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Our Mission Statement: to improve the quality of life for people affected
by spina bifida and hydrocephalus through advocacy, education,
research, and support.
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Hope Classic Run/ Walk/ Wheel 2016

______________________________________

FALL
2016

The annual run/walk/wheel was held at Rundle Park in Edmonton, Alberta
on August 13, 2016. The beautiful location, warm weather, and energetic
participants made for another successful year. The Hope Classic was
followed by the summer barbecue, games, face painting and prize
give-aways. Nicole Sabroe made an amazing Hope Classic cake which is
featured above. To read more about this event and to look at some great
pictures, please see pages 13, 14 & 15.

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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780-451-6921 info@sbhana.org
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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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President’s Message
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While I was in the occupational therapy program at the University of Alberta, a
concept that we heard again and again was that “one size fits all fits no one.” What
this means is that we are all so unique and our circumstances so individual, that we
need to custom-fit our approach to therapy, medical management, schooling, etc.
Sure there are best practices, but what works well for one individual might not work
well for another. In fact, what works well at one time in our life might not work well at
another time. For example, I believe in inclusive education and have enrolled
Nathan in a typical classroom from preschool through to the end of junior high
school. This was the best fit for Nathan, our family, and I believe even our
community. Nathan learned valuable social and academic skills that I don’t believe
he would have gained in a special education classroom. Nathan’s peers embraced
him and learned so much from him. They continue to be kind to him. However, the
gap between Nathan’s cognition and that of his peers has widened and we decided
that the best fit for Nathan in high school is a special education program for students
with mild cognitive disabilities. Nathan is delighted by his brightly decorated
classroom and loves to engage in discussions and participate in school work that is
more at his level of understanding and meaningful to him.
I believe it is important for us to advocate for options and choices in this life. It can
sometimes be overwhelming or confusing to have so many options before us, but it
is so very important to keep these options and choices available. I believe it is
important for us to share our experiences and opinions with each other and I am
extremely grateful for social media and technology that allows for such efficient
information sharing. As we come across new ideas and approaches, we need to
carefully consider how well they meet
our own needs and circumstances. We
can gather all sorts of information and
advice, and after careful consideration,
take what suits us best and see if our
quality of life improves.
I cannot thank this community enough
for all of the guidance and support we
have received from you while on this
journey
with
spina
bifida
and
hydrocephalus over the past fifteen
years. It is my hope that we can
continue to rally around each other and
support each other even in our
differences as we find various ways to
live life to the fullest.

Cindy Smith
President
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October 15, 2016
Saturday

NoLimits Peer Support Games Night
Location: Table Top Café (10235-124 St, Suite #100 )
Time: 1:00pm

November 26, 2016
Saturday

Christmas Party 2016
Location: Kensington Community Hall
(12130– 134 St NW Edmonton, AB)
Time: 5:00pm – 9:00pm

December 1, 2016
Thursday

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

February 15, 2017
Wednesday

SBHANA AGM
Location: Glenrose Rehabilitation Hospital

Full date TBA
Thursday-Sunday

Camp Freedom
Camp for teens with spina bifida (age 12-19 years)
Location: Lake Isle (1 hour west of Edmonton)

NoLimits Peer Support
Stay up-to-date on NoLimits Peer Support group by joining the NoLimits group on
Facebook 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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Office Update
Danielle Schmidt—Program Manager
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After a busy summer, things are starting to slow down
here in the office. Thank you to everyone who came out to
the Hope Classic this year to volunteer and/or participate.
We had some beautiful weather and it was exciting to see
how many people came out to support the SBHANA.
Fall has finally arrived. As I drive down the streets, I see
the leaves beginning to change colour and all I want to do
is go for walks amidst the colourful trees and step on
those crunchy leaves that have fallen down onto the
ground. “Fall has always been my favourite season. The
time when everything bursts with its last beauty; as if nature had been saving up all
year for the grand finale.” –Lauren DeStefano
My schedule always seems to fill up more and more as soon as the summer is over,
but that is fine by me. This will be my fourth year coaching the PSA Junior Sledge
Hockey Team. I couldn’t be happier that I am returning to help mentor these children
to not only become better hockey players, but to become better people, who are
respectful, work hard and always want to improve. I look forward to a wonderful sledge
season, and a great year ahead with the SBHANA!

Megan Gergatz-McMorran– Program
Manager
It’s been a busy, busy summer! As I have
said before it is my favorite time of the year
as we have the opportunity to get out into the
community and interact with members during
awareness and fund development events!
We are often busy running around but I very
much enjoy slowing down and getting to
meet members that I haven’t met yet and
learning more about those I have. We
introduced a new awareness, event in
June—Colour the Night Paint Parti that was very well received and we look forward to
continuing in the future!
As we have the Hope Classic during the summer months, we hire a summer student,
this year being Pariyanka Chandan. Pariyanka was the definition of calm, cool and
collected. She did a great job of organizing the event, put her own touch on it and
reached out to many businesses who donated great prizes. We were very lucky to
have her share the office with us this summer!
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Pariyanka Chandan Fundraising Event Coordinator
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It is hard to believe how quickly three months
can pass by when you are busy planning the
Hope Classic. I went from never having
attended the event before to helping put on
the 9th annual one! It has been such an honor
to spend my summer with SBHANA and its
members. I have truly enjoyed getting to know
each and every one of you whether that be in
person, over the phone, or through emails!
This position was a first for me and I have
learned a lot! I would like to apologize for any
blunders I may have made along the way but
am overall very proud of the result. This
position has allowed me to coordinate an event, give my first on air interview, meet
so many new people, and raise funds/awareness for a great cause! I will always be
very grateful for this position and all the opportunities I was given along with it. I
hope you enjoyed your time at the Hope Classic as much as I have!
I would like to give a special thank you to Megan, Danielle, and Cindy for all their
guidance and support! It definitely made the whole journey smoother and more fun.
As the summer concludes, I would like to wish SBHANA and every member all the
best on their future endeavours and encourage them to keep smiling! Everyone’s
kindness, perseverance, and great attitude has definitely inspired me. Thank you!
_________________________________________________________________________

Second Chance Coffee
By Alexandra Karatairis
This summer, me and a friend Mohamed Al-Amoodi were touched by the environment
of the members of the SBHANA. One night after a board meeting, Chris Minchau and I
had a discussion about the need for more awareness for
mobility access. Being on the board of SBHANA
introduced me to the need of fundraising to assist its
members with monetary support to ensure our members
are all able to move around with ease. So it is with that
ideology that Moe and I realized support was needed and
we took initiative to create
Second Chance Coffee. Our
idea was a little complicated at first but when we put in the
effort it began to take shape! Our first summer running
was an uphill battle at first but we can proudly say we
raised $400 via donation for SBHANA! As we included
images from the board and encouraged those interested
to like the Facebook page, we also created some long term awareness! Our premise
was to sell coffee and snacks at a busy downtown outdoor location, where profit would
go to SBHANA and it's members. Second Chance Coffee is composed of an outdoor
stand, so we would be unable to run in the cold. However, we look forward to next
summer and aim to at least match our donations of Summer 2016, and hopefully even
double!
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Updates & Opportunities
IDPD
Mark your calendars: Thursday, December 1, 2016 @ Ramada Edmonton Hotel and
Conference Centre, Cost FREE
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June Spina Bifida & Hydrocephalus Awareness Month
Raffle
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As part of June Spine Bifida and Hydrocephalus Awareness Month, a raffle was held to
raise funds for SBHANA. We received fabulous donations from Walt Disney World
Company, Photo Junkies and Ironworkers Local 720. The raffle was drawn at the Skate for
Spina Bifida and Hydrocephalus event at Castle Downs Skate Park. There was $3030
raised to go towards the programs and services offered by the Spina Bifida and
Hydrocephalus Association of Northern Alberta. Thank you to everyone who bought and
sold the tickets from May to June!

1st prize: Passes to Disney World
Marian Kovacevich

2nd prize: iPad mini 4
Carleen Lindballe

3rd prize: Photography session
Margaret Ushko

KMS Tools Smokie Sale
From June 9th to 11th, the SBHANA staff and volunteers barbecued and prepared smokies
to sell by donation at KMS Tools new accessible location. KMS Tools buys all of the smokie
supplies including the barbecue, and all of the proceeds from these three days went towards
the SBHANA Adult Cruise. Volunteers also helped sell raffle tickets. The total donations
from the smokie sale was $977.30. A big thank you to Corey McDonald, Ben Callihoo,
Brooke Bateman, Michelle St. Pierre, Brittney Zawada, Meighan Jones, Lynette Holman,
Ken Godbeer, Doug McEwan, Elizabeth Hawkins, Monica Sneath, and Natalie
Buchsdruecker for volunteering your time to assist with the sale!

www.sbhana.org
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June Spina Bifida Awareness Month
Colour the Night Paint Parti
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In order to bring awareness to spina
bifida and hydrocephalus, an evening
full of laughter and lots of paint was
planned! Paint Parti owner, Chrisann,
led us through painting a daisy with
your choice of colour on Wednesday,
June 22nd. The event was hosted at
The Druid with 30 people joining in on
the fun. It was neat to see everyone’s
different creative touches on the two
variations of flowers we were able to
choose from. Thanks to everyone who
came out!
The daisy was chosen for the painting as it is
SBHANA’s symbol. The daisy represents the
challenges of spina bifida and hydrocephalus:
 The heart of the flower represents the brain,
which in the case of persons living with spina
bifida, is often affected by hydrocephalus
 The daisy’s petals are cloven, thereby
representing the various lesions caused by
spina bifida and hydrocephalus
 The daisy’s leaf and stem are irregular and
depict the unusual form of the spinal cord and
backbone of a person born with spina bifida
 The beauty of the flower reflects the beauty
of people with spina bifida and hydrocephalus
who, in spite of their challenges, live happy
and productive lives.
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Saturday, June 25th, 2016 marked the annual Skate for Spina Bifida and
Hydrocephalus event at Castle Downs Skate Park. Kelty Coburn organizes the
event every year and does an awesome job building awareness of spina bifida and
hydrocephalus in the community. The competition was a day full of categories for
beginner, intermediate, advanced, girl and a bowl jam. The day ended with the
much anticipated product toss where all competitors stand in the bowl and the
volunteers throw from above donated products such as t-shirts, shoes, decks, and
wheels to the crowd below.
Thank you to the following sponsors of the event: Rumor Skate and Snow, Riot,
Olive, Almost, Globe, Enjoi, Andale, Supra Distribution, Four Wheels, Chris Pan,
Rockstar, Black and Whyte Screen Printing, Etnies, Timebomb Distribution, United
Cycle, Peelerboards, Swerve, Copy City and McKinley Heating.
A big thank you goes to Andrew Brown, Chad Schultz, Chad Anderson, Taylor
Knopp, Jordyn Godue, and Kiray Jones-Mollerup for volunteering your time at the
Skate for Spina Bifida and Hydrocephalus to ensure the competition ran as smoothly
as possible. SBHANA volunteers: Anne, Della, Chris and Lisa did a great job of
selling raffle tickets to the crowd at the event.

Page 10

S
B
H
A
N
A
www.sbhana.org

By Cindy Smith
The SBHANA hosted twenty-two teens at another highly successful Camp Freedom from July
28th - 31st. This year we had a “Flower Child/ Hippie” theme for our dance, and extended the
theme into some of our activities: tie-dying our camp t-shirts with Emily, making our own
flower-crowns, and decorating tie-dyed t-shirt cookies. Other activities over the weekend
included a photo challenge, seated volleyball, making friendship bracelets with Natalie, a visit
from “Zoo 2 U,” singing along with Dallas and his guitar, and of course the usual swimming,
canoeing, campfire, basketball, board games, and candy guess (thanks Madison!). Our
Sunday Games were Paralympic themed (with a nod to the Paralympic Games being hosted
in Rio just a few weeks after camp), with each of the four teams creating their own country:
Swamptopia, Krivart, Camptopia, and Sleep Country. Teams competed in discus throw,
archery, shooting, and table tennis and then finished off the games with rousing
performances to pre-assigned olympic-themed music.
A huge thank you to our amazing group of volunteer camp counsellors: Dallas Ansell, Ben
Callihoo, Tabitha Colenutt, Victoria Dang-Bondarenco, Mathieu Figeys, Meighan Jones,
Alexandra Karatairis, Natalie Kraemer, Carla Linstead, Emily Marsden, Julian Rosario-Ng,
Cindy Smith, Monica Sneath, Betty Ann Thibodeau, and Aran Yukseloglu. The enthusiasm
and dedication of our volunteers helps make Camp Freedom the extraordinary camp that it is.
We would also like to thank Canada Post for their generous sponsorship of Camp Freedom
this year. Our camp would not have been possible without this financial support.
We invite all teenagers aged 12-19 with spina bifida to join us next year for what is sure to be
an amazing time!
Here’s what some of our campers have to say:
"I think my favourite part about camp is learning that there are people like me who deal with
the exact same things I've dealt with. Sometimes having these difficulties feels really
isolating, but at camp there's such a strong feeling of unity and understanding. It's one of my
favourite times of the year. Going to camp this year was such a breath of fresh air (literally)
because these last few years have been really tough. The best part is that after camp had
ended I gained a lot of new friends who completely understand everything I have gone
through and will continue to deal with. I appreciate the fact I was able to go immensely. It
really made my whole summer to just enjoy myself during fun activities and events with
amazing people. Thank you so much."

Page 11

“I benefit greatly from the social aspect of camp. It has allowed me to open up more about
my disability and It also allowed me to become more independent and confident. I have
learned new tips and tricks for living with Spina Bifida and I was able to learn new things
about Spina Bifida itself that I didn't know before. Camp is such an incredible place where I
am constantly discovering things about myself.”
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"I remember getting ready to go out my first year, at 12 years old, and being scared, not
knowing what to expect and have since come to know some of the best lifelong friends that
I'll ever have. I have gone to camp for 4 years now, and I will never regret it. Every year it
seems to get better and better somehow. It's also been such an incredible privilege
whenever I've been in any sort of situation to help out any camper who may need a hand
from me. It's so inspiring to see how quickly you can make these friendships and how much
you miss them when you're home from camp. But it makes it all the better to go back
another year and see the familiar faces again. It really seems like a home away from home.
I'm so thankful to be a part of Camp Freedom, and because of it, I have many memories
that I'll treasure forever. The fun activities, dance, and great food are a great part of the
experience, but above all, I love the people. Thank you for making camp so enjoyable and
allowing me the opportunity to come again."

www.sbhana.org
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Hope Classic Report
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The 9th Annual Hope Classic: Run, Walk, Wheel took place on August 13th, 2016. We had over 140
participants who walked, wheeled, or cycled the 5/8 km routes through Rundle Park. With all of your
support we have raised $17,800 for Spina Bifida and Hydrocephalus! We are so grateful for all of
your hard work and great effort! Thank you to everyone who participated, donated, volunteered, or
attended the Hope Classic this year! We are deeply grateful for your generosity and hope you will
continue to support us.
We would like to give a huge thank you to all our volunteers
at the event; we could not have done it without you! Thank
you: Dale Abraham, Natalie Buchsdruecker, Darlene
Cathcart, Morgan Cathcart, Ashima Chandan, Charlie
Chupa, Janice Coulter, Geneva Coulter, Marissa Gabel,
Drew Gabel, Kris Gallinger, Cheryl Sanderman-Gergatz, Ken
Godbeer, Chris Godbeer, Jane Li, Hailey Maroney, James
Martin, Ken Smith, Kim McDonald, Corey McDonald, Chris
McMorran, Russ Niven, Catherine Nowak, Vrushank Patel,
Kristine Rietveld, Nicole Sabroe, Manwinder Sahota, Ken
Stefaniszyn, Kuen Tang, Tony Thibaudeau, Mary
Thibaudeau, Betty Ann Thibodeau, and Lakshita Tiwari.
Kuen Tang got everyone warmed up for the race!

Additionally, we would like to thank our sponsors,
without whom such an event would not have been
possible. Thank you for your generosity and
support: The Running Room, Earls Tin Palace,
COBS Bread Namao Centre, Save on Foods, Real
Canadian Superstore, Cookies By George, Famoso,
Costco, M&M Food Market, BMO, Moxies, Re/Max
Edmonton & Area Associates, Davids Tea, CTV
Media, Bell Media, Purdys, Saje, Devonian Botanic
Garden, St John’s Ambulance, ATCO Gas, Roots,
Joyful Face Painting, 630 CHED, Pure Water
Connection, Global News, CO-OP, Edmonton
Bouncy Castle, H&W Produce, CN, Hole’s Greenhouses & Gardens, Good Life Fitness, Edmonton
SUN, 3M Canada, Second Cup Manulife Place, Kiehl’s, VIA Rail, Lindt, Ken Stefaniszyn and the
City of Edmonton Citizen Services Department.
The top fundraisers for the team category went to Scarlett and
Sadie’s Team who raised $5805 for SBHANA! Individuals
Matthew Milette and Austin Thorowsky each raised $275 for
top individual prize.

Special thank you to Kim McDonald for the stunning pictures
of the event and to DJ Kris Gallinger for the upbeat music!
Page 13

Summer Barbecue Report
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Being at site 5 in Rundle Park this year was definitely a change but the beautiful fountains, lakes,
and view around us was wonderful! It was a hot day under the sun but the NOW 102.3 Trucksickle
definitely cooled us all down! Over 150 race participants, volunteers, members, and friends
attended the SBHANA’s annual summer barbecue. Not only did we enjoy a delicious barbecue
lunch, but an amazing Hope Classic cake made by Nicole Sabroe! Entertainment included music by
Kris Gallinger, an inflatable bouncy castle from Edmonton Bouncy Castle, games like Giant Jenga,
door prizes, and face painting by Joyful Face Painting as well! Thank you to everyone who took part
in this summer get-together! If you haven’t had a chance to view the event photos yet, you can see
the entire album on our Facebook page.

www.sbhana.org
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Support Fund
Dear Spina Bifida and Hydrocephalus Association of Northern Alberta,
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Thank you so much for the support so that I could go to the sledge
hockey camp in London, Ontario this past week. I had an awesome time
growing in my own skills as a sledge hockey player and also taking on more
of a leadership role this year. It was an amazing opportunity to be able to
get on the ice with the many great friends I’ve made over in Ontario in the
past few years. The week was full of fun and hard work having 2 hours of
ice each day plus a scrimmage Tuesday night where our team won 5-2. I
feel I grew in so many ways as a player over the 5 days. Off ice we were
split into 4 teams where we competed in competitions (such as mini golf,
scavenger hunts, and races) for points for the challenge cup at the end of
the week. Our team came in second place losing by only 1.5 points. I also
got some great feedback from the coaches on what I do well and what to
improve upon over the season. Overall the week was unforgettable and I am
grateful for the support and opportunity for me to go.
Thank you so much,
Micah

www.sbhana.org

Page 16

Scholarships In Memory of Dr. Peter Bowen
Morgan Cathcart
What are you taking in school?
I am currently taking Bachelor of Arts at Macewan
University and will be transferring to U of A in a couple of
years to take the Elementary Education program.
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Why did you choose that program?
I have always loved working with kids with special needs
and really wanted to do what I could to get into Special
Education teaching.
Who in your life has influenced you the most?
My family has definitely influenced me the most. I come
from a family of teachers and so when everyone heard
that I wanted to get into special education teaching, they
were all super supportive. Throughout high school and
the whole journey, it took to get me to university, my
immediate family has really been a big part of why I am
able to pursue this dream. They have provided me with
so much love, support and advice that has helped me
keep my head up and focused on what was most
important.
What are your long term goals?
When I finish school, I want to get into a job where I am teaching children with special needs. There
are many different options in that area of work, so I have not pinpointed one specific job yet.
What is your favourite course/subject or part of school?
I am currently really enjoying my child development class. I am really liking all of my classes but I like
my math course and child development course because they are both specific for elementary
education students.
Do you have advice for other people who are pursuing post-secondary?
If you are entering post-secondary, my advice would be, take the time that you need in order to do
well and enjoy your program. Don’t feel like you have to take five courses per semester and spend
all of your free time studying. I am only taking 3 courses per semester and might have to take a little
longer to get my degree, but it is what I needed to do in order focus on my studies, not stress myself
out, and enjoy my time in university.
What do you do in your spare time?
In my spare time, I enjoy competitive swimming, baking, and hanging out with family and friends. I
am currently training four days a week in the pool with the Steadward Bears Para Swim Team. And
when I am not in the pool or doing homework, I am either in the kitchen baking something, or
spending time with my family and friends.
Where do you see yourself in ten years from now?
In ten years I see myself moved out, probably living with a friend, and working part-time.
Do you have any volunteer experience?
I have plenty of volunteer experience. I have volunteered in schools, in my leadership program in
both junior high and high school, at city events, and with various associations who provide programs
for people with disabilities. I have done many different jobs and tasks from being a spirit leader for
junior high students, to being a swim companion for people with disabilities.
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Gbemiro Adebuyi
What are you taking in school?
My major is Nutrition and Food Science.
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Why did you choose that program?
I am hoping to get into the Dietetics specialization at
my school, and must spend a year in this program to
do so. I would like to work as a dietitian in public
health. I chose nutrition because it is an important
faction of health that I think needs a lot of
improvement. Knowledge on nutrition is lacking in
average citizens, and this is made worse by the
spread of misinformation. Less fortunate families and
individuals also struggle with their nutrition due to lack of money, time, and education. I would like to
work in public health to help address and solve these issues.
Who in your life has influenced you the most?
Not one particular person, but friends and family.
What are your long term goals?
My long-term career goal is to work as a dietitian in public health.
What is your favourite course/subject or part of school?
In high school, my favourite classes were biology and chemistry. Currently, my favourite class is
nutrition which has aspects of both. I also enjoyed Social Studies 30-1, which focused on different
political ideologies.
Do you have advice for other people who are pursuing post-secondary?
To decide for themselves what they would like to do and pursue what they are truly interested in.
To keep an open mind of different post-secondary options such as colleges, technical institutes, and
trade schools, rather than just university.
Deep thought towards what they would like to do during their time in post-secondary. Also, not
jumping into university right away if they are truly unsure about what they would like to do after high
school. This gives them time to make a better decision, and to work and save up money. Personally, I
thought about my education choice for a long time, and am certain that I will enjoy the path I have
chosen. At the same time, I realize that this is not the case for everyone, and would not recommend
starting university right away if a person truly has no idea what they would like to do.
In summary, I recommend making post-secondary decisions for oneself, staying open-minded about
different post-secondary options, and not jumping into university too quickly if one is unsure about
what they would like to do.
What do you do in your spare time?
Physical activity and music (guitar playing, music theory).
Where do you see yourself in ten years from now?
Transitioning from clinical dietetics to the field of public health.
Do you have any volunteer experience?
Yes. I am currently a volunteer at the Boys & Girls Club of Canada and at The Ronald McDonald
House. Previously, I was a volunteer for the City of Edmonton Green Shack program. This is a
summer recreation program on playground throughout the city for children to play games and create
art & crafts. I was also a volunteer tutor for a few children. Additionally, I was a door-to-door
canvasser for the Heart & Stroke Foundation. I have also done a lot of fundraising in service clubs
(Kiwanis Club, Rotary Club) and am still a Rotary member.
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Matthew Veeneman
What are you taking in school?
I am currently taking Year 1 of Business Administration and then I plant to go into
Accounting.
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Why did you choose that program?
I chose this program because I always liked math throughout my other years of schooling
and figured it would be a good choice.
What are your long term goals ?
Once I finish school I would like to find a job and eventually be able to move out and live on
my own.
What is your favorite course/subject?
My favorite subject is math.
Advise for other people who are pursuing post-secondary?
Make sure to study as much as possible in order to get good grades.
What do you do in your spare time?
In my spare time I play Sledge Hockey and sit-ski during the winter. My summer hobbies
include quadding and hunting.
Where do you see yourself in ten years from now?
In ten years from now I see myself with a good job and possibly moving out into an
apartment.
Do you have any volunteer experience?
I have done some volunteering at casinos for sledge hockey and for CADS (Canadian
Association for Disabled Skiing) Alberta.
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Adult Alaskan Cruise

By Monica Sneath and the Cruisers
“Last fall, when Meig and I tossed around the idea of cruising to Alaska with a group of adults we
have known since their Camp Freedom days, it seemed like a pipe dream. But that dream became a
reality this past August!
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I am so proud of the hard work that our Edmonton group put into fundraising this year, making the
trip more affordable to many of our individuals who are on AISH or work part-time. I’m blown away
by the generosity of our community with private donations towards the trip and am thankful for the
support of our families to enable us to get away from our regular life for a week.
Each one of us had a fantastic time on this cruise and I hope that it is the first of many more! No
matter your ability, travel opens your eyes to new experiences, refreshes the soul, and creates life
long memories to carry you through the tougher times.” ~ Monica Sneath

A Trip of a Lifetime
“Alaska was a great experience. It was a learning
experience. Learning how to navigate travelling
with a disability, learning what it is like to go on a
cruise, learning how well I can do things on my
own if I put my mind to it. It was a great
opportunity to go somewhere new with friends who
have the same set of physical limitations so you
knew that everyone was going to learn along with
you.
The staff of MS Nieuw Amsterdam was so helpful
and accommodating. If you had food allergies, the
waiters knew the alternatives that they could offer
you. The food in the restaurants and buffet were so well planned out. The food was extraordinary
from the pasta to the beef and the cupcakes in between! Afternoon tea was a fun experience for us
ladies, trying many different kinds of cupcakes.
The entertainment was endless! There was a new show every night to see. They had everything
from music to magic! I had a blast on my first pub crawl while on the ship. It was a new experience
for me as it is not easy to get around doing that with able bodied friends in the city. It was nice to
have the opportunity to visit many bars on the ship and try different drinks and have lots of fun with
friends. The night club is the best way to cap off a long day of sightseeing, shopping and excursions.
The excursions were so worth it! I went on the whale watching excursion and we saw 3 humpback
whale breaches, some tail flapping and a full jump! We were told that the earlier group did not get
the same show from the whales as we did!
Juneau, Skagway and Ketchikan were nice little port towns with lots of shopping for all. The people
in the towns were very friendly and if you needed help getting around there was always someone
there willing to help you. The stores were pretty barrier free which was great to see.
Thanks to the Spina Bifida and Hydrocephalus Association of Northern Alberta for the opportunity to
go on this cruise and try new things and experience new opportunities that I would otherwise not
have been able to do had this not happened. Thank you to Monica Sneath and Meighan Jones for
being there to help guide us on this adventure of a lifetime. As well, thank you to Joanne Carlyle at
Expedia Cruise Ship Centers for helping our group out with getting everything planned and booked.
Until we cruise again! “
~Natalie Buchsduecker
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“The cruise to Alaska was a lot of fun over all, but I really loved being able to explore the places we
stopped at. Going on the excursions and just getting to walk around the cities of places I had never
been to was an amazing opportunity and I’m glad I got the chance to go on an awesome trip.
My favourite day was probably the day we spent in Skagway, I went on a tour up to the Yukon and
back via train and the views and scenery were beautiful. I also enjoyed the time we had on the boat
as there was lots of activities. This cruise was a great way for me to gain some experience travelling
on my own, this trip was definitely memorable!“ ~Keighley Schofield
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Brittney, Corey, Nicole, Morgan, Ben, Meighan, Monica,, Michelle, Alyson,
Leah, Lynette, Natalie, Sheridan and Keighley on the cruise ship

“Thank you to the SBHANA for hosting such an incredible experience for their adult members to
cruise Alaska. For many of the individuals who were in attendance they wouldn't of ever been able to
experience such a magnificent adventure in life. Everyone in attendance got something special from
their experiences. Some people learned that they were more capable than they ever imagined. Some
individuals developed bonds that will last a lifetime. Some of us were bitten by the travel bug. And all
of us learned that any challenge or obstacle in life can be overcome with a little ingenuity and
creativity. We had the adventure of a lifetime. I had the pleasure of attending this cruise in more than
one capacity. Not only am I an individual who has spina bifida, I am also a rehabilitation practitioner. I
had the pleasure of supporting an amazing young man which was an adventure in itself. We spent
the week in awe of the beauty around us and the remainder of it we spent in utter amazement of the
entire experience. The staff on the Nieuw Amsterdam were incredible. We took in some awesome
entertainment, we did some exploring at Port. We saw whales, eagles, seals, and bears. We were
in elation throughout the entire week and always laughing, joking and smiling. It was incredible. We
partook in some really neat tours and even got to blow glass. I loved the fact that I could sit in a hot
tub and swim in a pool in the middle of the ocean surrounded by glaciers. I can't honestly say that I
can isolate one single experience as the best, because the entire thing was amazing. I will always
cherish my experience on this cruise, the memories will last a lifetime. Thank you to Monica for
being inspired to take on such an incredible idea even when some people couldn't see her vision,
she sees the possibility in everything. Thank you again to the SBHANA for making this happen,
supporting her visions both big and small, and for all of the excellent opportunities this organization
has brought to countless individuals with spina bifida, and or hydrocephalus. Thank you to Marilyn
and Morgan Maggs for choosing me for this particular adventure (I hope I more than exceeded your
expectations) and to Meighan for her assistance in supporting the adults in their independence, to
Joanne the cruise consultant and her countless hours of preparation behind the scenes and to the
countless volunteers, fundraisers, and members in believing in the extraordinary. I hope that this is
the first of many successful adult SBHANA world travel experiences.” ~Alyson Rodger
“The thing I loved best about the cruise was just being able to wheel around the ship, and basically
do what I wanted. I have many great memories of the cruise. Overall it was an amazing week!”
~Sheridan Jewell
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My week onboard a Cruise Ship to Alaska
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“During the week of August 20 to 27, 2016, I, along
with 13 other members of the Spina Bifida and
Hydrocephalus Association of Northern Alberta were
able to go on a 7-day cruise to Alaska on Holland
America Line’s MS Nieuw Amsterdam. The trip was
such an incredible experience. All of the staff that I
had come into contact with on a daily basis were so
friendly and helpful, and the interior of the ship was
beautiful. Our cruise started off at 5 PM on Saturday,
August 20, in Vancouver, where we set sail towards
Alaska. First Stop: Juneau on Monday, August 22.
In Juneau, we had the opportunity to step off the ship for a few hours, and the majority of our group
went on a whale watching excursion where we saw 7 or 8 humpback whales. A few even breached
right beside the boat! (A note to those of you thinking of visiting Juneau, it is only accessible by air or
by sea, there is no road access into, or out of Juneau).
On Wednesday, we visited Glacier Bay, full of glaciers formed millions of years ago. On this day,
they opened up the bow of the ship, so you could step outside and view the glaciers. We even got to
see massive chunks break off one of them, known as “Calving”.
On Thursday, we docked in Ketchikan, Alaska. Our last port of call before making the two-day trek
back to Vancouver on Saturday, August 27.
A Big thank-you goes out to both Monica Sneath, and Meighan Jones, for their hard work over the
10 months preceding this trip to pull it off. They did a fantastic job. If another opportunity came up to
go on another cruise, I would definitely take it, and I consider anyone reading this to jump on the
opportunity as well. It was a fantastic week at sea.” ~Corey McDonald
“I loved going on this cruise; getting to know others with spina bifida and gaining independence.
Going on the Bering Sea crab boat tour was my favourite memory of the week.
One word to describe my experience is fabulous!” ~Nicole Trainor
“The Trip was amazing! I've made great friends and a lot of great memories together!! Whale
watching was awesome. I would like to thank Monica, Meighan and SBHANA for letting this
amazing experience to happen. “ ~Leah Zoe-Chocolate

www.sbhana.org
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Patch may allow spina bifida repair before birth, study says
*Story from United Press International (UPI)
Using a patch made from donated umbilical cord
allowed the condition to naturally heal itself within
weeks of birth.
By Stephen Feller | July 12, 2016 at 11:22 AM
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A patch made from donated human umbilical cord facilitated
the natural healing of spina bifida in fetuses, a condition
characterized by the incomplete development of the protective
covering of the spinal cord, according to researchers at the
University of Texas. Photo by Lightspring/Shutterstock
HOUSTON, July 12 (UPI) -- A series of experimental surgeries suggests applying a patch to fetuses with spina
bifida could prevent them from being born with the condition and allow for normal development.
Researchers at the University of Texas found a donated patch from cryopreserved human umbilical cord could
treat spina bifida and allow children to avoid the developmental problems it causes.
Spina bifida is a neural tube defect caused by the spine not forming properly, preventing it from protecting the
spinal cord and nerves, which can cause physical and intellectual disabilities.
Previous studies have shown that if babies receive surgery before birth to correct the opening, the condition
could be reduced or eliminated. Patches used in a clinical trial by the National Institutes of Health in 2011 were
somewhat effective, though some babies developed scar tissue that, if it adhered to the spinal cord during
healing, could lead to a loss of neurologic function.
In a new study, researchers found using a patch taken from donated human umbilical cord prevented the
formation of scar tissue while motivating the opening to heal properly.
Part of this, researchers say, is because the umbilical cord contains heavy chain hyaluronic acid and pentraxin3,
which has regenerative properties. This is beneficial over other repair methods because it motivates local tissue
to grow, decreasing scar formation and reducing the potential need for surgeries to remove scar tissue after
birth.
"This patch acts as a scaffold, which is watertight and allows native tissue to regenerate in an organized manner,
and has anti-scarring, anti-inflammatory properties," Dr. Lovepreet Mann, an instructer of obstetrics, gynecology
and reproductive sciences at the University of Texas, said in a press release. "Preventing the scarring could
prevent tethering, which can prevent further damage to the cord."
After testing the method successfully on 16 sheep fetuses with spina bifida, the researchers have now
performed the surgery on three humans.
In the first two, which have been documented in a study published in the journal Obstetrics and Gynecology, the
researchers performed surgery on two fetuses at 24 weeks and 25 weeks of gestation to repair spina bifida
lesions.
In both cases, the babies were delivered at 37 weeks of gestation. In the first baby, the patch appeared semitranslucent at birth with incomplete growth of skin over it, though within two weeks it had healed over the patch
the child had normal movement and bladder control.
In the second baby, skin also had not grown over the patch, though by 30 days after birth the lesion was
completely healed and the child had normal movement and urinary function.
Future research will focus on methods of motivating the skin to heal before birth, as well as methods of applying
the patch with less invasive surgical procedures.
"The use of this patch for fetal repair heralds a new era for fetal spina bifida repair," said Dr. Kenneth Moise, a
professor, as well as director of the Fetal Intervention Fellowship Program, at McGovern Medical School at the
University of Texas. "For the first time, a bioscaffold has been successfully employed to allow the fetus to heal
itself. The implications for the future of a minimally invasive approach to fetal spina bifida repair and even
neonatal spina bifida repair are enormous."
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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 31st
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

_____ Individual with Spina Bifida and/or Hydrocephalus

Date of Birth (m/d/y):_________
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
_____ Special Events

_____ Phoning

_____ Newsletter

□ I would prefer not to be contacted by volunteer program coordinators regarding SBHANA programs
□ I would like to keep up-to-date on the latest SBHANA updates, programs, and social events by
consenting to receive SBHANA e-communications.
I would prefer to receive my newsletter:
I am willing to be a contact for:

__Electronic

__ Colour

__ New Parents __ Adults with SB/H

__B&W
__ 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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