Hemophilia Saskatchewan
February 2019

Winter Newsletter
2366 Avenue C North, Saskatoon, SK S7L 5X5

Tel: 1-866-953-4366 or 653-4366

Email: hemosask@gmail.com

Hemophilia Saskatchewan
Annual General Meeting
March 9, 2019
11:00 am -12:00 pm AGM
Lunch to follow
12:45 - 2:00 pm Information Session
902 33rd Street West

Mayfair United Church
Saskatoon, SK

Child care is provided free of charge.
Please contact hemosask@gmail.com by May 4,if you require child care.

2

President’s Message
Happy New year to all our Hemophilia Saskatchewan members! This year brings many new hopes and
developments for our bleeding disorders community, a change in the landscape of treatment options, and
hope for a cure for hemophilia is a prospect for the future. We have much to be thankful for, and the work
that we continue to do is productive and effectual. Your support of Hemophilia Saskatchewan and the
Canadian Hemophilia Society (CHS) is as important as it ever was. Whatever you can give either in your
participation in our activities, your volunteerism, or your financial contributions are all valued. We as a
provincial chapter support the CHS as there is a true concern that the regular funding received in the past is
changing which means that the CHS is at risk for not being there in the future. The CHS plays an imperative
role in the advocacy of all bleeding disorders; they are integral for the negotiations of the product we

receive, and they work to uphold the standards of the comprehensive care that we receive every time we
have a clinic visit. That multi-disciplinary team you see when you go to clinic appointments is there because
of the work of CHS. All those new products I mentioned coming down the pipeline, well it will be the CHS
that will advocate for them, setting the price and being a voice in making them available. This year will be
focused on how we can support our national organization and still maintain the important activities we do
locally.
Please mark an important date on your
calendar March 9, 2019 - that is our AGM.
Also, there is a special story about a group

of students who wrote a short novel on
raising funds for Hemophilia in there
elementary group project, please read on!
Hope to see you all at the AGM!! Stay
warm!!
Wendy

Board of Directors
Director:

Angie Bedard-Haughn

Wendy Quinn

Director:

Brittany Lee-Acton

Vice President: Celena Moody

Director:

Kimberly Kroll-

President:

Treasurer:

Trish Moody

Secretary:

Vanessa Lockhart

Goodwin

Want to know more about
Hemophilia Saskatchewan?
Check us out online at
Internet: www.hemophiliask.ca

Director:

Angela Lucyshyn

Twitter: @HemophiliaSask

Director:

Michelle Tomanek

Facebook: Hemophilia Saskatchewan
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Saskatchewan Bleeding Disorders Program
Emicizumab
(Trade Name: Hemlibra)
The new drug everyone’s talking about!
What is it? How does it work? Who is it for?
Emicizumab is a new prescription medicine used for routine prophylaxis to prevent or reduce the frequency of
bleeding episodes in patients with hemophilia A. It is a therapeutic antibody that bridges clotting factors to
help your blood clot.

Emicizumab is thought to bridge activated factor IX (9) and factor X (10) to restore the function of missing
activated factor VIII (8) to help your blood clot.
Emicizumab is administered by an injection of a ready-to-use solution under the skin (subcutaneously) once
weekly. It can reduce all bleeds (whether treated or not), and the number of treated bleeding episodes,
including joint bleeds, spontaneous bleeds, and target joint bleeds.
Currently in Canada, Emicizumab is only approved for patients with hemophilia A who have developed
inhibitors. Canadian Blood Services is currently reviewing how best to supply this new medication. Until then,
it will not be widely available but access can be granted to patients in unusual or life-threatening
circumstances. It is expected that Health Canada will eventually consider approving Emicizumab for all
patients with hemophilia A, not just those with inhibitors.
We look forward to new, exciting, future updates from Health Canada on Emicizumab for our Saskatchewan
patients. Stay tuned!
By: Rachel McLeod, RN Clinical Coordinator, Saskatchewan Bleeding Disorders Program
Sources: 1. Dr. D. Stammers Pediatric Grand Rounds Presentation June 7, 2018
2. www.hemlibra.com
3. www.newwire.ca
4. www.hemophilia.ca
5. www.rochecanada.com
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Reminders to Those with a Bleeding Disorder
Who Will be Undergoing Surgical or Dental Procedures
Our goal is to always provide our clients with a safe and effective plan of care while also keeping your optimal
health and recovery in mind. In order to prevent bleeding complications, we ask that you remind your
physician or dentist of your bleeding disorder on each visit. Take ownership and be proud to share with
healthcare professionals what you know about your condition! Become familiar with your bleeding disorder
and know the name of products you need to prevent a bleeding episode. Show your physician and/or dentist
your Factor First / Treat First card on a pre-op visit/assessment. Ensure these professionals are aware to call us
directly with any questions that arise.
Always ensure that you let the Saskatchewan Bleeding Disorder Team know well in advance of the procedure:
We need at least 2 weeks’ notice of a date booked for surgical or dental procedures. A phone call
discussion with the nurse coordinator ahead of time can provide you with clarity on details for your surgery
and hospital stay.
Any clients on home infusion should not have to bring in their product from home if their product is
administered in hospital. Preparing yourself and family should be all that is expected of you.
The Nurse Coordinator will:
Ensure coagulation product orders are prepared and reviewed with the Hematologist familiar with you.
Process the orders by mail/fax once the nurse educator and staff nurses have been educated on how to
mix and administer the product.
Alert the transfusion lab staff to arrange for appropriate coagulation product to be ordered in from
CBS (Canadian Blood Services), and be available.
Alert the coagulation lab staff of lab work details to ensure they have adequate staff to process the
factor level results requested, and report these to the Hematologist/nurse coordinator.
Provide ongoing support to ward staff unfamiliar with factor concentrates and/or specific lab work
requests.
Ensure clarification prior to your discharge on the number of follow-up doses of factor to be given at
home and/or a local hospital setting. (Also determine who will be administering these doses).

Any questions or concerns that arise please don’t hesitate to
call the nurse coordinators at (306) 381 - 4185.
We will be happy to assist!
Submitted by: Nancy Hodgson
Clinical Nurse Coordinator
Saskatchewan Bleeding Disorders Program
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Hemophilia Support and Fundraising Out of the Mouth of Children

It was our pleasure to learn that a group of students from Arthur Peachey School in Prince Albert
Saskatchewan wrote a short novel about helping others. The main theme of their book was to help a
mother who had Hemophilia, and do a fundraising project to pay for the treatment she needed. These
children have no personal attachment to Hemophilia, but thought that it was a cause worthy of writing
about. This caught our attention because it is what we as a society strive for; innocence and simplicity of
children can't speak it better. I had the privilege of interviewing Sara Veith, Gracelyn Morin and Madilyn
Emanuel-Hilton about their short novel work.

Interviewer: So girls, what made you write a story about helping someone with Hemophilia, tell me about
how you put the story together and why.
Sara: Well we knew about a boy with Hemophilia, and we had to do our project about helping others with a
fundraising idea. In the story we knew Alexis' mother was in pain, and we wanted to help her. This made her
happy, and when someone feels happy, you feel happy too. Giving makes you feel proud. You feel happy
when you make someone's life better.
Gracelynn: I created the character that sold his own toys, and gave those funds to the Hemophilia
Fundraiser. Even though the mom has a

disease, she is the same as us and we
should not judge, we are all equal, all
human.
Madilyn: No one deserves pain,
everybody needs to be treated with
kindness and empathy. Like the Golden
Rule. We always have to remember how
what we do affects someone else. I drew
all the pictures for the book.
The giving spirit of the children
empowers all! The book was wonderful,
these young ladies are inspirational!!

Submitted by Wendy Quinn

From L to R in picture : Madilyn Emanuel-Hilton, Sara Veith, Wendy Quinn, Gracelyne Morin
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Celebrate with us!
Hemophilia
Saskatchewan
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Insurance and Medical Conditions—
Considering Insurance? There can be a lot of information and a lot
to consider when looking at medical insurance for you or your
family. The Canadian Hemophilia Society has provided a
breakdown of what you should consider when looking at
insurance.
Start at the CHS website http://www.hemophilia.ca/en/. On the
left menu bar click on Support and Education. From the new menu
pick Insurance Coverage.
Here you will find three categories:

Individual Insurance Coverage – Working with a licensed insurance
broker, anticipating needs, knowing your policy, disclosing your
health status guaranteed insurability policies, and much more.
Travel Insurance Coverage – Examples of travel insurance and
issuers, travel outside your province, studying abroad and away
from your province, visitors and new arrivals to Canada and other
helpful tips.
Provincial Drug Insurance – Provincial coverage, coverage levels for prescriptions drugs
frequently used, anti-retroviral drug plans and provincial drug coverage and chronic Hepatitis
C medication.

You can also find information on the OmbudServices for Life and Health Insurance
(www.olhi.ca).
I carry copies of this information to all clinics so please ask if you want to review with me.
Jennifer King RSW
SBDP – Social Work

We make a living by what we get, but
we make a life by what we give.

“Hemophilia Saskatchewan thanks all our volunteers

9

Louise Paisley Memorial Bursary
Are you a student with a bleeding disorder or family of a person with bleeding
disorder? Family is defined as siblings, children, parents, or grandparents of a
person diagnosed with a bleeding disorder. You may be eligible for $500.00 if
you are enrolled in a post secondary education program. Students must be a
member of Hemophilia Saskatchewan (18 and over must have own
membership separate from family/parents). To find out more information or
access an application go to www.hemophiliask.ca.

CLIENT SERVICES

Did you know Client Services are available to registered members of
Hemophilia Saskatchewan (HSK) who are cared for by the Saskatchewan Bleeding Disorders
Program (SBDP).
Client Services and Additional Programs are intended to help our members to defray
expenses related to living with bleeding disorders.
Services associated with medical treatment (outpatient or
inpatient) must be directly related to treatment of bleeding
disorders: either the treatment of a bleeding episode or a
surgical procedure that requires extended care due to a bleeding
disorder.
To be eligible for reimbursement email hemosask@gmail.com or
go online to www.hemophiliask.ca for details.

Hemophilia Saskatchewan “Physical Activity” Bursary Program
The Physical Activity Bursary program is available through Hemophilia Saskatchewan. It is a
great program which helps financially assist members of Hemophilia Saskatchewan to stay
active in recreational or sporting activities. It is available to children 18 years and younger, but
also, youth and adults who are members of Hemophilia Saskatchewan.
This chapter funded program promotes a healthy lifestyle through safe physical activities. It
gives you the opportunity to discuss your sports or recreational activity involvement with the
Physiotherapist, therefore addressing any questions or concerns you may have in regards to
preparation for each type of physical activity. I look forward to assisting anyone interested in
applying for this beneficial program.
Give me a call, JoAnn Nilson, Physical Therapist, SBDP, 306-655-6628
Forms can be accessed on the Hemophilia Saskatchewan website — www.hemophiliask.ca.
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Did you know that Children's Wish Foundation has granted over 20, 000 wishes in the last 30 years? And
they do it because wishes make a difference.
"Joy is a wonder drug"
"Wishes work wonders"
(Children's Wish Foundation Website)
Children with moderate and severe hemophilia and other severe bleeding disorders between the ages of 317 can qualify for a wish. Wishes are to be special and meaningful to the child and the possibilities seem
endless (take a look at the Children's Wish webpage and read all the stories). Typically the wishes fall into
one of three categories: travel, item or celebrity contact (often involves travel). One wish is granted in a
child's lifetime although a child can reapply if there are any subsequent, new, high risk life threatening
diagnosis.
Anyone can make a referral but the parents or guardians must
also express interest to the Foundation. Our contact in
Saskatoon is:
Kristen Allen
kristen.allen@childrenswish.ca
Phone: 306-955-0511
They do require a doctor to confirm the medical condition which
will require the parent/legal guardian to sign a consent form for
the health region to provide that information. We can help
complete this and assist with any forms in order to start the wish
granting process.
Jennifer King RSW
SBDP - Social Work

Hemophilia Saskatchewan "200 Club"
Purpose: To provide a stable, reliable, predictable, ongoing and adequate source for funding. If we can find at least
l00 families, groups or individuals who will pledge a minimum of $200 per year on an ongoing basis for the
foreseeable future, Hemophilia Saskatchewan would be assured of a minimum income of $20,000 per year.
The 200 Club is different from a one-time financial campaign, because it is ongoing, every year for the foreseeable
future. The fund would be administered by the treasurer, who would issue receipts for income at year end. Note that
the government allows a 43% tax credit for donations over $200. A commitment to the 200 Club is made on the
understanding that if the contributors ' financial situation changes, the yearly commitment could be discontinued at any
time.
The 200 Club is not meant to be an elite, exclusive club. It is a group of concerned committed
people who want to see Hemophilia Saskatchewan become self -sufficient, not depending on any help from CHS.
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The next newsletter
deadline is May 10.
Your contributions are
always welcome.

Hemophilia Saskatchewan acknowledges Action Printing, Bayer, SaskTel Telcare, and SaskTel, for the support given
to our programs and printing of the newsletter. Thanks to Bayer Inc. for the generous grant supporting this newsletter.

Email:
hemosask@gmail.com
Or send to the office,
2366 Avenue C North,
Saskatoon, SK S7L
5X5.

Please Note: Opinions expressed herein are those of the authors, and do not necessarily represent the views of Hemophilia
Saskatchewan. We do not guarantee the accuracy of information contained herein, and accept no legal responsibility for information
quoted from other sources.
Just a friendly reminder to contact the Saskatchewan Bleeding Disorders Program (SBDP) at least 2- 4
weeks PRIOR to any scheduled surgeries, medical or dental procedures that may cause bleeding.
This would ensure we had adequate time to make the required arrangements to control possible bleeding
that may occur, as well as to educate the health care personnel that may be involved with your care/
treatment.
If enough notice isn’t received your scheduled surgery, medical or dental procedure could be postponed or
even canceled.
The Nurse Coordinators with the Saskatchewan Bleeding Disorders Program (SBDP)
at 306-381-4185.

Saskatchewan’s Help Lines
For bleeding problems we all know we can contact the Saskatchewan Bleeding Disorders
Program by phoning our nurse coordinators at (306) 381-4185.
The Saskatchewan Health Line, 811, gives you access to a nurse to help you decide, based
on your symptoms, if there is a need to see your doctor or a if a visit to the Emergency Room
is warranted.
Saskatchewan Consumer Drug Information Service can give you advice on over the counter and
prescription drugs as well as herbal remedies.
Phone 1-800-665-3784, or in Saskatoon 966-6378

Updated July 13, 2015

Upcoming Events for 2019
Hemophilia Saskatchewan Annual General Meeting

March 9

World Hemophilia Day

April 17

Deadline for CHS Scholarship/Bursary

April 30

Deadline for Spring/Summer HSK Newsletter

May 10

Hemophilia Saskatchewan Family Weekend (Shekinah Center)

July 5-7

What’s new?

If you would like to receive an electronic copy of our newsletter instead of a print copy please
email hemosask@gmail.com with your name and email information.
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Want to find out more information about,
become a member of,
or make a donation to
Hemophilia Saskatchewan?

Check out the following sites:
Internet: www.hemophiliask.ca

Twitter: @HemophiliaSask
Facebook: Hemophilia Saskatchewan

