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Dr. David Neal Franz meets with Dr. Uri Tabori, repre-
senting Dr. Ute Bartels, Head of RAD001 Clinical Trial 
at Toronto Sick Kids Neuro-Oncology Unit, and with Dr. 
Philippe Major, TSC Canada Medical Advisor and Head 
of the TSC Clinic at Ste. Justine in Montreal. The occa-
sion was Dr. Franz receiving the Award for Excellence 
in Paediatric Clinical Research for his TSC work at the 
SNO (Society for Neuro-Oncology) conference in Mon-
treal, November 19, 2010. Dr. Franz’s presentation on his 
TSC clinical trials work generated a great deal of interest 
from the neuro-oncologists and neurosurgeons present.
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Dr. David Franz meets with 
Canadian TSC Doctors in Montreal, 
Franz receives Clinical Excellence Award

TS Canada Board meets in 
Toronto to discuss goals for 2011

TS Canada is excited to announce 
Canada’s 2nd multidisciplinary clinic
Please contact Neurology Assistant 
Nela Martic to make a referral. 

Dr. Mary Connolly will be the 
Director of the TSC Clinic.

Dr Mary B Connolly, M.B.,B.Ch, 
FRCPC, FRCP(I), FRCP(Ed) 

Clinical Professor, Head Division of Pediatric Neurology, 
Children’s & Women’s Health Centre of British Columbia 
& University of British Columbia 
4480 Oak Street, Vancouver BC  V6H 3V4 Canada 
Tel 604 875 2975 Fax 604 875 2285 
email:  mconnolly@cw.bc.ca 
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YES! I WOULD LIKE TO HELP TSC Canada RAISE AWARENESS AND HELP EVEN MORE FAMILIES.

Amount of cheque: _________________   o Member only  o Donation Only o Membership & Donation

Name: _____________________________________________________________________________________________________________________

Address: ___________________________________________________________________________________________________________________

City/Prov/Postal Code:________________________________________________  Tel: _____________________________________________________

Email:  _____________________________________________________________________________________________________________________

In Memory Of: _______________________________________________________________________________________________________________

o I am unable to financially support TSC Canada at this time, but I would like to receive the newsletter.

PLEASE DETACH AND RETURN TO TSC CANADA, 92 CAPLAN AVE , SUITE 125, BARRIE, ON L4N 0Z7
TSC Canada Charitable Registration #892417643 RR0001  Receipts for income tax purposes will be issued.  English 1-888-223-2410 Français 1-866-558-7278  TSC Canada does not sell, rent or distribute mailing list information.
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MAY IS 

TUBEROUS SCLEROSIS 

AWARENESS 

MONTH!

MAY IS TUBEROUS SCLEROSIS AWARENESS MONTH!

Mary Zilba, Andrew Duffy, Jennifer Flinn, 
Patricia Nolan, Ray Marco. Absent: 
Karen Shulist, Joe Chidley, Cathy Evanochko

Canadian Children’s Book Raises Funds for Tuberous Sclerosis Complex Research

Please help a critically ill child by purchasing this book as a gift for a child you love.
One grandmother’s efforts can make a difference: Deanna Soules has written Waverly and the Blue Dolphins, 
a book for children that will help raise funds for Tuberous Sclerosis Complex research.  The cure for Tuberous Sclerosis Complex 
is the cure that will unlock the cures for all cancers, all forms of diabetes, and all forms of autism.  It is an exciting and hopeful time 
not only for people with TSC but for many others affected by a wide range of seemingly unrelated disorders. 
Visit http://www.volumesdirect.com/detail.aspx?ID=4594 for details.

THE CANCIAN BALL RUN EVENT! 
We started this event in 2007, just for fun, and then decided that we 
should make this a charity event, and help raise awareness about Tu-
berous Sclerosis Complex.  Fifty people usually attend the evening, 
but between 30-35 participate in the races and rallies during the early 
afternoon. We usually invite family, friends, neighbours or anyone who 
is near and dear to our hearts. We have everyone meet at our place at 
3pm and they all get split up into pre-organized teams, which are all 
colour-coordinated. This event is like SURVIVOR and we made that 
the theme this past year. We break everyone into teams and we have 
challenges that are fun for everyone.

At each challenge, the teams collect points and the winning team gets 
their plaque on our annual CANCIANBALL RUN trophy and cham-
pagne. Among the winning teammates, they then have to challenge 
each other  for an individual prize. Last year, the challenge was ka-
raoke. The best performer won 2 tickets to a Muskoka resort for one 
night, including spa and golf valued at $500.

The rest of the evening included lots of food, desserts, entertainment, 
bar services and swimming along the poolside all night! As always, it 
rained, but we all made the best of it! The pool seems to always be the 
biggest attraction since it was raised to 100 degrees farenheit! 

This is an event we do at our home. We encourage friends to partici-
pate and all funds go to a very important charity. We raised $2500.00 for TS 
Canada last year.  I encourage all families to get involved and think of the 
simplest way you can make a difference. It can be just a party at your house. 

Here are some of our fun events that we held. 

Determination Challenge (Eating Contest), Watermelons (3), Big 
Marshmallows (3 bags), Tuna (6 cans). Boiled eggs (at least 2 dozen), 
Peanut butter (2 jars), Donuts (2 dozen all the same kind), Booze shots, 
Pig’s testicles

Navigation Challenge (blindfolded), -teammates blindfolded and navi-
gate through the forest carrying a cup of water and having to empty it 
out at the other end of the course.  One teammate guides them by tell-
ing them where to go!

Accuracy Challenge (Paintball), paintball gun challenge and hitting 
targets

Endurance Challenge (relay race), Relay Race - Run through a rally 
of ropes, then a potato sack race and then ending with riding a kids 
scooter to the finish line

Stamina Challenge (holding objects), holding your balance on an el-
evated piece of wood, holding up two spoons with golfballs 

TSC Parent 
Support Group 

Everyone is invited. 
Eat, drink and talk! 

Potluck Dinner
 for Parents of Children 

with TSC

May 15th  2011
3:00- 6:00 p.m.

Etobicoke, Ontario

RSVP: Ellen
 (416) 695-9915

ellen.vansteenburgh@ontario.ca 

       Jump In ... Get Involved  YOU CAN MAKE A DIFFERENCE!

May 28, 2011   Golf Tournament Helps Raise Funds for TSC Canada
•  1st Annual Ajax Spartans Minor Baseball Association (ASMBA) Golf Tournament 
   will donate 10% of the profits of this event to Tuberous Sclerosis Complex Canada.

•  Shot Gun Start – 8:00 am • Lunch – 1:30 pm  • Special Guest - Bryan Mudryk, TSN SportsCentre – Among others

•  Included : Golf, Power Cart, Snacks on each Cart with Water, Seated Lunch, Registration Gift, Prizes for All,  
   Silent Auction, Contests and Opportunity to win a new Chevy Cruze.

Register now at www.ajaxbaseball.com Help make this a successful event for TS Canada. The more funds raised the more TS Canada will benefit. 
Deer Creek Golf Club http://www.golfdeercreek.com/

May 28th - 29th , 2011  Walk, Run - Volunteer, Pledge for TSC Canada at the Ottawa Race Weekend!
Live too far away to come? You can still support our race! 
Visit www.tscanada.ca to see how you can support this event and the participants. Registration bags for all participants! 
You may also contact Jennifer Flinn – Event Leader jen_TSC@rogers.com  - Ottawa Race Weekend Official Website http://ncm.ca/
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Hope Walking with Mom 

      by Kathryn Kelm and Cathy Evanochko

As I stood at the back of the assembly hall and listened to my 
youngest daughter strum the opening chords of “Just Watch Me 
Go,” a song she wrote and performed, the memories of our jour-
ney over the past 26 years filled me with both sadness and joy.  The 
lyrics of Kimberly’s song speak to both the challenges in her life 
and the wonderful successes; to the relentlessness of her disease 
and the hope that each tomorrow brings.  My beautiful girl sang, 

“When I was a young girl/growing was not so easy/learn-
ing is so complex/with so many dreams/my ambitions 
had no limits/I didn’t want anyone to hold me back.”

Kimberly was diagnosed with Tuberous Sclerosis Complex 
(TSC) in 1986 at the age of 13 months.  She has the white 
marks, facial angiofibroma, seizures and developmental delays 
characteristic of this disease.  Seizure control has been a major 
focus of her medical care and we saw relative success in the 
years since Kimberly turned 18.

At the same time the seizures began to decrease in severity, 
acute behavioural issues surfaced.  Kimberly began to experi-
ence high anxiety and show extreme reactions in everyday situ-
ations that would be described as mildly stressful.  Kimberly’s 
compromised ability to remain calm when interacting with peo-
ple and the critical reduction in her mechanisms for coping with 
uncertainty have impacted her employment and her relationships 
with friends and family.  

One of our concerns as Kimberly became a young woman was 
the absence of congregated medical services and other supports 
for adults with TSC. To keep up with the latest news and to 
connect with other parents who battle for their children every 
day, I attended a conference in Toronto hosted by TSC Canada.  
Two very important things happened at that April 2007 confer-
ence: physicians shared news of possible new drug treatments 
for TSC and I heard more about Lynphangioleomyometisis 
(LAM), the lung involvement for women with TSC.  Along 
with the very good news about clinical drug trials and possible 
new drug treatments, the audience heard a strong recommenda-
tion that women over 18 years of age and diagnosed with TSC 
should have a CT or MRI on their kidneys and lungs regularly.  
A neurologist explained that young women with TSC have a 
40% to 50% chance of developing LAM.

After requesting the tests upon my return from the conference, 
Kimberly was diagnosed with LAM in July 2007.  LAM is a 
lung disease that results in changes to the muscle tissue in the 
lungs, the tissue changes from smooth to disorderly.  These 
changes cause obstructions of small airways and lead to pulmo-
nary cyst formation and pneumothorax (partial lung collapse).  
The scans that diagnosed LAM also revealed Kimberly had nu-
merous angiolyomytomas (AMLs) between 6 and 9 centimeters 
in diameter in both of her kidneys and on her pancreas.

While the diagnosis of LAM was heartbreaking, the discovery 
of the  large AMLs in Kimberly’s kidneys required immediate 
intervention.  Over the next two years Kimberly had procedures 
on both kidneys in an effort to reduce the size of the tumors or 
at least slow the growth.  The procedures met with limited suc-
cess and surgeries were followed by serious complications—two 
pneumothorax and blood clots in her groin and leg.  A solution 
other than surgery was now urgent.  Remembering the news at the 
Toronto conference about drug trials, my husband and I began in-
vestigating what was happening in Canada and the United States.

We applied to a clinical drug trial monitoring affects on the 
kidneys.  The trial was taking place in Cincinnati, Ohio and 
was sponsored by the pharmaceutical company Novartis. The 

trial involved all participants 
taking the actual medication 
in varying doses for one year, 
followed by one year off the 
drug.  Acceptance into the 
trial involved a commitment 
of 2 years with trips to Cin-
cinnati every 3 months for 
monitoring.  The medication 
and required testing were free 
of charge—getting to Cincin-
nati every three months was 
not.  Although Alberta Health 
Services refused assistance be-
cause the trial was considered experimental, Kimberly was ac-
cepted into the trial and, with the support of friends and family, 
in May 2009 we made our first of many trips to Cincinnati Chil-
dren’s Hospital.  

After one year on the medication, the tumours in Kimberly’s 
kidneys were reduced over 50%.  We also noticed dramatic im-
provement in her cognitive abilities, a reduction of seizures and 
improvement in the skin lesions on her face.  Although the trial 
was for a drug specifically targeted toward the kidneys, doctors 
noted a marked change in Kimberly’s lungs.  Not only had the 
progression of LAM slowed, the fluid in her chest cleared and 
her lung capacity showed great improvement.  Our gratitude and 
excitement were overwhelming.  When your child is very ill, every 
battle won is a joyous victory.  It is our understanding these trial re-
sults will be published in early 2011.

A similar trial of the same drug was carried out at Cincinnati 
Children’s Hospital by the same doctors conducting the kid-
ney trial. This trial studied the effects of the drug on the brain 
tumours associated with TSC called subenpenymal giant cell 
astrocytoma (SEGA).  The results of this trial were so positive 
and so conclusive the Federal Drug Administration approved the 
drug for use in the United States very quickly.  The drug was ap-
proved under the name Afinitor and is currently considered in the 
treatment of SEGA in the USA.  Doctors are very hopeful that 
Afinitor will be fast-tracked by the FDA for other uses following 
the extremely positive results of the kidney trials in Cincinnati 
and other trials occurring throughout the USA and Canada.

Kimberly has now been off the trial drug for 10 months.  We 
know the LAM is progressing once again and fluid is building 
in her chest. The facial angiofibroma has returned as have her 
seizures.  Profoundly disheartening, Kimberly finds she is not 
able to think as clearly, her anxiety levels are on a fast rise and 
she has difficulty coping with the smallest of deviations from 
her daily routines and expectations.

As a family with first-hand experience with the positive effects 
of this medication, we have no doubt that approval of Afinitor is 
imperative for the many children and young people living with 
TSC in Canada. Not only are the results for LAM and kidney 
AML very positive, a drug that has demonstrated success in 
tackling SEGA offers great hope.

The processes for approval of Afinitor in Canada for the treat-
ment of SEGA and in the USA for additional treatments are 
underway.  TSC Canada will keep you informed of the progress 
and will alert you when the time is right for parents to speak up 
in support of the approval of Afinitor in Canada.

ANNOUNCEMENTS
•	 TS Canada is excited to let everyone know that Pay Pal will be available 

very soon on our website. 

•	 Our Facebook Page	is	generating	a	lot	of	traffic	and	it	is	a	great	source	
of information, please visit http://www.facebook.com/TSCanadaST

• The drug Afinitor	has	recently	been	FDA	approved	in	the	United	States, 
we are asking all members and families affected by TSC, to get to know 
who	your	 local	government	officials	are.	TS	Canada	 in	 the	future	may	
call	for	a	letter	writing	campaign,	we	want	to	ensure	that	Afinitor	will	be	
available for those who need it here in Canada.  www.afinitor.com

  
       
       by Andrea Foster

I went for a walk with my mom today. The air was 
crisp and the sun was warm. It was lovely. I like walk-
ing with mom, being active together, chatting and end-
ing with coffee. It is hard to put into words just how 
much I appreciate her and want to be like her. She is a 
gift and a continual source of practical support, advice 
and encouragement.

I have kept a journal for most of my life and as I write I often wonder 
where the Lord is leading me. One thing I know is that my heart aches 
for families who live with some of the same issues our family does. I 
am aware that everyone’s story is unique. I am also conscious of the 
many similar situations faced by families that care for children with 
special needs. 

I will never forget the scene at the hospital when we were given the 
diagnosis of our baby girl, Annie. Annie was not quite five months old 
when she suffered two seizures in one day at home. I took her directly to 
the emergency room at our local hospital. The medical staff kept asking 
if she had had any fever. It seemed they were hoping she had, but she 
had not even had the sniffles. Now, after an initial CT scan in the ER and 
a few days of anxious waiting, we were back at the hospital. Eventually, 
we were brought into a large room. We sat around a large round table of 
doctors, nurses and residents—all looking at us expressionless. I knew 
it had to be something serious. I was nervous but hopeful.

As the information poured out of the neurologist’s mouth I heard the 
diagnosis, “Tuberous Sclerosis Complex,” and the rest was a garble. 
In the midst of the information overload, I did manage to hear, “…
genetic condition.” I bit my lip, trying not to cry. I knew they had no 
idea. I waited politely, allowing them to finish with the passing of a 
sheet containing information printed from the Internet. When the pa-
per slid across the table I picked it up and looked at the doctor. Then I 
told them, “Annie is an identical twin.” Faces went from expression-
less to looks of shock and the questions ensued. Was I sure they were 
identical? I knew they were. I had undergone at least 15 ultrasounds 
during my pregnancy. The girls shared a placenta and the sacs were 
barely separated. I was considered high risk because they were mono-
zygotic and shared the same DNA. This was not good news for our 
baby Audrey who was at home in the care of my mom. 

Audrey began having seizures three weeks later and both of my beau-
tiful five-month-old babies began a life of drug dependency for sei-
zure control. They both have too many benign brain tumours to count. 
Their skin shows the characteristic white “ash leaf spots” and they are 
both autistic and globally delayed. They are on the severe end of the 
Tuberous Sclerosis Complex spectrum.

I know God has not forgotten us. I believe in miracles but I also be-
lieve God makes no mistakes. My girls have an intellectual IQ some-
where around the first percentile. Not encouraging or even completely 
believable but, nonetheless, true. The reality is our twins will never 
grow out of certain stages of toddler-hood. They may never toilet train 
and will never leave home to live independently. Their lives are, how-
ever, as valuable as royalty and as precious as the life of the beggar 
with no home. The One who created them does not overlook them. If I 
believe Jeremiah 29:11, then God has a plan for them too. He has a hope 
and a future for those who cannot understand the concept. He loves 
them as much as He loves those who knowingly seek after His will. 
We do not understand the complexity of God’s love when it comes to 
people with special needs. I do not wish for different children but I do 
wish and pray for healing. That healing will come. I have been assured 
of it’s coming. How or when has not been revealed. Here on earth or 
then in Heaven? The details are not clear. But the thought of one day 
seeing them fully realizing their potential brings joy to my soul. 

I have chosen to be thankful now rather than to wait for healing and 
then thank God. It is not a matter of positive thinking. The reality is, 
God has blessed us in many ways and I am thankful right now. I have 
the peace of knowing we are right where God wants us to be. Annie 

and Audrey are the siblings our other two children, Lily and Russell, 
were meant to have. Kirk and I are the parents designed for them all. 
We love them all the same and we are changed because of who they 
are. I am also thankful for the Holy Spirit who continues to remind me 
that I am loved and I am not alone. 

This road has not been an easy one and there is no end in sight to 
the difficulties. There is also no end to God’s unfailing love and His 
power to bring glory to his name through anything we face. I am at 
peace with the fact that my twins will never leave the nest. I cannot 
imagine life without them. Still, I have days when I cry out to God and 
let Him know, “This is all I can handle!”  There are other days when 
I wonder if these two little lives are truly angels sent by God himself. 
What an honour it is to see His reflection so close up!

I have seen the Lord use their obsessions to remind me of biblical 
truths. I have seen a worship pastor strum his guitar and weep as my 
daughter dances and sings her few words—and everyone present wit-
nesses what genuine worship is. God has used strangers to prepare me 
for treatments I may have otherwise second guessed and feared. I have 
seen dark nights when my husband is on a night shift at the fire hall and I 
am up with an insomniac child—or two—alone and afraid. Truly, I have 
seen the hand of God in many shapes and forms and still I struggle. I am 
human but I am a child of God. He has given me His Word. As I dig in I 
find strength. I also find myself wanting to encourage, comfort and walk 
alongside those whose lives are not what they had expected. 

I will walk with my mom again tomorrow. The weather will likely be 
as biting as it was today. For the most part, winter weather in this part 
of the world is predictable. Life is not. That, however, is not some-
thing I need to fear when I belong to a very big, very forgiving, and 
unchanging God. 

TSC Clinic Picnic in Montréal!

In September, a social event was held in Quebec for 
patients of Dr. Major and the TSC Clinic.  The event 
consisted of social time during a cocktail hour, and a sit-
down lunch and activities for the children, all in a fun 
and casual setting.  Together with Dr. Philippe Major, 
Head of the TSC Clinic at Ste. Justine Children’s Hos-
pital in Montréal, TSC Canada hosted a beautiful event 
for families who attend Dr. Major’s clinic, which has 
been in operation just over two years.

The event was held at a lovely farm an hour out-
side of Montréal. Families were treated to a fes-
tive lunch, face painting, balloon animals and a 
bouncy castle. Most importantly, families had a 
rare opportunity to connect with other families 
affected by TSC.  Children had a chance to meet 
other children with similar challenges.   It was a wonderful afternoon that was 
enjoyed by all! In addition to TSC Canada’s support, we would like to thank 
Dr. Major and Ste. Justine Hospital Foundation for their generous support, and 
Dr. Major for his dedication to people affected by Tuberous Sclerosis Complex!

Brunch-méchoui de la clinique de sclérose 
tubéreuse de Montréal

En septembre dernier s’est tenu le premier brunch-méchoui de la clinique de 
sclérose tubéreuse de Montréal pour les patients du Dr. Major, leur famille et les 
membres de la clinique. C’est dans une ambiance très conviviale que les partici-
pants ont pu échanger, de manière informelle, ainsi que profiter d’un merveilleux 
dîner et d’activités pour les enfants. C’est en collaboration avec le Dr. Philippe 
Major, chef de la clinique de sclérose tubéreuse de Montréal, que l’Association 
Canadienne de la Sclérose Tubéreuse a participé à la tenue de cet événement.  
C’est dans une charmante ferme, au décor champêtre, que l’événement a eu lieu. 
Dans une ambiance de fête, les familles ont profité d’un merveilleux repas ainsi 
que d’animation pour les enfants. De plus, les familles ainsi que les enfants ont 
eu l’opportunité d’échanger entre eux afin de partager les défis entraînés par 
la sclérose tubéreuse. Ce fut une merveilleuse après-midi que tous ont grande-
ment appréciée. En plus du soutien de l’Association Canadienne de la Sclérose 
Tubéreuse, nous voudrions remercier le Dr. Major ainsi que toute son équipe et 
la Fondation CHU Sainte-Justine pour leur généreux support. Nous souhaiterions 
également souligner le dévouement du Dr. Major envers les personnes atteintes 
de sclérose tubéreuse et leur famille.
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