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genes. It knows no borders; 

ethnicity, gender, or socio-

economic status. This com-

monality is Neurofibromato-

sis. Let’s continue to talk 

about NF and not be 

ashamed of it. Talking will 

help generate awareness 

and understanding of NF 

amongst ourselves and the 

public. As more people are 

aware, a greater push can be 

made for research so that 

one day a cure for Neurofi-

bromatosis can be found.  

Awareness starts with each 

and every one of us. To-

gether we can all do our 

part.  

 

Are you ready to join the 

conversation? 

 

 

 

 

The Neurofibromatosis   

Society of Ontario was 

formed in 1985 to bring 

people with NF together 

and help raise awareness 

about the condition. Over 

the past 30 years we have 

connected with many peo-

ple with NF and their fami-

lies. We have also lost 

some brothers and sisters 

with NF along the way, a 

reminder of the devastating 

effects NF can have. Tech-

nology has advanced and 

how quickly one can find 

information about NF has 

changed. Having two meet-

ings a year in Toronto does 

not feel enough anymore. 

Our charity’s name remains 

the same, but we recog-

nized the need for change. 

A new logo; new ambitions; 

new brand.  NF Ontario 

(NFON) 

Looking forward, I am ex-

cited about our logo and 

our new brand. I am excit-

ed about the renewed en-

ergy and potential in our 

charity. The Board of Di-

rectors is working hard on 

initiatives to reach out to 

individuals with NF in new 

and different ways.  We 

decided not to have a bi-

annual meeting this spring.  

Instead, we have been 

working on various events 

to raise awareness and 

engage our members, all 

leading up to our 30th An-

niversary Celebration on 

October 3rd of this year. 

At times the NF communi-

ty may feel fragmented, but 

we must remember that 

we all share something in 

common that is ingrained 

into our DNA, into our 

Upcoming Events 

July 3rd - 5th                        

Taste of Lawrence 

August 15th                          

Summer Picnic 

August 22nd                          

Golf Tournament 

October 3rd                        

30th Anniversary                

Celebration & Meeting 

October 18th                         

Scotiabank Marathon 

Did you know NFON has a blog?  

Read it at: www.nfon.ca/blog 

On May 17th, 2015, members, families and friends of 

NFON gathered outside the CN Tower in Toronto to 

watch the lights at the CN Tower turn Blue and Green 

in honour of Neuro-

fibromatosis Aware-

ness Day.  While the 

air was chilly, over 

3 0  i n d i v i d u a l s 

showed up for the 

light show and to 

socialize and have 

fun. 

Although the lights 

were turned blue 

and green for just 

one night, celebra-

Summer 2015 - Newsletter 

iNFormation 

CN Tower lights up for NF 

30 Years and Counting... 

Group picture in front of CN Tower right before sunset 

tions, events and acknowledgements were made across the 

Province in May to help raise awareness for Neurofibromatosis.  

Thank you to everyone who took part in raising awareness of 

Neurofibromatosis. 

 

CN Tower lit up in blue and green 
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 NF Care expands in Toronto 

On April 18, 2015, over 300 people danced and boogied the night away at the 6th Annual Retro Boogie 

fundraiser for SickKids Hospital in Toronto.   

Retro Boogie, the brainchild of Angelo and Ivana Virgilio was started by them as their contribution to 

raise NF awareness and funds for NF research.  Their children as well as Ivana have NF1.  Since incep-

tion, Retro Boogie has raised over $138,000.   Proceeds from this year’s event raised $31,700 with 

$20,700 donated to SickKids and $11,000 donated to University Health Network. 

Thank You and Congratulations to Angelo and Ivana for a job well done! 

 

6th Annual Retro Boogie for SickKids 

NF Ontario is excited to announce that there is increased care for adults with NF available in Toronto .  

We join Dr’s. Bril, Zadeh, Konkgham, Barnett, and Kim in celebrating the opening of the new Elisabeth Raab Neurofibromat osis 

Clinic at Toronto General Hospital.  This new clinic will become the hub of adult care for people with NF. Beginning with neurol-

ogists and neurosurgeons, the plan is to grow into a multidisciplinary clinic where adults with NF will have access to multiple doc-

tors and fields of care within one clinic and visit. This clinic has been developing an NF registry and database for Ontario patients. 

Stats collected from patients will assist medical professionals and government staff in understanding more about the care required 

by people with NF and hopefully lead to increased funding, increased research and clinical trials and better provincial healthcare 

coverage. 

NFON would like to acknowledge and thank the family of Elizabeth Raab for their generous donation which made this clinic a 

reality.   

For further information on the clinic and/or to send a referral please contact Suzette at: 

Phone: (416) 340-3315  Fax: (416) 340-4189 

Referrals must be made by a doctor.  The clinic strives to see patients within 3 to 4 months of the referral. 

We invite you to `Join the Conversation` in our first NF support meeting  

by conference call.  This call is free, confidential, and facilitated by  

a parent board member.  Share your successes, vent your frustrations, learn from others. 

We request that you register in advance by phone at (905) 638-0811, (866) 843-6376 or                                                             

by e-mailing: info@nfon.ca    A PIN number for the call will be provided upon registration  

 

COPING WITH A DIAGNOSIS.  - Tuesday July 28th 7:30 to 8:30 pm - 1-888-532-3599 + PIN number 

An informal conversation for parents of kids with NF about coping with a diagnosis of NF for your child.  

 

RESPONDING TO QUESTIONS ABOUT YOUR NF.  - Tuesday August 25th 7:30 to 8:30 pm - 1-888-532-3599 + PIN number 

An informal conversation for adults with NF on how we respond to questions about our NF when we’re out in public. 

 

In an effort to provide more support to our members with NF, we are piloting these telephone support meetings.  These confer-

ence calls will hope to run these calls once a month and offer a chance to network with others.  Calls will be divided into parents 

of kids with NF and adults with NF to keep topics relevant to those on the line. A board member will facilitate each call.  While 

we understand that members sometimes need to vent, our goal is to keep these calls as positive and productive as possible.  The 

facilitator of this call is here to encourage participation and to offer resource ideas.  

*NFON board members are not trained social workers and as such cannot offer professional advice. 

‘Join the       

Conversation’ in 

our telephone 

support calls* 

Board Members John Daly and 

Chris McDonald having fun. 
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 30th Anniversary Celebration & Annual Meeting 

When: Saturday October 3, 2015          Time: 10:00 am - 4:30 pm.                                                                       

(Registration starts at 10am, Meeting starts at 10:30) 

Where: Holiday Inn Yorkdale.  3450 Dufferin Street, Toronto, ON M6A 2V1 

Cost: FREE!! 

Come celebrate NFON`s 30th Anniversary with a full day event including:  Lunch Buffet, The 

official unveiling of our new logo, website and social media groups.  Stories and pictures from 

the past 30 years, guest speakers, games, activities for children, raffles and more!  All are wel-

come to attend. 

We will also hear from Dr. Brill and Dr. Zadeh about the new NF Clinic that has opened in Toronto. 

Registration:  To ensure adequate food and seating. Please RSVP by August 31, 2015 by phoning us at (905) 638-0811,    

toll-free (866) 843-6376,  or online at www.nfon.ca/RSVP 

If you would like to book hotel room, please contact the Hotel directly at: 1-800-291-9434 or online at:  www.hiyorkdale.com  

If you book before Sept 3rd, Be sure to mention NFON when booking your room to receive a discounted rate*  

American Sign Language (ASL) and captioning will be provided upon request.  NFON promotes a scent-free 

environment.  We request that you do not wear fragrances or colognes. 

It’s our Anniversary 

Come Join the 

Conversation  

Come Join the Party 

Summer Picnic 

When: Saturday August 15, 2015, 10am to 6pm 

Where:  Earl Bales Park, Picnic Area #4 

Cost: Free! 

Address: 4169 Bathurst Street, Toronto, ON  M3H 3P7 

Join us on August 15th for the NFON Summer Picnic at Earl Bales park in Toronto,  

Located on Bathurst Street just north of highway 401.   

Our picnic will be potluck style where everybody brings something to share.  NFON will be providing hamburgers and hotdogs.    

We will also have activities and games for the kids.  Earl Bales Park is also equipped with a playground and splash pad for the kids 

to cool down should the weather get too hot.  The park has plenty of free parking and is accessible by the TTC.  To ensure we 

have enough food, please RSVP by phoning (905) 638-0811, toll-free (866) 843-6376, or online at www.nfon.ca/RSVP, 

Child supervision will be the responsibility of their parents or guardians.  Picnic will go on rain or shine! 

For more info and directions to the park please visit:     www.toronto.ca/parks/prd/facilities/complex/337 

 

Directions 

From the West: Take Hwy. 401 EAST – exit at Dufferin St. South. Take first right into Honda car deal-

ership 

From the East : Take Hwy. 401 WEST – exit at Allen Rd. / Yorkdale Rd. (access from Collectors OR 

Express), keep left onto Yorkdale Rd. exit then keep right onto Yorkdale Rd. North.  Follow along the 

north side of Yorkdale Shopping Centre. Cross Dufferin St. at the lights (road name changes to Bridgeland 

Ave.); take first left and arrive at the Holiday Inn Toronto Yorkdale. 
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Noah is 5, he loves chicken 

wings, chocolate milk, lego 

and he has NF1; but more 

about Noah shortly. 

I want to start this article by 

telling you about: Private Joe 

Ryan; things that define us; 

and lives well lived. 

Private Joe Ryan joined The 

Lake Superior Regiment and 

took part in a Guard of Hon-

our for the visitation of King 

George VI and Queen Eliza-

beth II in 1938. In 1939 Joe joined The Royal Regiment of 

Canada, went overseas in 1940 as a Signaler and served in 

Iceland and England. Joe was with The Royal Regiment on 

the beaches of Dieppe on 19 August 1942. He survived the 

battle but was taken as a Prisoner of War (POW) for 33 

months.  Prisoners of War (POW) were marched or trans-

ported by train through Europe to their final destination - 

and for Joe, that was Stalag 8B. As they marched through 

one city, Joe's POW column was quickly ushered down a 

side alley due to a growing crowd lining the main street.  

Although Joe didn't realize it then, he was living in our his-

tory books, with experiences that the rest of us would read 

about, or watch on TV specials.  

Joe was liberated in 1945 and returned to civilian life where 

he married and had a rewarding career in the dental indus-

try. When Joe retired, his third career commenced after 

returning to the various legions; was Past President of the 

Dieppe Veterans' and POW Association and The Royal 

Regiment of Canada Association. Joe raised funds for a me-

morial plaque mounted in Fort York Armoury to honour 

those who had paid the supreme sacrifice on the beaches of 

Dieppe. The plaque was unveiled by HRH Prince Charles at 

a ceremony in 1991. Joe raised more than $50,000 to send 

Dieppe Veterans to France for the 50th Anniversary of the 

Battle of Dieppe. For his efforts, Private Ryan was made an 

Honorary Master Warrant Officer of the WO’s and Sergeants 

Mess and a Life Member of the Officers' Association.  

Notwithstanding his successful civilian career, Joe's military 

service made him a popular speaker at events abroad; simply 

put; Joe was timeless and sought after.  

As with us all, time eventually caught up with Joe and he passed 

away peacefully on May 16, 2009 at the age of 89, having lived 

his life. 

Although the above story is the Coles Notes version of Joe's 

life, I can summarize a few things we can learn from Joe, and 

what I learned from knowing Mr. Joe Ryan: 

 You're not alone, there are thousands living with similar 

experiences. Embrace your comrades. 

 Embrace life and be a part of history in the making, even 

if you have to lead, write and tell your own story. 

 When it's all said and done, others will read your story, 

aim to make it a best seller. 

Fast-forward to July 2010, 65 years after WWII when my son 

Noah was born, we noticed one of the manifestations of neu-

rofibromatosis (NF) - cafe au lait spots, and had no idea what 

NF was at that time. It would be two years later when he 

would be formally diagnosed with NF1, and subsequently with 

autism, optic gliomas, fibromas, a brain aneurysm and a plexi-

form neurofibroma on a nerve in his face. 

Any one of these NF manifestations would be enough to alarm 

a parent; we were angry, we were scared for Noah, but mostly 

of the unknown paths ahead. We cried and scoured countless 

resources for treatments and a cure, for which there is none, 

so we cried some more and looked for someone or something 

to blame, for which we found nothing but Gene 17q11.2 locat-

ed on the long (q) arm of Chromosome 17, a meaningless 

phantom. Noah would cry and scream during loud noises, like 

Long-time members and friends of our charity will notice the new colours compared to the single royal blue 

that we have used in the past.  Our new logo incorporates NF Awareness colours used to create a medical 

cross shape in the white space between 4 “talk bubbles.” The logo is meant to connect to the medical side of 

NF, and also promote communication about the disorder.  The talk bubbles represent the urgency to join the 

conversation about awareness and treatments for NF. 

A Life Well Lived….     by John Daly 

About Our New Logo 

Noah Daly, Age 5 
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Retro Boogie Funds at Work 

Many of you are aware of the substantial funds that have been 

raised by Retro Boogie.  Dr. Patricia Parkin partnered with the 

SickKids Centre for Brain and Mental Health have used these 

funds to create the first seed granting competition in neurofi-

bromatosis research.   

Seed funding allows researchers, clinicians, and educators to 

seize upon their most innovative ideas—ideas that can have a 

major impact on child health, but are inherently risky. This 

support enables investigators to gather the data they need to 

apply to larger funding bodies so they can ultimately turn their 

ideas into reality. 

The awards were held within the Centre for Brain & Mental 

Health’s annual Chase an Idea Grant Competition in Decem-

ber, 2014.  The successful recipients were Dr. Peter Kannu 

and his co-investigators, Drs. Francois Gros-Louis and Nicolas 

Dupre, for their project titled: Development of tissue-engineered 

skin model derived from NF1 patients to study tumour genesis  and 

to predict response to therapy.  

knows the consequences may be unfavourable.  Congratulations 

Noah! 

Natalie and I now volunteer with NF Ontario; solicited a procla-

mation from the City of Barrie proclaiming May as NF Aware-

ness Month; petitioned the Province of Ontario to formally pro-

claim May as NF Awareness Month in my capacity with NF On-

tario (NFON); hosted a rare coffee break at work to raise funds 

for NFON and more importantly - awareness of NF. We also 

take a break from the serious side of life by dressing up and 

dancing at the annual Retro Boogie NF fundraiser for Sick Kids 

Hospital.  

This is but the beginning of Noah's and our family's story with 

NF. There's enough stories about human illness to fill a library, 

not just about NF. Like Joe's POW com-

rades, there are others fighting for a life 

well lived, just like you, and against other 

disorders and rare diseases without 

cures, just like NF. Joe didn't give up, 

Noah won't give up, and one day, I look 

forward to reading about your life well 

lived.  

 

Private Joe Ryan 

Currently, there are few tools with which to investigate type-1 

neurofibromatosis (NF1), and its underlying genetic mechanisms 

are largely unknown. This project will develop the first human 

model to investigate the development of cutaneous neurofibro-

mas, the skin tumours that develop as a result of NF1. Using 

tissue engineered from the skin of individuals with NF1, the 

team will work to identify targets for the development of new 

therapies to treat NF1 and prevent the development of neurofi-

bromas. 

when we would sing happy birthday; he sat in a stroller as we 

walked through New York City, without a peep, and shared 

no interest in any of the New York tourist attractions; he 

barely ate anything and refused to drink water. 

Unlike Joe, we wanted to retreat to some deep fox-hole until 

the pain and devastation passed. If we could choose any other 

path for Noah, we would, and since that's not an option, we're 

walking the beaten path like others before us, but one day, we 

hope the NF path will fade to obscurity.  

Knowing that the path Noah was on would lead to nothing 

but heartbreak, Natalie and I attended autism awareness 

courses through Royal Victoria Hospital (RVH) and Speak 

Freely Therapy Services in Barrie, sought speech language 

treatment, physiotherapy and gymnastics to help with his co-

ordination, and changed his diet. Noah has responded well to 

the various treatments, taking his first steps to owning his life. 

Noah now sings happy birthday and loves running and getting 

involved with activities. Should you ever meet Noah, the first 

thing you'll notice is that he has an amazing smile that lights up 

a room, he loves to tell stories, is a master negotiator, and tell 

jokes reminiscent of a WWII veteran. On the night I was writ-

ing this article, Noah received a Spirit Award from school for 

displaying the value of truth, which is defined as seeking au-

thentic information, he answers questions honestly even if he 
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Taste of Lawrence 
On July 3rd - 5th , NFON will be taking part in the Taste of Lawrence. - a annual food and cultural street festival that takes place in 

the Wexford Heights BIA neighbourhood of Scarborough, ON.    

The event includes: Amazing international food options; Over 130 Street Vendors; Midway rides and amusements for the  family; 

Live Entertainment Stages and more.  People come to this festival to taste firsthand the delicious food as they celebrate their cul-

tures and learn about the rich heritage of others. 

Taste of Lawrence’s location will be along Lawrence Avenue East, between Birchmount and Warden.    For more information 

about the festival in general, visit: www.wexfordbia.ca/events/taste-of-lawrence 

On April 17th, 2015, Len Milligan  began his bicycle ride 

across Canada to raise Awareness for neurofibromatosis.  Len 

is riding in honour of his late wife Wanda and also his family 

members with NF and countless others with NF all across 

Canada.   

Len’s route started from his home in Beaverton, ON as he 

rides east through Ottawa, Montreal,  Quebec City, and 

through the Maritimes ending in St. John’s, NF.  He will then 

fly westward to Victoria, BC and start his trek back home 

through Western Canada, and even passing through White-

horse. 

This incredible feat will take Len several months, and he plans 

to arrive back in Northern Ontario in October.   

A special website was created for his journey, to find out more 

about Len please visit www.wandaswheelers.ca 

On Sunday October 18th, 2015, members, families, and friends of NFON will 

be taking part in the Scotiabank Toronto Waterfront Marathon.  For the sec-

ond year in a row, we are listed as one of the official charities in the Group 

Charity Challenge. 

Options are available for individuals of different fitness and skill levels.  You can 

WALK, RUN, or WHEEL in a 5km, 21km or a full 42km marathon.  If you are 

not able to walk or run, you can still participate by coming out that day to 

cheer our team on.  We invite you to join us to raise money for the Neurofi-

bromatosis Society of Ontario. 

You can create your own team, or join team NF WARRIORS by registering 

through the link below. 

http://www.torontowaterfrontmarathon.com/en/charity/nfso.htm 

We also have a special discount code  that you can use to get a cheaper regis-

tration fee.   Use the following Charity PIN code when registering: 15TSCC  

(Enter the Charity PIN code in the 3rd page when you are signing up) 

Please visit our website or follow us on social media to get the most up-to-

date info about  our team, the marathon and logistic for race day. 

Participants are also encouraged to dress up  and more importantly, HAVE 

FUN! 

NFON is looking for volunteers for our water table at the marathon.  If you 

would like more info or volunteer with us at the event please e-mail us at: 

fundraising@nfon.ca 

Walk, Run, or Wheel with the         

NF WARRIORS 

Len’s Bike Ride Across Canada 

Some pictures 

of our walkers 

and runners 

at the 2014 

Marathon 
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                NFOntario                   @nfontario 

 

Contact us: 

Neurofibromatosis Society of Ontario 

PO Box 91119, Bayview Village 

Willowdale, ON  M2K 2Y6 

 

Phone: (905) 638-0811  

Toll-free: (866) 843-6376 

E-Mail: info@nfon.ca  

Website: www.nfon.ca 

 

             

NFON is a registered charity run entirely by volunteers.  We are not funded by the 

government and rely on donations and fundraising to financially sustain our activities 

which include newsletters, toll free help line, literature, support meetings and calls, 

family events and more.  (Charitable # 11905 3775 RR0001) 

 

Our current  Board of Directors are: 

John Huynh - President   Tory Johnston - Events Coordinator 

Sonya Corson - Vice President  Claire McDonald - Volunteer Coordinator 

Annamaria Grassa - Treasurer  Sharon Caunan - Membership Coordinator 

Elaine Samways  - Secretary  Lynne Leyland - Medical Liaison 

John Daly - Media Relations  Chris McDonald - Technology Coordinator 

Sue Corson - Fundraising Coordinator Birgit Grimberger - General Director 

NFON provides information to educate the community about issues and information related to Neurofibromatosis. Unless specifi-

cally indicated, we do not endorse any treatment, program, product, or service. 

NFON-NEWSLTR-06/15 

Volunteer Opportunities 

As NFON  does not have any paid staff, we rely on volunteers to keep our 

charity going.   

If you are interested in volunteering at any of the events or want to know 

about other volunteer opportunities.  Please contact us by phone:  

(905) 638-0811 or  toll-free (866) 843-6763 or by e-mail at volunteer@nfon.ca 
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NFON would like to say thank you to all our members, friends and donors for 

your support over the past 30 years.  Your help, donations, and participation 

has allowed our charity to help raise awareness about Neurofibromatosis and 

bring people with NF together from across the province.   Thank you also to 

the professionals in the medical community for your tireless work in improving 

treatment and care of individuals with NF. 

Thank you for your support! 

Membership Renewal 

In an effort to make membership more 

affordable, NFON has reduced the price 

of membership  to $10 a year.   Renew 

your membership today by mail or phone.   

You can also download a form at our 

website: www.nfon.ca 

 

Donate Online 

Did you know you can also donate to 

NFON online at www/nfon.ca/donate  

#NFWarriors 
Meet Vince and his son Sebastian.  Sebastian is 3 years old and has   

NF-1 as result of a spontaneous mutation.  At his young age he already 

has a large plexiform tumour growing on the left side of his face and 

his left eye which is also affecting the vision in his left eye.   While 

Vince doesn’t know what the future will hold for young Sebastian, he 

will likely need plastic surgery to lift up his left eye cosmetically.  NF 

has also affected Sebastian’s speech and both his optic nerves are 

thickened. 

 

What NF doesn’t have a hold on is Sebastian’s happiness.  He 

loves to play with cars and trains.  His true love however, is 

Playdough which he can play with for hours on end.            

Sebastian is one amazing little #NFWARRIOR Sebastian Bonavota, Age 3 and his father Vince 


