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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. 

SBHANA’s Annual Family Christmas Party was held on 
November 26th, 2016 

Story on pages 10 and 11 

____________________________________________ 
Membership Renewal 

  
It is that time of year again! A friendly reminder that it is time to renew your SBHANA  
membership. The memberships are for a period of one year, from February 1st to 
January 31st. The membership form can be found on the last page of the 
newsletter. The membership fee continues to be $10.00 per member. 
  
As a member you will receive the SBHANA Newsletter and have access to            
resources 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. 
  
To join or renew your membership, please 
complete the form and mail to SBHANA with 
your payment.  
 
Our mailing address is: P.O. Box 35025 -10818 
Jasper Avenue Edmonton Alberta T5J 0B7. 
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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: Danielle Schmidt 
Vice President: Chris Minchau Program Manager: Megan Gergatz-McMorran 
Treasurer: Rebecca Moss  Newsletter Editors: Danielle Schmidt & 
Secretary: Katherine Bateman            Megan Gergatz-McMorran 
                 
Board Members  
Ken Godbeer    Design, Layout, and Publishing: Camrose Morning News 
Dale Abraham                  This newsletter is published by SBHANA. Please 
Lisa Bennett    address any correspondence for the Association 
Lise Johnston    or the newsletter to: 
Alexandra Karastairis    
Sean Bouffard    SBHANA Contact Information 
Curt Coupal              P.O. Box 35025 – 10818 Jasper Avenue 
Betty Ann Thibodeau   Edmonton, AB T5J 0B7 
                                       780-451-6921 info@sbhana.org 
                            Fax: 1-888-881-7172 
  
            SBHANA Office Address   
                             #305 - 11010 101 Street (HYS Centre) 
       Edmonton, AB T5H 4B9 
 
     
WE WANT YOUR INPUT! 
We would love to hear from you and will incorporate suggestions, personal stories, 
questions, tips, and feedback into the newsletter. We’d also love to share what different 
members are up to! Contact us through e-mail info@sbhana.org or by phone 780-451-6921. 
Our website is sbhana.org. 
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President’s Message 
 
Last weekend we were invited to a wedding reception 
where there would be an assortment of soups. Nathan 
gets most of his nutritional needs through his g-tube, but 
thoroughly enjoys eating some smooth foods, such as 
pudding, soft ice cream, and strained soup. He was 
extremely excited that there would be something for him 
to enjoy at the wedding. When we arrived, I realized that 
I had forgotten to bring a strainer. I didn’t have the heart 
to tell Nathan that his long-anticipated soup was no 
longer an option for him, so I went to the kitchen to see if 
I could find anything that would work as a strainer. I 
discovered a cheese grater and successfully managed 
to strain a bowl of soup using the small holes. The 
kitchen staff was impressed by my resourcefulness and 
Nathan was happily oblivious to my almost-parenting-
fail.  
 
I can problem-solve with the best of them, and I credit the University of Spina Bifida 
and Hydrocephalus with helping me to master this skill, along with many others. Is 
there such a university, you might ask? There might not be a physical structure as 
such, but individuals and families living with spina bifida and hydrocephalus have a 
unique opportunity to learn and grow from the many challenges spina bifida and 
hydrocephalus present.  
 
Last week, Nathan asked his brothers and sister to make some snowmen for him so 
he could enjoy looking out at them from his bedroom. They were happy to oblige 
him and when they were finished, they decided Nathan needed to be able to see the 
snowmen up close. Daniel got the shovel out and worked to clear a path for Nathan 
through the backyard to the snowmen. I absolutely love that Nathan’s siblings are 
learning to think about the needs of others and how to remove barriers in order to be 
inclusive in their experiences. Once again, I credit the University of Spina Bifida and 
Hydrocephalus. Their thoughtfulness extends beyond 
Nathan into their classrooms and community. I could not 
be more grateful for the opportunities they have on a 
daily basis to think of someone other than themselves.  
 
In our hardest moments, as we face the challenges that 
come from living with spina bifida and hydrocephalus, if 
we focus on what we are learning and how we are 
growing, I believe we will be happier in our 
circumstances.  
 
“Hardships often prepare ordinary people for an 
extraordinary destiny” - CS Lewis 
 
 
Much love to you all, 
Cindy  
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June, 2017   Spina Bifida and Hydrocephalus Awareness Month 
 
 
June 25th, 2017           Skate for Spina Bifida & Hydrocephalus  
Sunday   Location: Castle Downs Skate Park   
    More information to come 
 
 
July 13, 14 and 15  SBHANA Fundraiser: KMS Tools Smokie Sale 
Thursday-Saturday  Location: 10406 184 Street  
 
 
July 27-30, 2017  Camp Freedom 2017 
Thursday-Sunday  Camp for teens with spina bifida (age 12-19 years) 
    Location: Lake Isle (1 hour west of Edmonton) 
    Registration packages will be emailed in February 
 
 
August 19, 2017  Hope Classic 2017 & 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 
 
 
*If you would like to volunteer for any of these events please contact the SBHANA 
office by emailing info@sbhana.org or call 780-451-6921. 

SBHANA’s newsletter layout and printing is provided by the Camrose Morning 
News. The Maschke Family, owners and operators of the Camrose Morning News, 

are proud members of the SBHANA 
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Office Update 

Megan Gergatz-McMorran - Program Manager 
 
It is 2017 already? We had a lot of successes in 2016 that we are very 
appreciative that many of you joined in to either attend, volunteer at, or help out 
with the planning!  A couple of the highlights were a new June Awareness event– 
a paint parti and an accessible cruise trip! The paint parti spots filled up fast and 
everyone was able to create a beautiful daisy (the symbol for spina bifida and 
hydrocephalus). Monica Sneath and  with the assistance of RN, Meighan Jones 
put together a fabulous cruise trip along the West Coast to Alaska. 
 
I am very excited to be getting a new puppy.  She is a mini daschund that has bit 
of different coloring, that they call piebald. So she isn’t the typical black or red color 

that you see the majority of the time. We are naming 
her Olive. My husband and I both had daschunds 
growing up so we thought it would be a great  breed  
to begin with! 
 
This is the time for Danielle and I to dive head first 
into financial documents to get our everything ready 
for the yearly audit, and to start planning the year’s 
events. Wish us luck!  

Danielle Schmidt - Program Manager 
 
Another year has come and gone. I hope that everyone had a 
nice and relaxing holiday break spent with family and friends. It 
has now been over a year since I first started working for the 
SBHANA and it has been a rewarding learning experience for 
me. I have truly enjoyed meeting and getting to know so many of 
the SBHANA members throughout this past year.  
 
Back in November, I had the opportunity to go owl banding at the Beaverhill Bird 
Observatory just outside of Tofield, AB and it was one of the most fascinating experiences I 
have ever had in my life! It ended up being a busy night for us as we would go out and 
check on the nets every thirty minutes for a six hour time period. We got to help with the 
banding process of three different species of owls: the saw whet owl, the boreal owl and we 
had the good fortune of getting to see a long eared owl too. I was allowed to hold one of the 
saw whet owls before we let it go again... She was so soft, cute, and weighed, what felt like, 
next to nothing. Staff and volunteers at the Beaverhill Bird Observatory band the birds 
during migration times, so the songbirds get banded in the early spring and then the owls in 
late fall. If birding is your thing, then you should go check them out! 
 
I was lucky enough to be able to head home to BC for a late holiday. My nephews are 
growing like weeds and they are such busy little guys.  We filled our days with laughter, 
tobogganing, skating, playtime, and swimming with the tiniest amount of relaxation added 
in. It was the perfect visit. I really cherish the time that I get to spend with my family. 
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We have various events throughout the year and wouldn’t be able to do it without our 
countless volunteers. We are more than appreciative that we have such a great group 
of volunteers who give their time and efforts to ensure we are able to run our events, 

services and programs so smoothly. 
 
KMS Smokie Sale 

 
Throughout the year, KMS Tools distributes smokies to it’s customers. 
Each month a lucky charity receives the donations from the smokies. 
This year we will require volunteers on July 13th, 14th, and 15th to 
assist with the barbecuing, serving, and donation collection.  
ALL proceeds will go towards the SBHANA!! 

 
Hope Classic 2017 

 
On Saturday, August 19, 2017 we will be hosting our annual 
Hope Classic Run/Walk/Wheel event. The Hope Classic is a 
very large fundraiser for SBHANA and there are many 
volunteer opportunities such as: race course marshals, 
information table, registration, race bag stuffing and 
distribution, barbecue, photography, games for children, set-
up, take down, and pledge collection. It is a very fun event to 
volunteer at and we enjoy coordinating it every year! 
 
Second Chance Coffee 

Second Chance Coffee was started by Mohamed Al-
Amoodi and Alexandra Karatairis in the summer of 2016. 
Second Chance Coffee graciously donates part of their 
proceeds to the Spina  Bifida and Hydrocephalus 
Association of Northern Alberta. The outdoor coffee vendor 
is volunteer run and volunteers are needed starting in July 
2017 to assist with running the stand, handling money, and 
explaining what SBHANA is to the customers. Those who 
are volunteering should be comfortable speaking to customers, able to help carry a box 
and table for set-up, and able to meet at a downtown location. Availability is required for 
lunch time and afternoons during the week and on weekends. A Police Information 
Check within the last 6 months is required.  A group leader will also be present at all 
times. If you are  interested please contact Alexandra at karatair@ualberta.ca. 

 
We will be sending out emails regarding these volunteer opportunities and will 

keep you posted on any new developments! 
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MEDICAL NEWS 
 
 

ADHD and Attention Problems in Children With and Without Spina Bifida 
Rachel M. Wasserman, Alison M. Stoner, Alexa Stern, and Grayson N. Holmbeck 

 
Department of Pediatrics, Section of Psychology, Baylor  College of Medicine, Houston, 

Texas; Department of Psychiatry and Behavioral Medicine, Children’s Hospital of 
Wisconsin, Milwaukee; Department of Psychology, Loyola University Chicago 

 
Objectives: To identify differences in the diagnosis and treatment of attention deficit/
hyperactivity disorder (ADHD) between typically developing children and children with spina 
bifida. Method: Sixty-eight children with spina bifida and 68 demographically matched, 
typically developing children participated in a larger, longitudinal study. Rates of maternal, 
paternal, and teacher reports of attention problems, as well as rates of maternal reports of 
ADHD diagnosis, diagnosing provider, pharmaceutical treatment, mental health treatment, 
and academic accommodations were obtained at 5 times points over a period of 8 years 
and were compared across groups. Results: Children with spina bifida were most likely to 
have an ADHD diagnosis and attention problems. Attention problems and diagnoses were 
first reported at earlier time points for children with spina bifida than typically developing 
children. Among children with ADHD or attention problems, children with spina bifida were 
more likely to be treated with medication, but they were just as likely to use mental health 
services and receive resource services at school. Conclusions: Children with spina bifida 
were diagnosed with ADHD and identified as having attention problems more frequently and 
at an earlier age. This finding could be due to earlier symptom development, greater 
parental awareness, or more contact with providers. Among those with ADHD or attention 
problems, stimulant medication was more likely to be prescribed to children with spina 
bifida, despite research that suggests it may not be as beneficial for them. Further research 
on the effectiveness of ADHD pharmacological treatment for children with spina bifida is 
recommended. 

 
New Catheter Technology 

 
SpeediCath Flex is a new soft catheter with a dry-
sleeve and a   flexible top. It has a range of features 
that makes every step of   catheterization easy and is 
designed to use in normal and more complex male 
anatomies. 
 
The dry-sleeve was developed so you don’t have to 
touch the catheter tube. It can be gripped and 
handled cleanly.  
 
The flexible top soft bead centers the catheter in the 
urethra for smooth insertion. Flexibility enables easy 
guidance through all of the curves and bends. The soft-squeeze grip also ensure the 
catheter is inserted safely and controlled. 
 
As you can see with the picture, the catheter is re-closable as ends can be joined together 
again. With it also having a screw top you can screw it to the speedi-cath urine bags for no 
leakage.  
 
There are 4 different diameters with one length. If you would like more information on the 
product, then please look at Coloplast.ca/speedicathflex. 
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Updates & Opportunities 
 

FREE 2017 Parks Canada Discovery Pass: Get yours today! 

2017 is Canada’s 150th anniversary and admission will be FREE to all Parks Canada 
places for the entire year. If you haven’t done so already, get your free 2017 Discovery 

Pass: http://www.commandesparcs-parksorders.ca/webapp/wcs/stores/servlet/en/parksb2c 

Whether you're looking for adventure, fun for the whole family, or a break from the 
everyday, Parks Canada has countless unique experiences to suit your needs. Start 

planning you visit today!  parkscanada.gc.ca/visit  

PARTICIPACTION 150: Are you ready to get MOVING? 

 
Canada! Let’s Move to Our Nation’s Play List. 
It’s time to celebrate Canada’s 150th birthday, and we’ve got the ultimate Play List to get 
you moving – 150 activities that define our land and 
people – from sledge hockey to lacrosse to snow 
shoveling and more. So get out there, try as many as 
you can, track your activities online and earn chances to 
win great prizes! 
 

During the Contest Period, go 
to www.participaction.com/150 and sign up to create 
your profile by using your e-mail address or existing 
Facebook account. The profile will require your first 
name, last name, email, location by city and province, 
date of birth, telephone (optional). Next, you start 
tracking the activities that you do and you get entered to 
win some great prizes. There are 150 different sports/
activities that you can participate in. Sign up today, get 
ready for some fun, and lets get moving!!! 



Page 9

S
B
H
A
N
A

www.sbhana.org

Children’s Ability Fund: Celebrating their 70th Anniversary this year! 
 

We have come a long way since 1947 when the Associated Canadian Travelers 
(Edmonton) Club  founded the Northern Alberta Crippled Children’s Fund (NACCF) as way 
to give back to the communities in Northern Alberta where they worked.  Originally, the 
majority of requests were for specialized footwear such as leg braces to help deal with the 
effects of Polio. 

Today we are known as the Children’s Ability Fund and to help celebrate our anniversary 
we have expanded to accepting applications for funding assistance to children with 
disabilities (up to the age of 21)  who reside anywhere in Alberta. 

Funding requests are reviewed monthly.  Financial assistance is available to assist with the 
purchase of specialized equipment to help children and young adults with the everyday 
tasks that others may take for granted. 

Applications may be made to fund equipment such as, but is not limited to: 

Mobility Devices:  wheelchairs, tilt systems, walkers, strollers, overhead lift systems, 
vehicle lifts, tie downs, platform lifts, porch lifts, ramps, standing frames, accessible vehicles 
Assistive Technology: voice synthesizers, signaling devices, TTY’s, FM systems, 
Braille printers, specialized keyboards, head trackers, voice activated software, 
alphasmarts, touch screens 
Miscellaneous:  hospital beds, mattresses, car seats, adapted bikes, recreational/
therapeutic program fees 
 

The Children’s Ability Fund also has a Program Registration Fee Reimbursement Grant that 
can be used to help cover the costs of educational, recreational and physical activities. 

This fund was established to assist children and young adults with disabilities (0-21 years of 
age) with the cost of programs that encourage educational, recreational and physical 
activities. Eligibility is based on Low Income Cutoff (times 2) from Statistics Canada. 

 Fill out the Program Registration Fees Request Form 

 Required Documentation: photocopy of birth certificate, most recent Notice of 
Assessment from Canada Revenue Agency, confirmation of the disability from an 
appropriate professional 

 

I invite you to visit our website at www.childrensabilityfund.ca or our Children’s Ability Fund 
Facebook page for more information.  Feel free to contact me directly with any questions at 
780-454-9191 or marilyn@childrensabilityfund.ca 
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SBHANA’s Annual Family Christmas Party 
 

On Saturday, November 26th, the annual SBHANA Christmas Party was held at the 
Kensington Community League in Edmonton. All of the members and their families 
and friends who attended were able to enjoy a delicious roast beef meal prepared 
by Cindy Smith and an amazing group of volunteers. Santa Claus came for a visit, 
and gave out a gift to each child. Everyone was also able to enjoy glitter tattoos by 
Giggles N' Glitter and many different Christmas crafts. As everyone came in they 
had the opportunity to put their name in for a door prize and candy guess. DJ Jay 
also known as Jay Cathcart kept the dance floor full with his music. We 
received several generous donations for the silent auction from the below listed 
companies and organizations. A big thank you goes out to all of our hard working 
volunteers: Curt Coupal, Lisa Bennett, Alexandra Karatairis, and Katherine and 
Emily Bateman. We hope to see you next year!  

 

 

 

 
 
 

 Festival Place  
 Rabbit Hill Snow Resort 
 Snow Valley Edmonton 
 Edmonton Symphony Orchestra 
 Rick Bronson’s The Comic Strip 
 Jubilations Dinner Theatre 

 Edmonton Fire Rescue Services 
 Boston Pizza Argyl Road 
 Paralympic Sports Association 
 Spinal Cord Injury Alberta 
 Chrysalis Edmonton 
 Audrey’s Books 

Thank you to the following places who donated to the silent auction and door prizes: 
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Understanding the Needs of the Family Caregiver 
By: Caregiver Alberta Executive Director, Areni Kelleppan 

 
Caregivers are often the friends and family of someone living with challenges due to illness, disability 
or aging. 
 
In many instances, we, as family caregivers, sacrifice so much in order to care for our loved ones; to 
us, it's much more than a duty or obligation; it's a labour of love. And yet, the financial cost may be a 
depletion of our savings, deferred career prospects, reduced work hours, and numerous other costs 
too countless to name. The health and well-being cost is just as significant:  caregivers almost 
universally report feelings of grief, guilt, anger and resentment; a significant number have the 
symptoms or a diagnosis of major depression; many fit a high stress profile and are at risk of burnout; 
and even more become socially isolated in their role as a caregiver.  
 
But here's the thing: we're not alone.  YOU are not alone.  There are over 750,000 caregivers in 
Alberta, providing 80-90% of the care required for those with long term illnesses and disabilities and 
saving our healthcare system billions of dollars every year. 
 
Most of the time, we, as caregivers focus solely on the care recipient - the one living with the 
disability or illness.  But what's one of the first things we're told during the onboard safety 
demonstration when we get on a plane? "Put your own oxygen mask on first so you can help others".   
 
So why aren't we giving ourselves permission to take care of ourselves in the process? Studies 
consistently show that caregivers who participate in programs that address coping skills and issues 
such as isolation near the time of diagnosis have significantly less psychological stress than their 
peers who have to wait or do not participate in the program. The impacts of the early intervention are 
visible years later: caregivers who participated in programs had better mental health outcomes and 
were able to keep their loved one at home longer.  But too often, we're forgetting to put our own 
oxygen mask on. That's not good for us or our loved ones.  
 
Without support, caregivers are vulnerable to the financial and mental strain of caregiving – and risk 
being in need of care themselves. We, at Caregivers Alberta, talk a lot about self-care, the need to 
replenish yourself in order to have something to give to others.   
 
Self-care doesn't have to be expensive or require a lot of time (which, let's face it, as caregivers, we 
have little enough as it is).  But we all need balance in our lives.  So take the time to walk in the rain, 
unclutter your life, take a bubble bath, ask for help, dance to a favourite song, or ask someone for a 
hug. You'll be glad you did.  And so will your care recipient who will get the benefit of your care and a 
smile along with it. 
 
About Caregivers Alberta: we're a provincial non-profit charity offering services to support the 
caregivers in our midst. We provide: 

 
 A Caregiver Advisor service: One-on-one caregiving advice and access to resources by phone, 

in-person or email.  
 
 COMPASS for the Caregiver program: a nine-module workshop that gives caregivers skills to 

cope with the challenging emotions of caregiving; develop support networks; and, advocate for 
their own needs.  

 
 Caregiver Information Sessions: bi-weekly drop-in groups developed to provide ongoing support 

to caregivers. Past topics include: Building Resilience, Stress Management, Family Dynamics, 
and Grief and Loss.  

 
 Caregiver Navigator:  1 day workshops that  engage healthcare and community support workers 

in recognizing, engaging and supporting the family caregivers they see in their practice  
 
 Caregiver Support Team (CST): a network of community, health and private care providers that 

meet monthly to share resources and updates  important to recognizing, valuing and 
understanding the role that caregivers provide to our healthcare system. 
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Alberta Aids to Daily Living (AADL) 
Information taken from the Alberta Aids to Daily Living (AADL) September 2016 Newsletter 

 
 

Alberta Aids to Daily Living Seating and Wheelchair Accessories Benefits Policy & Procedures 
Manual: http://www.health.alberta.ca/documents/AADL-Manual-X-Seating.pdf 
 
Seating Approved Product List (APL) Updates 
 
AADL has been working with Alberta Health Services 
seating experts to develop the new Seating Benefits policy 
manual, Approved Product List and supporting forms. 
These changes will come into effect on October 1, 2016.  
 
The documents are available by request for you to review 
prior to the implementation. Please email Terri Gaunt at 
terri.gaunt@gov.ab.ca to request the documentation.  
 
Wheelchair Accessories (V) and Seating Benefits (X) are 
being combined into one manual. The new APL will utilize 
generic catalogue numbers with benchmark prices. 
Equipment approved using the generic catalogue numbers 
must meet the minimum standards and be provided from an approved manufacturer. 
 
Seating Benefits Changes  
 
As of October 1, 2016, AADL is combing Wheelchair Accessories (V) and Seating Benefits (X), into 
one benefit area. There will be a new Approved Product List (APL) and Program Manual.  
 
As part of the changes, AADL is restructuring the APL. All catalogue numbers are now categorized 
based on a “level” of seating. Each level corresponds to the level of clinical need. Clients with more 
complex seating needs will be eligible for more complex seating benefits. Clients who have more 
basic needs will be eligible for basic seating equipment.  
 
The three Seating Needs Levels are:  
 Level A – Basic Seating  
 Level B – Specialized Seating  
 Level C – Complex Seating  
 
The new APL is a benchmark model. This means all catalogue numbers have a generic description 
with a price maximum. A client is eligible to receive up to the maximum amount for the benefits within 
their level. Clients may choose to upgrade equipment if the cost exceeds the maximum listed in the 
APL. However, all clients should be able to receive appropriate equipment to meet their basic needs, 
without an upgrade.  
 
Are any benefits being added or removed from the approved product list?  
 
No. All current AADL wheelchair accessory and seating benefits will remain on the APL. The new 
APL has been designed to match the client’s level 
of need with an appropriate level of seating 
equipment. Clients with basic needs will have 
access to equipment designed to meet basic 
seating needs. Clients with complex needs will 
have access to complex equipment designed to 
meet complex seating needs.  
 
 
 Pressure map on wheelchair seat cushion. 
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The categories will be different from the existing AADL 
benefit lists. For instance, wheelchair cushions designed to 
meet specialized or complex needs are not available at the 
basic level. However, head supports designed to meet basic 
needs are available at the basic level. Previously all head 
supports were restricted to seating clinics. There are many 
other examples of this type of restructuring in the APL. You 
can review the APL to learn which types of products are 
available within each level.  
 
What happens to the old catalogue numbers after 
October 1?  
 
For authorizations with assessment dates on or after October 1, you will use the new catalogue 
numbers. 

Mobility/Large Equipment  

Approved Product Lists - Wheelchairs and Lifters  

AADL completed the annual product evaluation on Wheelchairs and Lifters. The Approved Product 
Lists W-APL and L-APL will be updated October 1, 2016 to reflect pricing increases, and 
discontinued and new products.  

Two new products have been added to the W-APL: the Ottobock Smart 5 Pediatric Wheelchair and 
the My Life Health Avenger Tilt Adult Wheelchair. Both these products were trialed and evaluated in-
house by AADL and by therapists in the field with positive feedback. The Smart 5 provides another 
choice for Category A pediatric clients who may not be self-propelling, while the Avenger Tilt provides 
another choice in tilt wheelchairs with lower or no upgrade costs associated with other tilts on the 
program.   

AADL has discontinued the Ranger line of Power Wheelchairs, however, these may still be available 
from the Recycle program. Contact Rick Fakeley at AADL if you are interested in finding out if there is 
one that meets your client’s needs in recycle. Ranger informed AADL they will be providing training to 
AADL vendors in the near future so vendor technicians can provide service and parts for Ranger 
Wheelchairs already in use. Sunrise is discontinuing the Quickie GT manual wheelchair, effective 
January 1, 2017.  

AADL reviewed the Lifters on the L-APL and continues to work with the manufacturers to resolve 
outstanding issues. Effective October 1, 2016, the Overhead Lifters will include the Humancare Altair, 
the Rise Porto, and the Arjo Voyageur. The Arjo Voyageur with a client upcharge has been put back 
on the program. Prism’s Waverly Glen P440 was redesigned and 
has to be re-evaluated before being considered for the next 
Approved Product List update, however, these may still be available 
in the recycle pool. Contact AADL to find out if one is available that 
meets your client’s needs.  

The Pediatric Approved Product List was included in the annual 
product evaluations and is anticipated to be ready for updates 
January 1, 2017. Summer months tend to be quiet for pediatric 
therapists and AADL is committed to ensuring pediatric authorizers 
in a variety of settings have an opportunity to trial the products being 
considered.  
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Mirella Cooks 

Mirella Sacco became interested in preparing Italian food when as an adult she went 
in search of authentic Italian restaurants and realized that 
there were very few Italian restaurants inspired by Italian 
out there. This lead to Mirella researching recipes on the 
internet and she soon came to the realization that 
although there were authentic Italian recipes on the 
internet that were similar, there was no one place that a 
person could go to get the kind of recipes she enjoyed 
preparing and sharing with family and friends; and so 
'Mirella Cooks' was born.  

From December 15, 2016 to January 15, 2017 a portion 
of each “Mirella Cooks” e-book sold was donated to the Spina Bifida and 
Hydrocephalus Association of Northern Alberta.  

A big thank you goes to Mirella Sacco for making this happen! 

 

Support Fund 

Thank you to Spina Bifida and Hydrocephalus 
Association of Northern Alberta for the support 
fund for funding my skiing, swimming and sledge 
hockey. We went to Medicine Hat this past 
weekend to play them and won both times. On 
Saturday, January 28th  the score was 1-0 and 
Sunday, January 29th the score was 3-1. 

Thank you, Doreen Richard  
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International Day of Persons with Disabilities 
 

Since 1992, the United Nations has celebrated 
International Day of Persons with Disabilities 
(IDPD) every year in December. Currently the 
world population is up to 7 billion people. 
Roughly 1 billion of those people are living with 
some form of disability, majority of which are 
living in developing countries.  
This year, IDPD was held on December 1st at 
the Ramada Inn, 11834 Kingsway Avenue. In 
Edmonton we are proud to bring together the 
many individuals, organizations, community and 

governments associated with persons with 
disabilities for one day.  
The day began with a Community 
Information Fair with the opportunity to 
learn more about different organizations 
and what programs and services they 
provide for individuals with disabilities. 
After the information fair, everyone moved 
into the main hall to listen to (and maybe 
take a selfie or two with) Mayor, Don 
Iveson present a City of Edmonton 
proclamation.  

The Minister of Community and Social Services, Hon. Irfan Sabir greeted the crowd 
and then assisted the presentation of the Premiers Council Awards with Member of 
Council, Cam Tait. Lieutenant Colonel Kevin McLoughlin, and sponsorship 
representatives from Telus and Oliver Square RBC also spoke to the full room. The 
hilarious and charismatic, Kuen Tang lead the whole group through an adaptive 
Chinese dance workout. We finished off the day with 3 Pecha Kucha presentations. 
Pecha Kucha is 20 slides of pictures that 
you discuss for 20 seconds per slide.  
Roxy Malone-Richards from B.R.E.A.K. 
on Bullying Prevention, presented on 
‘Creating Caring and Tolerant 
Communities’. Roxy has spina bifida and 
she spoke about being bullied when she 
was younger. She gave birth to a 
daughter, who was born early and 
required a tracheotomy. In order to 
educate and provide awareness, she 
would go into her daughters classrooms 
to talk to her class to ensure her daughter didn’t have the same experiences she did 
when she was younger. 
Thank you to the City of Edmonton and its partners for planning a fun and 
informative event! 
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NoLimits Peer Support  Group 

Reaching for the Stars Together! 

The NoLimits Peer Support Program was created for and by adults living with spina 
bifida and/or hydrocephalus. We are working together to create a positive, 

supportive and encouraging community. 

Benefits: 

 Friendship, support and fun! 

 Social and/or educational evenings for adults living with spina bifida and/or 
hydrocephalus once to twice a month 

 A chance to socialize, share ideas, and support each other through the journey 
of living with a disability 

 

Hi All! Happy 2017! 

We are always striving to come up with new and fun activities for our members to try 
out and this last year has been filled with some awesome events. The highlights 
from the year included a January pub night, a cooking class in February, Paint Parti 
in April, a movie afternoon in September, and a super fun games afternoon at 
Table Top Café in October. And in between that were all our monthly Coffee Nights 
which are the first Thursday of every month at 6 pm at Second Cup, 11210 Jasper 
Ave. 

As for this year we started it off with a wonderful dinner at Chianti's on Whyte. Up 
next will be an adapted defense class at Tiger Taekwondo on Saturday, February 
11th. 

If you are an adult with spina bifida and/or hydrocephalus living in or around the 
Edmonton area, please feel free to join our Facebook page, NoLimits Peer Support 
Group, to keep up to date with all our upcoming events or just to connect with 
others. NoLimits information can also be found often in the SBHANA Updates & 
Opportunities. We'd love to have you. 

-Lisa, Lili, and Dan.   
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I can dance and so can you 
By Linda Smith 

 
 

I am a dancer. I never thought that I would hear those 
words come out of my mouth, but it is true: I am a dancer 
- a competitive ballroom dancer in a wheelchair. I was 
born with Spina Bifida and contracted Polio at 3 & 1/2 
years old and I have used a wheelchair for the past 20 or 
so years; but none of that has ever really kept me from 
doing the things that I wanted to do. My husband says 
that: what I lack in mobility I more than make up for in 
stubbornness. But I have never considered myself an 
athlete or a dancer. Up until three years ago I didn't even 
think that that was possible for me to really dance, and 
certainly not ballroom dance.  
 
We were on a luxury Mediterranean cruise and every 
night there was fancy dress ballroom dancing on the ship. 
It was so beautiful to watch. The dancers flowing across 
the floor in their beautiful dresses and fancy suits. Wow. I 
just loved it and I so wanted to do it, but I thought: there is 
no way I can do that, not in my wheelchair. I am my own 
proof that I was wrong, and I have the medals to prove it. 
 
Months after we came back from the cruise my husband showed me some videos on 
YouTube of wheelchair ballroom dancing. I could hardly believe it. It was amazing. Then he 
told me that as a Christmas present he had enrolled us in dance lessons in Calgary at 
DancEnergy Dance Studio to learn how to dance. I was still doubtful, but since he had 
already spent the money on the lessons I agreed to go and give it a try (he knows that if he 
hadn't I would try to back out - that's what I get from nearly 40 years of marriage to the 
same wonderful man). Well, we took our first lesson and after three years of hard work and 
practice, I am here to say that it is not only possible to dance in a wheelchair, it is a lot of 
fun. It is actually one of the best things that we have ever done as a couple. It has so many 
benefits. I am more active; I am regularly challenging my body and my brain; I am way more 
confident and comfortable dancing. We had always danced a little bit at social and wedding 
dances - but always timidly and on the edges. Now it feels great to get out and dance with 
everyone else. 
 
Now competitive ballroom dancing might not be for everyone, but just getting out and 
dancing is great for your body, mind, and spirit. You don't have to want to compete, but if 
you do there is a whole new world of competitive ballroom dancing out there and we would 
love to have some company and competition. While the sport of wheelchair dance is in its 
infancy in Canada and the USA, it is big in Europe and Asia where top level competitions 
regularly attract hundreds of competitors. It is a Paralympic sport (Para Dance Sport) where 
wheelchairs dancers, usually with a standing partner, dance using an adapted syllabus of 
standard dance moves in both Standard Ballroom and Latin styles of dance. In Canada, 
dance sport associations in BC, Alberta, and Ontario are starting to integrate wheelchair 
Dancing into their regular dancesport competitions. 
 
As I said, we have been doing this for the past three years and we have been trying to find 
other people to get involved in the sport and activity. Currently there are only a small 
handful of wheelchair dancers in Canada ready and willing to compete. In October we 
traveled to Toronto to compete in our first competition and Canada's first wheelchair dance 
competition.  
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There were 12 wheelchair dancing couples there (including 2 couples from Mexico and one 
from the USA), but only three couples from Canada were there to compete - the others did 
demonstration dances. We won 2 gold medals and made many great connections with the 
dancers there. Recently, we traveled to Vancouver to compete in a dance competition there 
as well. We were one of two wheelchair couples (including our good friend Olesya 
Kornienko from Vancouver) included in the larger dance sport competition for 'standing 
dancers'. We won more gold medals there, and got some great press coverage - one of the 
clips has almost 200K views on Facebook! 
 
 

Here is a link to one of the clips from the interview on CBC TV: 
  https://youtu.be/SI5ZTGsIHvA 

 
 
We are currently working with several other organizations in Alberta to organize some 
introductory level workshops around the Province to allow you to check out wheelchair 
dancing. The details on where and when are currently being worked out. 
 
 
If you want more information on wheelchair dancing, just search for it on YouTube. We have 
several of our own videos uploaded there. Or you can contact me by email at: 
linda@wheeldancer.me .  
 
I hope to see some of you on the dance floor soon.  
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Skate for SB&H Special Announcement 
      Mark your calendars!!!  
 

We are hoping to bring back Aaron “Wheelz” Fotheringham to the 
2017 Skate for Spina Bifida & Hydrocephalus. The Skate will be 
held on Sunday, June 25th at the Castle Downs Skate Park here in 
Edmonton, AB. 
 

We are looking for your help bringing in sponsorship for the Skate 
for SB&H event. If you can think of anyone who would be willing to 
sponsor or donate, then please contact the SBHANA Office Staff 
and we can provide you with further information. 

 
The inaugural Skate for Spina Bifida and 
Hydrocephalus took place on June 29, 2013 
bringing together Edmonton skaters 
and individuals with spina bifida and/or 
hydrocephalus. Aaron "Wheelz" 
Fotheringham did a demo of WCMX 
(Wheelchair Motocross) in the skate park 
and meet and greet. Aaron shows how to live 
outside the realms of what is thought to be 
possible. Aaron was born with spina bifida 
himself, but he is someone who lets nothing 
stand in his way.  

Aaron will be doing a demonstration and 
meet and greet this year. Further details will 
be provided in the coming months. We hope 
that you will be able to make it out and take 
part in this great opportunity!!! 
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A HUGE THANK YOU TO OUR DONORS FOR THE 2016-2017 
FISCAL YEAR  

 
General Donations  

Matthew Gostick, Potash Corporation of Saskatchewan, Inc., Brenda & Ted Carter, ATCO 
EPIC, Gbemiro Adegbuyi, Alexandra Karatairis (Second Chance Coffee), Kamil Ghali, 
Doreen Dimitroff, JCS Holdings Inc., PotashCorp, Rhonda Altmiks, Gwen Campbell, 
Stephen Whiteway, United Way of the Alberta Capital Region, Blue Sea Philanthropy 
 

Giving Tuesday 
Kiera Forrest, EL-SHADDAI DAIRIES INC., Darnelda & Geoff Volkman 

 

Adult Cruise 
Jen Yuen, Dales Jewellers & Goldsmiths, Margaret Kennaway, Anita Montgomery, Susan 
Neufeld, Cameron Hazell, Zara Wishloff, Dr. Richard Hertling, Monica Sneath, Dr. Keith 

Aronyk, London Drugs #45, Meighan Jones 
 

Skate for Spina Bifida and Hydrocephalus 
Fei Pan, Rumor Skate and Snow 

 

Hope Classic 2016 
Junwen Yang, Tezera Azmatch, Dustin McLachlan, Jacob Chan, Ayman Abusaid, James 
Morgan, Michael Sampson, Brent Campbell, Tim Kihn, Wayne Mah, Costco Wholesale 
West, Gezina Vanpopta, Geri Oort, Kim Rae, Ben and Mary Rietveld, Crystal Rietveld, 
Jason Boon, Linda Rietveld, Wendy VocKeroth, Catherine Wildeboer, Grace Rietveld, 
Jennifer Vos, Robert Hanes, Geoff Helgeland, Chriss Perratt, Barb Quaill, Aniquea 
Thorowsky, Diane Milette, Peggy Underwood, Eric Bannister, Christine Adam, Larry Mogek, 
Tara McIntosh, Marue Kennedy, Shawn Scotta, Henri Bourbeau, Tom Bryant, Guy 
Coulombe, Teren Clarke, Carol Perry, Mary Decker, Liz Travanut, Anne Biermann,Joe 
Dzierilla, Jeanett Murray, Terryl Brosda, Darren Cross, Sherwin Centeno, Susan Schwindt, 
Dave Kos, Brad Turnbull, Janis Zalitach, Melody L. Sommers, Shelley Ostertag, Nancy 
Samis, KPA Pressure Services Ltd., Doug Fertig, Nick Fertig, Stephan Fertig, Kevin 
Souther, Dale Maconochie, Bob Dale Oilfield Services, Kelly Dacke, Brenda & Tony Trainor, 
Brent Bommes, Marc Bouffard, Marissa Gabel, Cindy Young, Karen Cross, Angela Ebbage, 
Kevin Ebbage, Jose Garcia Zapata, Shirley Toporowski, Chrissie Sanders, Ziegeman 
Inspection Services Inc, Pamela- Sophie Gosselin, Penny Wearne, Brad Oliver, Ben 
Krzysik, Lorissa Ireland, Irene Sillius, Matt Budd, Win Knight, Candace Perih, Francis Budd,  
Kathleen Budd, Allison Wallace, Jessica Leach, Mike Morgan, Katie McGuigan-Scott, Mark 
Fife, Shawna Pitt, Stephanie Willmott, Matthew Rideout, Camille Boyes, Steven Knelsen, 
Maureen Boyes, Richard Willmott,  Jill Lienau, Jason Bushie, Amanda Norman, Jennifer 
Mizera, Pacesetter Homes, Brandy Fitzpatrick, Scottie Drew, Jennifer Kosc, Chelsey Hart, 
Nancy Drew, Larry & Doreen Slavik, Mark Caldwell, Eleanor McAllister, Wayne Gray, Nicole 
Comeau, Regina Willmott, Sherley Hearty, Jack Blake, Jackie Gilbert, David James, 
Lindsay Teppan, James Ryan, Valerie Moore, Jaclyn Wishloff, Kristine Rietveld, Bobbi 
Belsek, Mark Scragg, Canadian National Railway Company, Re/Max, Roy Wells, Jonathan 
Robinson, Chris Benoit, Jonny Whittingham, Jaron Neath, Matthew Komont, Jamie 
Hodgson, Bruce Tomlhuk, Jim Jackson, John Waife, Paul Twaits, Corporate Traveller, Tuna 
Delawski, Lisa Bennett, Michelle, Kris Quail, Kim Belland, Liz Taylor Sirois, Shawna Nikel, 
Marvin Johnsten, Lucero Marquez, Dale Rendflesh, Sheldon Backstrom, Mel Stratichuk, 
Yanerk and Eleanor Tandoc, Susan Merifield, Kayley Moffitt, Patricia Wirth, Jepco 
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In Memory and In Honour 
 
In Memory of Heather McEwen– Brian Liddell 
In Memory of Jodie Pawliuk- Carla Spadafora, Ryan Gallivan, Linda Dobson, Deborah 
Koens, Michael Harrison 
In Memory of Henry A. Enders- Yvonne Deboer-Doll 
In Memory of Solange (Toni) Mckeever- Gerard Martin 
In Memory of Ella Schulz- William and Fern Walker 
In Memory of Ethel Miller- Edmonton Caledonian Scottish Country Dancers 
In Memory of Lubomir Dzurilla– Carol Sirois 
In Memory of Barbara Cooper- William Walker 
 

Grants and Special Requests 

Canada Summer Jobs Grant 

Community Initiatives Program Operating 
Grant—Government of Alberta 

TELUS Edmonton Community 
Board  Donation 

Union 52 Benevolent Society 

Edmonton Public Teachers  
Association Local 37 of the Alberta Teacher’s 

Royal Alexandra Hospital Employees’ Charitable 
Donations Fund 

Special Request from the Butler Family 
Foundation 
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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 


