
Spina Bifida and Hydrocephalus Association of
Northern Alberta

Fall Newsletter 2014
__________________________________________________________________

Our Mission Statement: to improve the quality of life for people
affected by spina bifida and hydrocephalus through

advocacy, education, research, and support.
________________________________________________________
The SBHANA launched it’s new website in June. It was through funding from the 
Stollery Charitable Foundation and BubbleUp Marketing that the SBHANA was able 
to create a brand new website tailored to be user-friendly and inform our members. 
This project took over four months to complete and many, many hours were put into 
creating the new website. We hope that everyone checks out the new website 
(sbhana.org) and let us know if you have any feedback (info@sbhana.org).
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Don’t forget to renew your membership and indicate if you would like to receive your newsletter 
in colour, black & white or electronically! 

Colour copies of the newsletter are available for those with up-to-date memberships. If you are receiv-
ing this newsletter in B&W but would prefer colour, please renew your membership, or call the office to 
change your preference. Memberships are due on January 31st of each year.

BOARD OF DIRECTORS 
The Spina Bifida and Hydrocephalus Association of Northern Alberta is governed by a volunteer 
Board of Directors. The Directors’ commitment and leadership provide direction for fulfilling our 
mission statement. 

Executive     
President: Cindy Smith  Program Manager: Darlene Cathcart 
Vice President: Aniquea Thorowsky Fund Dev. & Comm. Coordinator: Alexis Millar 
Treasurer: Rebecca Moss  Newsletter Editors: Alexis Millar & Kiray Jones-Mollerup
Secretary: Katherine Bateman  Design, Layout, and Publishing: Camrose Morning News
     This newsletter is published by SBHANA. Please 
Board Members   address any correspondence for the Association 
Monica Sneath    or the newsletter to: 
Ken Godbeer     
Frances Miller    SBHANA Contact Information
Lise Johnston    P.O. Box 35025 – 10818 Jasper Avenue 
Lilianne Gosselin   Edmonton, AB T5J 0B7
Sean Bouffard    780-451-6921 info@sbhana.org
Lisa Bennett    Fax: 1-888-881-7172 
Betty Ann Thibodeau     

SBHANA Office Address
     #305—11010 101 Street (Hys Centre)
     Edmonton, AB T5H 4B9 
WE WANT YOUR INPUT! 
We would love to hear from you and will incorporate suggestions, personal stories, questions, tips, 
and feedback into the newsletter. We’d also love to share what different members are up to! Contact 
us through e-mail info@sbhana.org or by phone 780-451-6921. Our website is sbhana.org.

CONTENTS
The views and ideas expressed in some of the articles in this issue do not necessarily reflect the views and ideas of the Board of Direc-
tors or the Association. Articles are provided for the reader’s information and everyone has to determine the validity of the concepts 
presented based on their own circumstances and medical needs. No treatment should be started without first consulting your doctor. 
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President’s Message 
I’m sitting by my mom’s bedside 
as her life's journey comes to 
an end. My mom was 
diagnosed with stage four 
ovarian cancer twenty months 
ago; she is a tough lady who 
didn’t let her cancer diagnosis 
slow her down much. One of 
the greatest lessons my mother 
has taught me is to have an 
outward focus: giving, building, 
lifting, and contributing - leaving 
people, places, and things 
better than when we find them. 
My husband has been 
supportive, but It has been largely my mother who has allowed me to serve as I 
have in the SBHANA. She would step in and care for my very needy children, 
watching them as I went to board meetings and Association events. My mom came 

to each National Conference hosted 
in Edmonton at West Edmonton Mall. 
She came and held my babies while I 
rushed around. She’d take them 
away and put them to bed for me. My 
mom has been my partner in catering 
the Association's Christmas party 
dinner for the past several years. We 
had just finished cleaning the kitchen 
after our first party, and my mom 
turned to me, exhausted, and said, 
“That was fun! Let’s do it again!” She 
was not afraid to work, especially 
when others benefited from her 
efforts.  

My mother’s positivity was another way in which she supported me and my family.  I 
distinctly remember when I was 18 weeks pregnant, telling my mom that we were 
expecting a baby with spina bifida. Her response was exactly what I needed to hear 
at that time. She smiled, and said we’d have someone extra special to love in our 
family.  I hope you all have experienced such unconditional love and acceptance 
during your struggles and challenges.  I also hope that I can live up to the legacy of 
service, positivity, and love that my mother has left me. 

Warmest regards,
Cindy Smith 
President, SBHANA 

It is with a heavy heart that we inform you of the passing of Gloria Dahl.  She was a 
great supporter of the SBHANA and she will be deeply missed. 
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Office Update 

Darlene Cathcart—Program Manager 

What a fantastic spring and summer it has been here at 
the SBHANA! I don't think we have ever pack this much 
into our summer. This  year was an exception as we  
hired two staff to work with us instead of just one 
summer student. Kiray did such an amazing job as the 
Event Coordinator of the Hope Classic the past two 
years that we just had to bring her back. We were also 
provided with a grant from Canada Summer Jobs so we 
were able to hire a summer student as well. We hired 
Bobbi to assist with fund development and public 
awareness.  The larger office space was a blessing since it was used to its full 
capacity. We usually made sure that no more than three staff were in the office at a 
time but there were days when we all needed to work together and so we squeezed 
in and got the work done. I have really enjoyed working with these amazing young 
people (I can say that because I am old enough to be their mother). They are a 
group of very intelligent, energetic, and compassionate individuals that have been 
an absolute pleasure to work with. Each staff brought their own personality, 
interests, and strengths to the Association that made an impact on our Association 
and our members. I want to take this opportunity to say “Thank You” to each of you 
for a great summer. I enjoyed coming to work each day and sharing in the 
successes of the SBHANA! 

Alexis Millar—Fund Development & Communication Coordinator
Well the summer is over once again and that means I’ve 
been working here at the SBHANA for over a year! I think 
my favourite season, as many of you would agree, is 
summer. Not only for the beautiful weather, but for the 
amazing events that we held throughout summer. It was 
great to be a part of June Awareness month, the Skate for 
SB/H, and the Hope Classic. You can read about these 
amazing events further in the newsletter. It was great to see 
all our members attending our events and participating. It 
makes the months of planning worthwhile. This summer I 
was reunited with Kiray to take on the Hope Classic and we 
had a wonderful new addition to the office: Bobbi. As 
Darlene mentioned it was a bit cramped at times, but the 
amount of work we got done this summer was astounding. 

I’ve never worked with a more talented group of individuals and I hope that I see 
both our summer students at our upcoming events. I want to send a big thank you to 
all our volunteers, summer students, and members for lending the support to the 
office staff during the busy summer months. I appreciate every phone call and email. 
You guys mean the world to us.
It’s been quite a year and I’ve enjoyed every minute of it and now as we head into 
fall we are getting ready for the Christmas Party. I hope to see everyone at the 
Christmas Party and celebrate the holidays with the SBHANA. 
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Office Update 

Kiray Jones-Mollerup—Fundraising Events Coordinator 

 Hello, dear SBHANA members! I hope that 
you’ve all had amazing summers. It seems that we 
are, yet again, at a crossroads. The summer is 
ending, but my existential crisis has just begun. Dare I 
say goodbye? Did I ever leave the SBHANA? What is 
my purpose if I am not directing the Hope Classic? 
Okay, I’ll quit hyperbolizing, but seriously, it is hard for 
me to believe that the summer has already come to 
an end and my 14 weeks of work at the SBHANA are 
already complete. As far as I can tell, the only 
downside to returning for a third summer is that I’ve 
written so many goodbye articles that I no longer 
know what to write!
 They say that the third time’s the charm, and 
let me tell you, my third time working for the SBHANA 
certainly was charmed! The summer has been a 
whirlwind full of the NoLimits Silent Auction & Pub 
Night, June Awareness Month, the Skate for SB&H 

with the lovely Kelty Coburn, Camp Freedom, and the Hope Classic & Summer 
BBQ. I feel so lucky to have been able to participate in all of the many SBHANA 
summer events and loved seeing so many of you over the summer months.

Of course, one of the best parts of working at the SBHANA is the amazing 
office staff. Darlene and Alexis are both such dedicated and inspiring individuals, 
and I seriously have enjoyed spending the summer months with them. The SBHANA 
office is a unique place wherein epic quantities of work can be completed without it 
ever feeling like we’re at work. Each day brings new lessons and new laughter, and 
that is a truly beautiful part of working in the office. This summer we were also 
fortunate to have a fourth staff member, Bobbi Belsek! Bobbi took over my old 
position, excluding the Hope Classic work. It was definitely neat to have a new 
person in the office, and Bobbi brought some awesome new perspectives to our 
various events and operations.

I’d written in my newsletter update last year that I was envious of whoever 
would be this year’s summer student. Luckily, there was no envy this year because I 
was able to come back! Since I’ve now graduated, I will be staying in the Edmonton 
area and pursuing full-time employment. But have no fear! You can’t get rid of me 
that easily! Because I don’t have to go back to school across the country, I’ll be 
around for all the SBHANA events throughout the year, and I plan on stopping in to 
see you all whenever I can manage it. Each year, I try to find the words to express 
my gratitude that you have all welcomed me into your wonderful Association, and 
each year I feel that I fail. So I will end on a simple note: thank you. Each and every 
member of the SBHANA helps to make it into the very special place that it is, and I 
hope you are all proud of the work you do to help each other. I carry the lessons I 
have learned at the SBHANA with me wherever I go, and you have all helped to 
make me a better person. Thank you, from the bottom of my heart. 
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Bobbi Belsek—Fund Development Coordinator 
And then there were only two!  
Over the summer the office was very busy, with four of us 
working together, although usually not all at the same 
time. The office was always packed up to the brim. Some 
days it was quite tight but there was a lot of good 
conversation to be had on our lunch breaks. When I had a 
question there was always somebody to ask , which was 
great! Doing this job for the first time was a lot easier 
because Darlene, Alexis, and Kiray are so awesome and 
have so much experience. There was always someone to 
debate the music played in the office with; Kiray and I 
both like country so when Darlene and Alexis left that is 
often what we would put on! I was reading Kiray’s office 
update from the end of last summer where she says she 
is jealous of whoever the future summer student will be 
because they get to work with Darlene and Alexis. Well I guess I was the lucky one 
because I got to work with Darlene, Alexis, and Kiray! But alas, I suppose all good 
things have to come to an end, just like your morning coffee eventually stops flowing. 
Kiray and I are going to be leaving Darlene and Alexis to work in the office by 
themselves. I am going back to school so I can finish my education degree and Kiray is 
going on to…. Kiray what are you going to do with your free time that isn’t filled with 
school or Hope Classic? Oh dear, I think the world as we know it might be ending! 

As I mentioned, I will be going back to finish my education degree. I’ve been working on 
my post-secondary education since the fall of 2008 (I’m used to being in circles where 
that makes me incredibly old) and I am going to be very happy to have my second 
degree done with at the end of the fall. The majority of my time in the fall will be spent 
student teaching. I will be working in a Grade 4 class in St. Albert. I am excited to try 
different things in my classroom and see what works to help my students learn. One of 
the most exciting things in the world for me is when I can help someone overcome a 
challenge in their life. That is why I teach. I remember the sheer joy I felt when I helped 
a young boy struggle with a math concept and then one day he finally told me the 
problem he was working on was too easy! 

Much of my time this summer has been spent sharing the Association’s resources. In 
particular, I have been sharing the quality of life video with a lot of different 
organizations. The quality of life video and educators manual are great resources to 
share with teachers and other people in your child’s life. Check out further in the 
newsletter where I talk about all the places you might be able to share these resources 
to help raise awareness about spina bifida and hydrocephalus! 

I think quality of life can be summed up by something called the ‘flow state’. Being in a 
state of flow means that you are experiencing the perfect amount of challenge; you 
aren’t outside of your comfort zone enough that you are experiencing constant failure 
and yet you are doing something that makes you think enough that you aren’t bored. I 
know when I am in the ‘flow state’ I feel completely and totally engaged. My challenge 
for you reading this is to go find whatever makes you feel like you are in that state of 
flow. That could be going on a trip for a few days, trying out a new physical activity, 
taking a class or applying for a job. Go out and do whatever it is you think will make you 
feel energized and challenged! 
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October 16-19, 2014  SBHAC National Conference 
Thursday-Sunday  Location: Hilton Vancouver Airport Hotel  
    More information to come 

October 27, 2014  Canadian Association for Disabled Skiing Registration/
Monday   Information Night for Volunteer Instructors & Students 

Location: Snow Valley Edmonton (119 St. off Whitemud) 
Time: 6:00 - 8:00pm
More information visit cadsedmonton.ca

November 29, 2014  SBHANA Christmas Party
    Location: Church of Jesus Christ of Latter-day Saints   
     )9010 85 St NW Edmonton, AB)  
    Time: 5:00pm – 9:00pm 

December 3, 2014  International Day of Persons with Disabilities
Wednesday   Location: Ramada Edmonton Hotel (11834 Kingsway Ave) 
    Time: 10:00am - 2:00pm  

August 13-16, 2015  Camp Freedom 2015           
Thursday-Sunday  Camp for teens with spina bifida (age 12-18) 
    Location: Lake Isle (one hour west of Edmonton) 
    Registration packages will be mailed in February 

NoLimits

Monthly coffee events 
Stay up-to-date on Facebook by joining the NoLimits group and watching for details in 
our Updates & Opportunities member emails. 

* If you would like to volunteer for any of these events please contact the SBHANA office by 
emailing info@sbhana.org or call 780-451-6921. 

SBHANA’s newsletter layout and printing is provided by the Camrose Morning 
News. The Maschke Family, owners and operators of the Camrose Morning News, 

are proud members of the SBHANA 
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SBHANA Free and For Sale Page

The SBHANA has started a Facebook page called the SBHANA Free & For Sale.  The 
intention of this Facebook page is for you to be able to post items and medical 
equipment, you want to sell or give away, that someone else with spina bifida might find 
useful. The page is a closed group so you will have to be invited to participate; we want 
to make sure that members of the Association and friends of the Association have 
access to this page. You can now post anything you have to give or sell on the 
Facebook page rather than through the newsletter.   

Ventures Entrepreneurs with Disabilities Program

DECSA, a community based organization aimed at helping people overcome barriers to 
employment runs the Ventures program for people with permanent disabilities.  

An expert counsellor from the program will work one on one with you and will assess 
your idea, strengths, and abilities. They will give you referrals to different sources for 
business advice and information, give you strategies for achieving your goals, and 
follow up once you start your business. You may also be eligible for a business loan. 

To be eligible you must: 

Be 18 years of age or older 

Have a permanent disability 

Live in the greater Edmonton area 

Have a realistic entrepreneurial goal or sound 
business idea for example, starting a new business, 
buying an existing business, or expanding an existing 
business. 

For info please contact DECSA by calling 780-474-2500 or emailing info@decsa.com

Grocery/Errand Help

The following organizations are available to help you with transportation and day to day 
errands.  

Care for a Ride  

This service will pick you up and take you to do errands or to 
appointments. You need to arrange the services 24 hours 
before you have to go somewhere. 

Currently this service is only able to accommodate you if you 
are able to get into a vehicle independently; they are working 
on acquiring a wheelchair accessible vehicle but at this point 
do not have one yet.  

The cost for the service is based on the mileage.  

Contact the program by calling 780-417-2222 or emailing careforaride@hotmail.com

Updates & Opportunities 
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Edmonton Meals on Wheels  

Edmonton Meals on Wheels offers two programs that might be useful if you need help 
getting groceries.  

Grocery Bag Program  

The Grocery Bag program is in partnership with Save On Foods. There is a list of items 
that are available through this program on the Meals on Wheels website. Orders must 
be in by Tuesdays @ 11am and delivery will occur Thursdays between 8am – 2pm. To 
access this service all orders need to be prepaid. Delivery is $5, and all orders must be 
between $15 and $35.  

Savvy Shopper  

The Savvy Shopper is a personal shopper who will shop where the client wants and 
pick up exactly what the client needs. It is $25.00 (per 1 1/2 hour). Rates range from 
$15 - $20 for the next hour (plus the cost of items). All referrals are given to Edmonton 
Meals on Wheels and the shopper will contact you. Cash is preferable. 

You can find information on their website http://mealsonwheelsedmonton.org/ or call 
their office 780-429-2020.  

Glenrose Aquatic Centre Classes

Stretch-a-cise Class 
Designed to provide a gentle workout using mild stretching techniques. The class is 
approved by the Arthritis Society and provides those with limited range a great workout. 
Dates:  Tuesday and Thursday (7:00—8:00pm) 
Cost:  Drop In ($3.50); 20 session pass ($65.00) 
Public Swim 
Swim at your leisure in a safe environment. 
Dates:  Tuesday & Thursday (5:00–7:00pm); Saturday & Sunday (12:00-3:00pm) 
Cost:  Drop In ($3.00); 20 session pass ($45.00) 
Leisure Access Program 

The program gives low income adults, seniors, youth, and children from Edmonton free 
use of City of Edmonton recreation facilities and attractions.  

Unlimited, free admission to participating facilities.  
75% discount for 3 registered programs  
75% discount for 4 registered programs 
75% off the cost of materials for registered programs 
where applicable. 

You may qualify if you are an Edmonton resident and one of the following applies: 
Are on AISH/Income Support 
Have a plastic Health Benefits Card 
Household income is under the $23,861 (one person). 

For more information check out the City of Edmonton Leisure Access webpage.
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When Tasha Miller 
Photography decided to 
do a Facebook contest 
that asked people to 
nominate women/girls 
who you care about and 
deserved a photo shoot, 
she didn’t expect the 
touching message that 
Kathy Steadman sent in 
about her daughter 
Hannah and why she 
thought her daughter 
deserved the chance to 
see the beautiful girl 
everyone else sees. 

“I'm entering this contest for my beautiful
18 year old daughter Hannah. Hannah
was born with spina bifida and is in a  
wheelchair, she's a very shy girl, she  
doesn't like attention and has probably
never thought of herself as beautiful. I 
 would love to show her how beautiful  
we know she is.  
Thanks.
Kathy
P.S.
She has no idea I have entered her in this.” 

Kathy ended up winning the 
contest and they were kind 
enough to share some of the 
beautiful photographs taken by 
Tasha Miller with the SBHANA. 
The photographer also surprised 
the Steadmans by including 
Hannah's sister, Elly, in a couple 
of the photos, which turned out 
beautifully. If you would like to 
look at more of Tasha Miller’s 
work, check her out at 
 www.tashamillerportraits.com.

Hannah Steadman — Spotlight 
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It’s with a sad heart that we write a goodbye to 
Harmanie Taylor, who has coordinated the NoLimits 
Peer Support group over the past five years. First of all, 
everyone involved with NoLimits, as well as the office 
staff, and the Board of Directors would like to say a 
huge thank you to Harmanie. She and her husband 
Shane are moving to British Columbia to start a brand 
new adventure. Harmanie has been working tirelessly to 
coordinate NoLimits Peer Support. Harmanie has put 
her heart and soul into the NoLimits group over the past 
five years and because of her dedication the NoLimits 
Peer Support group has continued to grow and attend 
amazing events around the city. Harmanie’s effort have 

ensured that everyone with spina bifida can learn more about how to live as 
independently and actively as possible. You will be sorely missed here at the 
SBHANA. We wish Harmanie and Shane all the best in their future endeavours.    

Thank you Harmanie for your dedication and hard work to         
NoLimits and the SBHANA. 

The NoLimits Peer Support team has been 
working hard throughout the summer to 
raise money to attend the SBHAC 
Conference in British Columbia this October. 
They held several events which included a 
silent auction pub night at On The Rocks, 
smokie sale, daisy sale, and selling raffle 
tickets throughout June. The NoLimits group 
raised a grant total of $7,822! This money 
will used to cover expenses such as flights, 
accommodations, and registrations for the 

conference.
A big, BIG thank you goes to the NoLimits group that put in 
their time and effort to raise awareness as well as funds to 
attend the SBHAC Conference. Thank you to Harmanie 
Taylor, Shane Taylor, Lisa Bennett, Frances Miller, Sean 
Bouffard, Natalie Buchsdruecker, Curt Coupal, Lilianne 
Gosselin, Randy Turner, Alyson Rodger, and Chris Minchau.  

We would like to welcome Lisa Bennett as the new 
NoLimits Coordinator! 

NoLimits Peer Support 
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This June was a flurry of events and 
activities. Our members attended various 
activities around the City of Edmonton to 
increase awareness of spina bifida and 
hydrocephalus. Not only were the new 
bridge banners on display, but the 
SBHANA held a smokie sale, daisy sale, 
and raffle. All were a great success. The 
smokie sale at KMS Tools was a great 
event that raised over $660 in donations 
alone! The KMS Tool team was great to 
work with and always had smiles on their 
faces. It was a wonderful experience to team up with KMS for June Awareness 
Month and we hope to be there again next year. A few of our members decided to 
raise awareness on their own. Morgan Cathcart decided to team up with her 
leadership class and sell daisy cupcakes at her school. They raised $161 for Camp 
Freedom. Marisha Milette held a June long home-based business fundraiser that 
brought in over $300 in proceeds. Morgan Maggs did a presentation about spina 
bifida to a local yoga class. It’s amazing to see the impact that our members have 
when spreading awareness about spina bifida. The SBHANA also sold daisies at 
various farmers markets around Edmonton. The daisies, which symbolize spina 
bifida and hydrocephalus, were a great way to inform people about spina bifida and 
hydrocephalus and the Association. The SBHANA 
held another raffle this year for June Awareness 
Month. The raffle coincided with the Skate for Spina 
Bifida and Hydrocephalus once again. The raffle was 
a huge success and brought in over $4,300! Each 
year, June Awareness Month seems to get bigger 
and bigger and this is exciting since June is all about 
informing people about spina bifida and 
hydrocephalus and creating a better city where our 
members are engaged and active citizens!
A big thank you goes to all the volunteers that made 
June Awareness Month such a success! Additionally, 
thank you to KMS Tools, Callingwood Farmers 
Market, and Highlands Farmers Market.

June Awareness Month 
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The Skate for SB&H was an amazing success! June 28th brought out over 40 
participants and 150 spectators. The weather was pleasant, and everyone had an 
amazing time. The Skate for SB&H raised over $1,000—thank you so much to the 
countless volunteers, sponsors, and donors who contributed to the success of this 
day!

The raffle in support of SBHANA was successfully completed at the skate event. 
Lisa Swerve won two Westjet roundtrip airfares, Tara Keroack won an iPad Air, and 
Cathy Bridge won one night’s stay in the Fantasyland Hotel Theme Room. 

We would also like to thank our sponsors: Rumor, Riot, Swerve, Supra Distribution, 
Ultimate Distribution, Dustin Adams, Platinum Distribution, Four Wheels, Rockstar, 
Olive, Water Pure & Simple, Adams Buoys, The Jolly Good, and Black & Whyte 
Screen Printing. A special thank you to Ken Stefaniszyn for the donation of tables.   

Finally, we must take this moment to thank the amazing Kelty Coburn. For the 
second year in a row, Kelty singlehandedly ran the Skate for SB&H. Her continued 
dedication to and hard work for the SBHANA is absolutely wonderful, and we truly 
appreciate everything that she has done. Thank you, Kelty!

Skate for Spina Bifida & Hydrocephalus 

Thank you to Jay Cathcart for taking photos! 
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This year, the 15th 
a n n u a l  C a m p 
F r e e d o m  w a s 
hosted from July 
17-20. We had 19 
teens from all over 
Western Canada 
come out and enjoy 
a fantastic four 
days at camp. We 
part ic ipated in 
many activities over 
t h e  w e e k e n d ; 
canoeing, mini-golf, 
swimming, t-shirt 
decorating, basketball, campfires, hand-cycling, crafts, the Hunger Games challenge, and 
of course, the social event of the weekend: the dance, with our awesome DJ Jay Cathcart. 
Special thanks to Darlene Cathcart for running this year’s awesome tropical themed dance! 
Thank you to our fantastic group of counselors, we couldn’t do it without you: Betty Ann 
Thibodeau, Heather Boschman, Therese Sephton, Brigitte Wolsey, Kris Slov-Rackette, 
Lakeisha Jenkins, Melissa Bouwsema, Molly McGillis, Tabitha Colenutt, Mathieu Figeys, 
Julian Rosario-Ng, Mark McKee, Ben Callihoo, Alex Fong, Grant Gendron, Elizabeth 
Glavin, and Candice LaBerge. Your enthusiasm and dedication makes camp a great place 
to be for everyone involved! 
Thank you to Canadian Paraplegic Association of Alberta who brought out hand cycles and 
a trail rider. They introduced many people to this sport and it was a great experience for 
everyone to try! Thank you to Paralympic Sports Association who presented a roller sledge 
demonstration. Everyone was so excited to try roller sledges, and the experience certainly 
did not disappoint! 
Camp Freedom 2015 will be held August 13-16, 2015. Applications forms will be mailed out 
in February. Please contact our office if you wish to be added to the mailing list. Camp 
Freedom is open to teens (12-18 years) who have spina bifida, living in Western Canada. 
We promote personal independence in a safe, social, teen-focused atmosphere. 
We want to express our deepest gratitude to TELUS and Valley of Edmonton A & ASR, 
W.P. Wagner leadership, Heath & Mia Fairley, and Monica & Domingo Chavez for 
sponsoring Camp Freedom this year. Without your support,  camp would not be possible!  
Fees for Camp Freedom have been kept very inexpensive, with an early registration cost of 
$175. We also fund campers fully if their family is unable to pay these costs. We have 
maintained these low fees to keep it affordable for families, despite the fact that our rental 
and meal expenses have almost doubled since camp started in 2000. We have a budget of 
$18,000 (or $720 per camper) and use all volunteers to plan and run Camp Freedom. We 
are currently looking for donations, sponsorships, and fundraisers for Camp Freedom to 
keep our camp operating. Please contact us if you are interested in supporting this valuable 
experience for our teens! 

Kind regards, 
Monica Sneath, Cindy Smith, and Kiray Jones-Mollerup 
Camp Directors 

Camp Freedom 
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My name is Nicole Trainor and I am 19 years old. 
I have been going to Camp Freedom since I was 
12 years old. When I first heard about Camp 
Freedom I was scared of going because it would 
have been my first time being away from my 
parents for more than one day. But when I got 
there I was still scared but I have made friends 
and I could talk about anything with the 
counselors and to the other campers about things 
that nobody would understand except another 
person with spina bifida. Now that I have been 
there for a few more years I feel as if camp is my 
second home. 

I encourage other kids to come to camp and 
their parents to check it out to see what it is 
like. We do so many activities such as 
swimming, mini golf, crafts, even going on a 
barge ride around the lake. At the end of 
camp, there is a dance where the kids  dress 
up as much as they want to and dance the 
night away! This was always my favourite 
part of Camp. Everyone is so helpful to us 
when we need it, but we need to learn about 
independence so they encourage us to do 

      most things ourselves.  

I always stay in contact with friends I have made over 
the years and it's amazing how many memories I 
have and still talk about them. When we would stay 
up late and play games where we can let loose and 
be ourselves no matter what time of day. I really hope 
other kids come to this camp because even though 
it's only a few days, you'll have an amazing 
experience just as I did in the past. I wanted to write 
this article because to get the word out there that a 
Camp is available to kids with special needs with 
awesome counselors and hope to encourage kids from all over Alberta to come and 
see what they think about it. Thank you for reading this article and hope you will try 
Camp Freedom because after that you will want to go again.

Camp Freedom is Worth Going 
By Nicole Trainor 
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It was a sparkling day full of sunshine and 
excitement on Saturday, August 9th as we 
kicked off the seventh annual Hope Classic Run/
Walk/Wheel event at Site #6 in Rundle Park! 
This year, we had a planning committee of 
seven people and over 30 volunteers! Over 160 
participants signed up, making the event into the 
most successful year to date! Thanks to your 
hard work, we raised over $25,000 in 

registration fees, pledges, and corporate donations. This is truly incredible, and we 
could not have done it without you! Everyone had a marvellous time, and we were 
able to successfully increase awareness for spina bifida and hydrocephalus within 
the Edmonton community. Thank you for your participation and support, and we 
hope to see you in 2015! 
Special thanks and congratulations go to the following 
teams and individuals who raised: 

7th Annual Hope Classic 

Over $3000 Tyson Burgsma
Over $2000 Team Nicole, Scarlett's Groupies
Over $1500 Eva Pang
Over $1000 Keeping up with the Bulgers, Team Sadie, 

Brad Mulders
Over $500 Team Kayla, Team Owen, Avery's Angels, 

Danielle Boucher
Over $150 Team Sonic, Isabella's Team, Team Hannah, 

Warriors, NoLimits, Team M&Ms, Jennifer  
Tyler
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Thank you to all our volunteers who made this 
event such a success! We could not have had 
such a well-run event without your route 
marshalling, barbecuing, assistance with set up 
and take down, supervision of the bouncy castle, 
and more. Thank you so much to Ian, Tony, Mary, 
David, Doug, Ace, Kylie, Yuan, Kaitlyn, Sharon, 
Jay, Morgan, Murriel, Margaret, Justin, Mike, 
Salem, Jag, Leslie, Charlie, Roxanne, Alyson, 
Ashley, Logan, Lauren, Gayle, Greg, Chris, 
Brandon, Heidi, Lise, and Betty Ann. 

7th Annual Hope Classic 
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The seventh annual Summer BBQ, held 
immediately following the Hope Classic, was 
extremely enjoyable! The weather remained 
absolutely perfect. We had over 200 people in 
attendance, and it was a fantastically fun 
afternoon! The entertainment was amazing, 
including face painting by Joyful Face 
Painting, music by Laura Bachynski & 
Spiritline, and a bouncey castle from The Toy 
Hutch. The Mac’s Froster Street Team even 
sent out their Froster Truck to give away free frosters! We would like to specifically 
thank our volunteers for serving such a wonderful lunch and our members for their 
bright smiles and engaging conversations! 

It is through the generous hearts of others that 
we are able to fulfill our mission to enhance the 
quality of life for individuals affected by spina 
bifida and hydrocephalus through advocacy, 
education, research, and support. We are 
infinitely grateful to all of our sponsors who made 
the Hope Classic possible through financial 
donations, gift cards, door prizes, and more. We 
would like to take this moment to thank the 
following sponsors: 

Summer BBQ 2014 

Laura Bachynski & 
Spiritline

Special thanks to Gerald Thorowsky, the Millar Family, Kevin Zowtuk, 
and Joyful Face Painting. All photos from the Hope Classic & 

Summer BBQ were generously taken by Morgan Belsek. Thank you! 
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“Be of service. Whether you make yourself 
available to a friend or co-worker, or you make 
time every month to do volunteer work, there is 

nothing that harvests more of a feeling of 
empowerment than being of service to 
someone in need” -Gillian Anderson  

We have had a number of events since our last 
newsletter! A lot of money was raised for the 
Association and all the events were invaluable for public 
awareness. All of these events could not have 
happened without our amazing volunteers. We truly 
appreciate the time and dedication that all our 
volunteers put into helping the SBHANA reach it’s 
mission to improve the quality of life of people affected 
by spina bifida and/or hydrocephalus. 

KMS Smokie Sales  
Brooke Bateman, Cam Befus, Emma Befus, Ken 
Godbeer, Doug McEwan, Del Sneath, Zac Sneath 

June Awareness Bridge Banners 
Ryan Cathcart, Ken Godbeer, Kiray Jones-Mollerup 

June Awareness 
Morgan Cathcart and W.P Wagner leadership team, 
Morgan Maggs, Marisha Milette 

Thank you to the NoLimits team for their fundraising 
efforts throughout the month of June, as recognized on 
page 11. 

Thank you to all our volunteers who 
helped out over the summer! 

Volunteer Appreciation 

Marisha Milette’s inspiration for 
her June online fundraiser that 
donated 25% of the proceeds to 
the SBHANA.

Ken Godbeer volunteering at the 
KMS smokie sale.

NoLimits Peer Support selling raffle tickets at the 
Skate for SB/H on June 28, 2014. 

Our new bridge banners on display at Sherwood 
Park Freeway and 50 Street. 
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For those who know me, you’ve probably noticed that my left leg has been severely swollen 
for many years. I’ve been quite healthy (and injury free!) for most of my life, in spite of some 
pretty crazy situations brought on from being active in sports and getting out and about. 
In late 2004, I began to notice my left leg, below the knee, was beginning to get a bit puffy. 
At first I dismissed this as normal, as it wasn’t unusual – maybe I twisted my ankle, drank to 
much fluids, maybe it was the heat? I found that the swelling would usually go down on its 
own, perhaps by elevating my leg, wearing tighter socks, wearing shoes, etc. 
But then came the point where my leg wasn’t coming down on its own, and I got a bit 
worried. Eventually I consulted with the Physiatrist at the Glenrose Spina Bifida Clinic, and 
he generally told me it looked like ‘Lymphedema’.  
Lymphedema, in layman’s terms, is when the watery component of blood, called ‘lymph’ 
begins to pool in the extremities, due to a problem in the Lymphatic system. The Lymphatic 
system is a series of channels that travel very close to the blood vessels in the body, and 
facilitate the transfer of nutrients to the tissues, and removal of waste. This system is very 
dependent on muscle contraction to work properly, and of course with no feeling below the 
knees, it had little help to force the extra fluid out, and it just began getting bigger and 
bigger. Unfortunately, most doctors know very little about lymphedema – apparently it can 
only be observed in living tissue, as the system collapses in the absence of blood pressure.  
Now this is where my story got a little weird – and frightening. I was initially referred to a 
vascular surgeon in an outpatient department. Upon examining my leg, for what was 
probable no more than about 15 minutes, the doctor told me I had ‘lymphedema’.  
“What’s lymphedema?’ I asked, as I was still unclear at the time. “It’s swollen” he said. 
Insert blank stare –>  here. 
Much of the doctor’s examination seemed very unscientific to me; he basically poked my 
leg with his finger, and only briefly used an ultrasound wand to determine I had a pulse all 
the way to the tip of my toes. My biggest fear was that I had a blood clot somewhere, but 
this wasn’t addressed during the examination. 
And then the conclusion; the doctor said we could try to reduce the swelling through 
compression – or AMPUTATION. I’m sure my eyes got really big at this point! 
When my first experience with compression therapy was unsuccessful (the therapists were 
not wrapping my leg properly, and actually caused damage to the skin), I was abruptly 
dropped from treatment, but was not offered any follow up or other solutions - and I sure as 
hell wasn’t eager to go back to that doctor, who wanted to cut my leg off! 
So I went into hiding, and attempted to deal with it myself, hap-hazardly and unsuccessfully 
as my leg began to balloon, making it difficult to find clothes to fit properly. I had to deal 
with the stares, the frequent questions, and sometimes really insensitive comments from 
people I least expected! At times I heard comments like, “Why don’t you just have that cut 
off – I mean, you don’t use it anyway…..” 
Here’s the thing; ugly as my leg had become (65 cm in circumference at the calf) – it’s still 
part of my body, and one of the unwritten rules of life is – Try to get through it, with all of 
your parts! The other thing some people don’t realize is that not only would an amputation 
dramatically affect my self image, it would completely change my health and daily living – 
my balance, my transfers, etc. I feared that if I took that measure, I would end up falling a 
lot more, leading to more threats to my independence. Plus, once it’s done – it can never 
be undone! 

Lymphedema Management and Spina Bifida:  
A personal account
By Chris Minchau 
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It wasn’t until December 2013 when things turned around. I had an accident, and ended up 
in hospital, after I broke my other leg. I had to explain repeatedly to various medical staff, 
my history as well as what was going on in my other “non-broken” leg (if you thought 
explaining spina bifida to a doctor was difficult – try explaining lymphedema!). My surgeon 
even asked me “What I wanted to do about my leg?” and I had to very assertively state that 
she was not to touch it! 

Several days into my recovery, one of the unit doctors came in to see me during rounds. He 
began telling me about the C.R.I.S Clinic (Community Rehabilitation Interdisciplinary 
Service) out of the Misericordia Hospital, which he said had specialists in Lymphedema 
treatment. The referral process took about 2 ½  months, but finally I received a call from 
intake. Heather and Darla were the therapists, and they took the time to explain in detail 
what was happening to my leg (they call it “Dependent Edema” due to the absence of a 
muscle to pump fluid back to where its supposed to go). They didn’t judge, but didn’t sugar 
coat things either, making it clear that further damage was possible, and to keep the 
swelling down will require a lifelong commitment from me. The thing that impressed me the 
most was that at no point did they mention the “A” word, which had been suggested to me 
by so many people. They seemed to understand the importance of a successful outcome to 
me, and encouraged me to be an active participant in the treatment. 

So here are some finally notes: 

Lymphedema is very common to varying degrees in spina bifida (a speaker at a 
conference I attended mentioned something like 25%). 

It usually effects both legs, but can occur in only one (as in my case). 

Early intervention is crucial! 

The worse the swelling becomes, the more likely you are to have skin breakdown, 
infections, and the possibility of cellulitis. 

Doctors should be asked to rule out the possibility of blood clots or injuries to the leg. 

A doctor’s referral is required to access C.R.I.S. services (Phone: 780-735-2413). 

Funding Opportunities 
The SBHANA is always looking for new opportunities to make 
connections within the community. We are currently looking for 
opportunities for the Association to increase the amount of funding it 
annually receives. Unfortunately, several grant programs were cut 
by the Government of Alberta and that has increased the need for 
the SBHANA to find connections with businesses and other 
organizations to continue to fund our programs such as the support 
fund.

Do you know someone who works for a corporation and who may be interested in funding 
one of our programs? Maybe one of your family members has a connection to a service 
group or club that provides funding to not for profit organizations. Please keep the SBHANA 
in mind and feel free to share our contact information.  

So if you see any intriguing fundraising opportunities or grants feel free to pass them our 
way and keep the SBHANA up to date on opportunities within the community. You can 
contact the office through our email, info@sbhana.org, or call us at 780-451-6921. 
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To join or renew your membership, please complete this form and mail to SBHANA with your 
payment.  Our mailing address is: P.O. Box 35025 - 10818 Jasper Avenue Edmonton Alberta 
T5J 0B7

Membership Fee: $10.00 
Memberships are for a period of one year, from February 1st to January 31th.

As a member you will receive the SBHANA Newsletter and have access to resource and 
educational materials. Members in good standing with SBHANA will have access to the 
association’s funding programs and scholarship program. You will also automatically become a 
member of the national association (SBHAC) and receive information about relevant opportunities. 

Date: _____________________________________ 

_____ I am making a payment of $10 to renew my membership or join the association 

_____ I would like to pay $10 per year for _____ years (i.e. 2 or more), for a total of: $_______ 

_____ I would like to join/ renew but am not able to pay the membership fee 

_____ Enclosed is a general donation in the amount of $ _______________  

Please Print: 

  Name (s) _____________________________________________________________ 

  _____________________________________________________________ 

  Address _____________________________________________________________ 

  City   ______________________  Province _______  Postal Code ____________ 

  Telephone ______________________ Cell  _______________________ 

  Email  _____________________________________________________________ 

Type of Membership (please check one) 

_____ Parent of child with Spina Bifida and/or Hydrocephalus 

 Name of Child: __________________ Gender:  M    F Date of Birth (m/d/y):_________ 

_____ Individual with Spina Bifida and/or Hydrocephalus  Date of Birth (m/d/y):_________ 

_____ Support person (relative, friend) 

_____ Professional Caregiver (medical, social worker, educator, etc.)  

I can volunteer to help the association and other families:  

 _____ Board of Directors _____ Fundraising _____ Phoning 

 _____ Special Events  _____ Newsletter  

 I would prefer not to be contacted by volunteer program coordinators regarding SBHANA programs 

 I would like to keep up-to-date on the latest SBHANA updates, programs, and social events by 
consenting to receive SBHANA e-communications. 

I would prefer to receive my newsletter:     __Electronic                __ Colour               __B&W               

I am willing to be a contact for:  __ New Parents  __ Adults with SB/H  __ Anyone 

I am willing to speak with others about my surgeries (please specify): _________________________ 

SBHANA
MEMBERSHIP FORM

This form can also be found on our website at:www.sbhana.org 


