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COLLECTIVE VOICE

Welcome to the Fibromyalgia Association Canada’s
Newsletter, Just the FAC’s. A newsletter is a great
way to promote engagement, & communication
with our members, but there is a catch, we need a
wide readership. If you are reading this and are not

a member of FAC, please join us:

Please feel free to share with your family, friends,
and caregivers.

Editor & Creative Designer: Salima Andany
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Welcome to the Board

Hello, my name is Janice Sumpton and | live in London,
Ontario. | have lived experience with acute and chronic
pain beginning in childhood and continuing into
adulthood. My chronic pain includes neuropathic back
pain and fibromyalgia since 1998. At the time my
husband and | were raising our children (six and eight
years old) and working full time. | worked as a
pharmacist in a teaching hospital for over 36 years.

My chronic pain led me to become a patient expert,
advocating for patients and educating health care
providers and patients about pain. | have been involved
on many committees and pain research projects
endeavoring to improve pain care across Canada. In
addition, | have published fibromyalgia articles in health
care publications and given presentations about my
fibromyalgia story to health professionals.

| continue to be dedicated in promoting awareness of
pain, providing education about pain to professionals
and the public by participation in FAC. | am on the Board
of Directors and | Co-Chair the Research Committee. |
am also a member of the Education Committee.

In my spare time | am an avid knitter and knitwear
designer. | also love gardening, photography, time with
family and travelling.

Photo inset:
Janice Sumpton

FACes of Fibromyalgia Campaign

On May 12" we will be commemorating the 30"
anniversary of International Fibromyalgia Awareness
Day, as recognized by the World Health Organization.
Participants around the world come together annually
and take part in fundraising events, charity runs,
education campaigns and other activities.

To help raise Fibromyalgia awareness you can wear
purple clothes or a purple ribbon, change your various
social media profile pictures for May 12th, or all the
month of May, and share posts about Fibromyalgia.
Please consider donating, if you can, to support a
Fibromyalgia non-profit organization such as
Fibromyalgia Association of Canada (FAC). FAC
offers additional information about the condition, as
well as connection to resources, research, and links to
Fibromyalgia support groups across Canada. Visit us
at: fibrocanada.ca Cover Page
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What’s New on FAC’s Website

. JUST THE FAC’s April Edition online

. May 12

. FACes of Fibromyalgia

. Updated Pain Clinics in Canada by McMaster
University

. Research Participants Wanted — Four Studies:
Living with Fibromyalgia-Rural

& Northern
Canadian by Dr Catharine Schiller, University of
British Columbia: Dr. Mathieu Roy’s Pain Lab at
McGill University; Michelle Charette, PhD
candidate at York University; Dr. Jasneet
Parmar, University of Alberta.

. FAC Library: E-Book FIBRO FLARE KIT

. Types of Chronic Pain

. James Lind Alliance & Fibromyalgia —Priority #1

. More Books have been added




Dr. Furlan's YouTube
Channel has had more
than 31 million views

& has 380,000
subscribers. She uses it
as a vehicle to teach

patients about
chroinc pain.

Dr. Andrea Furlanis a
physician specialist in
Physical Medicine and
Rehabilitation
(Physiatry). Sheis a
senior scientist at UHN &
Associate Professor of
Medicine at the
University of Toronto.

She is chair of ECHO
Ontario chronic pain
and Opioid stewardship,
which aims to educate

2PM-3PM EDT primary care
VISIT US AT ORI SIS
OUR FACEBOOK PAGE Fiidied by Ehe OTEaria
FIRBOCANADA2021 Ministry of Health.
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PAINT IT OUT!

THERAPEUTIC ART LAY & SANDTRAY

FAC MAY 12th LIVE EVENT
International Fibromyalgia
Awareness Day
FREE Therapeutic Art Session
Learn 3 Strategies to help
manage Chronic Pain
o Mindfulness
DBT Distraction Technique
> Neurographic Art Technique
© First 50 people participate
Free tickets available on
Eventbrite
Available Live on Facebook

1 ive

SALIMA ANDANY
TRAUMA THERAPIST &
EXPRESSIVE ART THERAPIST
LIVES WITH FIBROMYALGIA

. 000 «
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FIBROMYALGIA
AWARENESS DAY

MAY 12TH
FACEBOOK LIVE
EVENT

12:30PM-1:30PM EDT

| %

- MATERIALS LIST:

3 Pieces paper, Thin & thick
black marker that does not
bleed, Color pencils, or crayons,
or magic markers, or watercolor

(] 1 I5Eale] B
900 0C®® O

pencils/paint, or Acrylic paint.
Whatever is handy!
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FACes of Fibromyalgia Campaign |2022
Awvailable Now to View on the F'AC Website

Fibromyalgia does not discriminate based on age, gender, or race, so this May 12th please help us highlight
the real “FACes of Fibromyalgia”. With this ground-breaking initiative we hope to increase awareness of
the estimated 5% of the Canadian population who suffer daily with Fibromyalgia.

FAC’s CALL TO ACTION!
Open to anyone impacted by fibromyalgia:
Take a headshot photo of yourself
Include name or initials & city/town & province
Submit your photo & information via email to admin@fibrocanada.ca
Deadline for submissions is April 31st, 2022.
FAC will add your photo to a photo montage “FACes of Fibromyalgia,” on social media & FAC website

Emailing your photo is considered consent/authorization for use of your image and likeness by (FAC)
Fibromyalgia Association Canada for the FACs “FACes of Fibromyalgia” campaign.

SR WN =

For French Translation please visit the FAC Website.

Make Fibromyalgia Visible
FACES 2022



mailto:admin@fibrocanada.ca

ILLUMINATE FIBROMYALGIA 2022

May 12th is the 30th Anniversary of the International Fibromyalgia Awareness Day
Want to Participate in FAC’s ILLUMINATE Fibromyalgia Campaign

FAC is pleased to announce that many buildings and landmarks across Canada will be lighting up
in purple to support our cause. FAC was formed in February 2021 by volunteers across Canada
who shared the same vision to make fibromyalgia visible. Fibromyalgia is an invisible disability that
affects 5% of Canadians; close to two million people have been diagnosed in Canada. Fibromyalgia
is characterized by chronic musculoskeletal pain, associated fatigue, sleep disturbances and other
cognitive symptoms. For many years fibromyalgia has been misunderstood, stigmatized, and even
discounted.

By getting involved you can help break the long-standing barriers that have prevented people with
Fibromyalgia from receiving a diagnosis and adequate treatments. By wearing purple, taking a
picture of yourself in front of an illuminated building or landmark and sharing on your social media
and #FAC you can help spread much needed awareness about fiboromyalgia. This condition affects
all genders, races ethnicities & age groups. Show Canadians that fibromyalgia doesn’t discriminate
and that there is much more to this invisible illness than what we are able to see on the surface.

Please go to our website at: https://fibrocanada.ca/awareness/may12th/illumination/ to find locations
near in your city/Province. Photographs with name & location can be sentto admin@fibrocanada.ca.
Thank you for joining us for the 30th Anniversary of Fibromyalgia Awareness Day.
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FEATURE

A Canadian Support Group Story,
Interview with Susan Monaco,
Mississauga, ON __

Photo (inset):
Susan Monaco

What made you decide to start a support group?

The leader left the group to move out of Province. There
was no one else to take over & this was handed over to me
to run as we were not able to get help & since | was helping
her, she asked me to take over. | felt others had helped me
and | decided to go on with the group and help others get
well. | decided also to move it forward as | was getting
support from Dr. B. Fligg & Richard Bogoroch, a lawyer.

What is the name of your support group?
The name of our group is " Fibro Mississauga Group.”

Where is your group located?

Our meeting place is at Loblaws at Mavis & Dundas,
Mississauga, Ontario. We meet once a month at the same
location on the last Wednesday of the month at 7pm. Itis a
convenient location, has a lot of parking and an elevator for
people that need that service. We also provide Guest
Speakers that would be guiding us and not selling products.

How do you advertise to gain new members?

We are connected. [You} dial 211 here in Ontario to get
help. Also, [we are] in libraries and the local Mississauga
newspaper, Halton Health Centre, doctor’s offices, [and we
have] connections with MPs & MPPs. We have made
literature to hand out. [We have] also produced literature
with information in Grocery Stores. We have been here for
more than 30 years and [have spread by] word of mouth.

Research

—Living with Fibromyalgia —Rural and Northern

Canadians Study

Dr. Catharine Schiller, Assistant Professor in the School
of Nursing at The University of Northern British
Columbia, is conducting a study to explore the
experience of people who have been diagnosed with
fibromyalgia and who currently reside in a rural or
northern community in Canada.

Participants will be asked to take part in a 30-to-45-
minute interview with the researcher using Zoom. The
purpose of the interview is to gain an understanding of
the experience of receiving a diagnosis of fibromyalgia,
and living with this condition, while living in a rural or
northern Canadian community.

Eligibility criteria:

o atleast 18 years old

e living in a rural or northern community in Canada

o diagnosed with fibromyalgia

e access to a Zoom video call connection for the
interview

After completing the interview, each participant will
receive a $15 e-gift card to their choice of either Tim
Horton’s or Amazon.ca.

Researcher Photo (Inset):
Dr. Catharine Schiller, Assistant Professor in the School of
Nursing at The University of Northern British Columbia
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FEATURE cont’d

How do your members help or get involved with your
group?

Before COVID the group was very helpful to many who
needed to understand Fibromyalgia & what they could do
to help better themselves. Members would come to the
Mississauga Fibromyalgia Group, it was their go-to place
where people could feel understood by others with similar
ailments. Group members would come help set-up
[making] snacks, [putting out] seating, and so on.
Hopefully if | can get further assistance and if the Loblaws
location is still available the group will be re-starting in
September 2022.

How do you maintain group engagement?

Each meeting is designated a guest speaker who discusses
how better live and improve your living with Fibromyalgia.
There is a 50/50 draw to win donated prizes. Mass e-mails
are sent to all members, so they know who is speaking at
each meeting.

What services do you offer?

We offer guidance and information of how to become
pain free either with supplements or diets or altemative
therapies & trial and error to be pain free. These are
recommended by our professional speakers that are

knowledgeable and able to help us.

What are some of the challenges you face?

Little to no help. Everyone wants a quick fix, sometimes |
do not feel good, but still must run it as there is no one else.

What is the most rewarding aspect for you?

The rewarding [part] is when someone comes back and
says, “Thank you —I feel better.” And the friendship will
sometime get helpers for the [next] meeting.

What is the best way for people to contact you or join
your group?

They can always call me or e-mail me, Susan

Monaco, at: fibromississauga@hotmail.com.

Research

—Ethnographic Research Study

Michelle Charette, a PhD candidate, in the Department
of Science and Technology Studies at York University is
looking to speak with individuals who already use a
symptom reporting/pain tracking app OR are willing to
download one and use it consistently for 1-2 months.

Her research seeks to contribute to the development of
health applications by speaking with individuals who use
them to manage their pain, report symptoms, fill
prescriptions, etc. What about these applications do
users like? What works? What doesn’t?

She is looking to interview folks virtually (on the Zoom
platform), Michelle will be the interviewer. The interviews
will be between 45 — 90 minutes long and completely
anonymized. This means that all personal identities will
be removed. Those who are willing to download an app
and give it a try will be interviewed twice (once for a
baseline interview and another 1-2 months afterwards, to
gauge how they like the application.

This research has been approved by the Human
Participants Review Sub-Committee, York University’s
Ethics Review Board.

' '1-1.?‘-'..-; s L T
Researcher Photo (Inset):
Michelle Charette, Ph.D. Department of Science and
Technology Studies at York University
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FAC’s Core Value of Volunteering

Want to volunteer somewhere fun where you can share your
talents, your passions, and your interests in a supportive
environment?

Fibromyalgia Association Canada (FAC) wants you to
participate at your own pace, in a safe space, where we
understand; others say they understand but we live it, so we
get it!

You can help support yourself and others with Fibromyalgia
as you contribute when you can, how you can. No pressure.
You can be on a committee of your choice, volunteering in a
positive space.

PAIN

The pain associated with fibromyalgia often is
described as a constant dull ache that has lasted
for at least three months. To be considered
widespread, the pain must occur on both sides of
your body and above and below your waist, and
where it occurs can vary depending on the day.
The intensity of the pain can change based on the
time of day and your activity.

Join FAC today! It is free and you do only what you can when
you can!

VOLUNTEER

OPPORTUNITIES
COMMITTEE MEMBERS

£
45 FIBRO FAC’s

U

Fibromyalgia tender points were discovered in the
early 1820s. At that time, it was called fibrositis
and was not changed to fibromyalgia until 1976.

In the 19th century, the English army nurse and REGIONAL

Red Cross pioneer Florence Nightingale was REPRESENTATIVE
taken ill with fibromyalgia-like symptoms. She .l .
became ill while worlznggon the f?lont lines during British Columbia
the Crimean War (1854 - 1856) and never really
recovered. The May 12th date was chosen as
Fibromyalgia Awareness Day because it is
Florence Nightingale's birthday.

Bring your skills, strengths, interests,
& Volunteer at your capacity

Family members, friends, caregivers & persons

passtonate about Fibromyalgia are all welcome.

MAY 2022 | ISSUE4 | FACNEWSLETTER



