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OurMissionStatement:toimprovethequalityoflifeforpeopleaffectedby
spinabifidaandhydrocephalusthoughadvocacy,education,research,
andsupport.
________________________________________________________
WE’VE mOVED!!!
We’ve moved offices within the Canadian Paraplegic Association.

There are two ways to find us. The first is to go left once you get off the elevators and

www.sbhana.org knock on the last door on the right; OR come into CPA office and head to the board

room. We are located in the back corner of the board room.
SBHana — annual General meeting

autumn
2013

You are invited to the SBHANA’s AGM! We will be electing the board of directors for the
2013 to 2014 year and presenting the annual report. This will be a great opportunity to
interact with members and see the progress that SBHANA is making to help enrich our
members’ lives. After the quick meeting we invite you to join us for refreshments and
socializing.
DatE:
October 17, 2013
tImE:
7:00pm - 9:00pm
LOCatIOn:
Glenrose Hospital (10230 111 Ave)
Conference Room A
RSVP:
By October 10, 2013
Phone: 780-451-6921
Email: info@sbhana.org
Refreshments will be provided!

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.
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Executive
President: Cindy Smith
Program manager: Darlene Cathcart
Vice President: Aniquea Thorowsky newsletter Editors: Alexis Millar
Design, Layout & Publishing: Camrose Morning News
treasurer: Rebecca Moss
Secretary: Katherine Bateman
This newsletter is published by SBHANA. Please
address any correspondence for the Association
Board members
Harmanie Taylor
or the newsletter to:
Ken Godbeer
Frances Miller
SBHana Contact Information
Lise Johnston
P.O. Box 35025 – 10818 Jasper Avenue
Hayden Fairley
Edmonton, AB T5J 0B7
Marisha Milette
780-451-6921 info@sbhana.org
Zachary Weeks
Fax: 1-888-881-7172
Sarah Kozoriz
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.
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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 Directors 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.

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 receiving 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 October 1st of each year.
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President’s message
It takes a significant amount of physical, mental, social, and emotional energy to help Nathan establish
himself and hopefully thrive in a new school environment. In reflecting back on a relatively successful
experience throughout elementary school, I’ve put together a list of principles that have guided me as a
parent on this educational journey. These guidelines are a compilation of knowledge, perspective, and
experience gained from other parents, from family members who are educators, and from my time in the
GRIT (Getting Ready for Inclusion Today) program. These guidelines are written from the perspective of a
parent, but are applicable and could easily be adapted to a student’s perspective as well.
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Have a collaborative attitude, thinking of yourself as part of the team (i.e. working together with
your child’s teacher and educational assistant)
Share your vision with the teaching team (i.e. your hopes and dreams for your child, what the
ideal school experience would be like for your child)
Be open and honest
Consider giving the teacher permission to share information about your child’s disability with other
students and possibly even help to provide the tools to do so (i.e. providing descriptive wording/
terms you are comfortable with, providing a letter of introduction, offering to come in for a
presentation,)
Share as much information as possible about your child, being as realistic as possible about
strengths and limitations
Don’t assume educators are experts on spina bifida or hydrocephalus; a one-page educational
summary can be incredibly helpful, as well as the Educator’s Manual available through the
SBHANA
Try to be physically present on occasion (i.e. volunteering in the classroom, etc.)
Find out how members of the teaching team prefer to communicate (communication book, email,
phone, in-person, etc.) and communicate regularly
Raise issues before they get out of hand
Be sure to “pick your battles,” letting go of small mistakes or misjudgments; remember that there
are different ways of doing things
Try to be seen as a resource, someone who will be solution-focused when problems arise
Give others the benefit of the doubt; be generous with them
First seek to understand, trying to see thing from the other perspective; remember that the vast
majority of educators are there for the right reasons and have the best of intentions
Wait until emotions are in check before discussing problems or raising concerns
Discuss problems and resolve concerns with the individual first (i.e. teacher or educational
assistant); speak with the principal (i.e. going over their head) only as a last resort
Humour can be helpful
Express gratitude often, in different ways if possible

We were thrilled to learn at the end of
June that Nathan’s Grade Six
Teaching Team won the Teaching
Award for Inclusive Education. In
nominating his teachers and
educational assistant for this award, I
wanted to express my gratitude to
them for an extraordinary year. Sure,
there were glitches and struggles, but
it felt like we were on the same team,
working together to help Nathan
succeed at school. Never
underestimate the power of healthy,
positive relationships in helping to
navigate the often complicated and
bumpy road through school!
Warmest regards,
Cindy Smith
President, SBHANA
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Office update
Darlene Cathcart—Program manager

S
B
H
A
N
A
www.sbhana.org

What a fantastic and busy spring and summer it has been for the staff in our office.
Since the SBHANA spring newsletter, we have had three major fundraising and public
awareness events: our family summer barbeque, Camp Freedom, several public
awareness displays and banners put up in June, a raffle, staff changes and most
recently our office move. All this happened while staff, board members, and other
volunteers still made time for family holidays and summer fun. Read more about the
details of these events and enjoy all the pictures in this newsletter. With the dedication
of our volunteers and staff we enjoyed great
success of our spring and summer
activities. I was extremely pleased to have
Kiray Jones-Mollerup as our summer
student for a second year. She did an
amazing job as the event coordinator of the
Hope Classic. I was sorry to say good-bye
to Kelty Coburn as the Program Manager of
SBHANA but I am excited to take on this
new role and share much of the
responsibilities with my new co-worker
Alexis Millar. I think we make a great team
and look forward to continuing the
supportive work that the SBHANA does for our members and the community. I have
enjoyed the extra warm weather this fall but feel ready to move onto planning for our
AGM on October 17 and our Annual Christmas Party on November 23. I hope to see
many of you at these next events.
alexis millar—Fund Development & Communication Coordinator
Well I’m definitely glad that I started working for
SBHANA when I did or else I wouldn’t have gotten
to experience this year’s Hope Classic. It was
great to be part of such an amazing event and it
made this summer that much better. It’s been a
summer of running around whether that meant
running errands with Kiray for the office or literally
running several different races for different
charities such as the Underwear Affair.
Unfortunately, summer is coming to an end and it
was sad to have to say goodbye to Kiray as she
heads back to school. But, it’s nice to know I’ve
made a genuine friend. However, not all is doom
and gloom. There is so much going on! Darlene & I have moved into a new office, the
AGM is coming up, and I’m finishing up my last year of university. It’s all very exciting!
I’m looking forward to getting to know more of our members through our upcoming
events such as the AGM and the Christmas party. So far my time at SBHANA has been
wonderful and I’ve learned so much and continue to learn from each new person I met.
It’s such a treat to wake up in the morning and feel excited to go to work. I’m so happy I
was given this opportunity!
Page 4

S
B
H
A
N
A

October 7, 2013
Monday

noLimits Coffee night
Location: Second Cup (7 Sir Winston Churchill Square)
For more information email nolimits@sbhana.org

October 17, 2013
Saturday

SBHana annual General meeting
Location: Glenrose Hospital Conference Room A
(10230 111 Ave)
Time: 7:00pm – 9:00pm

november 23, 2013
Saturday

SBHana Christmas Party*
Location: Kensington Community Hall (12130 134A Ave)
Time: 5:00pm – 9:00pm

December 3, 2013
Tuesday

International Day of Persons with Disabilities
Location: Ramada Edmonton Hotel (11834 Kingsway Ave)
Time: 10:00am – 2:00pm
Donna Bulger will be performing “Hear Our Voice”

June 20, 2014
Friday

KB4SB 6th annual Golf tournament
Location: Raven’s Crest Golf & Country Club
For more information email keeganbenner@gmail.com

July 17-20, 2014
Thursday-Sunday

Camp Freedom 2014
Camp for teens with spina bifida (Age 12-18 years)
Location: Lake Isle (1 hour west of Edmonton)
Registration packages will be mailed in February

www.sbhana.org
* 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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member updates & Opportunities
membership Renewal
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Yearly SBHANA memberships expire September 30th of each year. If you have not already
renewed you membership for the 2013/2014 year, please fill out the form on the back of the
newsletter and send it in to the office. You may also find the form online at the SBHANA
website. Simply visit sbhana.org and go to the member benefits page to find the online
form. If you have any questions about renewing your membership, feel free to call Darlene
780-451-6921 at the office or email info@sbhana.org, anytime.
You Can Bike too
You Can Ride Two and You Can Bike Too are volunteer run initiatives supported by the
Edmonton Bicycle Commuters Society.
You Can Ride Two is a program devoted to
teaching two wheeled cycling. You Can Bike Too looks at providing adapted equipment to
children unable to ride a two wheeler.
If anyone has a bike sitting unused in their garage think about donating that bike to You
Can Bike Too so other children may be able to use these adapted bikes each year. For
more information check out their website at www.youcanridetwo.ca. There are volunteer
opportunities to help assist in the program.
access for athletes
Access for Athletes steps in where rehabilitation and health insurance
end by providing funding grants for equipment such as sports
wheelchairs, handcycles, mono skis and sports prosthetics, and
resources for training and competition expenses directly to physically
challenged individuals. Grants are available up to $2,500 for athletes.
An athlete's physical disability must be recognized within the International Paralympic
Committee (IPC) classifications. Application deadline is December 1, 2013
http://www.challengedathletes.org/site/c.4nJHJQPqEiKUE/b.8325463/k.AF50/
Grant_Application.htm
On Campus Program
On Campus is an inclusive post-secondary educational opportunity for young adults with
developmental disabilities. Students are selected for the program and are able to take
classes ranging from music, drama, dance, art, sociology, criminology, animal science,
botany, nursing, English, etc. Students are encouraged to join groups and activities and are
joined with several volunteers who are there to support the student, whether that means
going for coffee together or helping with assignments.
6-123D Education North
University of Alberta
Edmonton, Alberta T6G 2G5
Phone: 780-492-5988
Email: oncampus@ualberta.ca
Visit http://www.oncampus.ualberta.ca for more information
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“Hear Our Voice”
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One year ago, SBHANA held the
June 2012 Awareness Lyrics
Contest. Donna was the winner of
the contest and paired with Mia,
Clinton and Quinn to create the
amazing song called “Hear Our
Voice,” which is available on iTunes,
eMusic, Amazon, Google Play,
Rhapsody, and Spotify. When we
interviewed the people that put
together this great song, they
shared a bit of the experience with
us:
Donna Bulger and her brother, Ed Bulger, showcased “Hear Our Voice”

mia Fairley:
at the Hope Classic.
I have been pondering this idea for a
few years now. I am constantly trying to figure out ways to raise awareness about spina bifida &
hydrocephalus and generally people respond to organizations who can help them better understand
what individuals experience. If people can connect emotionally with others, they are more apt to
respond positively in support. A song about spina bifida, written by someone who is personally
affected leads to a greater understanding of Canada's #1 neurological birth defect.
My favourite part of the project was being able to sit in a room with Donna, Clinton and Quinn
watching the creative process unfold and tremendous talent being displayed - awesome.
The key message of “Hear Our Voice” is that individuals with spina bifida and hydrocephalus
continue to live and thrive in our communities, while overcoming the daily challenges that come with
this condition.
Quinn Cyrankiewicz:
One of the main challenges with the recording was the fact that Donna is in a wheelchair. Mia had
told me when they were looking for someone to do the song this was the main issue for them. No
studios were wheelchair accessible. I have some recording equipment that is semi-mobile which
made it possible for me to setup in Donna’s condo and record there and I knew that the song was for
a good cause so I had no problem donating my time.
I think the overall message of the song is that people with spina bifida can live fulfilling lives. Donna
is living proof of this!

www.sbhana.org
Donna Bulger:
My hope is that I've touched on a few key points that will let the membership feel they are
represented, and that at the same time, will get those people without Spina Bifida thinking of ways in
which we ARE alike - We all want to be heard, valued, loved and understood. All of us have
strengths to draw upon and weaknesses to try to overcome. It's not always a good thing to be seen
for how "different" we are because of challenges we face. Everyone faces challenges and do what
they can to accept them and work with them.
The main message is as unique as all of us are, and as different as we may feel in our bodies,
everyone in this world is reaching out to grasp common goals: success, acceptance, inclusion,
compassion & nurturing. These goals are universal, not different and certainly deserved by all.
Clinton Richardson:
My favourite part of the project would have to be the experience of working with Donna and Quinn.
Working with someone who actually has spina bifida was a great experience and understanding
where her lyrics were coming from really opened my eyes. To see so much passion in the lyrics and
hearing her sing those words from her heart was really something cool.
Check out “Hear Our Voice” on iTunes. https://itunes.apple.com/us/album/hear-our-voice-single/
id677705096
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Wheel around with Wheelz
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The Wheel Around with Wheelz workshop was an amazing success! On June
29th, eight SBHANA members came out to Castledowns Skatepark to
participate in the workshop, run by Aaron “Wheelz” Fotheringham.
Participants were given the opportunity to familiarize themselves with the
skatepark and learn a variety of basic tricks including taking stairs, pulling
180s, and accelerating up and down ramps. We had an amazing team of
spotters who volunteered to help ensure the safety of our participants, and we
sincerely thank each and every one of them! We’d also like to extend our
thanks to everyone who sponsored participants, to each participant, and to
Aaron Fotheringham for coming to Edmonton!

www.sbhana.org

Photos by Andrew Brown & Tyler Frith
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Skate for Spina Bifida & Hydrocephalus
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The Skate for SB&H was an amazing success! June 29th brought out over 40 participants and
150 spectators! The weather was absolutely beautiful, with consistent sunshine and warmth.
Aaron “Wheelz” Fotheringham performed a WCMX demo, to great reviews from the audience!
Thank you so much to the countless volunteers, sponsors, and donors who contributed to the
success of this day!
This day was especially fantastic because it brought together two very different groups of
people. The skateboarders went above and beyond during the wheel around with wheelz event.
It was an amazing site to see the edge of the skate park lined with wheelchairs as our members
showed their enthusiasm and support for the skaters as they showed off their skills and tricks.
During the day, we witnessed skateboarders assisting members to get up steep hills in their
wheelchairs so they could get a better view of the action. This truly exemplifies community
spirit.
The raffle in support of SBHANA was successfully completed at the skate event. Daniel Boutin
won two Westjet roundtrip airfares, James Gray won an iPad mini, and David Tobolivsky won
one night’s stay in the Fantasyland Hotel Theme Room.
We would also like to thank our sponsors: RIOT, Swerve, Solid, Olive, Rumor, Ultimate
Distribution, Platinum Distribution, 4 Wheels, Vans, Protec, Orb, Arson, Walmart, Fantasyland
Hotel, WestJet, Rockstar, Carbon Steel Buildings, Blind, Cliché, Globe, Sobeys College Plaza,
and Gateway Screen and Press. A special thank you to Ken Stefaniszyn for the donation of
tables.

www.sbhana.org
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KB4SB Charity Golf tournament
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The Keegan Benner for Spina Bifida & Hydrocephalus Charity Golf Tournament
took place on Friday, June 21, 2013 at Raven Crest Golf & Country Club! A huge
thank you to the Benner family for organizing this entire event; we are truly
impressed by the dedication of Todd, Wendy, Inga, and everyone else who
contributed to the planning of the KB4SB Charity Golf Tournament.
Following the golf tournament there were a variety of activities including a putting
contest and a chipping contest! Sheldon Oliver won the putting contest, and Chris
Scott won the chipping contest. We also had a lovely steak dinner put on by Raven
Crest; the food was fantastic, and we loved seeing many golfers’ families there.
Finally, the night concluded with a silent auction to benefit SBHANA.
This year, we had over 30 golfers and raised over $10,000! Thank you so much to
our many donors, sponsors, participants, and volunteers. We truly appreciate the
efforts of the Benner family to support SBHANA.

www.sbhana.org
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KB4SB Charity Golf tournament
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Camp Freedom 2013
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The SBHANA hosted our
annual
“Camp
14th
Freedom”, August 1-4th. This
year we had 25 teens from
all over Western Canada
come out and enjoy a
fantastic four days at camp.
We participated in many
activities over the weekend;
swimming, canoeing, minigolf, t-shirt decorating,
basketball, campfires, handcycling, crafts, the Amazing
Race challenge, and of
course, the social event of
the weekend; the dance, with
our awesome DJ; Jay
Cathcart.
Thank you to our fantastic group of counselors, we couldn’t do it without you: Heather Baniulis,
Heather Boschman, Melissa Bouwsema, Jessica Courtnage, Mathieu Figeys, Alex Fong, Grant
Gendron, Elizabeth Glavin, Lakeisha Jenkins, Kiray Jones-Mollerup, Gene Layton, Rajdeep
Pandher, Kayli Piwek, Cindy Smith, Betty Ann Thibodeau and Kurtis Wai. Your enthusiasm and
dedication makes camp a great place to be for everyone involved!
Thank you to Morrie Ripley and Amy MacKinnon from CPA who did a session for us on hand cycles.
They introduced many people to this sport and it was a great experience for everyone to try!
Thank you to Heidy Roggeveen who came and did a “seated yoga” session for us. The weather was
gorgeous and we were able to do it outside on the grass in the sunshine. It was so relaxing a few
people fell asleep at the end!
Camp Freedom 2014 will be held July 17-20, 2014. 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 (12-18years) who have Spina Bifida, living in Western Canada. We promote personal
independence, in a safe, social, teen focused atmosphere.

www.sbhana.org
We want to express our deepest gratitude to the Alberta Association of Insurance Adjustors. This
amazing group, hosted a fundraiser dinner for Camp Freedom on February 27th, and was able to
raise the full amount to run camp this year! We thank Rebecca Moss who nominated our camp as a
charity for them to support this year, and did they ever!
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 we started camp 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 and Darlene Cathcart
*Special thank you to the Alberta Association of Insurance Adjustors
for sponsoring Camp Freedom.
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Hope Classic Run/Walk/Wheel

august 10, 2013
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Saturday, August 10th was a fabulous day to hold the sixth annual Hope Classic Run/Walk/
Wheel. The event was held at Site #6 in Rundle Park, and the weather was absolutely
perfect! This year we were fortunate to have nine people on our planning committee. We
also had over forty volunteers who supported us during the event! Over 170 participants
signed up, and we raised over $24,000 in pledges, registration fees, and donations. Our top
individual fundraiser was Eva Pang, who raised $525, and our top team fundraiser was
Tyson Burgsma’s Team, who raised $3,685. This is amazing, and we are so grateful! For
the second year in a row, we broke all previous records and far surpassed our goals. Thank
you so much for your participation and support, and we look forward to seeing you in 2014!
We would like to extend a thank you to all of our participants who work hard to facilitate
pledges! The extra push that you all gave this year helped us to exceed our goal, and we
are truly grateful for that! Special thanks and congratulations go to the following teams and
individuals who raised:
Over $2000: Tyson Burgsma’s Team, Tyson Rietveld’s Warriors, Team Willmott/Boyes
Over $1500: Team Zarski
Over $1000: Avery’s Angels, Scarlett’s Team
Over $500: Bulgers Rock, Avery’s Backup Angels, Team Toby, Mooovin’ for Maddi,
NoLimits, Team Owen, Eva Pang
Over $150: Bella’s Grandma, Lisa Pretty, Samantha Helgeland, Jennifer Tyler, Tara
Richards, Marisha Milette, The Evangers, Team Bouffard, Ben Biermann, Gateway Rotary

www.sbhana.org
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Hope Classic Run/Walk/Wheel
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Thank you to all our volunteers who made this event such a success! We could not have
managed such a well-run event without the help of route marshals, bib pinners, registration
supervisors, volunteer supervisors, bag stuffers, and everyone else! Thank you to Ace,
Adam, Agnes, Alyson, Andrew, Angela, Ash, Ashley, Betty Ann, Brenda, Brian, Cheryl,
Curtis, Don, Doug, Ed, Frances, Gerald, Heidi, Jag, Jay, Jennifer, Jon, Julia, Kailyn, Karen,
Keiver, Margaret, Mariah, Marissa, Mary, Meredith, Mike, Monica, Morgan, Murriel, Rhea,
Salem, Sean, Sharon, Stephanie, Tony, Vanessa, and Zac!

Thank you also to the planning committee who dedicated countless hours to ensuring a fun
and smooth day for all participants. Your dedication to SBHANA and the Hope Classic
served to make this event into the enormous success that it was. We truly appreciate the
efforts of Alexis, Aniquea, Austin, Cindy, Darlene, Kaitlyn, Kiray, Nicole, and Yuan! Thank
you also to Kelty for all her help!

www.sbhana.org

A final thanks is owed to Tracy Meyn, who
with the help of Nicole Stefaniszyn sold
handmade daisy bracelets. They raised
$268 for SBHANA! Wow!
Bracelets will be sold at our Christmas
Party on November 23, 2013 by Nicole
Stefaniszyn if anyone missed out on the
Hope Classic bracelets.
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Summer BBQ
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The sixth annual Summer BBQ, held immediately after the Hope Classic, was incredibly
fun! We had over 200 people in attendance to enjoy the delicious food, warm weather,
talented band, bouncy castle, and creative face painter. Thank you to Lady Dolphin for face
painting, Ken Stefaniszyn for the tables, and Laura Bachynski & Spiritline for performing.
Thank you also to the Toy Hutch for the provision of the councy castle. Now!102.3 sent out
the Trucksicle again to give out free popsicles, and Capital FM sent their street team to give
away free bags and gift cards to Subway! We were also lucky enough to have Donna
Bulger and her brother Ed present at the event to officially perform and release her song
“Hear Our Voice,” winner of the June 2012 Lyrics Contest. The song is amazing; thank you
Donna and Ed! 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:

Inkpen Engineering

www.sbhana.org

All photos of the Summer BBQ &
Hope Classic have graciously been
provided by Kurtis Wai &
Vanessa Miceli. Thank you!
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Summer Student 2.0—and then it Got Better
By Kiray Jones-Mollerup
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Well, here we are again, Fourteen weeks have
passed, and my time as the SBHANA Summer Student (or
Fund Development and Event Coordinator, if you’d prefer)
has come to an end. This time it’s a bit more permanent, as
I will be graduating in eight months and therefore will no
longer be able to apply for the position of summer student!
In preparation for writing my goodbye, I skimmed through
the one I’d written last year. It’s always sort of funny to read
things you’ve written in the past; my introduction in last fall’s
newsletter is no longer accurate. So I figure I should
reintroduce myself in case any of you haven’t met me (be it
in person, on the phone, through email, etc.).
My name is Kiray Jones-Mollerup, and I’ve been
SBHANA’s Summer Student for the past two years! When
I’m not working at SBHANA, I attend McGill University in
Montreal, QC. I am currently majoring in psychology, and
double minoring in behavioural sciences and women’s
studies. After graduating in April 2014, I intend to return
home to work for two years before applying to graduate
programs. Working at SBHANA last summer honestly was one of the best parts of those four
months, and let me tell you, it was even better to work here this year!
This summer brought a lot of exciting new things for me as the Summer Student, the first of
these being the golf tournament! Last summer the Benner family took a hiatus from the golf
tournament, so this was my first year witnessing the Keegan Benner Charity Golf Tournament
magic! The golf tournament was an amazing experience for me as it taught me about yet another
avenue of event planning. Almost immediately after the tournament was the Skate for SB&H and
Wheel Around with Wheelz workshop, and it was absolutely phenomenal to see the whole skate
community rally around SBHANA to raise funds! Additionally, it was wonderful to meet Aaron
“Wheelz” Fotheringham, and I am so grateful for yet another opportunity that SBHANA provided
me with. In early August I was fortunate enough to be able to counsel at Camp Freedom. Here I
met many more of our younger members and their families, as well as a group of awesome
counsellors! Camp was an absolute joy to work at, and I loved every part of it (although I’d have to
say the dance was my favourite part). Naturally, the Hope Classic was the biggest part of my
summer as it was my main job to plan and orchestrate the event. Having raised over $25,000, I am
able to say that I am so proud of SBHANA as a whole and all the hard work and dedication that
went into this year’s event.
This job would not have been what it was if it weren’t for the amazing office staff I worked
with. As always, Kelty was a wonderful person to work with and I was so blessed to have her as
my first boss. For those of you who read my blog, you’ll know that one of Kelty’s friends once
remarked that I am the “vegetarian version of her,” and this is still one of the absolute best
compliments I have ever received. With Darlene’s transition into the position of Program Manager,
I was so impressed to see how she handled her new responsibilities. Her office rules always made
me chuckle, and having her in the office truly brightened my day. She jokes that when I go back to
school I’ll wake up in the middle of the night, terrified as I hear her asking me questions, but
honestly I will simply miss being able to work with her and rely on her for her wisdom and input (on
both work and my life). Finally, Alexis has now been working with us for about a month (as I write
this), and I must say that she is the perfect person for the new Fund Development and
Communications Coordinator position. Even in this short time working with her I feel that I have
made a true friend, and she’s really made these last few weeks of Hope Classic madness a lot
more enjoyable! Race bag pickup with her was a hilarious treat, and I am already envious of next
year’s summer student who will have her and Darlene as colleagues.
This short newsletter entry really doesn’t even begin to cover the gratitude and joy I’ve felt
this summer as I’ve been working, but it will have to do. Thank you to all our wonderful members; it
was amazing to see you all again and hear about your adventures over the past year. I treasure
the memories you have all helped me to make here, and I hope to hear many more splendiferous
things about SBHANA as the months go by. Adios, my friends, and truly, thank you.
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June awareness month 2013
This June some of our members
increased awareness of spina bifida
and hydrocephalus through displays
around the city of Edmonton.
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A huge thank you goes out to
Kingsway Mall, Terwillegar
Community Rec Centre, and Wal-Mart
Capilano for allowing us to set up
booths at their facilities. We were set
up at the Terwillegar Rec Centre on
June 1, Kingsway Mall on June 8, and
Wal-Mart on June 22.

Thank you to our wonderful volunteers for
manning the booths:
Sean Bouffard, Zachary Engel, Shawna
Desmond, Alyssa Kenny, Frances Miller, Chris
Minchau, Daniel Boutin, Lynette Holman, Brooke
Bateman, and Leah Bateman. Thanks to
Katherine Bateman, Ken Godbeer, & Rebecca
Moss for setting & taking down the displays.
Another big thank to Harmaine Taylor for
recruiting and coordinating all our amazing
volunteers for the displays.
Morgan Cathcart (pictured below, left) made cupcakes topped with gorgeous handpiped daisies to represent spina bifida. She sold them at Kate Chegwin Junior High.
Emily Bateman (pictured below, right) created an amazing Camp Freedom display to
accompany Morgan’s cupcakes and to show how the profits would used.
Morgan alongside her fellow leadership members were able to sell 100 cupcakes with
the hand-made daisy on it at her junior high with students from her leadership
class.
The
school’s leadership
teacher
donated
the bottle collection
money to make a
total donation of
$250.
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SBHana Support Fund in action
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Dear SBHANA,
Thank you for your donation toward the
sledge hockey camp in Ontario. Overall, it
was an excellent camp. The coaches were
fantastic and the guys and teammates were
of high skill and great to spend time with. I
made lots of friends and learned very much.
I learned a lot on the ice and also very
important things for off ice. This was great
for my development in sledge hockey. I will
use the many things I learned now and in
the future. There was other fun things we
did, such as we had teams gaining points
throughout the week. We swam and played
water polo; we played hand ball; we had
wheelchair races and much more. My team
came in 3rd out of 4 teams but regardless it
was a great time. I had a chance to play
with great guys who were excellent sledge hockey players. They did evaluations
and took video to review on. This helped so much to see where I’m at and gave me
specific things I can improve on. The food was great, every meal also. We had two
off ice workouts that gave me a lot to use to improve my game. This camp was a lot
of fun and I am looking forward to going next year. Thank you for the opportunity to
go.
Sincerely,
Micah Kovacevich
Dear SBHANA,
I would like to thank the SBHANA for assisting me in purchasing the Freewheel for
my wheelchair. It has been an excellent tool to use to help me get around the winter
streets of Edmonton faster, safer and with more comfort. I purchased the Freewheel
from Eco Medical in Edmonton. I would recommend them to anyone who is looking
to add this attachment to their existing
chair. The Freewheel was designed to fit
on the Ti-Lite chairs, but could be able
to fit into other chairs with adjustment.
As we are now in the middle of April and
there is still snow on the ground, the
free wheel has made me a little more
independent in the snow and ice. Thank
you so much for your support.
Sincerely,
Bobbi Belsek
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the Home Depot Foundation
By
Frances miller
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Shortly after I started
working at Home
Depot,
I
was
approached by the
Human
Resource
Manager to be half of
a two person team
that organized and
carried
out
community
based
projects. The first
project I was involved
with
was
raising
funds for the Skate
for Spina Bifida and
Hydrocephalus.
My colleagues would
raise funds by silent
auction, where the
prize was seeing the management do something wild and crazy. Our managers went nuts
by allowing the staff to duct tape them to a door, wax body parts, and wear a dress for a
shift. It was a wonderful team building exercise and we raised more than we had
anticipated. As part of this fundraiser, I volunteered to participate in the WCMX in service; I
was terrified of the height of most of the ramps but once I got down in one piece and in my
chair, I felt amazing. I had a wonderful time working with Team Depot to raise the funds
and was super impressed when they donated some funds to our cause. I look forward to
spending more of the company's money on wonderful causes and having a blast at the
same time.
The Home Depot located at 6725—104 Street NW managed to raise and donate $590 to
SBHANA for the Skate for Spina Bifida and Hydrocephalus. We are grateful for their
contribution and if there are projects that need funding please fill out an application at
www.homedepotfoundation.org. Also, stores have funds to give away every month; for
more information you can contact Frances Miller about funding opportunities.
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DID YOu KnOW?
By mirella L. Sacco
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I hope you have all had an amazing summer, for this newsletter as promised in the previous newsletter I
will be providing information about acupuncture and massage therapy. For this topic I have enlisted the
help of Dr. David Yawrenko, Founder of New Life Clinic and Shirley Sweetnam, Registered Massage
Therapist, Back In Line Chiropractic. I have asked both Shirley and David questions pertaining to styles,
benefits, side effects of both acupuncture and massage therapy and finally, who should or shouldn’t get
massage therapy or acupuncture. I have been getting acupuncture treatments and massage therapy for
several years and I find that they are effective in reducing pain.
In approximately 1992, I first went to see Dr. Yawrenko because I had liquid build-up in my right knee.
Within 3 treatments the liquid had disappeared. Personally I prefer acupuncture without needles-electronic
stimulation acupuncture or electronic acupuncture. Although I am supportive of acupuncture and massage
therapy, if you go to see someone and they tell you they can cure your disability please don’t go back you
will be wasting your money.
There are two types of acupuncture, electronic and needle acupuncture. Acupuncture is based on chi
(energy), which is an energy force that runs through the body via meridians (connecting pathways).
Stimulation of acupuncture points by electronic or needle acupuncture create a balancing effect upon the
body, to promote healing and well-being.
Acupuncture can help with headaches, migraines, arthritis, asthma, spinal problems, bronchitis, cramps,
colitis, constipation, coughs, whiplash, ankle sprains/strains, fatigue, edema, peptic ulcers and much
more!
Minimal side effects are associated with acupuncture such as tenderness or on very rare occasions
bruising. In most cases, acupuncture leaves a patient feeling better overall. Most people qualify for
acupuncture except it is not recommended for pregnant women and children.
Any age can receive massage therapy but under age clients need to have parental consent. There are
many styles of massage they may include but are not limited to swedish (long, flowing strokes to
massage), relaxation (uses smooth, gliding strokes), deep tissue (designed to relieve severe tension in
the muscle and the connective tissue) and sports (kneading and manipulation of muscles). The benefits
of massage are relieves headaches by decreasing the frequency and severity of tension headaches,
soothes anxiety and depression, improves sleep by promoting relaxation, boosts immunity by increasing
white blood count.
While more research is needed to confirm the benefits of massage, some studies have found massage
may also be helpful for anxiety, digestive disorders, fibromyalgia (musculoskeletal pain), headaches,
insomnia related to stress, myofascial pain syndrome (chronic pain disorder), nerve pain (chronic pain),
soft tissue strains or injuries (injuries to muscles, tendons and ligaments), sports injuries (sprains and
strains, knee injuries, swollen muscles, achilles tendon injuries , pain along the shin bone, fractures,
dislocations)and joint pain. Most people can benefit from massage. However, massage may not be
appropriate if you have bleeding disorders, burns, open or healing wounds, deep vein thrombosis (blood
clot in the leg), fractures, severe osteoporosis, severe thrombocytopenia (decrease of platelets in blood),
fever.
Some forms of massage can leave you feeling a bit sore the next day. But massage shouldn't ordinarily
be painful or uncomfortable. If any part of your massage doesn't feel right or is painful, speak up right
away. Most serious problems come from too much pressure during massage. In rare circumstances,
massage can cause internal bleeding, nerve damage, temporary paralysis, allergic reactions to massage
oils or lotions. There are tremendous benefits to be achieved through regular massage therapy treatments
from a registered massage therapist. Whether your need is to have a moment of relaxation, reduce
muscle tension or attain relief from chronic pain, a therapeutic massage can enhance your overall sense
of emotional and physical well-being as well as your quality of life. Despite its benefits, massage isn't
meant as a replacement for regular medical care. Let your doctor know you're trying massage and be
sure to follow any standard treatment plans you have.
If you want to inquire about massage therapy or acupuncture pleas contact the below associations:

massage therapist association of alberta
#201, 4929 - 50 St
Red Deer, AB
T4N 1X9
telephone: (403) 340-1913
Email: info@mtaalberta.com
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College and association of acupuncturists of
alberta
5213 – 87 Street
Edmonton, AB T6E 5L5
Phone: 780-466-7787
Email: reception@acupuncturealberta.ca

a HuGE tHanK YOu tO OuR DOnORS FOR tHE 2012-2013
FISCaL YEaR!
General Donations
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Katherine Bateman, Elaine Grant, Mike & Lorraine Mousseau, Ken & Darlene Stefaniszyn, Barb
Vasey, Ben & Mary Rietveld, Rhonda Altmiks, Communications Energy Paperworkers of Canada 447,
Cornelia Dunn, Jeannine Greuter, Union 52 Benevolent Society, Elizabeth Maginn, Alyssa Kenny,
Melinda Grant, Rhonda Shank, Dave Hinecker, Robert Douglas Kinnear, Alisha Brown, El Shaddai
Dairies Inc, Jennifer Tomc, Vitapath Genetics, Doug McEwen, Dougles Grant, Chris Everleigh,
Michelle Lacoursiere, Wakefield Canada Inc., Team TELUS Cares, Russell Michalsky, Carmen
Maximchuk, Della Nitschke, Norman Morrow, Kathleen Pirson, Stanley Twarog ATCO Electric,
Patricia Maurier

Hope Classic
Mary Demoskoff, Cynthia Horne, Ben Callihoo, Jill Taylor, Carla Hirschfeld, Amie Wiebe, Ian
McKinnon, Jennifer Jakubuv, Rick Dunbar, Shawn Hiron, Danielle Norbert, Anne Pratt, Cynthia
Handford, Cynthia Strawson, Gordie Mah, Jenna-Rae Patry, Jerry Aulenbach, Joanna Chan, Lanny
McNie, Liette Richardson, Lindsay Smith, Liv Vors, Mark Henderson, Sharon Luyendyk, Tamara,
Mitchell, Trish Whelan, Juliana Bak, Bach Ly, Kari Koistinen, Melannie Angeles, Wendy & Mike &
Kalyna & Sopheya Buchanan, Susan Hsu, Reed Jackson, Ahreum Lee, Christopher Smith, Corrina
Rokosh, Gina Kalashnikoff, Gordon Pollock, Katie Adamczak, Kimberley Newman, Nicky Bushell,
Rebecca Maisonneauve, Ruifeng Shi, Shane Robinson, Silvan Zorzut, Sung Lee, Tara Rothrock,
Timothy Kihn, Vincent Huang, Wendy Mandryk, William Smith, Muasya Musau, Linda Armstrong, Jeff
Sawyer, Dawn Calder, Gail Allan, Jason Poulton, Jenny Pudwell, Meaghan Lawrence, Myrna Dash,
Paula Munro, Ron & Kathy Zacher, Vicki Elgie, Angie Dash, Jamie Michi, Martin Darrow, Austin
Pymut, Bill Mah, Roberta Carlson, Sharon Veeneman, Erin Wecks, Stephen Sanders, Danica Hiscock,
Linda Armstrong, Shannon O’Hara, Leslie Voss, David Lewis, Win Knight, donna & Ben Krzysik,
Jennifer Mizera, Candace Perih, Catherine Wyard-Scott, Gwen Campbell, Valerie Danis, Yvonne
Racine, Erin Lewis, James Bedford, Tara Bedford, Kevin Ebbage, Angela Morgan, Jolene Mudicka,
Jennifer Froescul, Mariko Kerr, Patti Murray, Terry Gill, Kapal Sharma, Alger Libby, Jennifer Young,
Karen & Terry Tyler, Richard Zandberg, Rob Erickson, Stewart Krogman, Greg Dodds, Kim Johnston,
David Evanishen, Kevin Zowtuk, Don Columbe, Joan Koch, Petra Prtuch, Brad McGinnis, Ruth Ulmer,
Marg Bouchard, Colette Taylor, Susan Kostal, Alex Perederm, Tyrell Ellis, Dave Ellis, Dawn Hamm,
Crystal Wallace, Rick Kane, Marjory Tunney, Bob Jamieson, Beverly Woolaver, R.M & G.M Ferris,
Martin Helgeland, Bonnelle Markham, Pat Marchand, Alaine Horiachka, Laurie Thomas, Antanio
Torchia, Pamela Wilhelm, Kim Belland, Anne Biermann, Yvette Norbert, Eva Pang, AJ St, Onge, Craig
Shields, Dan Bouchard, Wayne Yakomunch, Forrest Smith, Mike Mikaluk, Darrel Tranberg, Greg Van
Haaten, Jagdeep Gill, Marlene Bushie, Dustin Werner, Mike Ross, Jean Morrey, Alberto Ferreira,
Shannon Suitzer, Bonnie Christensen, Sandy Straiton, Brad Butt, Dan Butt, Jon Arempt, Rick
Strzezec, Sharon Kleparchuk, Joanne Dallyn, John Tyman, Jen Bryks, Kris Sakowsky, Kai Ning,
Karen Spencer, Maria Palamo, Dan Stickney, Sharlene Schameborn, Valeriw Moore, Shawn Hipkiss,
Donna Wu, Arvaro Valehzuela, Niel Prior, Keith Spry, Tim Baker, Brian Renyard, Marie Bouffard,
Elizabeth Travanut, Betty Starkes, Debbie Ross, Nadia Andryianets, Cody-ann Toole, Lynn Molenaar,
Kim Belland, Betty MacIssac, Angie Barron, Roswitha Dziwenko, Kris Janvier, Ross Norton, Chantelle
Hauer, Janice Brownlee, Pat Marchand, Bonelle Markhano, Alaine Horiachka, Anne Biermann, Shirley
Smith, Yumi, Chris McGee, Brandy MacDonald, Dianne Ly, Michelle Gilberds, Vathana Chanthaboury,
Rick MacSwain, Amanda Shephard, Barbi Sykes, Irma Bulger, Ed Bulger, Laurie Cornelis, Sally
Gavinchuk, Tom Zarski, Zarski's Body Shop Ltd.. Doug Zarski, Joanne Zarski, Tine Zarski, Switchback
Environmental Consulting Ltd., Black Environmental Consulting Ltd., Gerry Puiras, Kathy Puiras,
Rejean Armstrong, Susan Murray, Donna Taylor, Terry Allen, Rob Howe, Morganna Bruce-Enns,
Monica Riggs, Mary Chrapiw, Diane Oulette, Dave Thomas, Sonna Thomas, Noella Ross, Kristan
Allen, Susan MacLellan, Miles Clarke, Shannon White, Cheryl Johnston, Frank Wischlinkski, Greg
Lechelt, Amanda Coron, Michelle Bucharsky, Jessica Matos. Crystal Morris, Jonathan Robinson,
Melanie Hann, Jennifer King, Tabitha Hemory, Jean Browne, Eric Bannister, Shawn Scotton, Tina
Dick, Kevin Munroe, Al Belanger, Mel Tokar, Strachan Mechanical, Jack Blake, Nichole Blake, James
Shriner, Gezina Van Popta, Geri Oort, Robert Hanes, Grace Rietveld.
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Skate for Spina Bifida & Hydrocephalus
Rumor Skate and Snow, Thomas Ulanicki, Andrew O’Driscoll, Corey McDonald, Lindsay Olah, Judy
Jackson, Dan Cyr, Laurie King, Pat Perich, Allan Perich, Loretta Perich, Jeff Cathcart, Doug Cathcart,
Zachary Weeks, Betty MacIsaac, Guy Coulombe, Teren Clarke, Karen Smith, Jill Jackson, Sylvia
Hamilton, Mike Perich, Alex Kilba, Hope Depot of Canada Inc.

Keegan Benner Charity Golf tournament & In memory of Ed Zahodnik
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Butler Family Foundation, Nicole Stefaniszyn, Hans Lodewyks, Douglas Danell, Thomas A Wilson,
George Kucera, Inga Zahodnik, Elizabeth Lodewyks, Pat and John Unrau, Janice Brickey, Emily
Etcheverry, Nancy Birch, Elfrieda Kroeker, Maria & Leopold Tan, Kerrie Halprin, Ruth & Morris
Pickering, Danielle Jubinville, Carol & Bruce Babcock, Dorothy Babcock, Myron Bowen, Jeanette
Houston, Ben Berg, Herbert Goebel, Linda Groff, Kris Solomon, Michael Ruf, Brenda Szunyog, Gerald
Prawdzik, Joy Novotny, Joan Carter, Carol Acheson, Roberta Prawdzik, Karen Smaha, Dennis and
Mary Defoort, Stella Hildebrand, Real and Irene Roch, Valerie Maclean, Brian and Geri Bailey,
Hannelore Wutschke, Chris Szunyog, Dani Driedger, Pauline Baraniuk, Leo and Irene Bonnevile, June
Stewart, Anne Hince, Nancy Cumming, Nora Dee and Ethan James, Edna Vivian, Beverly Morrison,
Glen Anderson, Cheryl Chowen, Peggy Lynch, Gail Kasprick, Edward Mikolas, Precision
Communication Solutions Inc., Tim Volkmann, Chris Scott, Geoff Volkman, Brad Volkman, Ken
Goodbeer, Sheldon Oliver, Al Barr, Jim Sokolowski, Greg Erickson, Paul Ratke, Ashley Jorjus, Kevin
Carson, Tom & Norma Wilson, Canora Chiropractic & Physiotherapy, Sirkit Ltd, Lela Consulting Inc.,
Elite Injury Management, Chris Caissie, Derek Thompson, Nancy Newman, Bella Casa Design Centre
Ltd., Chris Hole, The Quarry Golf Club, Susan Dowling, Richard & Pat Sawchuk, Kelly Storoschuk,
Robert & Janice Brickey, Conserv Hearing Services, Peter & Katie Dyck, Cheri Chowen, Chris &
Marlene Szunyog, George & Martha Kucera, Anne Hince, Harvey Winks, Marne Murray, Joy Novotny,
Beth Bloomfield, Carol Achison, Joan Carter, Diane Rainka.

In memory and In Honour
In Honour of alyssa macDonell-Cindy MacDonell
In Honour of nathan Smith-Elizabeth Koch
In memory of John Cornelis-Fred Schweiger, Heather & Brent Younghans, Joanne Fedun,
Mary Desmond, Bruce Desmond, Jocelyn & Ken Young, Doreen Desmond, Martin & Bernice
Montpetit
In memory of Peanut Prodahl–Katie Cherry
In memory of Edith Walker-W. & D. Breitkrietz, G. & K. Turpin, E. Frieman, J. Monoghan, E.
Heilman, J. & W. Crandall
In memory of John Berry-Nicole Stefaniszyn
In memory of Dr. marnie Hinton-Mieczyslaw Pogonowski, Margaret Tweedle, FHC
Management Services Inc., Don Hinton, Winnifred Stewart Association

www.sbhana.org

Grants

Community Spirit Grant
Community Operating Grant

Community Investment Operating Grant
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SBHana
mEmBERSHIP FORm
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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 October 1st to September 30th.
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 _______

Telephone

______________________

Email

_____________________________________________________________

Postal Code ____________

Cell _______________________

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

Ƒ I would prefer not to be contacted by volunteer program coordinators regarding SBHANA programs
I would prefer to receive my newsletter:
I am willing to be a contact for:

__ Colour

__B&W

__ New Parents __ Adults with SB/H

__Electronic
__ Anyone

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

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