brain injury. Sure, I have 
permanent disabilities, but they’re not related to 
my intelligence, and I lead as full a life as 
anyone. 
 
What my life would have been like had I not had 
a brain hemorrhage I couldn’t say. It happened 
at such a young age that it feels as though it’s 
always been a part of my life. I’ve been active in 
the disability rights movement since the 80s (it 
took me till then to really admit that I have 
serious disabilities). I’ve also been studying the 
whole issue of disability from a sociological point 
of view and have written about my experiences 
(mostly in academic articles). 
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The Stroke Network is a registered 501(3)c non-profit organization. It is an on-line stroke support 
organization and is available to everyone worldwide. Since 1996 The Stroke Network has provided 
stroke support and information to nearly 10,000 people and to thousands of visitors to the site. The 
Stroke Network is the homepage for a network of several other smaller web sites owned by The 
Stroke Network Inc. 
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