Hemophilia Saskatchewan
June 2019

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

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

Email: hemosask@gmail.com

Please join us for the
Hemophilia Saskatchewan Family Weekend
July 5-7, 2019
at the Shekinah Retreat Centre

The weekend includes a two-night stay in the Timber Lodge.

All meals and family activities such as wall climbing, canoeing, and zip
lining are included.
$25.00 for Individual
$50.00 for Family
Located approximately 45 minutes north of Saskatoon, near Waldheim,
SK, on the North Saskatchewan river.
Nestled on 287 acres in the river valley, Shekinah is a quiet place to get
away from the worries and struggles of everyday life.
For more information about Shekinah Retreat Centre follow the link
https://www.shekinahretreatcentre.org/index.php/rentals/timber-lodge
Please RSVP to hemosask@gmail.com by June 15.
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President’s Message
Greetings All!
Welcome to Spring with a little Winter on the side! We all know fully well that this will pass and the blooming gardens
are around the corner, depending on what part of the province you are in this may be already happening. Hemophilia
Saskatchewan does reach out to all our members provincially, even when discussing the weather!
We are so excited for our Family Weekend coming up in July 5-7 at the Shekinah Retreat Center just north of
Saskatoon. We had our AGM there last year and the peaceful tranquility was the perfect setting for bringing families
together for fun and to connect without a lot of the outside stimuli that often enters our busy life. We would be
honored and so happy if you could join us. There will be activities, education and the food is unbelievably delicious –
real home cooking that you can’t beat. Look for the invitation included in this newsletter.

The latest hot topic of discussion that is ongoing and very important to the future for bleeding disorder treatments is
the Hemlibra discussion. At the present time this treatment is the best treatment for Hemophilia A patients with
inhibitors from a clinical and cost effective stand point. There is a delay with our Provincial/Territorial (P/T)
governments to make it available even though the data says costs of treating inhibitor patients would reduce
substantially. This is a new drug that mimics the work of a factor protein, but is actually a monoclonal antibody.
At the present time the Canadian Blood Services provides Factor replacement therapies as they are categorized as
blood products. Hemlibra has not been given
that designation yet. If CBS does not cover
Hemlibra, it will become the responsibilities
of the P/T government. This is the issue, and
the promising therapies that are available, are
not really available, and we don’t know when
they will be available. Hemophilia
Saskatchewan has a close engagement with
CHS, and will let our membership know any
updates, or if there are any advocacy that we
need done to move this forward. Please
contact us if you have any questions, but also
refer to the CHS website for the most up-todate news.

Happy Spring everyone, see you all at Family
Weekend!!
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Want to know more about
Hemophilia Saskatchewan?
Check us out online at
Internet: www.hemophiliask.ca
Twitter: @HemophiliaSask
Facebook: Hemophilia Saskatchewan
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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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World Hemophilia Day April 17, 2019 was celebrated throughout the province of
Saskatchewan to raise awareness for people living with bleeding disorder.
Different groups wore red at their places of work, set up display tables, and a bake
sale was held. Thanks to everyone for participating and volunteering your time to
make this day a success.
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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
There is nothing stronger than the heart of a volunteer.
With it beats the spirit of generosity, service and compassion.

“Hemophilia Saskatchewan thanks all our volunteers
for their ongoing support”
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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
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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.
Call JoAnn Nilson or Andrea Willenborg Physical Therapists, SBDP, 306-655-6628
Forms can be accessed on the Hemophilia Saskatchewan website — www.hemophiliask.ca.

11

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 September
13, 2019. 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
Family Weekend at Shekinah Centre

July 5-7

Queen City Marathon, Water Aid Station, Regina

Sept 6-8

Deadline for Fall HSK Newsletter

Sept 13

Deadline for Louise Paisley Memorial Bursary

November 30

Family Xmas Party

Dec

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.

