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OurMissionStatement:toimprovethequalityoflifeforpeople
affectedbyspinabifidaandhydrocephalusthrough
advocacy,education,research,andsupport.
________________________________________________________

Skate for Spina Bifida and Hydrocephalus
On June 28, 2014, the second annual Skate
for Spina Bifida and Hydrocephalus will be
held at the Castledowns Skatepark. The Skate
for Spina Bifida and Hydrocephalus event is a
skateboarding competition for members of the
Edmonton community, including beginner,
intermediate, and advanced. The day will also
include great prizes for participants and a
raffle draw.
Date: June 28, 2014
Location: Castledowns Skatepark, 11510 153 Ave., Edmonton, AB

Hope Classic Walk, Run, Wheel
The 7th annual Hope Classic Walk, Run, Wheel is a
family-friendly, non-competitive, Canada-wide event.
Participants of all abilities can walk, run, or wheel
through a 5 km or 8 km paved course. After finishing
the run, the SBHANA hosts a summer BBQ for all
participants and members to come and enjoy food,
friends, and sunshine.
spring
2014

Date: August 9, 2014
Location: Rundle Park Site #6, 113 Ave. & 29 Street,
Edmonton, AB

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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Program Manager: Darlene Cathcart
Fund Dev. & Comm. Coordinator: Alexis Millar
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This newsletter is published by SBHANA. Please
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or the newsletter to:
SBHANA Contact Information
P.O. Box 35025 – 10818 Jasper Avenue
Edmonton, AB T5J 0B7
780-451-6921 info@sbhana.org
Fax: 1-888-881-7172
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 January 31st of each year.
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I've been thinking about advocacy lately. Advocacy is an important part of the
SBHANA's mission and as an Association, our collective knowledge, insights, and
experiences can be powerful. I believe we all have a responsibility to try to make our
community a better place, through both large and small means. The SBHANA has
been able to effect change through thoughtful and carefully planned advocacy
efforts, like when Roxanne Ulanicki led the Association in advocating for coordinated
health care services for our adults, which resulted in the formation of the first Adult
Spina Bifida Clinic in Canada. Advocacy efforts can be also be small and simple,
like teaching another the best way to offer help to someone with a disability.
I've been impressed by many of you in your advocacy efforts! I've seen you raise
issues through social media, educate and engage with teachers and school
administrators, write thoughtful articles for newsletters and magazines, contact
government officials, initiate letter-writing campaigns, and even participate in
protests. When we encounter frustrating situations, we need to do our best to work
to make things better, even if we don't always know how to do that or if we might not
get the results we hope for. We need to try. My mother suggested to me that the
"squeaky wheel gets the grease," and I think there is some truth in that. We need to
be heard! And we need to be smart about our advocacy efforts. It is important to
gain a full understanding of complicated and complex issues, to be well-spoken and
articulate about those issues, and to collaborate with others and garner support. I
am hoping that we can both individually and collectively continue to work towards
improving the quality of life for those affected by spina bifida and hydrocephalus
through our advocacy efforts.
Kind regards,
Cindy Smith
President, SBHANA

www.sbhana.org

The Board of Directors would like to share their
deep appreciation of Roxanne Ulanicki, who
tirelessly advocates for persons with disabilities and
strives to improve the quality of life of the people
around her.

"Never be afraid to raise your voice for honesty and truth and compassion against
injustice and lying and greed. If people all over the world would do this, it would
change the earth."
- William Faulkner
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Office Update
Darlene Cathcart—Program Manager
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Wow, what a busy office. We are in full swing planning
June awareness displays and several summer events. I
am feeling very lucky to be surrounded by amazing,
dedicated staff for the summer. I would like to welcome
Bobbi Belsek, who joins us as our summer student, and
we are thrilled to have Kiray Jones-Mollerup back to
coordinate our Hope Classic for the third year. You can
read more about our summer staff, Kiray and Bobbi, in
this newsletter. Of course, Alexis and I are both still here
and working hard for the SBHANA. All these great
young staff members bring a variety of skills and so
much enthusiasm to their work. We are also fortunate to
have a larger office space now that can accommodate Thanks to the Board of Directors for
all our staff (with some detailed scheduling). I am also these beautiful flowers that they
gave me for my birthday!
very excited that we have a very active group of
volunteers that are part of the NoLimits Peer Support group who are enthusiastically
planning NoLimits events and fundraising along with public awareness displays for
the month of June. We appreciate the efforts of the NoLimits volunteers. As you will
see in this newsletter, we have many exciting events happening this summer! I look
forward to seeing you and your families at the Skate for Spina Bifida &
Hydrocephalus, the 7th annual Hope Classic, and our summer BBQ.
Alexis Millar—Fund Development & Communication Coordinator
The last few months have gone by so quickly! It feels like
only last week that I was writing the last newsletter.
There has been so much going on in the office; we’ve
doubled in size! I’m happy to welcome Bobbi as our
summer student and pumped that Kiray decided to come
back for another year. I’ve also been very busy in my
personal life. I recently graduated from MacEwan
University with a Bachelor in Communication Studies.
I’m relieved to be done post-secondary and can have a
little break from running from work to school and enjoy
the summer and sunshine.
The SBHANA also has many, many events going on
throughout the summer. Kelty is coordinating the Skate
for Spina Bifida and Hydrocephalus for another year and
Kiray will be coordinating the Hope Classic. These events are bound to be a
success and I’m excited to be able to experience the Skate and Hope Classic again.
My exciting project that I’ve been working on for the past few months is the Public
Awareness Project. After contacting the Stollery Charitable Foundation, we decided
to create a project to fund our print and online marketing materials, which have
become sorely outdated. I’m so excited and proud that the print materials will be
ready and used for June. I hope everyone loves the new website as much as I do
and if you have any suggestions feel free to contact me.
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Office Update
Kiray Jones-Mollerup—Fundraising Events Coordinator
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Well, it’s official! In a miraculous turn of events,
I have returned for my third summer working at the
SBHANA and I could not be more excited! I hope
you’ve all been well in the past eight months since I
last saw or spoke to most of you, and I can’t wait to
see you all again over the coming months!
For those of you who may not know me, my
name is Kiray Jones-Mollerup. For the past two
summers I have worked as the SBHANA’s summer
student, planning the Hope Classic Run/Walk/
Wheel. I grew up in Edmonton, AB and attended
Victoria School of the Arts for high school. After
graduating from high school, I left Alberta to attend
McGill University in Montreal, QC. While there, I
completed my Bachelor of Arts in psychology, with
minors in women’s studies and behavioural
sciences. That’s right, folks! I’ve completed my
degree and graduated from university.
But if I’m done school and no longer a student,
how am I back working in what was formerly a student position? Thankfully, the
wonderful Board of Directors and office staff at SBHANA decided to offer me a position
for the summer so that I could plan the Hope Classic one last time. Over the past few
weeks, I’ve returned to the office and transitioned into my new position of Fundraising
Events Coordinator. My duties are basically the same, just with a bit more emphasis on
fundraising and event planning. In addition to hiring me back, we’ve also been able to
hire Bobbi Belsek as our super fantastic summer student! (Turn this page to read all
about him.)
As always, I am extraordinarily excited to be working at the SBHANA and look
forward to all that the summer has in store! Returning to work with Darlene and Alexis
has been wonderful, and I feel so lucky to be working in an office with people I consider
to not only be my coworkers, but also to be my friends. As the Hope Classic planning
starts to accelerate, I look anticipate countless journeys and adventures around the city
with Alexis to pick up our various donations! I’m also extremely excited to start meeting
with the Hope Classic Committee to really get the ball rolling for this year’s event. One
of the best surprises about returning to work for SBHANA is that the office has moved
locations! While I’m sure Darlene and Alexis have adjusted to this new space, I still
remember the days during which we managed to cram two bookshelves, two desks,
four computers, and four people into our old office. Needless to say, the new location
feels enormous in comparison, even with four staff members!
I can’t wait to see all of you, and I truly look forward to developing new skills as I
work at SBHANA this summer. I know I’ve said it before (many times), but I must say it
again for emphasis: working at the SBHANA is one of the best parts of my summer, and
the dedication and sense of community that each of you bring to the association truly
are inspiring. I’m thrilled for our upcoming work with the lovely Kelty Coburn for the
Skate for Spina Bifida & Hydrocephalus, various June Awareness events, Camp
Freedom, and (of course) the Hope Classic! I hope to see you all there, and feel free to
drop by our office any time!
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Office Update
Bobbi Belsek—Fund Development Coordinator
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I’m really excited to be the Association’s student for
the summer. My position for the summer is the Fund
Development Coordinator. Over the summer I will help
the Association by working on fundraising events,
researching grants, and telling people about our
association.
I graduated with my Bachelor of Arts degree in 2012. I
am currently working on finishing my Education
Degree in Elementary Education. My first education
practicum was in a Grade 1 class. In the fall, I will be
student teaching Grade 4 in St. Albert. After I finish my
practicum, I will be done with my education degree!
I am the oldest of three children. We all still live at
home, and with two dogs and a fish, my parents have
a very busy house! My sister just graduated with her
science degree a few weeks ago and my brother will
be going into his last year of high school next year.
Seeing change happen and getting the chance to
watch people grow is something that excites me! I
worked for the last four summers for a camp on
Sylvan Lake. What I loved about that job was the
chance to see change happen in the campers and
junior counsellors that I worked with. My last ever cabin as a camp counsellor was a
group of 17-19 year old boys. They were crazy, but I loved hanging out with them
because I had known so many of them for a long time. When I leave the Association
at the end of the summer, I hope to be able to see some concrete things I have
done that have positively changed the Association.
Also, Darlene has known me since I was a rambunctious teenager! I was a camper
at Camp Freedom almost 10 years ago (gasp!). I know that at camp young people
learn so many important skills, such as risk taking and making new friendships that
will benefit them for the rest of their lives! I was a volunteer for the 2011 National
Conference; one of my jobs was to introduce speakers. My mom, Gaylene, was also
on the steering committee for the 2006 National Conference.
I have volunteered with the Wheelbasics camp that the Glenrose organizes. I also
worked for the Steadward Centre as a high school student, just as the C.A.G.E
program was being launched. I also played Sledge Hockey with the Paralympic
Sports Association; that is where my love for being active started. I fidget quite a bit
and if I am sitting and haven’t exercised recently you will notice!
Come out to the upcoming daisy and hot dog sales to meet me!
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June 2014

Spina Bifida & Hydrocephalus Awareness Month
Watch for more information in our
Updates & Opportunities member emails

June 18, 2014

Daisy Sale*
Location: Callingwood Farmers’ Market
Time: 2:00-6:00PM

June 28, 2014
Saturday

Skate for Spina Bifida & Hydrocephalus*
Location: Castledowns Skatepark
More information to come

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)

August 9, 2014
Saturday

Hope Classic 2014 & Summer BBQ*
Location: Rundle Park (113 Ave. and 29 Street)
Time: Registration 9:00 am; Run/Walk/Wheel: 10:30 am
Summer BBQ: 11:30 am—2:30 pm

October 16-19, 2014
Thursday-Sunday

SBHAC National Conference
Location: Hilton Vancouver Airport Hotel
More information to come

NoLimits
x
x
x
x

Smokie sale* at KMS tools, June 12-14 from 8:30-5:30
Monthly coffee events
Upcoming cooking class planned (date and location TBA)
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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Updates & Opportunities
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Quality of Life Video
The office has copies of the Dream. Live. Inspire Quality of Life video. This is a good
resource to show to friends, teachers, and other caregivers to introduce them to spina
bifida and hydrocephalus. The video features six individuals with spina bifida and
hydrocephalus and describes their daily life. The video is an empowering look at the wide
range of activities that people with disabilities can take part in. To get your copy, please
contact the office.
Educator’s Manual
The Association has copies of an educator’s manual available. The binder is ideal for
teachers, educational assistants, and school administrators; the goal is to educate them
about spina bifida and hydrocephalus and give them the background knowledge they need
to work with your child. The manual also does an excellent job reminding educational
professionals that children with disabilities are just like other children. If you would like a
copy of the educator’s manual, please contact the office.
Adapted Yoga
The City of Edmonton is excited to offer Adaptive Yoga class at Commonwealth
Community Recreation Centre on Tuesdays from 7-8pm starting on September 2nd. This
will be a Registered Program - information for registration will be in their Fall E-Active
Guide. Watch their website at www.edmonton.ca for more information.
New City of Edmonton Resource Guide
Measuring Up Edmonton is a new resource guide to accessibility and universal design. It
has valuable information for your home, community, business, and organization.
An important part of this resource guide is the Measuring Up Toolkit. The toolkit is designed
to help you assess and improve the accessibility and inclusion in your environment, collect
information for your personal use to identify areas of potential improvement, raises
awareness of universal design, enforces its effect on how we work, play and live as well as
provides information and resources that will address areas of needed improvement. You
can access the Measuring Up Toolkit by downloading it from the website at
www.measuringupedmonton.ca or for more information please email
disability@edmonton.ca or call 311.
Striving 2BNorml
Written by Lily Breland, STRIVING 2BNORML tells the tale of Lily’s personal experience as
the mother of three children with disabilities. Lily is an outspoken advocate for families with
members who have disabilities, and has been widely recognized throughout Alberta for her
efforts. If you would like to borrow a copy of this book, please contact the office.
Hand-cycle for Free
A member of the SBHANA is currently has a small hand-cycle not being used. If you are
interested, please contact the office and we will provide you with the necessary contact
information.
Power Wheelchair for Free
A member of the SBHANA is graciously giving away an Invacare TDX Power Chair. It has a
16 x 16” seat size, center mount foot board, and 12 x 2.5” pneumatic drive wheels with an
NX80 Joystick on the right side. It includes gel cell batteries with an off-board Lester battery
charger and has a bubble gum pink frame finish. The chair was purchased for $7,000 in
2005 and has not been used since 2010. The chair is not charging and the tires need to be
looked at. If you are interested, please contact the office.
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How Camp Helps Special Needs Children
Article by Melissa Martz
Originally published by Our Kids Media in Canada's Camp and Program Guide
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Did you know that there are special needs camps in Canada offering a range of services
that meet the needs of children with specific physical, emotional, behavioral or medical
challenges? Some of these camps focus on children with cancer or other medical
conditions; others have programs for children with autism or attention deficit disorder.
Whatever their mandate, and whether the camp provides shadows or support staff or
requires parents to send someone familiar and experienced in working with their child,
these camps have staff trained to cope with children with special needs, as well as
challenge and offer them a rewarding time at camp.
The medical staff and facilities at these camps are adapted to meet the needs of the
children they serve.
How are children with disabilities welcome at camp?
x

The key in finding the right camp for children with special needs is to offer a wide range
of services to meet the needs of kids with specific physical, emotional, behavioural, or
medical challenges.

x

Even if a disability is present, the individual can enjoy all the activities that make camp
what it is. These activities might just be adapted a different way for them to participate.

x

Some general overnight camps and day programs integrate a number of children with
various special needs. This is crucial. It’s called being inclusive.

x

There are camps that focus on meeting specific adaptations and support for children
with special needs to enjoy camp. Camp facilities are designed for those with physical
disabilities, for example.

x

Families can enjoy peace of mind knowing that their family member is at camp with
trained, dedicated staff.

x

No disability is “turned away.” There are camps for many different disabilities: cerebral
palsy, muscular dystrophy, spina bifida, brain injury, autism spectrum disorder,
epilepsy, quadriplegia, paraplegia, arthritis, hearing or visual impairments, Down
syndrome, diabetes, heart problems, cancer, strokes, ADD, ADHD, Celiac disease, fetal
alcohol syndrome, learning disabilities (e.g., dyslexia) and intellectual disabilities.

Is day or overnight camp better for children with special needs?
x

It depends on the child as everyone is different. Age is not necessarily a factor in
whether your child is better suited for a day or overnight camp. The most important
factor is comfort level and readiness for a camp experience that lasts longer than a day.

x

Depending on your child’s disability, you may need or want to send your son or
daughter’s own worker (e.g., special services at home worker) to work one-on-one for
your peace of mind. This helps the day camp be truly inclusive, ensures your child is
comfortable, and gives the camp even more support staff.

In all cases, campers are encouraged to try new experiences, to gain confidence, improve
co-ordination, enhance communication and grow personally.
Footer: Give your kids a Summer Camp experience this year. Find top camp for kids and teens at
www.ourkids.net/camp.

The SBHANA has extended the Camp Freedom registration
deadline to June 15th.
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Public Awareness Project
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It’s with great excitement that the SBHANA unveils a project that we have been working on
for the past few months: the Public Awareness Project!
The Stollery Charitable Foundation was kind enough to fund our entire Public Awareness
Project, which allowed the SBHANA to design a new website, brochures, posters, roll up
banners, and bridge banners. We worked alongside our amazing marketing team,
BubbleUp, to create new marketing material that will help increase awareness of spina
bifida, hydrocephalus, and our organization.

June Awareness
June is Spina Bifida & Hydrocephalus Awareness month! This year, the SBHANA has
some exciting events lined up. Read on for more details:

x Skate for SB&H and Raffle: On June 28, 2014, the second annual Skate for Spina
Bifida & Hydrocephalus will take place at Castledowns Skatepark. The day is
destined to be exciting, with registration kicking off at 12PM. Additionally, the
SBHANA is currently selling raffle tickets! The draw will be made at the Skate. We
are selling tickets for $5 each or five for $20. Prizes are: Westjet tickets, an iPad Air,
and a night at the Fantasyland Hotel theme room. For more information, please
contact the office at 780-451-6921 or info@sbhana.org.
x Bridge Banners: If you happen to be driving on the Whitemud under 50th Street,
111th Street, or 159th Street, look up! From June 1-14, SBHANA will be hanging
our brand new bridge banners at each of those locations!
x KMS Tools Smokie Sale: From June 12-14, NoLimits will be running smokie sales
at KMS Tools (14520 111 Ave) with proceeds benefitting SBHANA. Drop by from
8:30-5:30 each day to chat with NoLimits volunteers and grab a smokie!
x Daisy Sale: On June 18, SBHANA will be at the Callingwood farmer’s market (69
Ave. and 178 Street) selling daisies and raffle tickets from 2-6PM.
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Skate for SB & H
The wonderful Kelty Coburn is once again hosting the Skate for Spina Bifida &
Hydrocephalus! On June 28, 2014, the second annual Skate for Spina Bifida &
Hydrocephalus will be held at Castledowns Skate Park. We are beyond excited to see the
return of this event! The day will include a skate competition and a raffle.
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When:
Where:

June 28, 2014
Castledowns Skate Park
11510 153 Ave, Edmonton AB
Registration: 12:00PM
Competition: 1:00PM
Raffle Prizes: Westjet tickets, iPad Air, one night at
the Fantasyland Hotel theme room

For more information or to purchase raffle tickets, please contact the office at 780451-6921 or info@sbhana.org.

www.sbhana.org

Photos courtesy of Andrew Brown - Photo Junkies.
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Hope Classic & BBQ
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The 7th annual Hope Classic Run, Walk, Wheel event will take place this summer
to support the SBHANA and SBHAC. Last year’s event raised $25,000 and had 170
participants. This year, we are aiming to continue the financial success of the event,
while increasing the level of participation. If you are interested in participating or
volunteering, please contact Kiray at kiray@sbhana.org or 780-451-6921 Online
registration is available at https://www.events.runningroom.com/site/?raceId=10908.
When: August 9th, 2014
Check in at 9AM
Event start at 10:30AM
Where: Rundle Park, Site 6
2909 113 Ave, Edmonton AB
Cost: $20 until August 9th
$25 day of Hope Classic
$60 per team of 4, $15 for each
additional member
We are pleased to offer our annual summer BBQ following the Hope Classic. This
event is free to all the SBHANA members and Hope Classic participants, and is
sure to include delightful food and entertainment. This year, we’ll have a bouncy
castle, face painter, and live band! We hope to see you there! Please RSVP to
Kiray at kiray@sbhana.org or 780-451-6921 by August 1, 2014. We look forward to
seeing you all there!
When: August 9th, 2014
11:30AM-2:30PM
Where: Rundle Park, Site 6
2909 113 Ave, Edmonton AB
What: Face painting, live band, good food, a
bouncy castle, and fun for the whole
family!
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BC Conference
The Spina Bifida & Hydrocephalus Association of British Columbia will be hosting the
SBHAC family and adult conference from Thursday, October 16th to Saturday,
October 18th at the Hilton Vancouver Airport in Richmond, BC.
More information will be released by SBHABC in the coming months.
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Date:
October 16-18, 2014
Location:
Hilton Vancouver Airport
5911 Minoru Blvd, Richmond, British Columbia

Camp Freedom
Camp Freedom is a four day overnight camp for teens living with spina bifida.
Camper’s age ranges from 12 to 18 years. This year, camp will take place from July
17-20. The goal of Camp Freedom is to promote personal independence in a safe,
social, and teen-focused atmosphere. It is held at the fully accessible Camp Health,
Hope, and Happiness on Lake Isle, one hour west of Edmonton, Alberta. Camp
holds a number of great adapted
activities for campers such as:
x
x
x
x
x
x
x
x

Swimming
Crafts
Basketball
Dance
Games
Barge Ride
Canoes
Mini golf

This year’s registration deadline has been extended to June 15, 2014. If you are
interested or would like to register a camper, please contact the office at
info@sbhana.org or 780-451-6921.
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Summer Camps & Activities
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Integrated Summer Camp Registration now open!
UofA summer camps still have space available in their
Steadward Centre supported integrated summer camps. Their
programs aim to empower kids and teens with disabilities to be
more physically active, feel good about themselves, experience
success, enjoy more independence, and become vital, selfdetermined adults. Details are available on the website at
www.steadwardcentre.ualberta.ca. Contact the Free2BMe
program office 780-492-8269 for more information.
Adapted Adventures Program
The CPA (Alberta) Adapted Adventures Program offers opportunities to participate in
various recreational activities, such as spin
classes, rock climbing, cross country skiing,
scuba diving, etc. CPA (Alberta) provides
quality instruction, adapted equipment and
affordable programs to minimize barriers of
participation. Subsidies available if
necessary. All abilities welcome, as well as
family and friends. Contact outdoor@cpaab.org for more information, or phone 780424-6312 ext. 2247.
Paralympic Sports Association
This summer, PSA is offering their annual One for All Adapted Summer Day Camps.
This program exposes participants to a wide variety
of recreational and sporting activities in Edmonton
to promote regular physical activity. Activities
include swimming, roller skating, dancing, arts and
crafts, field trips, singing workshops, and water
fights. For more information, phone 780-439-8687
or email psasummercamps@parasports.net.
Camp HeHoHa
Camp Health, Hope, and Happiness is the only camp in Alberta that provides
programs for individuals who have any type and any degree of disability or illness.
Every year, over 750 people with disabilities or
illnesses access the programs offered by Camp
HeHoHa. Programs are accessed by teens and
children with mental or physical disabilities, young
adults with mental disabilities, adults with mental or
physical disabilities, and seniors. For more
information, visit camphehoha.com or email them
at coordinator@camphehoha.com. They can also
be reached by phone at 780-429-3277, ext. 240.
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NoLimits Peer Support Update
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The NoLimits group has been busy over the last few
months and has some exciting things planned. The group
meets regularly for coffee nights where they spend time
catching up with each other. Coffee nights usually
happen the first Thursday of the month. Stay tuned to the
NoLimits page for the location and last minute updates on
these enjoyable evenings. The group also watched
Pompeii at their recent movie night. A highlight from past
months for many members of the group was an adapted
yoga night. Learning another way to be fit was fun. Many
participants found that the instructor was willing to brainstorm different ways to do poses if
the traditional way didn’t work too well.
The NoLimits group is attending SBHAC’s national conference in Vancouver. They have
been fundraising very hard for this trip. They have sold Mary Kay lip gloss and hosted an
event at a pub in Edmonton that featured a live band and silent auction. Harmanie, NoLimits
Coordinator, says that the trip will be a chance to ‘learn and grow the disability network.’
Many of the group members have been to previous conferences, and the chance to attend
this year will allow them to catch up with contacts they have made. The information and
contacts the group will be bringing back will be important for the association to stay current.
In June, the plan is to host a cooking night on the Southside. The details will be announced
later. Stay tuned to the NoLimits page for the most current updates!

Excited for Camp!
My name is Morgan Cathcart and I have been
going to Camp Freedom for four years. It is by far
my favourite place to be in the summer time. The
camp is so much fun and I always come back
with amazing new stories and memories to tell! I
have met so many awesome people at Camp
Freedom. The campers I have met at this camp
have turned into not just my best friends, but they
are my family. We all keep in touch and talk
everyday over texting, emailing or Facebook and
over the phone, and the day after camp,
everyone is always talking about what they want
to do next year. They are my family away from
home. The counselors at the camp are incredible
as well. They are so caring, and hilarious and full of spirit, and always know how to break
the ice and make us feel like a part of the camp. Because Camp Freedom has volunteer
nurses and other experienced individuals as the counselors, it has greatly helped me to feel
more comfortable about being able to be myself and not have to worry if something were to
happen, because I know they will always be able to help me with whatever is required. But
the one thing I like most about this camp besides the activities is the fact that it promotes
independence. While I am there, I am encouraged to do as much as I can on my own
regarding taking care of myself and doing all activities as best as I can on my own, but
assistance is there for when I am stuck and need an extra set of hands. My favourite part of
camp though besides the independence would have to be the activities. The camp has so
many activities that can be adapted to my own abilities. I loved canoeing, swimming, hand
cycling, games, (I can’t pick just one favourite) and the dance was so much fun, and it was a
great way to end the weekend. I am going back to Camp Freedom this year and I am so
excited to meet all the new campers and counselors and I am ready to have a blast!
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Volunteer Spotlight—Lilianne Gosselin
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Lili is a busy mom who is also a very active volunteer
for the Association. She is excited to be getting
married to her fiancé, Randy, and can’t wait for her
destination wedding in November in the Mayan
Riviera. Lili has three children. Her daughter, Cora, is
ten years old, her eldest son, Skyler, is eight, and
her youngest, Silas, is two. Silas was born with spina
bifida. Fortunately, he did not acquire hydrocephalus
and therefore does not require a shunt.
Lili became involved in the Association when her
youngest son was born. Since October, she has
been a key volunteer with NoLimits, participated in
our Christmas party working bee, and has been on
the Board of Directors. Lili says her favourite part of
volunteering with the Association is the fantastic
people. She says that everyone has such good
positive energy and is very motivated. She is
very proud to a be part of our Association!
She is working with Flight Centre as a travel
agent. When she can find time out of her busy
schedule that includes being a mother, working,
and volunteering, she tries to fit in as much
Moksha Yoga as possible.
This summer she and her family hope to enjoy
lots of warm weather on their trip to BC.

www.sbhana.org

Silas is excited to be using the
SBHANA’s toddler wheelchair
as a part of our toddler
wheelchair lending program.

Lili and her family attended the annual Christmas
Party and two of her kids had a blast at the face
painters table and looked like frosty elves.
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Thank you to the
Stollery Charitable Foundation
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The Stollery Charitable Foundation has provided the SBHANA with a
generous donation of $12,300 to fund the Public Awareness Project.
As mentioned on page 10, the Public Awareness Project entailed
getting new and up-to-date marketing material for the SBHANA. We
are fortunate to receive such a generous grant that allowed our
organization to create a new website and new print material. The
new print material included three bridge
banners, three roll up banners, Camp
Freedom posters, NoLimits brochures,
SBHANA brochures, revised logos, and
letterhead.

Thank you TELUS
TELUS has provided the SBHANA with a
generous donation of $5,000 to fund Camp
Freedom this year. This donation will go
toward covering the expenses of Camp
Freedom. We were very excited to receive a
donation from TELUS and hope to work with
them for future projects and programs.

Thank you to the Valley of Edmonton A & ASR
The Valley of Edmonton A & ASR has provided the SBHANA
with a generous donation of $1,000 to fund Camp Freedom. This
donation will be used to help cover the expenses of Camp
Freedom. Camp Freedom is one of the many amazing programs
that the SBHANA runs. Without funding from societies such as
the Valley of Edmonton, we would not be able to run all our
programs, which allow us to fulfill our mission of improving the
quality of life for people affected by spina bifida and/or hydrocephalus.

Thank you to the Union 52 Benevolent Society
Union 52 Benevolent Society has provided the SBHANA
with a generous donation of $1,500 to cover the expenses
of various programs. Union 52 Benevolent Society has
previously funded the SBHANA and we are grateful to
societies such as Civic Service Union 52. Donations like
these allow the SBHANA to fund its various programs and
events.
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Volunteer Thanks & Call-Out
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Volunteers are an invaluable asset to our Association! The assistance they
provide ensures that we get important tasks done. We appreciate the effort and
time they invest in getting to the office to help out and enjoy their company while
they are here. Hopefully our volunteers feel that they benefit from coming in just as
much as we benefit from having them. In this newsletter, the Association would like
to thank the following volunteers for giving us their time.

THANK

YOU!
Stephanie Parada
Office Admin Assistance &
Educational Assistants Conference
Sean Bouffard and Lisa Bennett
Camp Freedom Information Mail-out
Natalie Buchsdruecker
Educational Assistants Conference

We would appreciate help for the following events in the near future. If you would like
more information, please contact the office at info@sbhana.org or 780-451-6921.
Smokie BBQ
Daisy Sale
Skate for SB&H
Casino

June 12, 13 & 14
June 18
June 28
Sept 12 & 13

Various Times
2pm-6pm
Various Positions
Various Positions

Hope Classic
This year’s Hope Classic Run/Walk/Wheel will take place on Saturday, August 9th. We are
currently looking for volunteers to fill the following positions: registration table, water station
attendants, set-up and clean-up, photographers, route marshals, entertainment, BBQ preparation,
and BBQ attendants. If you are interested in helping us out, please contact race director Kiray
Jones-Mollerup at kiray@sbhana.org or by phone at 780-451-6921.
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Social Media
The SBHANA has compiled a list of some social media sites that frequently release
great updates and opportunities that may interest some of our members. So be sure
to check them out and “like” or “follow” to stay up-to-date about fun events and
programs around the city.
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The Spina Bifida & Hydrocephalus Association of Northern Alberta
Website:
sbhana.org

Neurosurgery Kids Fund
Website:
neurosurgerykids.com

Paralympic Sports Association
Website:
parasports.net

Cerebral Palsy Association in Alberta
Website:
cpalberta.com

Rocky Mountain Adaptive Sports Centre
Website:
rmasc.ca

Canadian Association for Disabled Skiing

www.sbhana.org

Alberta
Website: cadsalberta.ca

Edmonton
Website: cadsedmonton.ca

Alberta Northern Lights Wheelchair Basketball
Website:
albertanorthernlights.com

Alberta Committee of Citizens With Disabilities
Website:
accd.net
Page 19

Bursaries
SBHANA Scholarship
In memory of Dr. Peter Bowen
The SBHANA offers two post-secondary scholarships each year to students who
have spina bifida and/or hydrocephalus.
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Applicants must provide confirmation of spina bifida and/or hydrocephalus by a
medical professional; be a Canadian citizen for at least two years; have a home
address in north of Red Deer, the NWT, or Red Deer; and be accepted in a postsecondary institution. Applicants must also be, or become, a current member of the
SBHANA.
Candidates are required to submit a letter of reference from a previous teacher or
administrator (applicants who have been out of high school one or more years
submit a letter from a recent employer or supervisor), an official Alberta Education or
most recent post-secondary transcript, and a letter from the candidate stating his or
her eligibility, community involvement, and plans for the future.
Value
Two $1,000 scholarships
Deadline: August 31, 2014
Check our website for the scholarship application.
Education for Life Bursary
Each year, the Education for Life Bursary helps post-secondary student with
disabilities to achieve full participation in society.
Criteria
In order to be eligible for the Education for Life Bursary, applicants must meet the
following criteria:
x Have a disability
x Live in Alberta
x Use the bursary for tuition fees and/or course materials
x Include one letter of reference from an adult other than a family member.
Only one letter of reference will be accepted.
x Write and submit a short biography (maximum 250 words), which includes
educational goals.
Value
Up to $800
Selection
Applicants are selected on the basis of their motivation and economic
circumstances. While all full- and part-time post-secondary students are eligible for
the bursary, first-year students are given first consideration.
Deadline: July 15, 2014
Check the ACCD website for the Education for Life application.
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Programs Requiring Support
The SBHANA runs many wonderful programs throughout the year, specifically during the
summer months. Several of our programs require funding in order to continue running
successfully. The following programs are accepting funding and donations. We sincerely
thank all donors and sponsors of all the SBHANA programs!
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Camp Freedom
Camp Freedom is a four day overnight camp for
teens living with spina bifida. Camper’s age ranges
from 12 to 18 years. The goal of Camp Freedom is
to promote personal independence in a safe,
social, and teen-focused atmosphere. It is held at
the fully accessible Camp Health, Hope, and
Happiness on Lake Isle, one hour west of
Edmonton, Alberta. This year, camp will take place
from July 17-20. If you are interested in sponsoring
camp, please contact the office at
info@sbhana.org or by phone at 780-451-6921.
The Hope Classic Run/Walk/Wheel
The Hope Classic is an annual run/walk/wheel
held in conjunction with our summer BBQ at
Rundle Park. Each year, the Hope Classic brings
in over 150 participants and raises funds for the
SBHANA. This year’s event will take place on
August 9. Sponsorship of the Hope Classic is used
to purchase race bag stuffers, participant and
volunteer t-shirts, and food for the summer BBQ. If
you are interested in sponsoring the Hope Classic,
please contact race director Kiray Jones-Mollerup
at kiray@sbhana.org or 780-451-6921 or donate at
http://www.giving.runningroom.com.
NoLimits Peer Support
NoLimits is the SBHANA’s peer support group,
holding various activities throughout the year
including coffee nights, adapted yoga, and outings
to various local attractions. This year, NoLimits will
be attending SBHAC’s national conference in
Vancouver, BC. They are actively fundraising for
this trip. If you are interested in sponsoring
NoLimits, please contact the office at
info@sbhana.org or by phone at 780-451-6921.
THE SBHANA THANKS ALL OUR GRACIOUS DONORS AND SPONSORS!
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Camp Benefits: Top 5 Life Skills Kids Learn at Camp
Article by Hailey Eisen
Originally published by Our Kids Media in Canada's Camp and Program Guide
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To many people summer camp for kids might appear like nothing more than fun and
games. However, a study conducted in the past few years supports what camp directors have been saying for decades: Camp is a setting for positive youth development where invaluable life skills are acquired and nurtured.
"The major changes in [campers’] growth speaks tremendously of the summer camp
experience," says Troy Glover, the director of the University of Waterloo’s Healthy
Communities Research Network.
Glover spearheaded the Canadian Summer Camp Research Project, the first-ever
nationwide and international research and evaluation project of its kind. Conducted
in the summer of 2010, the study tracked 1,288 campers, aged three to 18, from 16
overnight and day camps across Canada. The research stage was divided into two
parts: one-on-one interviews with camp directors to gather anecdotal evidence, followed by camper surveys to measure behaviours, attitudes, and values.
The results demonstrated that for "bubble-wrapped" youth who have been overprogrammed and overprotected, camp provides a safe environment to freely learn,
grow and develop their capabilities. Summer camp, according to the study, fosters
emotional intelligence (or EQ), self-confidence, independence, healthy living, environmental awareness, leadership and other skills that prove beneficial long into
adulthood.
Check out the five critical life skills that get a huge boost at summer camp:
1. How to Get Along With Others: Talk to any camp alumni and you’ll likely hear how
some of their most meaningful friendships and lessons on how to get along with others came from camp.
2. How to Overcome Challenges: It’s time to unwrap the "bubble-wrapped" generation. Saturated with 24-hour news highlighting crimes in their communities, many
parents today are overprotective of their children.
3. How to Get Fit: A recent Statistics Canada study found that only seven per cent of
youth aged six to 19 got the recommended hour a day of exercise they need. Enter
summer camp.
4. How to Love the Earth: "Children need nature for the healthy development of their
senses, and, therefore, for learning and creativity," says Richard Louv.
5. How to Lead: When it comes to developing strong leaders, camp provides both
implicit and explicit training.
For more information on the benefits of camp and to help give your kids the best
summer camp experience this year, please visit http://www.ourkids.net/camp!
The SBHANA has extended the Camp Freedom registration
deadline to June 15th.
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Support Fund
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The support fund is designed to assist individuals with spina bifida and/or hydrocephalus with the cost of specialized leisure and recreational equipment, medical
equipment, services such as specialized lessons or camps, and emergency
personal expenses directly resulting from the fact that the person has spina bifida
and/or hydrocephalus.
We’ve recently funded some interesting support fund requests that might give some
of our members ideas on what they could possible get funded through the SBHANA
support fund in the future.
The SBHANA funded a member for an
accessible baking station. They purchased an
IKEA floating island and they made minor
adjustments to its legs to make it the perfect
height for someone to comfortably bake
delectable goodies. The extras that make it
more accessible are several large pull out
drawers, which increase accessibility as the
member has a hard time bending to lower
cupboards and reaching up to high
cupboards. The station is securely attached
to the wall so it can be used for support while
baking. A mixer is easily accessible on the
counter with an attached power bar on wall.
Everything is within arms reach, making it the
perfect baking station.
One of the most unique pieces of equipment that we’ve
recently funded for a member was an Apple iPad, as well
as a specialized speech application. This device was
funded for the sole purpose of increasing the
communication between the young member, their family,
and school at the recommendation of the member’s speech
pathologist. The iPad was a tool that would allow the
member to remain in constant communication with their
family and ultimately help with their future communication
skills.
The Support Fund application can be found on our website. Once you fill out the
application and attach an invoice or receipt for what you would like to be funded,
you can submit your application to info@sbhana.org or sent it through the mail to
the office.
The Spina Bifida & Hydrocephalus Association of Northern Alberta
Box 35025—10818 Jasper Avenue
Edmonton, AB T5J 0B7
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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 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 _______

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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