
Spina Bifida and Hydrocephalus Association of
Northern Alberta

Winter Newsletter 2014
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Our Mission Statement: to improve the quality of life for people affected by
spina bifida and hydrocephalus though advocacy, education, research,

and support.
________________________________________________________

Join the group that truly has  
no Limits!! 

NoLimits is a once to twice a month social 
and/or educational evening for Edmonton-
based adults living with spina bifida and/or 
hydrocephalus. The participants attend 
various social events throughout the City of 
Edmonton such as bowling at Ed's Rec 
Room, Symphony under the Stars, and 
Taste of Edmonton. On occasion, 
educational presenters are invited to do a 
presentation on various topics concerning 
spina bifida and/or hydrocephalus and our 
adult population. NoLimits evenings include 
coffee social nights where members have a 
chance to socialize, share ideas, and 
support each other. Between November 
2012 and September 2013, 15 different 
support nights were held. On average 27 
members participate throughout the year 
with an average attendance of 10 people 
per event. NoLimits is an amazing group 
that supports and encourages one another 
to live with no limitations.   

On December 3, 2013 at International 
Day of Persons with Disabilities one of 
our talented members was asked to be 
part of the showcase to celebrate the 
many wonderful and amazing talents of 
people with disabilities. Donna Bulger 
and her brother, Ed Bulger, performed in 
the showcase and they were fantastic, as 
always. Her performance of the 
SBHANA’s June Awareness song, “Hear 
Our Voice,” received a warm reception 
from the gathered event attendees. It 
was great to see that several SBHANA 
members came out to see Donna’s 
amazing performance.
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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: Aniquea Thorowsky Fund Dev. & Comm. Coordinator: Alexis Millar 
treasurer: Rebecca Moss  newsletter editor: Alexis Millar 
Secretary: Katherine Bateman  Design, Layout & Publishing: Camrose Morning News
     This newsletter is published by SBHANA. Please 
Board Members   address any correspondence for the Association 
Harmanie Taylor   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 
Monica Sneath     
Betty Ann Thibodeau   SBHAnA Office Address
     #305—11010 101 Street (Hys Centre)
     Edmonton, AB T5H 4B9 
we wAnt YOUr inPUt! 
We would love to hear from you and will incorporate suggestions, personal stories, questions, tips and 
feedback into the newsletter. We’d also love to share what different members are up to! Contact us 
through e-mail info@sbhana.org or by phone 780-451-6921. Our website is sbhana.org.

COntentS

The views and ideas expressed in some of the articles in this issue do not necessarily reflect the views and ideas of the Board of Direc-
tors or the Association. Articles are provided for the reader’s information and everyone has to determine the validity of the concepts 
presented based on their own circumstances and medical needs. No treatment should be started without first consulting your doctor. 

Don’t forget to renew your membership and indicate if you would like to receive your newsletter 
in colour, black & white or electronically! 

Colour copies of the newsletter are available for those with up-to-date memberships. If you are receiv-
ing this newsletter in B&W but would prefer colour, please renew your membership, or call the office to 
change your preference. Memberships are due on October 1st of each year.

Page 3 ………………………………………President’s Message  
Page 4  ………………………………………Office Update 
Page 5 ………………………………………Mark Your Calendar 
Page 6  ………………………………………Updates & Opportunities 
Page 7-8……………………………………..Board Introduction 
Page 9-11……………………………………Annual Report 
Page 12………………………………………Scholarship 
Page 13………………………………………IDPD 
Pages 14-15 ………………………………...Christmas Party 
Pages 16-17 ………………………………...Speedicath Study 
Pages 18-19 ………………………………...Personal Directive 
Pages 20 …………………………………….Spotlight: Maddy Murray 
Pages 21 …………………………………….Support Fund in Action 
Pages 22 …………………………………….Did You Know? 
Pages 23 ………………………………..…...Membership Benefits 
Page 24 ……………………………………...Membership Form 
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President’s Message 

The following poem written by Ella Wheeler Wilcox hung on one of the walls in my 
home growing up. I read through it often in my youth: 
 One ship sails East, 
 And another West, 
 By the self-same winds that blow, 
 'Tis the set of the sails 
 And not the gales, 
 That tells the way we go. 

 Like the winds of the sea 
 Are the waves of time, 
 As we journey along through life, 
 'Tis the set of the soul, 
 That determines the goal, 
 And not the calm or the strife. 
I've reflected on the meaning in these verses many times throughout my life. I 
experience more strife or difficulties than I would like. I find it especially difficult 
when circumstances are beyond my control. When I can do nothing to change them. 
This month, for example, Nathan had an orthopedic surgery postponed as a result of 
the H1N1 outbreak that required the use of all post-operative beds. As many of you 
know, gearing up for surgery can involve significant physical and emotional 
preparation. We had taken time off work; carefully planned our family's schedule, 
recruiting the necessary supports and making all sorts of arrangements; taken time 
for pre-admission clinic; and shown up at the hospital with Nathan fasting on his 
scheduled day of surgery. After waiting several hours, were told Nathan's surgery 
would need to be rescheduled. Ugh. I had absolutely no control over this 
unexpected change in circumstances. Fortunately, I quickly realized this and tried to 
be as gracious as possible with the hospital staff. Because although I may not be 
able to control the circumstances I find myself in, I am always in control of the "set of 
my soul," or my thoughts, feelings, and resulting behaviour. I believe it does make a 
difference to think positively. Perspective is everything. It's not always easy though! I 
find myself often needing to challenge my own thinking. It is an active and ongoing 
process. But it is an important process because how I think about things has a 
tremendous impact on how I feel and then how I behave. In this circumstance, I had 
more than one staff member thank me for being so understanding. And that felt 
good! I tried to reframe my disappointment. Did we really want to be in hospital with 
so much influenza around us? We had simplified our life in January in anticipation of 
Nathan's surgery and post-operative care. Maybe we could enjoy a break from our 
over-scheduled life? 
We are not our circumstances! We may be living a life far from ideal, but we can still 
experience happiness and joy when we "set our soul" towards that goal.
All the best to each of you in 2014, 
Cindy Smith 
President, SBHANA
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Office Update 

Darlene Cathcart—Program Manager 

It is hard to believe that we are already in 2014. I 
had a wonderful Christmas break with my family 
that included lots of rest, too much good food, 
and a short break to California with my husband. 
Now I am ready to get working on some events 
for the coming year. This spring and summer will 
include some great events including the KB4SB 
Golf Tournament, Camp Freedom, our Summer 
Barbeque and the annual Hope Classic. June is 
spina bifida and hydrocephalus month and will 
include public awareness displays in the City of 
Edmonton. Our office space continued to 
improve over the past weeks. As you may 
remember from the last newsletter, we moved 
our office into a larger space. Our office received 
a fresh coat of paint and most recently we had new flooring installed. We want to 
thank the staff and volunteers at the Canadian Paraplegic Association (Alberta) for 
including us in these office improvements and assisting our staff with packing and 
moving our furniture. We are very fortunate to have their support. Wishing you all 
good health and happiness in 2014! 

Alexis Millar—Fund Development & Communication Coordinator 

The holiday break was a wonderful time to 
reconnect with my family and friends. I’m 
thankful that I had time to go home to my small 
town and relax and spend quality time with my 
family, especially since going home means my 
mom’s cooking! Even though we are in the 
middle of winter, the SBHANA office is beginning 
to look towards summer and all the events that 
will be happening. I’m really excited to get to 
experience all the events that the SBHANA 
holds during the summer. I am already feeling a 
little excited and we have months to go! I feel so 
privileged to work and know so many amazing 
people. Whenever I talk about work I start talking 

in frenzy because there is something so amazing about this organization and it 
always seems to attract the most passionate and caring individuals. I’m really 
hoping to put together an amazing June awareness month for everyone so we can 
demonstrate how amazing our members are to the City of Edmonton.
I’m very excited to be graduating from MacEwan University this April since I’ll be 
able to stop running from work to school and vice versa. I’ll be able to give my full 
attention to the amazing summer that we have in store! I wish it was summer 
already but I think everyone wants that especially with our weather. I hope everyone 
had a great holiday and I wish you all the best in the new year! 
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June 2014   Spina Bifida & Hydrocephalus Awareness Month 
Watch for more information in our

    Updates & Opportunities member emails  

June 20, 2014   KB4SB 6th Annual Golf tournament 
Friday  Location: Raven’s Crest Golf & Country Club  
    For more information email keeganbenner@gmail.com 

June 28, 2014   Skate for Spina Bifida & Hydrocephalus  
Saturday Location: Castledowns Skatepark    
    More information to come 

July 17-20, 2014  Camp Freedom 2014 
Thursday-Sunday Camp for teens with spina bifida (age 12-18 years) 
    Location: Lake Isle (1 hour west of Edmonton) 
    Registration packages will be mailed in February 

August 9, 2014  Hope Classic 2014 & 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 

October 16-19, 2014  SBHAC national Conference 
Thursday-Sunday  Location: Hilton Vancouver Airport Hotel  
    More information to come 
noLimits

Monthly coffee events 
Upcoming cooking class planned (date and location TBA) 
Stay up-to-date on Facebook by joining the NoLimits group and watching for details in 
our Updates & Opportunities member emails. 

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

SBHAnA’s newsletter layout and printing is provided by the Camrose Morning 
news. the Maschke Family, owners and operators of the Camrose Morning news, 

are proud members of the SBHAnA 
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the SBHAC Bursary  
To encourage and support students with spina bifida and/or hydrocephalus to 
achieve independence in future education the SBHAC has a bursary open to 
students. The bursary is meant to assist students in pursuing higher education at 
university or other post-secondary studies.
Eligibility: 

Person with spina bifida and/or hydrocephalus. 
Member in good standing of either SBHAC or a provincial member 
association. The following associations are presently members of SBHAC - 
British Columbia, Northern Alberta, Southern Alberta, South Saskatchewan, 
North Saskatchewan, Manitoba, Nova Scotia, and Prince Edward Island. 
Accepted at and/or attending any accredited university, college, or recognized 
program at the post-secondary level. 
Students are eligible to receive an award one time only. 

The deadline for applications is the third wednesday in May.
http://www.sbhac.ca/beta/pdf_files/2013-Bursary-Guidelines-Application.pdf

SBHAnA Annual General Meeting  
The SBHANA held our Annual General Meeting on October 17, 2013 at the 
Glenrose Rehabilitation Hospital. Darlene read through the Annual Report, which is 
located on pages 9 to 11, and our President Cindy went through the Annual 
Financial Statements. Afterwards, Alexis summarized the winners of the post-
secondary scholarships as neither Mackenzie Doll and Keighley Schofield were 
able to attend to receive their scholarships in person. 
Following the reporting section of the meeting, the SBHANA elected its Board of 
Directors for the 2013-2014 year. The executive positions were filled by: Cindy 
Smith (President), Aniquea Thorowsky (Vice President), Rebecca Moss 
(Treasurer), and Katherine Bateman (Secretary). The Directors include: Ken 
Godbeer, Lise Johnston, Harmanie Taylor, Betty Ann Thibodeau, Frances Miller, 
Monica Sneath, Sean Bouffard, Lisa Bennett, and Lilianne Gosselin. 
We are grateful to the board members, who stepped down, for their amazing work: 
Zachary Weeks, Marisha Millette, Sarah Kozoriz, and Hayden Fairley.  

Fiscal Year end Change 
The SBHANA is moving its fiscal year end from September 31 to January 31 due to 
the rush to conduct the audit following the SBHANA’s biggest fundraiser, the Hope 
Classic.  
If you have renewed your membership for the 2014 year then it will be extended 
until January 31, 2015. If you have not renewed your membership yet, you can take 
a look at our member benefits on page 23 and fill out the membership form on page 
24 and send a copy to the office. For any information on our fiscal year end or 
membership renewal look at our website www.sbhana.org or contact the office at 
780-451-6921 or info@sbhana.org.

Member Updates & Opportunities 
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eXeCUtiVe: 
Cindy Smith - President
Cindy has been the fearless leader of the SBHANA as the President for the past ten years. 
She is the mother of four young children. Her son Nathan, who is now 12 years old, was 
born with spina bifida. Cindy has a background in occupational therapy. This year she has 
taken on the new role as Assistant Camp Director for Camp Freedom.  
Aniquea thorowsky – Vice President
Aniquea took on the role of Vice President in 2011 and continues in this role today. She is 
the mother of three grown boys. Her 18 year old son, Austin, was born with spina bifida. 
Aniquea is currently employed as a health care aide. She has been a key volunteer in 
charge of feeding our hungry runners at the annual Hope Classic and barbeque. 
rebecca Moss – treasurer
Rebecca has been our amazing Treasurer for the past five years. She is employed as a 
Forensic Engineer and is the mother of two young boys. Rebecca has worked hard to keep 
the SBHANA finances in order so we are accountable to our members and supporters. We 
are grateful for the long hours of hard she has contributed. 
Katherine Bateman – Secretary
Katherine joined the board three years ago and has been our Secretary for the past two 
years. She is the mother of three children including nine year old Leah, who was born with 
spina bifida. Katherine was Silent Auction Co-chair on the steering committee for our 2011 
National Conference. Meet her family in our Dream. Live. Inspire video.  
DireCtOrS: 
Ken Godbeer  
Ken was one of the original SBHANA Board of Directors members. He left the board in 
1990 and rejoined in 2006. Ken also spent many years volunteering with Alberta Northern 
Lights in various positions including Treasurer and President. Ken is the father of three 
grown boys including his son Chris, who was born with spina bifida. 
Betty Ann thibodeau 
Betty Ann has been on the Board of Directors for six years. She is a Pediatric Urology 
Nurse Practitioner and works closely with many of our members. Betty Ann has been a key 
volunteer for Camp Freedom as the medication nurse. We are grateful to have her share 
her insights and knowledge with the board.  
Monica Sneath 
Monica has been a board member for 13 years including 10 of those years as the Vice 
President. She is the mother of three children. Monica’s 16 year old daughter, Kailyn, was 
born with spina bifida. She is the Co-founder and the Director of Camp Freedom since 
2000. Monica has been a key volunteer for many major events.  
Lise Johnston 
Lise has been on the Board of Directors for six years. She is an adult member who is living 
with spina bifida. Lise enjoys volunteering for various SBHANA events. She has also 
recruited her husband, Ian, to volunteer by helping out at the summer barbeque. Lise also 
volunteers twice a week in the library and gift shop at the U of A Hospital.  

Meet our Board of Directors 
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Harmanie taylor 
Harmanie has been on the Board of Directors for four years. Harmanie is an adult living with 
spina bifida. She is happily married to her husband, Shane. Harmanie is the Co-ordinator of 
NoLimits support evenings. She has been an active volunteer for many SBHANA events 
and was the Speaker Chair Person for the 2011 National Conference. 
Frances Miller 
Frances has been a board member for two years. She is currently employed at Home Depot 
and has been actively building a partnership with them through various fundraising activities 
to support the SBHANA. She has been a member for many years and has volunteered at 
many of our events. Frances is an adult living with spina bifida.  
Sean Bouffard 
Sean is a new Board of Directors member. He has been an active volunteer for many 
SBHANA events including helping at the Hope Classic and with public education displays. 
Sean enjoys attending NoLimits support evenings and plans on being more involved with 
fundraising this year. Sean is an adult living with spina bifida. 
Lilianne Gosselin 
Lilianne is new to our Board of Directors. She is the mother of three 
children. Her 18 month old son, Silas, was born with spina bifida. Lilianne 
has already been actively volunteering for the SBHANA. Most recently, she 
accepted the position as the Assistant Co-ordinator for NoLimits. We are 
excited to have her share her enthusiasm and skills. 
Lisa Bennett 
Lisa just moved to Edmonton from Hinton, Alberta, and is a new member of 
our Board of Directors. She is actively involved with the NoLimits support 
evenings and has volunteered for SBHANA events. Lisa has been a 
member of our Association for many years and as a teen attended Camp 
Freedom. Lisa is an adult living with spina bifida.  

Back row: Katherine, Ken, Betty Ann, Monica, Aniquea, Rebecca (& baby Seamus) 
Front row: Harmanie, Lisa, and Sean 

Cindy 

Frances 

Lise

Lilianne  
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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:

Kelty Coburn continued to work 30 hours/week as our Program Manager until July 12, 
2013. Darlene Cathcart continued as Administrative Assistant for 15 hours/week until she 
was hired as the new Program Manager as of July 8, 2013. There was one week of 
overlap. Darlene works 20 hours/week.

Alexis Millar was hired on July 12, 2013 as the Fund Development and 
Communications Coordinator. Alexis works 20 hours/week.
Kiray Jones-Mollerup worked 420 hours over the summer as our Fund Development 
Coordinator through the Canada Summer Jobs Program through the Federal Government

Membership:  
We now have 251 members on our Membership List

117 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

An Adult Focus Group was held on January 26, 2013. Three goals were identified.
Continue to increase awareness with a specific focus on education to the general 
public on issues that our adult population faces 
Connect our adult population through events and programs 
Advocate for the complex medical needs of the adult members 

Fund Development:
Successful fundraisers & public awareness events held this year:

- Hope Classic income $24,323 (Profit approximately $18,252.37) 
- Skate for Spina Bifida income $2323 & Raffle $3190 (Total Event Profit $629.72) 
- School Display income $250 (no expenses) 
- Third party fundraiser - Keegan Benner Charity Golf Tournament for Spina Bifida 
& Hydrocephalus income $11,113.50 (Profit $6868.87) 

Received the following Grants:
Community Spirit Grant ($7,507.78) 
Community Investment Operating Grant ($17,500) 
Community Initiatives Program Community Operating Grant ($50,000) 
Canada Summer Jobs Grant ($4,582) 
Royal Alex Employees Charitable Donation Fund ($1,000) 
Muttart Bursary ($300) 

Received $17,000 sponsorship for Camp Freedom from Alberta Association for Insurance 
Adjusters Northern Chapter

ADVOCACY 
SBHANA is represented at meetings held by the following:

Interagency Committee on Recreation for Persons with Special Needs
Advisory Board for Persons with Disabilities
Royal Alex Celebration of Giving
Alberta Disabilities Forum
Glenrose Parent Advisory Council Transitions

Member of the Alberta Disability Forum

2012-2013 Annual report 
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reSeArCH 
Communicated information by email to a professor regarding study on disability and 

sexuality. Answered questions about our membership and shared information about 
participation in the research study with our members
Send out phase 2 forms for the SBHAC genetic study

COMMUnitY COnSULtAtiOnS 
Tirvel Adaptive Bikes – demonstration of their bikes and modifications that can be made

On Site Placement Services – meetings to share information about SBHANA and our 
members and for our staff to gain more knowledge about their services

COMMUnitY BUiLDinG 
Alexis attended Rotarian breakfast meeting as a guest of Doug McEwen
Manned a display at Bike Day at the Glenrose Rehabilitation Hospital
Advertised like-minded organizations, programs, and services through our updates and 

opportunity emails and our newsletter
Had Amy from CPA attend Camp Freedom with adaptive bikes
International Day for Persons with Disabilities – we donated two Dream Live Inspire 

silver necklaces for door prizes and Kelty took photos which have been used on their 
website
Donated a Dream Live Inspire Video and silver necklace to the Citadel Theatre Volunteer 
Appreciation Evening

eDUCAtiOn 
SB/H Awareness: 

International Day for Persons with Disabilities IDPD – set up and manned our 
information display
June Awareness Month 2011:

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; Kingsway Garden Mall, Capilano Walwart, Terwillegar Rec 
Center, Kate Chegwin Junior High School

Quality of Life DVD
Elaine (past summer student) distributed video to University of Manitoba 

Hope Classic Media
- Television interview with Global – Cindy Smith 

- On air with 730 CHED – Nicole Stefaniszyn 
- Represented at the Hope Classic - Now Radio (trucksicle) & CHED (booth) 

Skate for Spina Bifida & Hydrocephalus Media
- Television interview with CBC – Aaron Fotheringham & Wheel Around with 
Wheelz participants 
- CTV & Global television showed the event on the news 
- Represented at the Skate for SBH – Now Radio (trucksicle) 

educational Assistants Conference: 
The SBHANA participated in the 2013 Educational Assistants Conference on February 22-
23, 2013 at MacEwan University again this year, setting up a display and making Education 
Manuals available.

MeMBer SUPPOrt 
newsletter:   
Winter, Summer, and Fall 2013 editions published this year with many member 
contributions
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information Updates: 
Regular emails sent out to membership with Information Updates and Opportunities and 
website kept up to date with current information

Social Activities: 
Christmas Party held November 24, 2012 with 175 people in attendance
Summer BBQ held in conjunction with the Hope Classic on August 10th, 2013 with over 

200 people in attendance
Mom’s Potluck Dinner hosted by Darlene Cathcart and Monica Sneath in Spring 2013

Camp Freedom:
14th annual camp was held on August 1-4th with 25 campers from Western Canada and 18 
volunteers

Support Fund: 
Approved 37 different support fund requests with a total value of $18,059.04
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: 
Elfi Wensel received funding to attend the Alberta Community Living Annual Family 
Conference
Scholarship:
Mackenzie Doll and Keighley Schofield 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
All informational resources are now in an electronic format for easy updating

noLimits Support evenings 
Delivered the support evenings 15 times between November 2012 and September 2013 
with an attendance rate of 136 members (27 individuals participating total)

information referrals & Support 
Numerous calls and visits to the SBHANA office for information and support

SBHAC: 
Renewed our membership with the National association
Todd Benner is currently a member at large on the SBHAC Board
Aniquea Thorowsky  and Darlene Cathcart participated in the conference call SBHAC 

AGM as the SBHANA delegate
Aniquea Thorowsky is on the Education, Fund Development & Communications 

Committees
Donated $2500 towards Operating Costs to SBHAC
Donated $408.15 from the Keegan Benner Charity Golf Tournament

Donated $3455.16 from the Hope Classic National Fundraiser 
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Mackenzie Doll is a student at MacEwan University and the 
recipient of the SBHANA 2013 scholarship award. She is currently 
working on her Bachelor of Arts degree in Sociology. When she 
finishes this degree, Mackenzie hopes to get into law school. 
Mackenzie is enjoying school and her new found freedom of living 
on her own. She is living in the accessible dorms at MacEwan 
Residence. Mackenzie grew up in Slave Lake and Camrose, 
Alberta. Her family have been members of the SBHANA for many 
years and Mackenzie most recently has attended the NoLimits 
support evenings and volunteered for our Christmas party working  
bee. She is a volunteer coach for the Mini lights wheelchair 
basketball program. Mackenzie has played wheelchair basketball for many years and most 

recently traveled to Argentina to play with the 
Canadian Women’s Under 21 team in the Youth 
Para-pan American games. What a great 
accomplishment! When not in school or playing 
basketball, Mackenzie enjoys reading and 
hanging out with friends. Her advice to others 
thinking of pursuing post-secondary education: 
“Take a lighter course load and take your time, it 
might mean longer schooling but it is worth it.” 
We want to wish Mackenzie the best of luck in 
her future endeavours. 

Scholarship 

Keighley Schofield is an 18 year old Dalmar Nail Technology 
student and the recipient of the SBHANA scholarship for 2013. 
Keighley absolutely loves her program. Her favourite section of 
the course, so far, is the art section that focuses on free-hand 
painting, both flat, 3D, and more. Keighley has a talent for free-
hand painting and has done her own nails and others for a couple 
of years. She loves to have her nails done so much that when in 
the hospital for surgeries she only removes polish from one nail 
for staff to use for testing. When Keighley finishes her course she 
plans to work in a salon to gain more experience. She hopes one 
day to open her own salon with specialized equipment that will make it easier for both 
professional nail technicians with disabilities and clients with disabilities to use the 
equipment and be comfortable. When asked if Keighley had any advice for others thinking 
about post-secondary education she said “Use the resources to your advantage. 
Go to your school for help and advice; they want to help you be successful. At 
first, I didn’t want the extra help but it is worth it to ask for it and accept help”. 
The school ordered Keighley a special table that works better when working with 
her clients. In her spare time, Keighley volunteers on two hospital advisory 
boards and for the Canadian Cancer Society. She also enjoys skiing, horseback 
riding, and basketball. Keighley has a busy and bright future and we wish her 
the best of luck. 
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International Day for Persons 
with Disabilities (IDPD) was 
held again this year on 
December 3, 2013. IDPD is 
an international event meant 
to  b r ing  commun i t ies 
together to celebrate the 
accomplishments and talents 
of individuals with disabilities. 
This year, we were treated 
to performances by various 
t a l e n t e d  g r o u p s  a n d 
individuals with disabilities. 
The theme was “Nothing 
About Us Without Us.” 

There was a great turn out with over 400 people attending to see the showcase and 
the trade show. The trade show consisted of various organizations dedicated to 
supporting persons with disabilities. Darlene and Alexis set 
up the SBHANA display to raise awareness of spina bifida 
and hydrocephalus as well as our organization. Stephanie 
Prada, Sean Bouffard, and Morgan Cathcart assisted in 
helping educate people as they passed by the SBHANA 
display. The afternoon was enriched by several different 
performances. Our own Donna Bulger and her brother, Ed 
Bulger, performed “Hear Our Voice” and as ever it was 
amazing to see such talent and beauty. Overall, IDPD was 
an amazing event that celebrated people with disabilities 
and we were fortunate to be apart of it.  

international Day of Persons with Disabilities 
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This year we had over 175 people 
come to the Kensington 
Community Hall for our Annual 
Christmas Party held November 
23, 2013. We enjoyed a 
scrumptious turkey dinner served 
with all the sides. Then, Santa 
came down from the North Pole 
for a visit. He handed out 
presents to all the good boys and 
girls and took some time to chat 
with all the children. Once again, 
the talented Joyful Face Painting 
trio came to the party and 
decorated the children’s faces 
and arms with beautiful designs. 

Then DJ Jay Cathcart kicked off the dance and kept everyone dancing till the party’s end.  

SBHANA held another small silent auction this year. We had 10 items up for bids and 
raised $715. The night was completed with two candy guesses and several door prizes. We 
all know that SBHANA events would not be possible without our dedicated volunteers. We 
would like to take this opportunity to recognize these amazing people who turned this 
Christmas Party into the such a success.  

Cindy Smith and her mother, Gloria Dahl, provided the delicious meal as they took care of 
the catering and set up of the event. Thanks to the Shaw family for helping in the kitchen 
and to Santa Claus who took time out of his busy schedule to stop by our party. Nottingham 
Ward Young Women assisted in the kitchen, with set up, and in the craft room. Thanks for 
the continued support from the Edmonton Gateway Rotarians who made the evening run 
smoothly. They included: Doug McEwan, Tony & Mary Thibaudeau, Agnes Fisher, and 
Alan Stuart. And last but not least, we would like to recognize our members who gave us 
their time and talents: Betty Ann Thibodeau, Frances Miller, Natalie Buchsdruecker, Lise 
Johnston, Lisa Benett, Curtis Coupal, Elfi Wensel, Mackenzie Doll, Lilianne Gosselin, and 
Mary Blades. Your efforts are greatly appreciated!  

Thank you to the following companies and people who generously donated silent auction 
items:

Festival Place 
Citadel Theatre  
Rabbit Hill Snow Resort
Snow Valley
West Edmonton Mall
Purdy’s
Dwight McKenzie 
Inga Zahodnik
Scotiabank Theatre 

SBHAnA Christmas Party 
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SBHAnA Christmas Party 
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Randomised Crossover Trial of hydrophilic single use versus multiuse PVC for CIC in 
Children with Neural Tube Defects
Intermittent catheterisation (IC) is accepted management for maintaining bladder and renal 
health in individuals with incomplete bladder emptying.  Two common products are 
available for IC: polyvinyl chloride (PVC) and single use hydrophilic coated PVC.  In 2004 
the UK spent around £33 million on hydrophilic catheters compared to £3 million for PVC 
catheters.  Proposed advantages of the lubricated hydrophilic catheter over PVC catheters 
are reduced  

1) symptomatic urinary tract infections (UTI) and reduced   
2) urethral irritation,  trauma and urethral strictures from repeated IC.  

Complications and UTIs are costly to the individual and the system but despite over 25 
RCTs on the topic, there remains a lack of evidence indicating superiority of one product 
over another in community dwelling IC users.  
Purpose:  To compare the incidence of symptomatic UTI in children with spina bifida using 
single use hydrophilic (SpeediCath™) or PVC catheters for IC.  Secondary aims: compare 
differences in weekly urinalysis for blood and leukocytes; physician visits, antibiotic use, 
days missed of school or activities; subject and care provider satisfaction with study 
catheter products.  
Study Design, Materials and Methods:  Randomised crossover two arm trial at four 
Western Canada paediatric sites: each arm was 24 weeks of single use hydrophilic or PVC 
catheters cleaned with soap and water (standard of care).  Symptomatic UTI defined as 
positive leukocytes plus > 1 fever, flank pain, increased incontinence, malaise, cloudy or 
odorous urine requiring antibiotic treatment.  Randomisation was determined at the study 
centre using a computer generated list into random block sizes of 8.  Subject assignments 
were placed in opaque envelopes and sealed.  After consent was obtained the local 
research assistant contacted the site technician who opened the envelope and gave the 
assignment.  Sample size: With power of 80%, an expected difference of 25% between 
treatment and control and  0.05, the total sample size needed was 97 subjects, using 
methods for correlated binary data and repeated measures. All data was entered by an 
impartial technician. It was not possible to blind subjects to product. Data were analyzed 
using a Mixed Within-Subjects Between-Subjects Analysis of Variance where the group 
was defined by the catheter type on which the trial began. SPSS version 20 was used for 
all analyses.  
inclusion Criteria: Child with spina bifida living in the community who either self IC or 
received IC by a consistent person; child/parent/caregiver able to read and understand 
English.
exclusion Criteria: Urethral deformities (i.e. stricture, false passage); antibiotic 
prophylaxis; allergy to PVC product; diabetes mellitus; history of bladder pathology (i.e. 
tumours, calculus); surgical history of augmentation (cystoplasty, continent diversion).   
results:  70 subjects were randomized; 46 had complete data over 48 weeks; 24 
dropouts: hydrophilic catheter too slippery (15%); refused PVC arm because they preferred 
hydrophilic catheter (5%); booked for continent diversion (4%), other (8%).   Mean age 10.6 
(SD 6.2), 21 males and 25 females.  All performed IC > 3/day: 52% self and 48% parents/ 
caregivers; PVC catheters were used at least 5 times.  Mean total weeks of self-reported 
UTI was 3.6 (SD 4.7) in the hydrophilic group vs. 2.3 (SD 3.3) in the PVC  group (p= <.001) 
but no statistical differences in weeks of febrile UTI,  antibiotic use, visits to physicians, 
days missed from school, or microscopic haematuria (urine dip). There was a trend to 
fewer weeks of positive leukocytes in the hydrophilic group (Table 1).    

SpeediCath Study 
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There were no statistically significant differences in Convenience or Comfort. Ease of 
Handling was significantly different with 40% disliking the hydrophilic product compared to 
10% for the PVC product. Fewer participants answered “yes” to “would you continue using 
the product” (hydrophilic vs. the PVC 65% vs. 90% respectively). However, overall 
satisfaction was no different between products (Table 2).   
interpretation of results: 
The study was underpowered despite major attempts at recruitment.  However the findings 
are clinically relevant.  The hydrophilic catheter was more difficult to handle and therefore 
less likely to be continued than the PVC multiuse product.  Participants who overcame the 
handling issues found the product excellent.  Incidence febrile UTI or of antibiotic treated 
UTI did not appear to be affected by single use vs. multiuse products.  
Conclusions: A hydrophilic catheter does not appear to reduce febrile UTI or antibiotic use 
in community dwelling children using CIC.  Attrition was high based on participants’ lack of 
adjustment to the hydrophilic product and to study fatigue.  The study results are consistent 
with the existing Cochrane Review: there is a lack of evidence to state the incidence of UTI 
is affected by multiuse or hydrophilic catheter use.  Large multicentre trials are strongly 
recommended.  

Table 1: Mean number of weeks (of 24) with Symptoms 

Note: all comparisons p>0.05 

Table 2: Overall satisfaction with catheter products 

    Hydrophilic Single Use   PVC multiuse 

  N Mean N Mean 

Leucocytes 50 8.46 52 10.10 

Fever 50 .04 49 .06 

Other Symptoms ( w/ no 
Fever) 

50 3.50 49 2.22 

Hematuria 50 2.64 52 3.15 

Antibiotics 50 .80 49 .55 

Days Missed Activities 50 .40 52 .13 

    Hydrophilic 
Single Use 

  PVC multiuse   

  N % Acceptable N % Acceptable   

Convenience 49 81.6 48 81.3 p>0.05 

Comfort 48 87.5 47 95.7 p>0.05 

Ease of handling 49 59.2 48 95.8 p<0.05 

Would you continue 
to use? 

49
57.1

48
91.7

p<0.05 

Overall satisfaction 48 72.9 48 87.5 p>0.05 
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what is a personal directive? 

A personal directive is a legal document, under the Personal Directives Act, that 
allows you to name the person(s) you trust to make decisions on your behalf should 
you lose mental capacity and lists the areas in which they have decision-making 
authority (e.g., health care, residential issues). You can include instructions that you 
want followed as long as it does not include anything illegal. It can also outline your 
wishes about other important personal matters like the temporary care and 
education of children under age 18.

The need for a personal directive may be short term, such as when a serious illness 
leaves you unable to make decisions for a few days. However, in the event of 
serious brain injury or a progressive condition a personal directive may be required 
for tee remainder of your life.

Anyone over the age of 18 may choose to write a personal directive. It is a relatively 
simple document that you can write yourself

Choosing an agent 

An agent if the person you name in your personal directive to make personal 
decisions on your behalf. 

An agent must: 

be 18 years of age or older at the time the personal directive takes effect 

have the mental capacity to make decisions on your behalf 

It is a good idea to ask them directly if they are willing to assume this responsibility 
in the future, if required. You should choose someone you trust to be your agent — 
not necessarily a family member whom has traditionally assumed this role. Your 
agent will make decisions on your behalf that are highly sensitive. 

You can look at a standard form from ww.seniors.alberta.ca/opg or call the number 
at the bottom of the page for more information or to request a form.

edmonton Office:     Provincial Office: 

4th floor, 108 Street Building   4th floor, Standard Life Centre 
9942—108 Street     10405 Jasper Avenue   
Edmonton, AB T5K 2J5    Edmonton, AB  T5J 4R7  
Phone: 780-427-0017    Phone: 780-422-1868 
Fax: 780-422-9138     Fax: 78-422-6051 
Toll Free: 1-877-427-4625  

Personal Directives 
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The Adult Guardianship and Trusteeship Act (AGTA) offers a variety of options to 
support adult Albertans who need assistance making personal and/or financial 
decisions.

One of the options is a supported decision-making authorization for adults who: 

have the capacity to make their own personal decisions  

would like to have someone they trust help them in the decision-making process 

A supported decision-making arrangement would be helpful for capable individuals 
who face complex decisions, people whose first language is not English and people 
with mild disabilities.

what is supported decision-making? 
If an adult has the capacity to make their own decisions but they would like some 
help, they can sign a form that authorizes someone they trust to be their 
“supporter”.

The adult can give their supporter legal permission to access relevant information 
that might otherwise be protected under privacy laws.

For example, a supporter could present the supported decision-making 
authorization form to the adult’s pharmacist if they have questions about potential 
drug interactions related to the adult’s prescriptions. This would reassure the 
pharmacist that the adult has provided consent to share this information.  

This supporter’s role could also include helping the adult think through the decision-
making process, if necessary. 

Supported decision-making is appropriate for any personal, non-financial decisions. 

How do you enter into a supported decision-making arrangement? 
There is no formal Court application process to enter into a supported decision-
making arrangement. 

It is an agreement by the parties involved — the adult and the supporter.  

Together, they sign a supported decision-making authorization form the outlines the 
purpose of the arrangement and the kinds of decisions they wish to include.

The authorization form is available online at www.seniors.alberta.ca/opg. You can 
also get a copy by contacting the Office of the Public Guardian (see previous page).  

Once the authorization form is signed, it is recommended that both parties retain a 
copy of it.

At any time, the adult or the supporter may end the supported decision-making 
arrangement. The supported adult signs a Termination of Supported Decision-
making Authorization form.

Supported Decision-making 
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Maddy Murray is a caring Grade 6 student 
who attended We Day 2013 in Calgary, 
Alberta.

For those of you who don’t know what it is. 
We Day is an educational event and the 
movement of our time—a movement of 
young people leading local and global 
change. We Day is tied to the year-long We 
Act program, which offers curricular 
resources, campaigns, and materials to help 

turn the day’s inspiration into sustained activation.  

Maddy decided to take the motivation 
she got from the inspiring seminars and 
speakers at We Day and use it to help 
the SBHANA. 

Maddy is the same age, 11 years old, as 
her cousin, Alexandra, who is living with 
spina bifida. Maddy and her cousin are 
very close and she decided to help raise 
awareness of spina bifida and 
hydrocephalus by attending We Day 
and fundraising for our organization. 

Maddy got the idea for fundraising money 
through a bottle drive from her local 
hockey team. She coordinated a bottle 
drive within her neighbourhood and 
received support from her family and 
friends. Maddy successfully raised $290 
for the SBHANA Support Fund.  

The motivation of this young girl is 
amazing. She is a great example of 
people giving back and making a change. 
We are fortunate that she decided to help 
raise funds for our organization.

thank you so much Maddy for your 
hard work and dedication to the 
SBHAnA. Your contributions are 

appreciated and valued.

the impact of a Kind Heart 

Joe, Maddy, Alexandra, Jeanett, and Darryl at  
Jeanett’s marathon in Red Deer, Alberta 
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Dear SBHANA Board,  

Thank you so much for recently accepting our 
application to the support fund for a new tub 
enclosure for our bathroom. This renovation has 
made Britney completely independent in the tub! It 
has been great and has saved my back… and 
time in having to help her all the time! We are all 
much happier!!! 

Thank you so much. 

Sincerely,
Geoff, Darnelda, and Britney Volkman 

Dear SBHANA Board,  

I would like to thank the SBHANA for 
supporting me in joining ice sledge 
hockey program and purchasing a 
hand control device. I am having great 
time my second season with PSA 
sledge Dogs and Women’s sledge 
team. I purchased a hand control 
device from USA company online and 
its works perfect for me to go to ice rink 
to play sledge hockey. SBHANA 
support fund helped me to make myself 
active in winter! 

Thank you again for your support.

Sincerely,

Eri Yamamoto MacDonald

Support Fund in Action 
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There are two types of acupuncture: electronic and needle acupuncture. Acupuncture is based 
on chi, which is an energy force that runs through the body via meridians. Stimulation of these 
points by electronic or needle acupuncture creates a balancing effect upon the body and 
promotes healing and well-being. Acupuncture can help with headaches, migraines, arthritis, 
asthma, spinal problems, bronchitis, cramps, colitis, constipation, coughs, whiplash, ankle 
sprains/strains, fatigue, edema, peptic ulcers and much more! Minimal side effects are 
associated with acupuncture such as tenderness or on very rare occasions bruising. In most 
cases, acupuncture leaves a patient feeling better. Most people qualify for acupuncture except 
pregnant women and children. 
Traditional or needle acupuncture involves the insertion of needles into the skin in order to 
stimulate certain points on the body.Electro acupuncture releases small currents of electric 
power to the acu-points. Different types of current biphasic, monophasic, rectangular, slow, 
alternate, or direct current are available. The needles placed in the acu-points are connected 
via small wires to a stimulation device where the currents will then augment the stimulation of 
the needles. There is another variation of electronic acupuncture that doesn’t use needles to 
release electronic pulses.
If you suffer from headaches you may also want to consider getting a scalp treatment when you 
get your hair done. The students at Marvel College do a great job; you can get a scalp massage 
for $10 at Marvel. They condition and massage your scalp; the treatment can last anywhere 
from 5 to 15 minutes. 
If you want to inquire if an acupuncturist is a member of the professional association contact: 

Commonwealth Recreation Centre has a light yoga class every Monday and Friday. I have 
attended both days and they are both amazing classes. The instructors name is Alison, she is 
very attentive and is a certified instructor. I have noticed that she will offer to help you if you are 
having difficulty getting into a particular pose or she will suggest another pose if you have 
difficulty with one that she is suggesting for the rest of the class. If you require help with 
transferring in and out of a wheelchair please bring an aid with you. 
Gentle yoga, because of its innate gentle nature, is perfect for those who cannot meet the 
demands of physically straining exercises. A typical gentle yoga session consists of slight 
modifications of the standard poses of hatha yoga. In a lot of poses, the only modification made 
is that the practitioner is not forced to go as deeply into the pose as required by the standard 
yoga session. The ultimate aim of this kind of practice is to make sure that the practitioner does 
not experience any discomfort while performing the pose. 
Gentle/Yin Yoga-is a slow-paced style of yoga with poses that can be held comparatively long 
periods of time, mostly sitting or lying poses. Yin Yoga poses apply moderate pressure to the 
connective tissues, the tendons, fascia, and ligaments—with the aim of increasing circulation in 
the joints and improving flexibility.  
If you have a City of Edmonton Leisure Access Pass access to any programs at the 
Commonwealth Community Rec Centre is Free! Contact the City of Edmonton for details 
about Access Passes. 

DiD YOU KnOw? 
By Mirella L. Sacco 

Gentle Yoga  Mondays 
Commonwealth Community 
rec Centre 
11000 Stadium Road 
1:15-2:15 pm,  
Studio 2 on Level 4 

Gentle/Yin Yoga  Fridays 
Commonwealth Community 
rec Centre 
11000 Stadium Road 
1:15-2:15 pm,  
Studio 2 on Level 4 

the Yoga Association of AB 
Percy Page Centre,  
11759 Groat Road,  
Edmonton, AB T5M 3K6 
Tel: (780) 427-8776 
E-mail: yaa@yoga.ca 

College and Association of Acupuncturists of 
Alberta
5213 – 87 Street 
Edmonton, AB T6E 5L5 
Phone: 780-466-7787 
Email: reception@acupuncturealberta.ca 

Marvel College edmonton Location
(Wheelchair Accessible)  
10018 - 106 Street 
Edmonton, Alberta 
T5J 1G1 
t: (780) 429-4407 
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The Spina Bifida and Hydrocephalus Association of Northern Alberta’s mission is to 
improve the quality of life for people affected by spina bifida and hydrocephalus 
through advocacy, research, education and support. Becoming a member of the 
SBHANA provides you with the following benefits:

Support Fund—SBHANA offers a support fund of up to $1000 each year for 
individuals with spina bifida and/or hydrocephalus. The support fund is designed to 
assist with the cost of specialized leisure and recreational equipment, medical 
equipment, services such as specialized lessons or camps, and emergency 
personal expenses. 

noLimits Peer Support evenings—Monthly peer support evenings for individuals 
with spina bifida and/or hydrocephalus to come together to discuss special topics,  
guest speaker, or attend events for each meeting.

toddler wheelchair Lending Program—Toddler sized wheelchairs are available 
to lend out to families who are in the process of getting their child a wheelchair.  

Scholarship—Two scholarships $1,000 are available each year for students with 
spina bifida and/or hydrocephalus who are pursuing post secondary education.

Camp Freedom—SBHANA organizes and holds a 4 day camp for teens aged 12-
18 at Camp He Ho Ha. Some of the great activities that are included are swimming, 
crafts, basketball, dance, games, campfire, mini golf, canoes, and paddle boats!

newsletters—Two to three times per year, the SBHANA writes a newsletter full of 
information about upcoming events, volunteer requests, member accomplishments, 
opportunities, stories, photos from social events, and other useful information.

Social events—Each year, SBHANA invites all members to attend a summer BBQ 
and a Christmas party. Attending these social events is a great way to get support 
from others who have had similar experiences, meet new individuals with spina 
bifida and/or hydrocephalus, and have a fun time! 

educator’s Manuals—An informative resource binder for your child’s school is 
available for members for free. 

Member education Fund—A fund to provide members of the SBHANA with the 
opportunity to further their education and understanding of spina bifida and 
hydrocephalus through the attendance of national and international conferences. 

informative resources—The SBHANA has a small resource library with books, 
binders, information sheets, videos, and brochures.

For information about current and upcoming events, as well as application forms for 
any of our services, please check our website at www.sbhana.org.

Membership Benefits 
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To join or renew your membership, please complete this form and mail to SBHANA with your 
payment.  Our mailing address is: P.O. Box 35025 - 10818 Jasper Avenue Edmonton Alberta 
T5J 0B7

Membership Fee: $10.00 
Memberships are for a period of one year, from October 1st to September 30th.

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

Date: _____________________________________ 

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

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

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

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

Please Print: 

  Name (s) _____________________________________________________________ 

  _____________________________________________________________ 

  Address _____________________________________________________________ 

  City   ______________________  Province _______  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 prefer to receive my newsletter:     __ Colour              __B&W            __Electronic 

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 


