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Special 
Thanks

Now Available in French! 
MAINTENANT DISPONIBLE EN FRANÇAIS! 

Tuberous Sclerosis Canada Sclérose 
Tubéreuse
Donne son support à une étude 
épidémiologique canadienne menée 
par un groupe d’experts de Montréal

L’impact des manifestations neurologiques et non-neurologiques de 
la sclérose tubéreuse sur la qualité de vie, sur l’utilisation des ser-
vices de santé et sur le devenir à long terme reste inconnu.  Tuberous 
Sclerosis Canada Sclérose Tubéreuse supporte un groupe d’experts 
dynamiques formés des Drs Jennifer Landry et Arnold Kristof, du 
Centre Universitaire de Santé McGill, avec le conseiller médical de 
TSCanadaST, Dr Philippe Major, du Centre Hospitalier Universita-
ire Sainte-Justine, qui vont entreprendre une importante étude épidé-
miologique sur le sujet.

Ce sera la première étude longitudinale qui caractérisera l’utilisation 
des services de santé et la qualité de vie des enfants et des jeunes 
adultes vivant avec la sclérose tubéreuse et qui décrira la prévalence 
de la lymphangioléiomatose pulmonaire dans cette population.

Le premier aspect consiste en une étude transversale portant sur 
l’utilisation des services de santé et des médicaments prescrits.  Grâce 
aux bases de données de la Régie de l’assurance maladie du Québec 
(RAMQ) et de Med-Écho, les personnes nées entre le 1er janvier 1987 
et le 31 décembre 2011 vont être identifiées selon des codes diagnos-
tiques spécifiques pour former cinq groupes distincts : groupe sclérose 
tubéreuse, groupe autisme, groupe épilepsie, groupe lymphangioléio-
matose et groupe contrôle sain.  Les données sur l’utilisation des ser-
vices de santé et sur les médicaments seront ensuite extraites pour ces 
cinq groupes, ce qui permettra de faire des comparaisons.  La base de 
données de la RAMQ inclut toutes les personnes vivant au Québec, ce 
qui représente environ sept millions de personnes.  Les données popu-
lationnelles extraites de cette étude sont donc suffisamment robustes 
pour être extrapolées au reste de Canada et même au reste du monde.

Le deuxième aspect porte sur la qualité de vie.  Des questionnaires 
spécifiques seront complétés par les patients suivis à la clinique spé-
cialisée de sclérose tubéreuse du CHU Sainte-Justine, dirigée par Dr 
Philippe Major.  

La pertinence de ce projet est d’étudier les effets à long terme de la 
sclérose tubéreuse, en particulier de ses complications neurologiques 
et respiratoires sur la qualité de vie et de déterminer l’utilisation des 
services de santé afin de mieux cibler les besoins de cette population 
spécifique.  

Tuberous Sclerosis Canada Sclérose 
Tubéreuse
To Support Key Canadian 
Epidemiological Study 
Lead by a Team of Experts from Montreal

The impact of the neurological and non-neurological manifestations of 
TSC on the quality of life, healthcare utilisation and long-term outcomes 
of subjects with TSC are still unknown.  Tuberous Sclerosis Canada 
Sclérose Tubéreuse is supporting a group of dynamic experts composed 
of Drs. Jennifer Landry and Arnold Kristof, from the McGill University 
Health Centre, with TSCanadaST Medical Advisor Dr. Philippe Major, 
from the Centre Hospitalier Universitaire Sainte-Justine, who will un-
dertake an important epidemiological study looking at these issues.  

This will be the first longitudinal study to characterise the healthcare 
utilization and quality of life of young adults and children with tuber-
ous sclerosis complex and to describe the prevalence of pulmonary 
lymphangiomyomatosis (LAM) in a TSC population.

The first aspect of the study will focus on cross-sectional study on 
healthcare services and prescription drugs utilisation. Using the Régie 
de l’Assurance Maladie (RAMQ) du Québec and Med-Echo databas-
es, subjects born between January 1st 1987 and December 31st 2011 
will be identified using specific diagnosis codes to form 5 distinct 
groups: TSC group, autism group, epilepsy group, LAM group, and 
healthy control group.  Data on healthcare utilisation and prescription 
drugs will then be extracted for the 5 groups, allowing for comparison.  
The RAMQ database includes all people living in Quebec, which rep-
resents a total of around 7 million people.  Population data can there-
fore be safely extrapolated to the rest of Canada; indeed, to the world.

The second aspect of the study will focus on quality of life.  Health-
related quality-of-life questionnaires will be completed for all subjects 
currently followed at the TSC clinic of the CHU Sainte-Justine (medi-
cal director: Dr. Philippe Major).

The relevance of this project is to study the specific long-term effects 
of TSC and its neurological and respiratory complications on quality 
of life and to determine their healthcare utilisation 
in order to better address 
the needs of this 
specific population.

TSC CANADA NEWS: 
•	 TS Canada’s website is getting a facelift; stay tuned for great 

things to come!

•	 Afinitor Media campaign that took place in the fall was a 
huge success. Thank you to everyone, who participated and 
volunteered. 

•	 Nicole Hutchison, made a touching video for her daughter, for 
May Awareness.  Congratulations the video has gone viral!    
TENDER LOVING CARE: from a Mother to her Daughter with 
TSC  www.youtube.com/watch?v=1Lh-Xw-2PAI

•	 Waverly	and	the	Blue	Dolphins is now available in English 
and French

•	 Continue to share Facebook news and events. Our page 
peaked to 11,700 people in the first week of May.  

•	 Continue to get TSC in the news, solicit your news papers 
and radio/TV stations 

•	 Calling all volunteers, TSC Canada is a non profit, volunteer 
organization, without people to volunteer and hold events 
we would not be able to provide support. Please do what you 
can! 

•	 Mary Zilba will be contributing a portion from her new song 
HERO to TSCanada which will be out on iTunes very soon. 
The song was written for her son who is living with Tuberous 
Sclerosis Complex. Thank you Mary for your efforts and hard 
work with raising awareness about TSC.

...for your volunteerism to 
TS Canada: Cathy Greco, 
Scott & Sharon Matheson, 

Taryn Stone, 
Melissa Cote, 

Deanna Soules, Ian Spaa, 
Kimberly Evanochko  
and those of you who 

have upcoming events!

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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TSC Research Progress Report
From Canadian Good News 
               to Exciting Developments in Washington and Belfast

Ottawa Race Weekend
May 26th, 2012-Another Huge Success!

TSC Research Expands Dramatically
2011 was a busy and exciting year for research in Tuberous 
Sclerosis Complex, for progress in its treatment, and, particu-
larly in Canada, for access to that treatment.

Two major international conferences were held just months 
apart, the first in July in Washington, D.C. and the second in 
September in Belfast, Northern Ireland.  Both conferences drew 
medical researchers, clinicians and TSC Patient Representative 
Organizations (TSC PROs) from around the world in unprec-
edented numbers.

Accompanying both events were historic meetings of the mem-
ber organizations of Tuberous Sclerosis Complex International 
(TSCi), who gathered in unprecedented numbers to discuss 
matters of global cooperation in TSC awareness and interna-
tional support for patients and medical research.

Remarkable also, in comparison to conferences in previous 
years, was the number of non-TSC specialists in attendance at 
each event, all hoping to find, in the ever-expanding research 
into TSC, clues to the puzzles present their own fields.  TSC 
researchers, furthermore, gained further insight into the work-
ings of Tuberous Sclerosis Complex from the work of these 
specialists in what previously had been thought to be unrelated 
disorders.

Good News from Canada

As TSC Canada ST learned just days before the 
start of the first conference, particularly exciting 
news was most pertinent to both events: the an-
nouncement of the approval for use in Canada of 
the long-anticipated first drug treatment for Sub-
ependymal Giant Cell Tumours (SGCTs) in Tu-
berous Sclerosis Complex.

On the eve of Canada Day, Health Canada granted a “Notice 
of Compliance with Conditions” for AfinitorTM (everolimus) for 
a new indication, namely treatment for patients, three years of 
age or older, with SGCT that have demonstrated serial growth, 
who are not candidates for surgical resection, and for whom im-
mediate surgical intervention is not required.

The announcement made Canada only the second country in 
the world to have approved the drug, following USA FDA ap-
proval a year earlier.  Moreover, a new, lower strength (2.5mg 
tablet) was also approved, and is now available along with the 
5mg tablet.

The news electrified the international attendees at both confer-
ences, many of whom were anxiously awaiting the results of 
the authorization process in their own countries.  Later in the 
fall, Britain announced its approval, followed by Switzerland, 
and just this winter, Australia.  TSC communities in many other 
countries are still waiting.

Washington TSCi and Scientific Meetings
A few days after the Health Canada announcement approving 
AfinitorTM (everolimus) for use in Canada, TSC patient rep-
resentative organizations (TSC PROs) from around the world 
gathered in Washington, D.C. at the Tuberous Sclerosis Interna-
tional Meeting (TSCi) to share experiences and build strategies 
for cooperation and mutual support.

Key topics of discussion included setting up an international 
TSC website, developing a TSC registry, encouraging partici-
pation of patients in TSC Natural History Databases, planning 
international TSC projects, encouraging the creation of TSC 
organizations in countries without them, and other areas of mu-
tual support and cooperation.

The TSC communities of an unprecedented eighteen countries 
were represented by patient, family, and clinician members of 
their national organizations.  Pacific nations included Austra-
lia, New Zealand, China and Taiwan; Europe was represented 
by Belgium, France, Germany, Greece, Italy, Macedonia, Po-
land, Spain, Sweden and the United Kingdom; North and South 
America were represented by Brazil, Canada and the United 
States.  The TSCi community welcomed Israel to the group, 
which inaugurated its first TSC PRO at this meeting.  This was 
a dynamic event with an historic level of global cooperation and 
participation amongst TSC organizations.
Following a day and a half of meetings, the TSCi representa-
tives joined fellow delegates at the scientific portion of the con-
ference, held the week of July 5-9.  Hosted by the USA’s Tuber-
ous Sclerosis Alliance, the meeting was billed the International 
TSC Research Conference: Summit on Drug Discovery in TSC 
and Related Disorders.  With over 200 participants from nine-
teen countries in attendance, this drug development-focused 
scientific gathering was yet another historic TSC event with un-
precedented numbers and widespread distribution of attendees.

Across five days, the Summit on Drug Discovery examined in 
detail the history, progress, and future of existing and new drugs 
in the treatment of TSC and related disorders, with such major 
topics as: drug screening and drug discovery, preclinical stud-
ies, and clinical trials in TSC, LAM and related disorders.

Good News for Canada
There was more happy news for TSC Canada ST at the Wash-
ington meeting.  Dr. Ute Bartels of Toronto’s Sick Kids Neu-
ro-Oncology took advantage of the gathering to meet all the 
specialists in the international TSC medical community over 
the course of the conference, encouraging closer cooperation in 
future projects.

Then, Dr. David Neal Franz, Head of the Cincinnati TSC Clin-
ic, was invited to become a member of TSC Canada ST’s new 
Medical Advisory Board.  Honouring us with his acceptance, 
he joins Dr. Philippe Major of the Montreal TSC Clinic and Dr. 
Mary Connolly of the new Vancouver TSC Clinic. 

Continued on next page...

On May 28th 2011, TSC Canada participated in Ottawa Race Week-
end.  Ottawa Race Weekend is an annual world class running event, 
attracting thousands of people to the nation’s capital.  Ottawa Race 
Weekend hosts many events over the weekend, ranging from a 2k 
family event, to a full marathon.  TSC Canada had participants in ev-
ery event!  We had a total of 45 participants, some walking together 
as a family, others running in one of the many events.  It was a huge 
success!  Together, we raised over twenty thousand dollars for TSC 
Canada, and lots of awareness about this rare disease!  Let’s do it 
again this year!

The idea to participate in Ottawa Race weekend started in 2009, when 
I was contacted by Kevin Tencarre, an Ottawa resident who works for 
Rogers Cable as a producer.  He informed me he was running in the 
10k race to raise money for TSC Canada.  Kevin’s decision to support 
TSC Canada came after visiting his family in Alberta, where he has 
a niece with TSC.  After learning more about the disease, he decided 
he wanted to do something to help.  As a member of TSC Canada’s 
Board of Directors and a parent of a child with TSC, Kevin asked if I 
would be interested in appearing on Daytime Ottawa, a local tv show, 
to talk about TSC.  The interview was successful in raising awareness 
about TSC, and Kevin ran his 10k raising over $600!  That was the 
inspiration I needed me try running in the race the next year to raise 
money for TSC.  

Living with TSC is never easy, and we struggle with the disease in 
many ways.  The idea that we could contribute to research and help-
ing others with TSC by raising awareness of this difficult and often 
devastating disease was very important to me.  I did a bit of research 
and found out we could apply to be a participating charity for Ottawa 
Race Weekend, so I wrote up an application and TSC Canada was ac-
cepted as a participating charity!  We then advertised the upcoming 
event through our web-site and Facebook pages as well as the news-
letter, The Ottawa Citizen Newspaper also published a story about our 
event.   Our 45 participants raised money through pledge sheets, and 
we were able to secure some amazing corporate sponsorship.  

Special thank-you to Novartis, Tamarack, Tartan, Nicol & Lazier, 
Stantec, Davis Landscaping, Ottawa 67’s, Starlight Foundation, and 
the Ottawa Senator’s Foundation for their amazing sponsorship and 
support of our event!  We had some awesome prizes for our top fun-
draisers, including two signed Ottawa Senator’s hats and gift certifi-
cates for local restaurants.  Thank-you to all the volunteers who made 
this event possible, particularly: Mellissa Cote, Patricia Nolan, Shan-
non Maguire, Kevin Tencarre, Sara Rutley, Kathleen Solinski, Tyler 
Patrice, and Jenny Ng .  

This year’s event will be on May 26th to 27th.  We plan on applying 
to be a participating charity again this year, so dust of your running 
shoes and stay tuned for more information!

This event was a huge success because the structure for the race is 
already fully set up, and individuals needed only to register.  We were 
able to raise a lot of money since there was very little overhead costs 
for us to run this event.  Our corporate sponsors from Novartis con-
tributed t-shirts as well as an information booth at the Health and Fit-
ness Expo.  This really contributed to the awareness we were able to 
raise about TSC, as did the Ottawa Citizen Newspaper article about 
the event.  Most importantly, this event was a huge success because of 
a small but extremely hard-working group of volunteers, and all the 
people who participated in the event!  You have all made a difference 
to TSC!

We plan on doing it again this year, but will need volunteers to help 
make it a success.  Please contact me at jen_tsc@rogers.ca if you are 
interested in volunteering in any way or would like to participate!
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Thank you to all the volunteers, 
particpants and sponsors.
http://www.ottawasun.com/2012/05/27/photo-gallery-ottawa-race-weekend

May 15th was TSC Global Awareness Day!

Thank you to everyone who recognized this day! 

Start thinking about next year and what you can do.



On Novemeber 3, 2011, TS Canada in 
conjunction with XOXO Entertainment 
rolled out the red carpet in an effort to 
raise awareness and funds in support of 
Tuberous Sclerosis.  

The event took place in Vancouver’s 
swanky Yaletown district, at one of the 
city’s newest and hippest restaurants, 
Chinois, owned by renowned restauran-
teur, Peter Girgis.  By invitation only, over 200 of the city’s who’s 
who came out to show their support and were treated to a special night 
of music, as recording artist and TS Canada Director Mary Zilba’s 
returned to the music scene with a live performance.  Award winning 
producer Adam H and his team produced and co-wrote a song with 
Mary specifically written for Mary’s son who has TS, called “Hero”.  
Mary, who has had numerous radio hits and success over the past de-
cade, decided after a 3 year hiatus to comeback with a song devoted to 
her son and in an effort to raise monies for the charity.

“Working with Adam was such an honour for me, 
his passion for the cause was incredible not only as 
a songwriter/producer, but his entire team at 
XOXO Entertainment opened up their hearts 
and worked tirelessly to help put this gala together”

Mary then went on to tell a personal and inspirational story to the 
crowd of how her son overcame the odds and despite being told due 
to his TS condition that he would never be able to play an instrument, 
has become an extraordinary musician and was tonight accompanying 
her on guitar.  There wasn’t a dry eye in the house. 

The evening was capped off with a live and silent auction, hosted by 
Kid Carson of the Beat, that was highlighted by renowned artist, Ja-
son Gogo, who donated a one of his art works for the cause.  All in all 
nearly $50,000 was raised for TS Canada. Monies raised will go for 
research and awareness in our search for a cure.

Please stay tuned in our future newsletters for the date of our 2nd An-
nual Gala coming in November 2012. 

TS Canada is a voluntary non-profit charitable organization dedicated 
to the principles of raising public awareness of Tuberous Sclerosis.  
www.tscanada.ca TSCanadaST@gmail.com

Mary Zilba 
Recording artist/TV Personality/Director TSCanada. 
Twitter @maryzilba 
Facebook.com/themaryzilba mary@maryzilba.com 
www.maryzilba.com 
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Continued...

Belfast TSCi and Scientific Meetings
TSCi projects initiated in Washington were prepared over the inter-
vening months for the follow-up TSCi meeting in Belfast.  Here a new 
international TSC website, a new international TSC day, and other 
matters were finalized, approved and prepared for launch by the indi-
vidual TSC PROs of each country. European members of TSCi also 
met to discuss setting up a Europe-wide TSC organization.

Thirteen countries sent representatives to the Belfast TSCi meeting, 
including patient, family, and clinician members of their national or-
ganizations.  Switzerland and Norway were able to join the meeting 
this time, in addition to Belgium, Germany, Greece, Italy, Poland, 
Sweden, Israel, Canada and the USA.  TSCi welcomed Ecuador as 
the newest member of the group.

Following the conclusion of the Belfast TSCi meeting, TSC PRO del-
egates joined the main scientific gathering.  The TSC International Re-
search Conference 2011, hosted by the Tuberous Sclerosis Association of 
the United Kingdom and held the week of September 21-25, was another 
historic occasion with over 150 delegates and speakers from countries 
across Europe and North and South America.

Scientific presentations were the subject of great anticipation, as the Bel-
fast meeting reported on the conclusion of some key clinical trials.  Major 
topics included: clinical problems, epidemiology and natural history; cen-
tral nervous system manifestations including neuropsychiatry, epilepsy 
and other neurological aspects; genetics and molecular biology; and re-
ports from clinical trials.

TSC Canada was represented at each of these events and here* reports 
back to its members on the proceedings, progress, decisions, and future 
of TSC research and of patient mobilization.

*For details on the work of the two TSCi meetings, and for a summary of the key findings 
of the two scientific conferences, please see the full PDF version of each on our website.  
Links may also be found on our website to the following documents (in PDF or PowerPoint 
format):
- several of the full scientific presentations from the Washington conference, courtesy of the 
authors as provided to conference host TS Alliance
- Dr. Vicky Holets Whittemore’s White Paper, “Unlocking A Cure for Tuberous Sclerosis 
Complex: An Assessment of Scientific Progress and Research Needs”

Support Melanie as she rides for 
Tuberous Sclerosis Complex!
coast2coast4tsc.com/tuberous-sclerosis

TSC Canada ST Director, 
Recording Artist and Real 
Housewife of Vancouver 
MARY ZILBA
 
More info about Mary
Born and raised in Ohio, Mary has six brothers 
and sisters, and is a mother three teenage boys.
 Mary is very passionate about giving back to 
the community and when not working or caring 
for her family she works tirelessly for charity. 

A director on the national board of Tuberous Sclerosis Canada Sclérose 
Tubéreuse, Mary also sits on the Board of Directors for Epilepsy and 
Seizure Education in British Columbia and is very active in such cam-
paigns as NOH8, PETA, BWSS and Angkor Children’s Hospital. She 
is a member of Friends Without Borders.

Currently, Mary uses her musical talents to raise monies for these 
various causes and a portion of the sales of her music are donated to 
charities close to her heart.

For more info on Mary 
visit her website:
http://www.maryzilba.com/

Mary’s Involvment with 
Tuberous Sclerosis Complex
Mary knows first hand the struggles of what it is like to be a parent 
of a child afflicted with tuberous sclerosis complex, as her son was 
diagnosed with TSC at 6 years of age.

For over four years Mary has served on the national board of directors 
for Tuberous Sclerosis Canada Sclérose Tubéreuse. As a passionate 
advocate for the needs of those with tuberous sclerosis complex, she 
plays an integral part in fund-raising, awareness and works as a 
national spokesperson.

Thank You! 

Ian Spaa, hosted a successful martial arts event 
at his studio in British Columbia. 

Ian suffers with Tuberous Sclerosis Complex 
and is doing his best to raise awareness and funds 

in hopes of someday finding a cure! 

Thank you Ian for your continuous contribution, 
support and determination! 

TS Canada 
1st Annual Gala
Vancouver, BC 
...a very special evening!
By stevenstucker@gmail.com

Chase Zilba

31 CANADIAN FACTS ABOUT 
Tuberous Sclerosis Complex 
FOR 31 DAYS IN MAY 
(Tuberous Sclerosis Complex AWARENESS MONTH)

1. Every 20 minutes, somewhere in the world a child is born with Tuberous Scle-
rosis Complex

2. Tuberous Sclerosis Complex is genetic disorder that causes tumours to form 
in the vital organs of children and adults. 

3. At least 3,500 Canadians have Tuberous Sclerosis Complex.

4. The leading genetic cause of epilepsy and autism is Tuberous Sclerosis Com-
plex. 

5. More common than Lou Gehrig’s disease (ALS) or cystic fibrosis, Tuberous 
Sclerosis Complex is far less known. 

6. Male predominance characterizes non-TSC autism spectrum disorder (ASD) 
and attention deficit hyperactivity disorder (ADHD) - in Tuberous Sclerosis 
Complex, male and female rates are equal.

7. There is no cure for Tuberous Sclerosis Complex.

8. Research into cancer, autism and epilepsy, among other diseases, is benefit-
ting from TSC research.

9. Seizures occur in up to 90 percent of people with Tuberous Sclerosis Complex. 

10. Different strokes for different folks with Tuberous Sclerosis Complex: some 
have very mild symptoms, while others are severely impacted.

11. Tuberous Sclerosis Complex shows no gender bias.  It occurs equally in all 
ethnic groups. 

12. About 45 to 60 percent of people with Tuberous Sclerosis Complex have intel-
lectual disabilities including hyperactivity, developmental delay, autism or ag-
gression.  Approximately half experience mild or no learning delays.

13. Two genes have been identified that cause Tuberous Sclerosis Complex: TSC1 
and TSC2. 

14. TSC1 or TSC2 mutations – identified by current molecular testing – are found 
in up to 85% of people with a definite diagnosis, by clinical criteria, of Tuberous 
Sclerosis Complex.

15. Approximately 1 in 6,000 births are affected by Tuberous Sclerosis Complex.  
Worldwide, at least 1 million have TSC. 

16. The ultraviolet light of a Wood’s lamp improves detection of hypomelanotic 
macules (white spots) observed in nearly all people with Tuberous Sclerosis 
Complex.   

17. Facial angiofibroma generally appear by age 5 years.  They affect up to 90% of 
people with Tuberous Sclerosis Complex. 

18. Very large mutations involving the TSC2 gene and adjacent PKD1 gene on 
chromosome 16p13 typically result in severe polycystic kidney disease during 
childhood.    

19. Lymphangioleiomyomatosis (LAM) occurs, after puberty, in up to 40% of fe-
males with TSC.  LAM is the primary pulmonary feature of Tuberous Sclerosis 
Complex and occurs almost exclusively in females.

20. The presence of cardiac rhabdomyoma (heart tumour), diagnosed prenatally 
on ultrasound, is highly associated with Tuberous Sclerosis Complex.  Any in-
fant with rhabdomyoma should be evaluated for TSC.

21. When a child is diagnosed, about 1/3 of the time one of the parents also has 
Tuberous Sclerosis Complex.  However, most cases of TSC (about 2/3) occur 
due to spontaneous mutation.  We don’t know why (yet.)

22. Children have a 50% chance of inheriting the TSC gene from an affected par-
ent.  Siblings of children with TSC, whose parents are unaffected, have a 1-2% 
chance of also having Tuberous Sclerosis Complex.

23. Pre-implantation genetic diagnosis (PGD) is a technique that can detect the 
Tuberous Sclerosis Complex mutation in embryos created through in vitro fer-
tilization (IVF). 

24. A naturally occurring substance derived from bacteria in the soil of Easter 
Island has led to development of promising treatments for some aspects of 
Tuberous Sclerosis Complex.

25. Each person with TSC typically needs a team of specialists: neurologists, car-
diologists, nephrologists & dermatologists.  Regular monitoring by ophthal-
mologists & dentists is recommended, as well as pulmonary monitoring be-
ginning in adolescence, particularly for females.

26. Dental pits occur in about 90% of people with Tuberous Sclerosis Complex.

27. One or more skin manifestations are experienced by 98% of people with Tuber-
ous Sclerosis Complex.

28. Kidney problems are experienced by 80% of people diagnosed with Tuberous 
Sclerosis Complex. 

29. Formation of fibroids or tumours in the pancreas, bone, and liver is infre-
quently found in Tuberous Sclerosis Complex.

30. Infants and children with Tuberous Sclerosis Complex should be monitored 
closely for any needed early interventional services.

31. Communication about TSC, between medical professionals and a 
child’s school, will improve outcomes for the child with Tuberous 
Sclerosis Complex.
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TSC Landscape: 
Where we’ve been, Where we’re going

Announcement
TSCANADA is pleased to announce Dr. Bartels 
and Dr. Pei as Medical Advisors to the TSCANADA Board of Directors.June 26, 2012  9:00 – 11:00 am 

Sheraton Centre, Toronto 

Tuberous Sclerosis Canada Sclérose Tubéreuse is 
delighted to invite its members to attend a very 
special TSC update and discussion meeting with 
Dr. Darcy Krueger, of the world’s largest TSC 
centre in Cincinnati, on Tuesday June 26, 2012, 
from 9-11 am, in Toronto.

In TSC Landscape: Where We’ve Been, Where We’re Going, 
Dr. Krueger will address the progress, current and future issues fac-
ing the TSC community, including updates on his own research 
in various clinical trials, and his experience at the TSC clinic in 
Cincinnati, a model for TSC patient care and advances in research.  
Dr. Krueger will also report to TSCanadaST members from the 
international TSC Consensus Conference, which will be held in 
Washington in June just 10 days prior to the Toronto event, and of 
which he is one of the organizers.
 
This conference is of particular importance as it will be the first up-
date to the TSC diagnostic criteria in several decades, and will put 
together the first international treatment consensus for TSC.  It is 
an excellent opportunity for members to hear the latest, “fresh off 
the press” news from the international TSC medical community.  
 
Following his talk, he will open the floor to TSCanadaST members 
for a question and discussion period.  The meeting will be held 
at the Sheraton Centre during the Family Day component of the 
ISPNO conference organized by the neuro-oncology division of 
The Hospital for Sick Children.  The TSC Canada ST component 
of this day welcomes all of our members: individuals with TSC, 
adult or child, as well as their families and caregivers. Childcare is 
provided: see details below.

REGISTRATION INFORMATION
Space is Limited.  Please register ASAP to save a spot.

To register for this TSCanadaST membership event, please send to 
our gmail account TSCanadaST@gmail.com
 1.    your name
2.    email address
3.    other contact information
4.    number of attendees
 
As a courtesy to the conference organizers, you must also register 
for the Family Day component here: http://ispno2012.com/parent-
survivor-day
 
Please note that FREE CHILD CARE is available for the whole 
day, provided courtesy of the ISPNO Family Day organizers. To be 
eligible, you must register for the conference’s Family Day, which 
is open to individuals over the age of 16, at the link above.  If you 
are not yet a member of TSC Canada ST and would like to join us 
for a minimum of $25 per year, please use the PayPal button on the 
donation page of our website: http://www.tscanada.ca/donation.
htm 
Or, you may use the various contacts available here to pay by 
cheque: http://www.tscanada.ca/contact.htm
 
Dr. Darcy Krueger received his PhD in Biochemistry and Molecular Biology in 2000 and 
his MD degree in 2002 from Saint Louis University. He completed residency in paediatrics, 
neurology, and child neurology at Cincinnati Children’s Hospital Medical Centre and the 
University of Cincinnati in 2007. He has been assistant professor of clinical paediatrics and 
neurology at Cincinnati Children’s since then.  Dr. Krueger’s research is focused on improv-
ing clinical care for patients with tuberous sclerosis complex. The TSC clinic at Cincinnati 
Children’s Hospital is the largest of its kind in the world, providing comprehensive, multidis-
ciplinary clinical care to TSC patients of any age.  As principal investigator and co-investiga-
tor of multiple single centre and multicentre prospective clinical trials for patients with TSC, 
Dr. Krueger and his colleagues have played a key role in understanding and evaluating the 
use of mTOR inhibitors to treat TSC.

Dr. Ute Bartels is Associate Professor in 
the Paediatric Brain Tumour Program at the 
Hospital for Sick Children in Toronto. She 
graduated from medical school at Johannes 
Wolfgang von Goethe University in Frank-
furt, Germany. Dr. Bartels first worked at the 
Children’s Hospital of the University in Mainz, 
Germany. There she finished her paediatric 
training and specialized in neonatology and 
paediatric haematology/oncology. 

In 2002, she joined the Hospital for Sick Children in Toronto for a 
fellowship in paediatric neuro-oncology and became a staff physi-
cian in 2005. She was the acting section head of the program during 
the director’s sabbatical in 2007-2008. Dr. Bartels received the Junior 
Faculty Award for Clinical Excellence in Paediatric Medical Care in 
2009. She completed a Master of Science in Clinical Epidemiology 
at the University of Toronto in 2010. She was elected co-chairwoman 
of the European craniopharyngioma subgroup representing the field 
of oncology/endocrinology in 2011. She is an active member of the 
Central Nervous System (CNS) Committee of the Children’s Oncol-
ogy Group (COG) in North America and is a Principal Investigator 
of the impending CNS Germ Cell Tumour study. She has numerous 
publications in her field of expertise including treatment of TSC as-
sociated subependymal giant cell astrocytoma (SEGA).

Dr. York Pei, MD, FRCP(C), FACP, FASN is a 
Professor of Medicine at the University of To-
ronto and a Staff Nephrologist at the Toronto 
General Hospital, University Health Network, 
where he currently directs a Hereditary Kidney 
Disease Clinic. He obtained his research training 
in Clinical Epidemiology at McMaster Univer-
sity and later on, in Human Molecular Genetics 
in Toronto. The major theme of his research pro-
gram is to identify genetic factors involved in the initiation or progres-
sion of common kidney diseases, as potential targets for developing 
novel diagnostic tests and therapies. His research focuses on genetic, 
genomic and translational research of several hereditary kidney dis-
orders including autosomal dominant polycystic kidney disease, IgA 
nephropathy and idiopathic nephrotic syndrome, and is supported by 
grants from the Kidney Foundation of Canada, Physicians Incorpo-
rated Foundation, and Canadian Institutes of Health Research. More 
recently, he has been involved as the site Principal Investigator for a 
randomized controlled trial of mTRO inhibitor in tuberous sclerosis. 
He has published more than 90 peer-reviewed papers and has served 
in the Editorial Board for the Journal of American Society of Nephrol-
ogy and Grant Review Panels for the Kidney Foundation of Canada, 
Canadian Institutes of Health Research, and National Institutes of 
Health, USA. He is currently a member of the Scientific Advisory 
Committee for the Kidney Foundation of Canada and Polycystic Kid-
ney Disease Foundation, USA.
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Meet Dr. Darcy Krueger 

We have a very special opportunity for Ontario members, particularly southern Ontario, to have a small 
Q&A session with a world expert in TSC.

Dr. Darcy Krueger of the Cincinnati TSC Clinic is also head of the clinical trial using Afinitor to treat TSC  
epilepsy, the medication approved last June 30 in Canada for TSC SGCTs of the brain, and just last week 
in the USA for TSC kidney tumours.

Dr. Krueger will be in Toronto for a paediatric neuro-oncology conference being held at Sick Kids in June.  
On Tuesday, June 26, he will be delivering the guest address on his epilepsy research and TSC develop-
ments to the assembled medical gathering.  That day is also Family Day at the conference to which all 
families affected by brain tumours are invited.  TSC Canada ST will have a booth and volunteers set up to 
meet with Canadian neurologists and doctors from around the world, to raise awareness about TSC, and 
to meet with TSC families.

Dr. Krueger is willing to make some time that day to meet with local TSC families to discuss TSC and his 
clinical trial research, in an intimate Q&A format.  It is a workday, but would take no more than one or two 
hours out of your schedule.  It is a terrific opportunity to learn the most up-to-date information about TSC 
and about the potential for Afinitor in treating epilepsy.  We are delighted to arrange this on behalf of our 
members, if there is sufficient interest.

If you are interested in this opportunity, please email pnolan_tsc_canada@rogers.com

A Mother’s Call for Support!
Georgina Mines

A few years ago, I wrote a story on my son, David. He will soon be 16 years of age 
and has been seizure-free since November 2008 - thanks to his meds! He is a Grade 10 
student in one of our Catholic High Schools and is very active at school, in church and 
in extra-curricular activities. 
 

For the last 3 years David has participated in a local bowling league called YBC (Youth Bowling Canada). He has taken to it like a fish 
to water! In fact, David loves it so much he frequently says: “Bowling is my life!”
 
In addition to bowling, David has also been an Altar Server in our church - even serving on TV for the Christmas Midnight Mass. At 
school, David has just recently become involved in “drumline” - you guessed it, they play drums in a line when performing on stage.
 
One of the extra-curricular activities he has been involved in for many years is cycling. Although he is quite independent when it comes 
to taking the city bus to school & back every day, he still hasn’t ventured out on his own on his bike. When he does cycle he does it with 
me. So, it seemed natural to sign him up with me on “The Enbridge Ride to Conquer Cancer” taking place this June 9 & 10, 2012. The 
route we have chosen is called the “Classic” - whereby we start on the first day riding out of Toronto’s CNE grounds & into Hamilton 
then concluding our second day by riding into Niagara Falls. Not far! Just 200+ kms! In all of this my biggest worry has never been if 
we can make it but, can we raise the funds required?
  
 I am asking the TSCST community to please support David & me in this undertaking. Please follow the link below to connect to David’s 
Personal Page. Once there, you will find a link to my Personal Page. I thank you for your generosity. 
 
http://www.conquercancer.ca/goto/david.minnes 

Who knows, maybe one day TSCST will have its own ride – when that day comes, I will be first in line!


