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Welcome to the October issue of StrokeNet. 
Friday, October 3 is the second annual Golf 
Tournament Fundraiser for the Stroke Network. It 
takes place at the Wetlands Golf Club is Abingdon, 
MD. 
 
Steve Mallory covers a number of issues in 
Organization Highlights including registration 
issues and webpage redesign. David Ray reports 
there has been heavy rain in New Zealand. Joe 
Flasher writes about Bladder Control and Nerve 
Damage from Stroke. 
 
A link is provided to a website which can help 
determine some vision problems. The book “Living 
With Stroke, A Guide for Families” is reviewed. The 
stroke section of Lifeclinic.com is reviewed. A 
Wheelchair Transportation Research Study is 
announced. You are invited to participate. Bios are 
of Harpreet Sidhu and Rusty Van Sickle.  
 
Have a good read. 
 
Lin Wisman, Editor 
LWisman@strokenet.biz 
 
 

Organization Highlights 
By Steve Mallory 
 

Before I get started, I want to 
apologize for not writing a newsletter article in 
September. I returned from a vacation at the 
beach in middle August and almost immediately 
came down with a terrible cold. As most of you 
understand being sick is much more serious now 
that we have had a stroke. My cold totally zapped 
me of any strength and robbed me of my 
motivation. Anyway, I know that several members 
emailed me but I was unable to reply to most of 
you. This is really my first week in many weeks 
that I have felt like communicating with anybody 
from our organization.  

Our yearly fundraiser is being held this Friday, 
October 3rd. In case you do not already know the 
fundraiser is a golf tournament called Stroke for 

Stroke. Last year, we raised about $5500 and this 
year we will hopefully bring in $7500. It’s very 
exciting to know that the organization is so well 
supported.  

Many members are asking me about chat, whether 
our organization has scheduled on-line stroke 
support chat sessions. Mike Sutton hosts 
scheduled stroke support chat sessions once per 
month according to the posted schedule. This 
really does not sound like it meets everyone’s 
needs. I am willing to schedule one or more 
additional chat times if somebody volunteers to 
host the chat. I could just schedule a time without 
a host but I would rather have a host in the room 
to provide feedback on any problems  

Another concern of mine is that our members are 
registering but very few are joining stroke support 
groups. If you are not sure what your registration 
benefits are please go to 
http://www.strokenetwork.org/support/benefits.ht
m. 

We have the mailing list and message board that 
are way under used. Our membership recently 
exceeded 1000 registered members and less than 
20% have joined a support group. The fact that 
1000 people have registered in less than nine 
months is testimony to saying that the 
organization is necessary but seeing that so many 
people are not receiving stroke support is a very 
disturbing issue. We need to get things back on 
track. My question is why are people registering 
with the organization and not seeking stroke 
support? Should I be concerned with this problem?  

Activation continues to be a registration problem. 
Hundreds of members have missed my written 
instructions, prior to registering, on how to do this. 
I recently added a link to the login page that 
explains what to do to activate your registration. 
I’m sorry but this issue will not be answered by 
email, since the instructions on what to do to 
activate your registration are clearly written on the 
web page prior to us asking for your registration 
information. Now that I have added a link to the 
web page and to the dropdown menu you can 
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simply follow those links to activate your 
registration.  

One of the things that I have been doing for the 
past six weeks while recovering from my illnesses 
is redesigning the web pages. I worked on 
redesigns for http://www.strokenetwork.net/ and 
http://www.strokenet.info and hopefully they will 
improve your ability to understand the 
organization and navigate our web site.  

I would like to announce that Lin Wisman has been 
selected as the winner of our 2003 Mentor Award. 
The purpose of the award is to thank the most 
deserving volunteer from our organization for their 
hard work and dedication towards helping our 
members. Lin is receiving the award for her work 
with making the StrokeNet newsletter successful! 
The award will be presented annually and 
presented to coincide with the yearly golf 
tournament fundraiser. Congratulations, Lin!  

Steve Mallory 
President & CEO 
SMallory@strokenet.biz 
 
 

Life in New Zealand 
with a Stroke  
By David G. Ray 
 
The spring weather here has 

not been good and we had to cancel the first 
meeting of our Stroke Club for September because 
of very heavy rain. The next meeting, however, 
was a most enjoyable affair with a talk on old 
Petone by an old Petone Identity. Petone was the 
first settlement in the Wellington area away back 
in the 1800's and therefore has a colourful history. 
Our speaker, Roy Hewson, knows that history well 
and is an excellent raconteur. Roy is not a young 
man but he certainly acts like one - an example to 
us all. 
  
Continuing on with our journey through the South 
Island of New Zealand we left Lake Te Anau for 
Lake Wanaka. For the first 20 minutes of this 
journey I drove the car but I found that I could not 
drive further than those 20 minutes. This is of 
course one consequence of having had a stroke. 
Fortunately Enid loves to drive and took over.  
 
The first part of this journey took us around the 
side of Lake Wakatipu. At the south end of this 
lake is Kingston, which not only is a popular 
holiday resort but also is the home of the Kingston 
Scenic Railway. About the middle of this lake is 

Queenstown, a world renown summer and winter 
resort. See more at 
http://www.nz.com/tour/QueenstownAndFiordland 
Enid and I had been to Queenstown many times 
before so we carried on to Arrowtown. Arrowtown 
is an old gold mining town but is now more 
designed to attract tourists. It is a very attractive 
little historic place, which has not been spoiled as 
many tourists’ places around the world have been. 
It is especially attractive in the Autumn (Fall) when 
the leaves in the trees turn orange, yellow etc. 
From Arrowtown our route to Wanaka took us over 
the Crown Range.  
 
I had first travelled up this, the highest road in 
New Zealand, when while still at school. A class 
group of boys, including myself, had travelled over 
this hill on bicycles. The road then was thick with 
dust, dry as a bone as they say. Naturally we 
walked up to the top but the road down, many 
miles long, was easy cycling. Nowadays the road is 
sealed and is no trouble to ride over.  
 
About half way down is a place called Cardrona, 
once renown for its gold mining but now for a 
popular Ski Resort. We carried on to Lake Wanaka 
where we spent the night. We went to a 
Supermarket to stock up our supplies and I met 
my old boss and his wife. They had retired in 
Wanaka and later we spent an enjoyable evening 
at their home, talking over old times. 

Leaving Wanaka the next morning we drove on to 
Lake Hawea where many years ago, when our 
children were small, we had spent a very happy 
couple of days enjoying the hospitality of the local 
church community who were having a Parish Picnic 
nearby. This time, as then, the weather was very 
kind and we were able to enjoy the wonderful 
scenery. At the end of Lake Hawea we crossed 
over a small hill and arrived back on the shore of 
Lake Wanaka, which we drove along for a few 
miles.  

From there we crossed over the Haast Pass, which 
goes through the Southern Alps to the West Coast 
of the South Island. Again, when we did a similar 
trip over 20 years ago, the road was newly formed 
and very rough, but now it is all smooth sailing as 
it were. On place we had never been to was 
Jackson's Bay so we turned off the main highway 
and drove down the rough but scenic road to that 
spot. Jackson's Bay is a small fishing settlement 
south of Haast very popular in the whitebait 
season. After that we drove to the Fox Glacier 
Village where we were to spend two nights. Next 
month I will cover our stay at Fox and also at 
Franz Joseph Glacier.  
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 The second bladder problem is poor control of 
sphincter muscles. Sphincter muscles surround 
the opening of the bladder and hold urine in by 
squeezing the opening shut. If the opening refuses 
to stay closed then urine can leak from the 
bladder. When nerve signals are coordinated the 
muscles can relax and allow urine to flow when the 
bladder contracts to push out the urine. If the 
nerve signals are not coordinated the sphincter 
muscles and bladder contact at the same time 
making flow difficult. 

Bladder Control and 
Nerve Damage from 
Stroke 
By Joe Flasher 
 

 
Bladder control can be a very embarrassing 
subject for most people and can be a difficult 
problem to control. Understanding how the nerves 
control the bladder is a start in gaining control of 
the problem.   

Drugs used to reduce muscle spasms or tremors 
are sometimes used to relax the sphincter. These 
are called alpha-adrenergic blockers such as 
Terazosin (Hytrin), and Doxazosin (Cardura). The 
main side effects of the drugs are low blood 
pressure, dizziness, fainting or nasal congestion. 
Anti-anxiety agents such as Valium, and Botox 
injections, which are used in cosmetic treatment of 
facial wrinkles, are also used to relax the muscle.  

  
For the urinary system to do its job, muscles and 
nerves must work together to hold the urine in the 
bladder and release it at the right time. Nerves 
carry messages from the bladder to the brain 
letting it know it's full, and from the brain to the 
bladder letting it know whether to tighten or relax 
the muscles to let the urine flow. 
    
Three different kinds of bladder problems can 
result from nerves that work poorly after suffering 
a stroke. They are an overactive bladder, poor 
control of sphincter muscles, and urine retention. 
There are exercises, and drugs that can be used to 
help with control. In this article we are concerned 
with the medications commonly prescribed for 
these conditions. 

The third type of problem is urine retention. 
Nerve damage in some people means their bladder 
muscles do not get the message that it is time to 
release urine. If the bladder becomes to full, 
pressure can back up and cause damage to the 
kidneys or cause overflow incontinence. There are 
treatments for retention problems but they are 
outside the scope of this article. 

    
The first type of bladder problem is an overactive 
bladder. Damaged nerves can cause mixed 
signals to be sent to the bladder at the wrong time 
causing the muscles to squeeze at the wrong time. 
The symptoms of overactive bladder include: 

In summary, bladder problems are common to 
stroke victims and nothing to be ashamed of. Tell 
your doctor; he or she has several options to use 
for controlling incontinence. Why suffer when there 
may be a solution?        

   
1. Urinary frequency - defined as urinating 8 or 
more times a day or 2 or more times a night.  

Online Vision Test   
2. Urinary urgency - which is the strong and 
sudden need to urinate immediately. 
  
3. Urge incontinence - which is the urinary leaking 
which follows a strong urge. 
  
Drugs that relax bladder muscles and prevent 
bladder spasms include Oxybutinin chloride 
(Ditropan), Hyoscamine (Levsin) and Propantheline 
Bromide (Pro-banthine). These all belong to a class 
of drugs called anticholinergics, which can cause 
dry mouth, and in larger doses can cause blurred 
vision, fast heartbeat and flushing. There are 
newer drugs, such as Tolterdine (Detrol) that 
causes fewer side effects. The long acting forms of 
these drugs, Ditropan XL or Detrol LA, also cause 
fewer side effects by delivering a lower dose over a 
longer period of time. 
  

 
An online test to determine if you 
have vision problems is available. 
It is designed to help determine 

vision problems. The test is designed by St Paul's 
Eye Unit, Royal Liverpool University Hospital, 
Liverpool. 
  
Professor Bertil Damato, PhD, FRCOphth notified 
The Stroke Network if this website and included 
the following message: 
  
"Mr Carl Groenewald and I are consultant eye 
surgeons. In our spare time, we have developed a 
visual field test for the Internet, which allows 
anyone to perform self-examination, using a 
personal computer and at their own convenience, 
free of charge. This may enable your members to 
become aware of visual loss and to check whether 
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they are improving or getting worse. Some might 
become aware of defects so that they can obtain 
medical advice or take special precautions, for 
example if they drive a car.   

Different types of rehabilitation therapy are 
discussed including the often used team approach. 
The authors explain the large amount of time and 
effort necessary for results. They provide a helpful 
checklist for the family to select a rehabilitation 
facility. This along with discussion of what makes 
for good rehabilitation could be extremely helpful 
to the family who is seeking help for a stroke 
survivor. There are many factors, which make the 
difference between rehabilitation success and 
failure. This book helps to explain these. The 
various rehabilitation roles are explained. This aids 
the family in understanding the arrangements to 
be made.  

  
Our test should be useful for people with strokes 
that have caused hemianopia. Our test is like a 
computer game and should appeal to children, if 
they know how to use a computer mouse. They 
may need special help to keep the head still and in 
the right position." 
  
The designers would appreciate any feedback you 
may have. 
    
The website is located at 
http://www.testvision.org/. 

A chapter is spent explaining physical therapy, 
how it is designed and what can be expected from 
it. Working with paralysis and spasticity are 
covered. This section includes helpful tips. Tools of 
the physical therapist are described.  A chapter is 
provided giving information on Occupational, 
Speech and Recreational Therapies. Again helps 
are listed. Many different problems are discussed.  

  
If you have questions or comments contact them 
at Bertil@damato.co.uk. 
 
 

 
Book Review: Living With 
Stroke 
By Lin Wisman 
 
 
"Living  with Stroke" by Richard C 

Senelick, M.D., Peter W. Rossi, M.D., and Karla 
Doughtery is a primer for those in the stroke 
family. The book has four parts. The first two deal 
with the basics of what causes a stroke, The 
second two parts deal with rehabilitation. If you 
are looking for basic stroke education this is a 
book for you. 

  
Emotional issues warrant their own chapter. This 
insightful writing explains what the stroke survivor 
and family must go through to begin to build life 
anew. The feelings of being overwhelmed and 
depressed are addressed. 
  
The final section of the book addresses the issue of 
the caregiver. The enormous stresses and strains 
to families are discussed. The explanation of the 
feelings caregivers often have can help the 
caregiver understand problems and build a plan. A 
list in included to aid the caregiver to make the 
home more stroke survivor friendly. Advice is also 
given for dealing with common problems.   

In the beginning of the book the authors describe 
the connections between the heart and brain. This 
section is very informative not only as it pertains 
to stroke but as general information. Many terms 
are explained so that non-medical individuals can 
understand. The different types of strokes are 
covered as well as risk factors, and warnings. 

  
This is a very good book for caregivers and 
families to have as a resource. It educates in what 
to expect and how to manage stroke recovery. For 
the stroke survivor it also gives data that can help 
manage recovery. This is a great book to have 
while a loved one is in therapy. It provides the 
family with information they can use to select and 
work with a rehabilitation center and helps for 
providing care at home. 

  
The book goes into detail of the different types of 
strokes. I found this helpful not only in 
understanding the type I had, but in understanding 
what others have to say about their strokes. Often 
people initially assume that all strokes are like 
theirs. This is not true. This book helps the reader 
to understand the differences. 

 
 

Wheelchair Transportation 
Research Study 

  
Various tests such as CT scans and MRI's are 
discussed. The differences between the different 
diagnostic tools are explained. Medications used to 
treat stroke are described.  

The Americans with Disabilities Act 
has led to increased opportunities in 

travel and transportation for individuals using 
wheelchairs. With these new possibilities there 
may lie new concerns to wheelchair riders in motor 
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The sections are described below: vehicle transportation. Motor vehicle accidents 
represent one of the leading causes of death and 
injury in the United States. How this affects 
persons in wheelchairs is not clearly understood at 
this time. 

  
Risk Survey. Although many stroke survivors 
may consider determining whether or not they are 
at risk for stroke a mute point, this section may be 
worth checking. It is helpful to determine if you 
can correct behavior that might lead to another 
stroke. It is also of interest as it may bring to mind 
friends and/or relatives who need this information. 
Who do you know who exhibits traits/behavior that 
increases the likelihood of a stroke? 

Investigators at the University of Pittsburgh are 
conducting a new research study under a grant 
from the National Institute for Disability and 
Rehabilitation Research to identify the frequency 
and nature of injuries to wheelchair riders involved 
in motor vehicle accidents. Persons who use 
wheelchairs or scooters as their primary means of 
mobility are eligible to participate.  

  
Diagnosing. Here the various types of strokes 
are explained. It also includes information on 
assorted diagnostic tools (such as CT scans and 
MRI's), which are used to determine the type and 
severity of stroke. One section, which is entitled 
Effects, discusses various outcomes such as 
depression, emotional outbursts and neglect that 
are often experienced by stroke survivors. Medical 
personnel may not have mentioned some of these. 
This list tells the caregiver and family what to look 
for and helps the stroke survivor to understand 
that their experiences are result of the stroke and 
not a result of their poor personality. Spasicity is 
also explained. 

The investigators will survey over 300 wheelchair 
users about their transportation experiences. The 
survey, which is completed through mail, will 
include questions on basic information such as 
age, gender, and design of the wheelchair, as well 
as questions on the types of transportation used, 
any involvement in motor vehicle accidents, and 
any resulting injuries. Identified injuries will be 
investigated further to examine the related 
circumstances (e.g. vehicle involved, cause of 
accident, type of seating). 

  
Prevention. This section includes info on risks 
for stroke - some controllable and some not 
controllable.  

The study will provide a consumer-oriented 
perspective on the issue of wheelchair 
transportation safety and will be the first in-depth 
wheelchair user survey on this issue. The results 
will lay the foundation for future efforts to improve 
transportation safety for wheelchair users. 

  
Treatment. Explains various treatments - 
everything from Aspirin to Surgery - that are used 
to treat stroke. 

All eligible participants who complete the survey 
will receive $20.00 for their time and effort. If you 
are a wheelchair user and interested in 
participating, please contact Ashley Rotko at the 
Center for Injury Research and Control, University 
of Pittsburgh, Phone: (412) 383-7047, E-mail: 
karst55@pitt.edu. 

  
Rehabilitation. This area describes the types of 
rehabilitation programs, gives information on 
choosing a rehabilitation program and has a short 
section on what to expect from rehabilitation. The 
goals section explains the types of therapy and 
general ideas of what to expect. Maximizing 
Benefits is the section, which may be of most help 
to family and stroke survivors still in therapy. It 
includes tips, which can aid when returning home. 

 
Website Review:  

  Lifeclinic.com 
Resources.  Short list and links to assorted 
stroke resources. Stroke Pages 

   
Lifeclinic.com is a website that presents health 
information and news to the reader. The Life Clinic 
pages on stroke are located at 
http://www.lifeclinic.com/focus/stroke/. These 
pages provide general information on stroke and of 
most interest to stroke survivors links to various 
articles giving information on recent research. 

News. Includes links to an extensive list of 
articles of interest. You may find something here 
that helps in your information research. 
  
I would recommend this site for those who need 
basic information. The news section may be helpful 
to further your research and to help you locate 
addition methods of improving.   
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Biography: Harpreet Sidhu 

I am a 32-year-old East-Indian 
stroke survivor living in Vancouver, 
BC, Canada. Thirteen years ago, 
back in 1990 I suffered from a 

hemorrhagic stroke, which left me with left sided 
paralysis, it was caused by a disease called 
Wegeners Granulomotosis which is a type of 
Vasculitis (inflammation of the blood vessels). At 
the time I was living in a town called Slough, 
which is in the County of Berkshire, England. My 
disease caused me various complicated health 
problems e.g. Epilepsy, Kidney failure etc. I was in 
a pretty bad way and stayed in intensive care for 
about 10 days. My life was suddenly turned 
upside-down; I had no idea to what extent I was 
paralysed. Because of my other health 
complications, I had no physiotherapy for 5-6 
months after my stroke.  

 

When I did start physiotherapy I had to learn to sit 
up straight, to stop dribbling, (this was the most 
upsetting of all, especially in front of strangers) I 
could not walk, so I left hospital in a wheelchair, I 
had my 19th birthday in hospital, my hair had all 
fallen out due to the strong medications for my 
disease, so I left hospital looking like a freak, or so 
I thought, on numerous medications and a feeding 
tube in my stomach. The months that followed 
were rigorous sessions of physiotherapy and in the 
beginning of 1991 I was admitted into a 
rehabilitation clinic in Oxford for intense 
physiotherapy and occupational therapy.   

Here I stayed for a period of 6 months as an in-
patient.  I left Rivermead Rehabilitation Centre in 
Oxford and was able to walk with a cane, and 
wearing a splint on my leg, I had no recovery in 

my arm at all. Since then I moved to Vancouver, 
BC and have been continuing with physiotherapy 
treatment regularly. At the moment I am working 
part-time as a Medical Office Assistant and have 
learned to type with one hand quite accurately.  
My memory is improving all the time, I’m walking 
without a cane and I can notice some 
improvement in my left arm function due to 
regular exercise with the ftm othosis and 
stretches. I just think stroke changed my way of 
thinking that life does go on and improvements 
can be made all the time whether they are big or 
small. If I can come this far so can a lot of other 
stroke survivors, my motto is life is too short to 
stop living, it could have been a lot worse. 

Biography: Rusty Van 
Sickle 

 

Roberta (Rusty) Van Sickle had 
two massive strokes in 1993. 

She competed her MSW after her stroke. At the 
time of her stroke she had 18 credits left.  She 
served on the founding board of the Employment 
Coalition of Florida Inc.  Her areas of expertise 
are the ADA, SSI, SSDI, and disability resources.  
Most or her knowledge has come from personal 
experience and being an avid reader of varied 
disability resources. 
  

To read more about Rusty and about the 
legislative work she is part of visit 
http://www.disabilitycoalition.com. There you will 
find several articles Rusty has written about 
disability legislation.
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