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Canada TNA 
Canada TNA (CaTNA) is a network of support groups 
and individuals who are dedicated towards sharing 
information and support to people who have 
Trigeminal Neuralgia and other facial pain.   
Membership in CaTNA is $10 per year.  Newsletters 
are available free by e-mail, and for $6 per year by 
Canada Post.   Contact:  Canada TNA, c/o Jan 
Williams; 15 Everstone Dr. SW, Suite 207; Calgary, 

AB, T2Y 5B5.  Email: calgary@catna.ca; Phone:  
Phone: (403) 295-0987.  Canada TNA is associated 
with the TNA Association in the USA. 
 
The information in this newsletter is not intended to 
diagnose or offer advice on treatment of TN.  Its sole 
purpose is to provide information so that you, 
working with your doctor, can make informed 
decisions about your own care. 

 
 

I hope everyone is ready for a great 
summer.  Our “little group” continues to 
grow each month with a few new members.  
We are always looking for new spots to hold 
group meetings so if you would like to start 
something in your community please let me 
know.   Some groups are small with just a 
few people getting together to share 
information and other groups are larger with 
more formal meetings and presentations.  
You’ll see from reading some of the letters 
we’ve received that a chance to meet others 
who have the same experiences as you can 
be a comfort and a moving experience.  
Lots of people with TN think there are all 
alone and that just isn’t true. 

 
Congratulations to the folks in 

Winnipeg who held their first meeting at the 
end of April and have organized the second 
meeting with Dr. Kaufmann speaking in 
June 5th. 

 
Don’t forget, we are always 

interested in hearing from you – so send a 
message even if just to say hello and 
please, let us know what you’d like to see in 
this newsletter. 

 
Take care and have a great summer.     

    Jan 
    
    
    
    

    
    
 

 
Winnipeg Group Meeting June 5th 

 
Guest:  Dr. Anthony Kaufmann  
Topic:  Is super-specialization in 
Neurosurgery impacting TN patients? 
 
Health Sciences Center – 7 pm. 
 

Everyone welcome 
 

 
 
 

Is TN Inherited? 

At a recent meeting in Calgary, Dr. 
Zelma Kiss, Neurosurgeon and Assistant 
Professor at the University of Calgary, 
described a study she is conducting in 
cooperation with the Department of Medical 
Genetics at the University of Calgary.    
According to Dr. Kiss, about 5% of people 
who have TN also have family members 
with TN.  In her practice she has 5 families 
with more than one person with TN. 

She explained that many people 
have the anatomical situation of a blood 
vessel lying on the trigeminal nerve, but not 
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all of them develop TN.  The question asked 
is why some people will develop neuralgia 
in this situation while others will not.  She 
wonders if some people have a genetic 
predisposition to develop Trigeminal 
Neuralgia. 

Dr. Kiss will examine all family 
members with TN, and refer them to the 
Genetics department for further 
assessments and evaluations.  If you have 
TN, live in the Calgary area and have a 
relative with TN please contact Dr. Kiss’ 
office.   
 
 

Letters 

    
From the Niagara group: 
We just received the best news today from 
one of our Niagara members:  Rodger had a 
microvascular decompression on Friday, 
May 10th.  It was a success and he awoke 
pain free!   Roger had not considered 
surgery until after he came to one of our 
meetings and met 3 of us who had 
successful MVDs.  After talking to us and 
watching a video on the MVD, he decided to 
go for it.  All of the Niagara Region 
members are delighted for his success and 
wish him a speedy recovery. 
 
 
From Stella in Edmonton: 
Knowing how much the 
wind bothers people 
with TN, I was so 
excited to see these 
chairs, and I had to let 
my fellow TN members 
know.  It’s a seat that 
has a canopy and 
three sides.  Web site 
address is 
www.foldingbench.com.  
    
    
    
    
    

Support Group News 

    
CalgaryCalgaryCalgaryCalgary    
We are having our meetings now in the 
Health Sciences Center Building at the 
Foothills Medical Center.  The next meeting 
will be Tuesday, June 17th at 7 pm – Room 
G748.  There will be no meeting in July.  
Contact Jan at 295-0987 or 
calgary@catna.ca for more information. 
    
ReginaReginaReginaRegina    
Contact Faye at (306) 751-0761 or 
regina@catna.ca for meeting information. 
    
SaskatoonSaskatoonSaskatoonSaskatoon    
Contact Dee at (306) 382-5666 or 
Saskatoon@catna.ca for meeting 
information. 
    
TorontoTorontoTorontoToronto    
Contact Kathy at (905) 853-9849 or Sandra 
at (905) 284-9215 or both by e-mail at 
Toronto@catna.ca for meeting information. 
    
Niagara RegionNiagara RegionNiagara RegionNiagara Region    
Contact Brenda at (905) 937-6178 or 
Niagara@catna.ca for meeting information. 
    
    
PeterboroughPeterboroughPeterboroughPeterborough    
The next meeting will be June 29th – Contact 
Marilyn at (705) 742-1486 or 
peterborough@catna.ca for meeting 
information. 
    
WinnipegWinnipegWinnipegWinnipeg    
Dr. Kaufmann will attend the June 5th 
meeting.  Contact Marion at (204) 697-9459 
or Pat at (204) 269-2003 by phone or email 
at Winnipeg@catna.ca for meeting 
information. 
    
    
    
    
    
    



 
CaTNA June/July 2008  - 3 - 

TN Stories 

    
Ted in ManitobaTed in ManitobaTed in ManitobaTed in Manitoba    

Sometime in 2006, Ted began to 
have what he thought was trouble with his 
teeth.  He visited his dentist who did a 
complete evaluation and determined there 
was no dental cause for the pain.  He sent 
Ted back to see his doctor.  After a trial with 
different drugs, he had a Glycerol 
Rhizotomy in Winnipeg. 

Since then he has persistent 
numbness but no pain.  As far as Ted is 
concerned, this is a good trade off – 
numbness for pain. 

    
Susan in Saskatchewan:Susan in Saskatchewan:Susan in Saskatchewan:Susan in Saskatchewan:    

Susan is a married lady with grown 
children.  She works full time at the RCMP 
Training Academy and between work and 
family she doesn’t have time to be ill.  Her 
TN started in 2004.  Like so many others 
she thought this was a dental problem.  Her 
dentist was not able to help her.  She was 
also prescribed several drugs without much 
success.   

Looking for a solution she also tried 
5 sessions of Acupuncture.  This too was 
not helpful in controlling the TN pain. 

Susan saw an ad on TV about a new 
TN support group in Regina and attended 
her first meeting in April.  She writes about 
that meeting:  “… it was great meeting you 
at the Wascana hospital on April 12 a meeting 
my husband and I attended.    I was 
over whelmed with emotions as one by one 
people were coming into the room.  Here   I 
thought I was the only one with this 
stabbing painful disease.  What I really found 
very helpful was listening to their stories and 
med. they were on or had been taking..   “ 

Since attending that meeting Susan 
has worked with her doctor to adjust her 
meds.  She is now getting some relief from 
the pain but has decided to seek a 
neurosurgical consult.            

    
    
    

CSF Leaks 

    
One of the most common 

complications of surgery for trigeminal 
Neuralgia is a Cerebral Spinal Fluid (CSF) 
leak.  It is estimated that about 2% of people 
who have an MVD will end up with a CSF 
leak.  It can also occur after any one of the 
Rhizotomies. 

Cerebral spinal fluidCerebral spinal fluidCerebral spinal fluidCerebral spinal fluid is a clear, 
colorless fluid that circulates throughout the 
central nervous system and protects the 
brain and spinal cord. The cerebral spinal 
fluid is located between the brain and skull 
and serves two main purposes: 

1. Protection and Shock Absorption:  
The cerebral spinal fluid protects the 
brain and spinal cord from pressure 
caused by falls, movement and hard 
blows. 

2. Nutrients:  The cerebral spinal fluid 
delivers nutrients to various parts of 
the nervous system. 

There is on average about 120 -150 ml of 
CSF.   Amazingly, the CSF gets completely 
recycled every 6 to 8 hours. 

 
Cause of CSF LeaksCause of CSF LeaksCause of CSF LeaksCause of CSF Leaks    

During the MVD, the surgeon opens 
the dura and removes some CSF to gain 
better access to the Trigeminal nerve.  Once 
the decompression is complete, the dura is 
closed – ideally in such a manner as to make 
it water tight.  In some instances there is a 
small gap and fluid can leak out.  This can 
happen at the time of surgery or later during 
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the healing process.  The CSF is under 
pressure and finds it way out usually via the 
nose, the ear or the incision. 
 
SignSignSignSigns and Symptomss and Symptomss and Symptomss and Symptoms    

• Headache – usually worse when 
sitting or standing 

• Clear fluid drainage from the nose, 
ear or incision 

 
TreatmentTreatmentTreatmentTreatment    

Surgically caused leaks often stop 
spontaneously. The leakage stops within 1 
week in 70% of patients, within 3 months in 
20-30%; leakage rarely recurs. 

For most people, bed rest with the 
head raised and observation is all that is 
needed. 

If the leak does not stop 
spontaneously a drain can be inserted via a 
lumbar puncture to reduce the pressure 
which allows the body to heal itself.   

Finally if this fails, surgery is 
indicated either to put a patch over the site 
where the leak occurs or in very rare 
instances, the skull is opened and the dura 
repaired. 

 

Stories 

FrancisFrancisFrancisFrancis from Calgary had an MVD done in 
1999.  A few days after she went home she 
noticed clear fluid draining from one nostril 
and draining down her throat.  She also had 
a salty taste in her mouth and had no 
appetite.   She was readmitted to hospital.  
She had an unsuccessful lumbar puncture 
the first day.  The plan was to repeat that 
the next morning, but the leak stopped 
overnight so no further treatment was 
necessary. 
 
MarilynMarilynMarilynMarilyn had her MVD done in Calgary in 
2005.  After about 2 weeks, she noticed 
clear fluid draining from one nostril.  She 
was advised to stay in bed for a few days.  
When that failed to stop the leak she was 
admitted to the hospital and had a drain 
inserted via a lumbar puncture.  After about 
10 days that was successful.  The leak 

stopped and she returned home pain free 
and problem free. 
 
RayRayRayRay from Yorkton had his MVD done in 
Winnipeg May 6th.  He woke up from the 
MVD TN pain free and for the next two 
weeks was busy weaning himself all the 
drugs he had been taking.  Then he noticed 
some clear fluid draining down the back of 
his throat and our one nostril.  On the advice 
of his doctors he stayed at home taking it 
easy.  That didn’t seem to help. 

He returned to Winnipeg and was in 
hospital again for 5 days during which time 
he had a drain placed via a lumbar 
puncture.  For the first day they drained 30 
ml of CSF an hour – then 20ml the next day 
and then 10 ml per hour the 3rd day.  The 
leak stopped.   

Ray is home again still with no TN 
pain which is great, but he still worries about 
the CSF leak.  At the moment no signs of 
recurrence but at the time this newsletter 
was prepared he was having some trouble 
with a headache. 
We have our fingers crossed for you Ray!! 
 

TNA Conference 

 
TNA (Trigeminal Neuralgia Association) and 
Wayne State University School of Medicine, 
Department of Neurosurgery invite you to 
attend TNA's Seventh National Conference 
on September 12 and September 13, 2008.  
The conference will be held at the historic 
Dearborn Inn, Dearborn, Michigan. 
 
Maybe we could arrange to have a 
Canadian Delegation and meet up with one 
another at this conference.  I think some 
people from Niagara Region are planning to 
attend.  Is anyone else going to be there?  
Please let me know. 
 
 
 
 

 
  
    


