
Spina Bifida and Hydrocephalus Association of 
Northern Alberta 

Spring Newsletter 2015 
____________________________________________
____________________________________________ 
Our Mission Statement: to improve the quality of life for people affected 

by spina bifida and hydrocephalus though advocacy, education, 
research, and support. 

____________________________________________ 

The High Level Bridge was lit up with green lights on June 1, 2015 in honor of spina 
bifida and hydrocephalus awareness month. Photo was taken by Ryan Cathcart. 

 
June is Spina Bifida and Hydrocephalus Awareness Month! 

 
Throughout June 2015, SBHANA is holding fundraising and spina bifida 
and hydrocephalus awareness events in various venues in Edmonton. 

SBHANA staff and volunteers will be at Old Strathcona Farmer’s 
Market, KMS Tools and Equipment and the Skate for Spina Bifida and 
Hydrocephalus event educating the general public on spina bifida and 

hydrocephalus, and how it affects one’s daily life.  
We hope to see you there! 
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BOARD OF DIRECTORS 
The Spina Bifida and Hydrocephalus Association of Northern Alberta is governed by a volunteer 
Board of Directors. The Directors’ commitment and leadership provide direction for fulfilling our 
mission statement. 
 

Executive     
President: Cindy Smith  Program Manager: Darlene Cathcart 
Vice President: Chris Minchau Assistant Program Manager: Megan Gergatz 
Treasurer: Rebecca Moss  Fundraising Event Coordinator: Kyra Cusveller 
Secretary: Katherine Bateman Newsletter Editors: Darlene Cathcart, Kyra Cusveller  
     & Megan Gergatz      
           Design, Layout, and Publishing: Camrose Morning News 
     This newsletter is published by SBHANA. Please 
Board Members   address any correspondence for the Association 
Marisha Milette    or the newsletter to: 
Ken Godbeer     
Frances Miller    SBHANA Contact Information 
Lise Johnston    P.O. Box 35025 – 10818 Jasper Avenue 
Lilianne Gosselin   Edmonton, AB T5J 0B7 
Sean Bouffard    780-451-6921 info@sbhana.org 
Lisa Bennett    Fax: 1-888-881-7172 
Betty Ann Thibodeau    
Aniquea Thorowsky   SBHANA Office Address 
Curt Coupal    #305—11010 101 Street (Hys Centre) 
Nicole Stefanizyn   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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President’s Message 
 

I overheard my three-year-old Raya 
describing Nathan to a friend the other 
day. Her description of her brother: 
“Nathan’s in a wheelchair. And watch out 
or he’ll whack you.” I was horrified! 
Nathan has brought immeasurable joy 
into my life these past fourteen years and 
my description of Nathan would be much 
different than Raya’s. It got me thinking 
about the interactions that my youngest 
child has with her oldest brother, and 
what I can do to foster positive 
interactions and memories. Yes, Nathan 
doesn’t like it when Raya steals the iPad 
from him or when she tries to wheel him around without his permission. He has 
been known to swipe at Raya when she gets in his face or in his way. As a 
teenager, Nathan has become more irritable and moody. He’s content to do his own 
thing, usually lost in some electronic device. I forget that Raya doesn’t know the 
Nathan that I know: the joyful little boy full of curiosity and wonder, a boy who 
delights in even the smallest of pleasures and feels joy so immensely that his whole 
body expresses it in what we refer to as his “happy dance.” Healthy relationships 
require time and effort. I’m determined to put more time and effort into Nathan and 
Raya’s relationship, because I believe the most important thing we have in life is our 
relationships. Nathan and I have since talked about how he can be more patient with 
Raya, and how he can spend some quality time with his little sister every day. I’ve 
showed Raya some videos of Nathan from when he was her age and have been 
sure to talk more about Nathan in our conversations each day. 

June is Spina Bifida & Hydrocephalus Awareness Month and I want Raya to see her 
brother as more than someone in a wheelchair who whacks her! June Awareness 
can be an opportunity to pause and reflect on what we are teaching others about 
who we are. What image are we projecting? What is the image we WANT to be 
projecting? What might we need to do to realign the two? We want to be sure we 
are educating those within our sphere of influence about what spina bifida and 
hydrocephalus are but more importantly, who WE are. We want others to not only 
understand these disabilities and how they affect us, but to take the time to know 
and understand each unique person living with them. Spina bifida and 
hydrocephalus may be a part of who we are, but it does not define us! 
 
Cindy Smith 
President, SBHANA  
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Office Update 
 
Darlene Cathcart—Program Manager 
 
So, June is here and the office has been very busy 
preparing for spina bifida and hydrocephalus 
awareness month and summer activities. I hope some 
of you were able to go see the high level bridge lit up 
in green on June 1. I had never seen the bridge lit up 
in any colour so it was very exciting to see that it was 
green for us!  One of the struggles the SBHANA faces 
as an organization is that we are a small non-profit  that supports a very specific 
group of people. Awareness is extremely important in the community for many 
reasons. We want parents who hear the words “your baby has spina bifida and 
hydrocephalus” to know what that means and that they are not alone on this journey. 
We want corporations, governments, media and the public to support us in our efforts 
to improve the lives of people affected by spina bifda and/or hydrocephalus. We want 
education, employment, suitable programs, affordable housing, access to qualified 
medical experts, and medical supplies so we can live in and contribute to healthy, 
accessible communities! The only way I know how to get all these is to keep talking 
about spina bifida, hydrocephalus and the SBHANA . I challenge you to do your part 
by spreading the word, volunteering or participating in events. Check your updates 
and opportunity emails and this newsletter for upcoming events! 
I am excited to welcome our new summer student, Kyra Cusveller. She will be 
coordinating our Hope Classic Run/Walk/Wheel  and family barbeque this summer!  
Hope you can make it ! 
 

 
Megan Gergatz– Assistant Program Manager 
It has been a very busy Winter and Spring in the office. 
Darlene and I were able to work with the auditor and 
SBHANA Treasurer, Rebecca Moss to ensure the audit went 
as smoothly as possible. Currently, we are preparing for a  
summer full of exciting fundraising and spina bifida and 
hydrocephalus awareness events. Darlene and I have also 
recently welcomed another staff member, Kyra to our cozy 
office for the summer. She is already hard at work ensuring 
the continued success of the annual Hope Classic event. 
I have had the opportunity over the last couple of months to 
continue to meet more members in person and talk to others 
over the phone and email. The SBHANA staff, Board of Directors, and association 
members have eased my transition into this position with their warmth, patience and 
consideration. I have enjoyed learning additional information about the different 
aspects of the association and getting to hear more about everyone’s story. But 
there is always more to learn and other personal stories to hear, so I very much look 
forward to meeting members and your family and friends at the upcoming events 
this summer! 
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Office Update 
 
Kyra Cusveller—Fundraising Events Coordinator 
 
Just in case you weren’t among the dozens of people to whom I have been 
introduced this week, I’ll tell you a little bit about myself, and my role as the 
SBHANA’s newest summer student. My name is Kyra Cusveller, and I am thrilled to 
be here.  
 
I just wrapped up my third year at the University of Alberta, where I am studying 
international business and business law. I love my degree, but am looking forward to 
spending the summer taking a break from my endless readings and case studies.   
 
I have lived in Canada since 2002, and in Edmonton for almost one year. I was born 
and grew up in a tiny town in The Netherlands, called Maurik, with my parents and 
older brother. We arrived in Canada in 2002, to an acreage just outside of Devon, 
where my parents still live.  
 
The SBHANA’s staff has been beyond gracious in welcoming me into their office, 
and my desk is already starting to feel like home. Darlene and Megan have both 
been warm and endlessly patient with me as I find my feet in this new role, for which 
I am so thankful. 
 
My main project this summer will be the organization of the eighth Hope Classic, the 
SBHANA’s annual fundraiser at Rundle Park. In case you haven’t heard about it, the 
Hope Classic is a 5 and 8 km walk/run/wheel held the morning of August 8th. 
Immediately following the Hope Classic is our annual summer BBQ, which all 
members are invited to attend. I am so excited to continue this event’s tradition of 
success, and look forward to seeing many of you there, if I don’t meet you between 
now and then!  
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June 27, 2015  Skate for Spina Bifida & Hydrocephalus  
Saturday   Location: Castle Downs Skate park   
    Time: Registration 12:00 pm and Competition at 1:00 pm 
    Beginner/ Intermediate/ Advanced Competitions 
 
August 8, 2015  Hope Classic 2015 & Summer BBQ 
Saturday   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 
 
August 13-16, 2015 Camp Freedom 2015 
Thursday-Sunday  Camp for teens with spina bifida (age 12-18 years) 
    Location: Lake Isle (1 hour west of Edmonton) 
     
August 31, 2015                SBHANA Scholarship Application deadline 
Monday 
 
Sept 19 - 21, 2015       Hydrocephalus 2015 Symposium 
Saturday-Monday   Dedicated to research of hydrocephalus and related  
    disorders 
    Location: Fairmont Banff Springs Hotel and Conference 
    Centre 
 
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 calling us at 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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Monday Morning Magic 
Monday Morning Magic is a private community program organized by 
Northlands for children with disabilities between the ages of 3 and 12 
years. On this special morning, children and their families are given 
the opportunity to interact with local athletes and team mascots, as 
well as Edmonton’s Police, RCMP, Fire & Rescue, and Paramedics, 
without having to experience the stress of the usual K-Days crowds . 
After making these new friends, children will be able to experience 
midway rides, take in the fun of Kids Town and The Farm, enjoy a 
sponsored lunch, witness some educational activities, and view the 
feature Hall D performance prior to the gates opening to the public. This year it will be on 
July 20, 2015 from 9 am to 12 pm. Please note that registrations are taken on a first come 
first served basis until a capacity of 500 children with disabilities and their families (up to 3 
guests per child) is reached. Families can obtain registration forms by emailing 
mmm@northlands.com. If you have any questions feel free to contact Livia Zaccaria at the 
above email or 780.378.5147. The deadline for submissions is June 26, though the event 
typically reaches capacity before then. 

Updates & Opportunities 

Skate for SB&H: June 27, 2015 
The 3rd annual Skate for Spina Bifida and Hydrocephalus will be held at the Castle Downs 
Skatepark (11510 153 Ave., Edmonton, AB). The Skate for Spina Bifida and Hydrocephalus 
event is a skateboarding competition for members of the Edmonton and surrounding area 
communities, including beginner, intermediate, and advanced. The day will also include 
great prizes for participants and a raffle draw. 
 

Hope Classic Walk, Run, Wheel: August 8, 2015 
The 8th annual Hope Classic Walk, Run, Wheel is a family-friendly, non-competitive, 
Canada-wide event. Participants of all abilities are welcome to walk, run, or wheel through a 
5 km or 8 km paved course in Rundle Park (113 Ave and 29 St). After finishing the run, the 
SBHANA hosts a summer BBQ for all participants and members to come and enjoy food, 
friends, and sunshine.  
 

 

SBHANA Scholarships  
Are you an undergraduate student with spina bifida and/or hydrocephalus? You may be eli-
gible for funding from the SBHANA! In memory of Dr. Peter Bowen, the SBHANA offers two 
post-secondary scholarships of $1000 each to qualifying individuals. 
Requirements: 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 ad-
dress in Red Deer, the NWT, or north of Red Deer, and be accepted in a post secondary 
institution. Applicants must also be, or become a current member of the SBHANA. Member-
ship forms are available at www.sbhana.org  
Application: 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, com-
munity involvement and plans for the future. Application forms are available online at 
www.sbhana.org 
Deadline: Applications are due August 31, 2015. 
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The Canadian Track and Field Championships 

 
July 2-5, 2015 will see Edmonton hosting the first ever Canadian Junior, Senior, and Para 
Track and Field Championships at Foote Field. Athletes from across the country will be 
competing in hopes of earning a place to compete at the 2015 Pan American Junior 
Championships and the 2015 World Championships. These events are certain to be thrilling 
for spectators and participants alike!  
 
During the Track and Field Championships, spectators will have 
the opportunity to watch elite Canadian para-athletes compete in 
various disciplines, including wheelchair racing and seated 
throws. These events, and many others, will showcase the 
incredible abilities of both wheelchair and ambulatory 
participants.  
 
Tickets are available for the entire event, or for individual days. 
Full event passes are currently being sold for 30% off the regular 
price: $66.50 for adults, $60.30 for youth/seniors, and $48.70 for 
children. Tickets can be purchased online or by phone, at  
780-851-9789.  
 

HYDROCEPHALUS 2015 Symposium 
 
 
The International Society for Hydrocephalus and Cerebrospinal Fluid Disorders (ISHCSF) 
will be hosting the Hydrocephalus 2015 symposium from Sept 19 - 21, 2015 in Banff, 
Alberta. This annual meeting will be the largest meeting worldwide to be dedicated to 
research of hydrocephalus and related disorders, and is expected to attract 300-400 
delegates, all with a dedicated interest in hydrocephalus and intracranial pressure.  
 
Additionally, the University of Calgary will host the Calgary 
Hydrocephalus Symposium on Sept. 17th. The Normal Pressure 
Hydrocephalus Educational Symposium and the International 
Hydrocephalus Imaging Working Group will meet on Sept. 18 at the 
Congress Hotel in Banff.  
 
The Sept. 17th preliminary agenda promises to offer extensive 
presentations from leading doctors and researchers in the field of 
hydrocephalus study. Topics to be discussed include, but are not 
limited to,  
 
 Diagnostic Imaging in Pediatric and Adult Hydrocephalus  
 Shunts and New Technology for Treatment in Hydrocephalus  
 The role for ETV in Pediatric Hydrocephalus  
 Pediatric Hydrocephalus Research  
 Adult Hydrocephalus Spectrum (non NPH)  
 Normal Pressure Hydrocephalus  
 Developing Clinical Trials in Hydrocephalus  
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Designing Travel Inc. is a Supportive Travel service 
provider to adults with disabilities or the senior 
population. They offer one of a kind service, tailored to 
each individual’s needs, goals and support. They work with 
their clients, families and regular supports to gather 
information and assist in meeting travel goals. Some of their 
services include: 
  
 Travel Research and Bookings 
 Attendant Services – companion care, personal care 

attendants or medical support 
 Airport to Airport Services 
 Travel Tours- day trips or multiple days 
 Theme Based Travel Parties – destinations brought to a location of choice   
 
For more information on Designing Travel Inc. please find them on the web at 
www.designingtravel.ca. 

The Buggy Bag 

The buggy bag 
$139                

PRODUCTS MADE FOR 

LIVE LIFE  

WITH 

CONFIDENCE 

www.wheelinmobility.com  

 
A streamlined, sleek design * Wind-

proof  outer shell and a fleece-lined in-
terior * Goes over your lap and  under 
your feet, not your seat, * Easy to slip 

on and off Waterproof zippers * Velcro 
tabs to attach to a chair or behind your 
waist * Non-slip sole to keep your feet 

on your footrest * Reflective strip * 

Designing Travel Inc. 
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SBHANA Annual Report 2014/2015 
February 25, 2015 

Our Mission Statement: To improve the quality of life for people affected by spina bifida and 
hydrocephalus through advocacy, research, education, and support.   
 
ADMINISTRATION 
Office:  
 Darlene Cathcart worked as the Program Manager for 20 hours/week 
 Alexis Millar worked as the Fund Development and Communications Coordinator for 20 hours/  
      week until November 2014 
 Kiray Jones-Mollerup worked for 420 hours over the summer as our Fundraising Event  
      Coordinator to run the Hope Classic 
 Bobbi Belsek worked 420 hours over the summer as our Fund Development Coordinator through 
      the Canada Summer Jobs Program paid for by the Federal Government 

 
Membership:  
 We now have 255 members on our Membership List 
 103 members renewed their membership during the last fiscal year 
 
Strategic Plan: 
 The Board continues to follow the Strategic Plan that was developed in March 2012 and the pri-

orities identified at the adult focus group in January 2013 
 
Fund Development:  
 Casino held on September 12 & 13, 2014 raised $80,904.30 
 Successful fundraisers & public awareness events held this year: 

- Hope Classic income $25,665 (profit $18,164.31) 
- Skate for Spina Bifida income $767.40 (profit $461.40) 
 (*Note $565 worth of raffle tickets were sold at the skate event) 
- Raffle (with skate event) income $4,375 (profit $421.36) 
- School bake sale income $161.25 
- KMS Smokie Sale $660 
- Direct mail campaign $1100 
- Donate-A-Car $444.50 
- Two online auctions total $1245.41 
 

 Received the following Grants: 
- Community Investment Operating Grant – City of Edmonton ($17,000) 
- Canada Summer Jobs Grant ($4,605.35) 
- Stollery Charitable Foundation Grant – ($12,300)  
- Union 52 Benevolent Society ($1,500) 
- Valley of Edmonton A & ASR ($1,000) 
- Telus ($5,000) 
- Strathcona Rotary Club ($750) 

 
ADVOCACY 
 SBHANA is represented at meetings held by the following: 
 - Interagency Committee on Recreation for Persons with Special Needs 
 - Alberta Disabilities Forum 
 Member of the Alberta Disability Forum 
 
RESEARCH 
A donation was made to SBHAC for $2000 to support research 
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COMMUNITY CONSULTATIONS 
 Cindy Smith (president) gave two presentations at the University of Alberta: one to a senior  
      Adapted Physical Activity class and one to a senior occupational therapy class 
 Cindy also gave a presentation to the Alberta Neonatal Nurses Association 
 Completed survey for NGO multi-tenant building 
 Completed phone survey for The Steadward Centre 

 
COMMUNITY BUILDING 
 Advertised like-minded organizations, programs and services through our updates and  
      opportunity emails and our newsletter 
 Adaptive Adventures attended Camp Freedom with adaptive bikes & PSA attended Camp  
     Freedom with sledges 
 International Day for Persons with Disabilities – we donated two door prizes and manned a  
      display at the event 
 Provide a letter of support to PSA 

 
EDUCATION 
SB/H Awareness: 
 International Day for Persons with Disabilities IDPD – set up and manned our information display 
 June Awareness Month 2014 

 Bridge banners were placed on three overpasses around the city  
 Awareness Displays for SB&H were set up and manned by volunteers at the following  
locations; KMS tools for 3 day, Callingwood and Highland Farmers Markets, Skate for SB&H 
 Quality of Life DVD & Educator Manual– summer student Bobbi Belsek continued  
distributing our QofL video and Educator Manuals to many educational institutions  

 Hope Classic Media - CISN, Capital FM, and Global News all attended the event. Shaw, CFCW, 
      Fresh FM, and several community leagues advertised the event 
 Skate for Spina Bifida & Hydrocephalus Media - Edmonton Sun attended and included a picture  
      in their paper 
 The SBHANA participated in the 2014 Educational Assistants Conference on February 21, 2014  
      at MacEwan University again this year, setting up a display and making Education Manuals  
       available 
 
MEMBER SUPPORT 
Information Updates: 
Regular emails sent out to membership with Information Updates and Opportunities and website kept 
up to date with current information  
 
Social Activities: 
 Summer BBQ held in conjunction with the Hope Classic on August 9, 2014 with over 200 people 

in attendance 
 
Camp Freedom: 
 15h annual camp was held on with 18 campers from Western Canada and 18 volunteers 
 Nominated for Laurel Awards 
 Presentations to Valley of Edmonton  
 
Support Fund: 
 Approved 34 different support fund requests with a total value of $16,288.80 
 Budget remains at $18,000/year, funding up to $1000 per member with spina bifida and/or  
       hydrocephalus per year 
 Health & Wellness component of the support fund continues to fund up to $500 towards medical/ 
      wellness expenses on a one-time or trial basis 
 
Member Education Fund: 
 Four members received funding to attend the SBHAC national conference held in Vancouver, 

British Columbia — Total of $2197.08 funded 
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Scholarship: 
 Sarah Kozoriz and Bobbi Belsek are the recipients for the Dr. Peter Bowen Scholarship, with 

each receiving $1,000 towards post-secondary education 
 

Wheelchair Loaner Program: 
 2 Quickie Kids wheelchairs available for short-term loans 
 Both loaned out over the course of the year 
 
New Parent/ New to the City Gift Bags: 
 Four new bags were assembled by Sharon Veeneman and distributed through the Spina Bifida 

Clinic at the Glenrose 
 
NoLimits Support Evenings 
 Coffee nights continued throughout the year on the first Thursday each month 
 Social and educational support evenings were delivered on a monthly basis 
 Six Nolimits members fundraised throughout the year to attend the SBHAC national conference 
       in BC 
 Presentation about the program to Lions Clubs 
 
Information Referrals & Support 
 Numerous calls and visits to the SBHANA office for information and support 
 Increasing number of adults living with SB&H calling & visiting for support 
 Hospital Visit to three adult members 

  
COMMUNICATION 
Newsletter:   
 Three editions (spring 2014, fall 2014, winter 2015) were published this year with many member 

contributions 
 
Website: 
 New website was designed and launch in June 2014 
 
SBHAC: 
 Renewed our membership with the National association 
 Frances Miller and Darlene Cathcart participated in the AGM in BC on October 18, 2014 as the  
      SBHANA delegates 
 Aniquea Thorowsky is the Alberta representative on the SBHAC board of directors 
 Donated $2000 towards Research to SBHAC 
 Donated $3817 from the Hope Classic National Fundraiser 
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Across: 
1.Type of hydrocephalus that occurs in older adults 
2.Sap of the rubber tree 
3.Study of heredity 
4.Name of SBHANA camp in August 
5.Test using inaudible sound frequencies to produce an image of a body part 
6.Skatepark used for the Skate for SB&H event 
 
Down 
1.Incomplete formation of the spinal column 
2.Spina bifida and hydrocephalus awareness month 
3.President of SBHANA  
4.Another word for head 
5.Run/ walk/ wheel SBHANA event 
6.A person who offers themselves for a service or undertaking 
7.The color that the high level bridge was lit up on June 1 , 2015 
8.Number of laps  to complete the race course at Hope Classic 
9.Mildest form of spina bifida 
10.Type of food at Hope Classic barbecue 
11.Brace extending from below new to the toes to support ankle (acronym) 
12.SBHANA adult peer support group 
 
Answers will be posted on the website 

SBHANA Crossword Puzzle 
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William Watson Lodge is situated in Peter Lougheed Provincial Park, overlooking 
the Lower Kananaskis Lake. When Kananaskis Country was established in 1977, 
the Government of Alberta announced its intention to develop selected areas within 
Kananaskis Country as multi-use recreation areas for all Albertans.  
 
Built and maintained by the Alberta Government, the lodge was opened in 
September 1981 by Premier Peter Lougheed and his wife Jeanne, who is credited 
with the idea of creating a facility where Albertans with disabilities could stay and 
enjoy the outdoors at a reasonable cost. 
 
William Watson Lodge provides year-round accommodation in 22 fully accessible 
units. Guests must provide their own bedding, food, toiletries and personal 
belongings but the rest is provided. The units have fully stocked kitchens and many 
have fireplaces. There are one, two and three bedroom units available. All 
bedrooms have twin beds and the living room has a pullout couch. Prices are 
affordable ranging from $30-$40 per night. There is a main lodge that can be 
booked for larger groups. 
 
There are also 13 fully serviced RV sites available for bookings from the May long 
weekend until Thanksgiving weekend. There is a playground, picnic sites and 20 
kilometers of wheelchair accessible trails. These trails can used in the summer for 
walking, wheeling or biking and in the winter for walking, wheeling or cross country 
skiing. You can visit the beautiful lake or a stroll through the trees, either way it is 
wonderful to be enjoying the outdoors without barriers. 
 
Priority booking is given to persons with disabilities therefore you must contact the 
lodge to apply before booking. Once you have applied and are qualified to book 
then you can contact them by phone or in person to book your stay.  
 
Check out the website at www.williamwatsonlodgesociety.com or call 403-591-7227 
for more information. 
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Cerebral Palsy Association in Alberta’s 
Vacation Villa might be just what you are 
looking for in accommodations for your next 
holiday. The custom-built home in Raymond 
Shores Resort on Gull Lake, Alberta, is 
designed with all your needs in mind, available 
at very reasonable rates and open to 
everyone. 
 
Come enjoy a community that offers many 
year-round fully accessible recreation 
opportunities, including pathways, a 
playground, beaches and boating, a club house with an indoor swimming pool and hot tub, 
a store, and (of course) beautiful scenery. 
 
The CPAA’s Vacation Villa is a year-round vacation spot for families with or without 
disabilities. It features: 
 

 A fully accessible Site 
 Ramp & lift access to Villa 
 Fully accessible bathroom with wheel-in shower 
 Accessible pathways & a short distance to Gull Lake 
 Beach wheelchair & adaptive equipment 
 Comfortable accommodations 
 Sleeping space for 8 in two bedrooms and two sleeper sofas 
 Large kitchen, dining room and living room 
 Access to washer 
 Outdoor fun 
 Large deck and outdoor BBQ pit 
 Great nature views & rolling foothills scenery 
 Numerous seasonal outdoor activities 
 Indoor Entertainment: 
 TV, DVD Player, Gaming System 
 

For more information, check out their website at 
http://cpalberta.com/programs/vacation-without-limits 
 

 

CPAA Vacation Villa 
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Rocky Mountain Adaptive Sports Centre (RMASC) is a non-profit 
organization that runs a variety of summer and winter recreational 
programs for children and adults living with physical, developmental 
and/or cognitive impairments. RMASC is based in Canmore, Alberta 
but the programs are run out of various locations in the Rocky 
Mountain Bow Valley (Canmore, Banff, Lake Louise and surrounding 
areas). The adaptive center began by offering ski lessons to local 
children at Sunshine Village Ski Resort, but the winter programming 
selection has grown to include snowboarding and cross country skiing.  
RMASC currently also offers 12 summer programs ranging from 
mountain biking to white water rafting. 
 

I spoke to Chris Ha, who volunteers for 
RMASC’s TrailRider program, as well as 
canoeing and kayaking trips. A TrailRider 
is an adaptive non-motorized vehicle that 
volunteers use to carry a person with 
limited mobility up a mountain. Chris 
stated that “Rocky Mountain Adaptive 
Sports Centre is a non-profit organization 
that sees disabilities as abilities. As a 
team leader, and organization as a whole, 
we believe that everyone can benefit from 
nature, and should have an opportunities 
to enjoy nature, regardless of their 
abilities. We believe that nature has 
healing effects on everyone. And   

therefore, there is no limit of what we can 
       accomplish if we work together as a team.”  
 
RMASC is a great resource for SBHANA members to use to access the mountains. When asked for 
a comment, Chris said that “the adaptive wilderness programs can provide for people with limited 
mobility wonderful effects and feelings that the urban areas and modern medicine cannot provide. 
The peace, tranquility, and majestic beauty of the Rockies mountains normally will soothe one's 
mind. But after all, it is the breaking of the barriers for people with all abilities. It makes everyone feel 
that they do belong to our society. The trip will also give everyone an eye opener of what an 
incredible accomplishment when everyone believes in each other, work so hard together, and share 
the laughter with each other. By the end of the trip, you cannot help but cry with joy and emotion.” 
 
An added bonus for participants is the high level of service and care provided by RMASC. Chris also 
shared that once participants have arrived at the site of their program, they are able to settle down in 
the hotel or hostel and RMASC takes care of everything else. Currently, weekend trips consist of a 
few participants and 10-15 volunteers, which makes trip planning more efficient and effective. 
Participants are also encouraged to bring one or two able-bodied friends or family members. If you 
would like to get more information on RMASC you can go to their website at www.rmasc.ca, call the 
office at 403-431-1154, or send them a  message at info@rmasc.ca. 

Rocky Mountain Adaptive Sports Centre 
By Megan Gergatz 

Chris Ha’s TrailRider group ascending HaLing Peak  
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Now that summer is upon us, many of you may be interested in taking in many of the City’s 
parks and trails. Sometimes this can present interesting challenges. There are numerous 
resources available online to help you to plan a trip to the park. 
 
How do I get there? 
 
Depending on your situation, whether you drive, bus it, or take DATS, getting to the park is 
probably one of the major tasks. For DATS users, it may be fairly straightforward as long as 
you remember to plan your trip a couple days in advance (which can be tricky, depending on 
our weather!). 
 
Before you even begin planning how to get there, it may be beneficial to look up the City of 
Edmonton Map for the park you wish to visit. These maps show you the address of the entry 
to the park, facilities like public washrooms, emergency telephones, walking paths (paved 
and unpaved), dog parks, and many other features. 
http://www.edmonton.ca/activities_parks_recreation/parks_rivervalley/trail-system.aspx 
 
Google Maps is a great resource for finding directions to almost anything in the City. If you’re 
taking the bus, you may also use the ETS Trip Planner, as well as the Bus Route Tracker 
app, which tells you when a bus will arrive at a specific stop. 
http://www.edmonton.ca/transportation/edmonton-transit-system-ets.aspx 
 
You should remember to do a few things before you head out. 

Check the weather reports (nothing worse than getting caught in the rain!) 
Make sure you’re dressed appropriately; bring a hat, wheeling gloves (if you use 
 them), a light jacket or windbreaker.  
Make sure your equipment is in good repair for wheeling (tire pressure, crutches,  
braces and AFO’s have been properly maintained). 

 
Also include: 

Fully Charged Cell phone 
Water bottle (I usually fill it with ice cubes and top it off with water). 
Snacks 
Emergency money/bus tickets 
Sunscreen/mosquito spray/sunglasses 
Bandaids 

 
Whether you’re going to the park for exercise or just to hang out,  

Go with somebody and/or let someone know where you’re going, and when you’ll 
 be back 
Stick to your plan 
Be aware of others on the path – share the road! 
Be aware of dogs (off leash dog areas especially; some dogs are unpredictable  
around wheelchairs), and other wildlife 
Remember the time and location of your pickup point, if you are taking DATS;  
give yourself plenty of time to get back! 

 
Also, exercise within your limits; if you are not use to walking/wheeling distances, make sure 
you pace yourself, and take time to rest or stretch when necessary. 
 

Enjoying Edmonton Parks and Trails 
Submitted by Chris Minchau 
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Accessible Edmonton Parks 
There are several accessible parks in Edmonton and with a little research and a few 
outings I’m sure you will find one that meets your needs. 
 
Here are the City of Edmonton’s most accessible parks according to the publication, 
Edmonton Community Facility and Parks Accessibility Guide. For more detailed information 
including parking, picnic sites and paved trails you can check out the guide on the City of 
Edmonton’s website at www.edmonton.ca 
 
Fully Accessible  
 Hawrelak Park - 9330 Groat Road 
 Jackie Parker - 4540 and 50 Street NW 
 Rundle Park - 2903 113 Avenue 
 Louise McKinney Park - 95 Street and 101 Avenue 
 
Mostly Accessible 
 Emily Murphy Park - Saskatchewan Drive and Groat Road 
 Gold Bar Park - 10975 50 Street 
 Hermitage Park - 127 Avenue and 36 Street 
 Kinsmen Park - 9100 Walterdale Road 
 Laurier Park - 13400 Buena Vista Road 
 Victoria Park - 12130 River Valley Road 
 Goldstick Park - 4210 - 101 Avenue 
 

Devonian Botanic Garden  
 
Another location to check out this summer is the Devonian Botanic Garden, located 20 
minutes southwest of the city on Highway 60. The DBG features 90 acres of beautifully 
cultivated gardens, with both native and introduced species of plants. There is also a 5 acre 
Japanese display garden, and 3 indoor greenhouses, including a butterfly house. 
 
In terms of accessibility, the highlight of the garden is the Sensory Garden. This garden is 
easily accessed by a wide brick path, which can easily accommodate wheelchairs. The 
Sensory Garden features five raised beds designed to individually stimulate each of the five 
senses. These raised beds allow for individuals using wheelchairs to interact with the plants 
at eye level. Additionally, there are wheelchair accessible picnic tables just a short distance 
away. Outside food may be brought into the garden, or there are lunch items available for 
purchase near the entrance. 
 
The Garden offers tram tours of the main garden. These guided tours are 45 minutes long, 
and offer a history of the garden, as well as information on the plants growing in the 
garden. Tickets for the tours are sold on a first-come, first-served basis, so it is encouraged 
to call ahead to check for availability. The Devonian Botanic Garden is not accessible by 
public transit, so please be aware and arrange personal transportation. 
 
If you have further questions, please see their website at www.devonian.ualberta.ca/, or 
call the gift shop at 780-987-3054. 

Accessible Summer Activities 
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Rebecca Moss has been an integral part of SBHANA since 2008. She has known 
SBHANA President, Cindy Smith since childhood and became a part of the 
association when she was asked to fill a 6 month Board of Directors, Treasurer 
position. 7 years later, she is still here!  
 
Professionally, she is a Forensic Engineer with an 
Engineering firm in Edmonton. For those who are 
unsure what a Forensic Engineering is, it is the 
investigation of products, structures, materials or 
components, that fail or do not function as they 
should, causing personal injury or damage to 
property. In her spare time, Becky likes to spend 
time with her two young boys, hike, read and 
attend live theatre and concerts. 
      
                Rebecca and her husband, Mike 
 
Becky’s summer plans include road trips to visit family, friends, and the mountains. 
Any space remaining in her busy schedule will be dedicated to projects around the 
house. Her favorite part about volunteering for SBHANA is the people she has met 
through the association and the things she has learned from them about positivity, 
endurance, and tenacity 
 

Becky has been an incredible Executive member of the 
SBHANA Board of Directors. Despite having a busy work 
and personal life, she has been very dedicated to the 
association in ensuring all financial responsibilities are done 
accurately and in timely manner by the SBHANA staff and 
herself. She is extremely diligent and detail-oriented. When 
it comes time for our annual audit, Becky is very supportive 
of the SBHANA office staff and has spent many late 
evenings making sure that everything is reconciled and that 
we have all of our financial statements in order. 
 

Rebecca  hiking with her two sons.  
 
Thank you, Becky, for all your hard work, and your dedication to the Spina Bifida 
and Hydrocephalus Association of Northern Alberta! We cannot express our 
gratitude enough. 
 

Volunteer Spotlight 
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Member Spotlight— Helaina Cyr 

 
Helaina is an active 18 year old member of the SBHANA. If you have seen 
her at our events, or tearing up the court at a wheelchair basketball 
game, and have always wanted to get to know her better, read on! 
 
How long have you been involved with the SBHANA? 
My parents became members of the association when I was born in 
1996.   
Which SBHANA programs have you been involved with?  
I have attended Christmas parties, children’s outings when I was 
younger, and also Camp Freedom.  Very recently, I have attended the No Limits Peer Support Group for 
adults.    
What is your favourite part of the SBHANA?  
My favourite part of the SBHANA has always been Camp Freedom.  I love 
being able to meet different people and participate in different activities. 
How long have you been playing wheelchair basketball? 
I have been playing wheelchair basketball for 11 years.  
What is the name of your basketball team? 
In Edmonton, I play with the Alberta Northern Lights Wheelchair Basketball 
Team as well as the Inferno Wheelchair Basketball Society. 
You play basketball for the women’s national team. What has your 
experience been like over the years? This is my 5th year as a carded 
athlete with the Canadian Women’s U25 National Team. This has provided 
me the opportunity to travel a lot.  I’ve travelled all across North 
America.  And some of my favorite destinations include Germany and 
Argentina.  At the end of June I have the privilege of representing Canada at 
the 2015 Women’s U25 World Championship, in Beijing, China.   
What has your experience with independent travel been so far? 
I was 13 years old the first time I travelled independently.  It was only to Toronto, but I was very nervous due 
to my young age.  My parents have always encouraged independence.  As a result, I was able to take care of 
myself from a very young age.  Now that I am 18 and have been travelling independently for five years I don’t 
get nervous anymore.  My focus and thought has shifted to my performance in the game.      
Your whole family is involved with wheelchair basketball, can you tell me about that? 
Wheelchair Basketball is an inclusive sport, in the sense that the wheelchair is just a piece of 
equipment.  When playing hockey, you use skates.  In wheelchair basketball, you use a sport chair.  Because of 
this, all of my able bodied siblings play wheelchair basketball.  I have an older brother and two younger sisters, 
all of whom play wheelchair basketball. My dad will even grab a chair and play on occasion.  My mom doesn’t 
play, but she does volunteer work for both teams.  Yes, it’s about the game, competition, and exercise.  But 
wheelchair basketball is also about family, friends and community.    

Do you volunteer for any organizations or events?  
Along with two other players, I help to coach our youngest 
wheelchair basketball team.  “The Mini’s” are aged 5-15 
years.  We practice every Thursday and Sunday at the Saville 
Centre.  I also volunteer at the Glenrose Rehabilitation 
Hospital as a mentor for others who use wheelchairs.     
What are your other hobbies and interests ? 
Other than basketball I love cooking, camping, and all 
outdoor activities.  I also enjoy spending time with my 
family and friends.   
What do you look forward to?  
I’m really looking forward to travelling to Beijing this month 
and doing some camping this summer.    

S
B
H
A
N
A

www.sbhana.org



Page 21

 
 
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. One of the most recent 
support fund beneficiaries was Carly, whose story is written 
below. 
 
“Carly has finished a session on the Lokomat at the Glenrose. 
The Lokomat has helped her to walk with an improved gait and 
with her knees out as she is harnessed in for support. I didn't 
want her to lose the muscle improvements in walking that she 
was gaining with the Lokomat so it was suggested to me by one 
of her therapists to put her on a treadmill at home with her 
SWASH on to keep up the same kind of exercise.             Carly using the Lokomat
         

She uses the treadmill daily for about 10 minutes each day wearing her SWASH. Someone 
is there for safety but she can do it on her own. Normally a 12 year old would not need to 
be on a treadmill as they can get enough exercise walking around in the community, at 
school, and in their home, but Carly is limited to mostly walking at home. This is a 

challenge, as at home she is unable to walk any 
long distances to improve her endurance and 
strength. It is hard for her to walk outside as it is 
unsafe for her to walk on the ice and snow which 
is most of the year, and she can't run around like 
other children to get exercise. She also has a 
vision impairment that makes walking on uneven 
ground tricky so we are hoping that if she builds 
strength that she will be able to adjust more 
quickly to regain her balance. The treadmill has 
enabled her to get the extra exercise needed to 
improve her strength and endurance in our house 
so that hopefully one day she can be more active 

Carly on her new treadmill          outside and in the community. 

 
  Thank you so much for your support in providing this for her! 

 
The Support Fund application can be found on our website: www.sbhana.org. 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 

Support Fund 
By Anita Tougas 
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Is Surgery and Stem Cells a Cure? 
 Reprinted from SBHAC Newsclips May 13, 2015 
 
A new story out of the University of California, Davis, offers hope for expectant parents.  
While prenatal surgery revolutionized spina bifida treatment by improving brain 
development, it didn't benefit motor function as much as doctors hoped. But a recent 
line of thinking believes that, when augmented with stem cells, fetal surgery could be a 
cure for spina bifida.  
Doctors Farmer and Wang are the first to combine fetal surgery with a placental stem 
cell treatment to reduce the effects of spina bifida, which in children can range from 
barely noticeable to severe. Research testing on lambs with myelomeningocele has 
shown promising results when combined with human placenta-derived mesenchymal 
stromal cells (known for their neuroprotective qualities).  
The next step is to confirm the safety of the approach and determine optimal dosing.  
The researchers will continue their efforts with funding from the California Institute for 
Regenerative Medicine. With additional evaluation and FDA approval, the new therapy 
could be tested in human clinical trials.  
"Fetal surgery provided hope that most children with spina bifida would be able to live 
without shunts," Farmer says. "Now, we need to complete that process and find out if 
they can also live without wheelchairs."  
 
 
Millirobots Offer Potential for Less Invasive Surgery  
Reprinted from SBHAC Newsclips June 3, 2015 
 
Injections of tiny robots called "millirobots", powered by MRI scanners, might one day 
be able to treat hydrocephalus and other conditions.  
DOTmed News reports that researchers at the University of Houston have found a way 
to harness the energy from MRI scanners to power the millirobots to penetrate tissue.  
To treat hydrocephalus, surgeons have to cut through the patient's skull and implant 
pressure-relieving shunts. The new procedure would allow a surgeon to inject 
millirobots into the patient's spinal canal using a hypodermic needle or lumbar 
puncture, and they would be driven out of the body by the MRI energy afterwards.  
The researchers first used high-quality brain images generated from the MRI scanner 
to map out the routes for the millirobots. They then hacked the MRI and utilized its 
magnetic energy to push the millirobots to the desired location.  
"The approach proposed involves navigating individual millirobots to a target location 
and allowing them to self-assemble in a manner that focuses the stored magnetic 
potential energy as kinetic energy for tissue penetration," the researchers wrote.  
The millirobots are 3-D printed and composed of high-impact plastic and slender 
titanium rod spacers that separate two steel balls. The MRI's energy magnetizes the 
steel balls and propels them forward.  
Researchers have tested the approach but the work is still conceptual at this stage. 
Going forward, they will explore its place in a clinical setting, miniaturizing the device, 
and optimizing the material components.  
 

Medical News 
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 U.S. BILL TO INFORM PARENTS OF OPTIONS FOR UNBORN CHILDREN  
Reprinted from SBHAC Newsclips March 2015 

 
A bill which requires that parents be given up-to-date and accurate information when their 
unborn child is diagnosed with spina bifida was unanimously passed by the Kentucky Senate 
Committee on Health and Welfare on Feb 25/15. Senate Bill 159, sponsored by the Republican 
Senator from Louisville, would require medical providers to supply written information so 
parents can make an informed decision on treatment.  
 
Colleen Payne, of the Spina Bifida Association of Kentucky, says when parents currently get 
such a diagnosis, there is little or no information supplied or they are only provided with the 
worst-case scenario. Parent Erin Hinson testified that when her and her husband received the 
diagnosis they were told that their son would never walk, or go to school, and that he would 
suffer. The doctor said the only option was for termination. She and her husband opted to raise 
their son instead.  
 
The new requirements would make it mandatory for doctors to prepare up-to-date, evidence-
based, written information that would be reviewed by medical experts and a spina bifida 
organization, and include information on physical, developmental, educational, and 
psychosocial outcomes, life expectancy, clinical course, intellectual and functional development 
and treatment options. The information is to be presented in a compassionate way on what 
parents should know to help them determine their next steps.  
 
The Bill also requires that parents be given contact information regarding support programs and 
services that are available in their area for expectant and new parents of children with spina 
bifida, as well as information on other educational and support programs.  

Blainville, June 3, 2015 - To mark the Spina Bifida and Hydrocephalus Awareness Month, 
Duchesnay launches three videos entitled “Are you planning a pregnancy?” The goal is to 
emphasise the importance of taking a prenatal multivitamin containing folic acid at least three 
months before conception for a healthy pregnancy. Mireille Moreau, Professional Dietitian at the 
Montfort Academic Family Health Team in Ottawa, discusses the vitamins and nutrients needed 
during this critical period of the baby’s development, including folic acid and iron. These videos 
are hosted on the medical information site Nutrition and Pregnancy, powered by Duchesnay. 

"As a dietitian, I regularly meet women of childbearing age who are unaware of the importance 
of having good nutritional reserves before becoming pregnant," said Mireille Moreau. "They of 
course need a sufficient dose of folic acid, but few of them know that adequate reserves of iron 
and vitamin B12 are also essential to preconception." 
The short videos cover the following topics: 
 Should women take a prenatal multivitamin or folic acid alone before pregnancy? 
 https://youtu.be/ZDp2daQmkfk 
 What should be considered when choosing a prenatal multivitamin?  
 https://youtu.be/qhtBp-VfMXQ 
 Medicines and Natural Products: are they safe during pregnancy? 
 https://youtu.be/jnuJJ-sH7HQ) 

Medical News 

More information available on http://www.sbhao.on.ca 

“ARE YOU PLANNING A PREGNANCY?”  
DUCHESNAY LAUNCHES NEW VIDEO SERIES TO MARK THE SPINA BIFIDA AND 

HYDROCEPHALUS AWARENESS MONTH   
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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 _______  Postal Code ____________ 

  Telephone ______________________ Cell  _______________________ 

  Email  _____________________________________________________________ 
 

Type of Membership (please check one) 

_____ Parent of child with Spina Bifida and/or Hydrocephalus 

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

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

_____ Support person (relative, friend) 

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

I can volunteer to help the association and other families:  

 _____ Board of Directors _____ Fundraising _____ Phoning 

 _____ Special Events  _____ Newsletter  
 

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

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

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

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

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

SBHANA 
MEMBERSHIP FORM 

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


