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Welcome to the Board

Hello, my name is Maggie O’Brien, | am the Treasurer. And |
am also involved in the following Committees: Advocacy,
Legal, and Social Media. Many of us are at FAC are wearing
many hats while we build our Fibro community.

| am Police Officer and a Canadian Forces Reservist Retired
after serving in both capacities for nearly thirty years. | have
a Bachelor of Professional Arts in Criminal Justice, which |
achieved part time while working and have a crazy love of
learning. | am currently on sick leave.

| always suspected there was a problem with my health. My
immunity was low, and | was always very fatigued. | was first
diagnosed with chronic fatigue syndrome, then Epstein Barr
Virus and Fibromyalgia. However, | am also dealing with
Hyperandrogenic Postural Orthostatic Tachycardia.

Through my medical journey | found that patient’s voices are
often not heard and there is a lack of support services. |
realized during IV treatment other patients were offering
support and advice to each other informally. In 2020 | began
to advocate for Fibromyalgia through my own blog,
www.frequentlyfibro.com, which was also a form of therapy
for me as | displayed my chronic iliness story openly. | wish
to help minimize the stigma of illness, through educating
those in the medical, insurance and employment sectors the
socio-impacts of fibromyalgia on people. By having an
association, we can feel we belong, and elevate our voices
for change.

| am also a Patient Leader with WEGO Health, which is a
network of patient advocates and influencers who work
together to advance health care and grow our advocacy
skills. It was through my blog that FAC reached out to me and
engaged me. It is a delight to be around people who
understand each other. So, don’t hesitate about joining FAC,
get involved, do what you can, you will find something you
enjoy. We welcome your involvement.

| am married with three
grown sons. | have an
addiction to history,
genealogy, and old
houses. My vices are
thrifting, junking, and
coffee. P.S. and Dogs...

Photo inset:
Maggie O’Brien

But it’s
manageable. I have a high pain threshold, so
that helps —it’s the tiredness part that I have
difficulty with. You get to know your patterns
and limits, though, so you can work and plan
around it. It is made worse obviously, by stress.
So you have to try re-assess what you do—and
maybe find another less stressful job, or re-
habilitate your same job! Which is kind of what
I am trying to do, given that I love singing and
that it’s calming
—Sinead O’Connor, Singer & Songwriter

not curable.

“Fibromyalgia is

What’s New on FAC’s Website

Research Participants Wanted three studies:
Dr. Mathieu Roy’s Pain Lab at McGill University;
Michelle Charette, PhD candidate at York
University; Dr. Jasneet Parmar, University of
Alberta.
FAC Library: FAC’s E-Book FIBRO FLARE KIT
May 12" is the 30™ International Fibromyalgia
Awareness Day

. Types of Chronic Pain

. JUST THE FAC”S March Edition online

. FACes of Fibromyalgia Campaign 2022

. James Lind Alliance & Fibromyalgia —Priority 1
More Books have been added

. Participants Wanted —The Circa Pain Study

0.FAC Conflict of Interest & Conflict Resolution
Policies

11.FM Patient Story by Jade Bald
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FAC’S FIBRO E-BOOK | FLARE KIT
Awvatlable Now on F'AC website FFREFE to read or download

"What if Pain —like love is just a

‘[ l place Brave people visit?”
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FAC 2022

» Fibromvalgia Association
Canada Launches

Campaign 2022

fibrocanada.ca ©FAC2022 [

fibrocanada.ca ©FAC2022
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FAC’s ILLUMINATION CAMPAIGN 2022

May 12th is the 30th Anniversary of the International Fibromyalgia Awareness Day

Participate in our ILLUMINATE 2022 Campaign for Fibromyalgia by FAC

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
disbelieved.

By getting involved you can help break the
long-standing barriers that have prevented
people with Fibromyalgia 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
you can help spread much needed
awareness about fibromyalgia. This
condition affects all genders, races
ethnicities & age groups. Show Canadians
that fibromyalgia doesn’t discriminate and
that there is much more to invisible illness
than what we are able to see on the surface.
Please go to our website at:
https://fibrocanada.ca/awareness/may12th/i
llumination/ to find locations near in your
city/Province. Photographs with name &
location can be sent to
admin@fibrocanada.ca. Thank you for
joining us for the 30th Anniversary of
Fibromyalgia Awareness Day.

(FIBROMYALGIA | ASSOCIATION DE LA
ASSOCIATION CANADA FIBROMYALGIE DU CANADA

ILLUMINATE FIBROMYALGIA 2022
FIBROMYALGIA AWARENESS MAY 12TH 2022

FIBROCANADA.CA ©FAC2022

Landmarks & buildings are illuminating across Canada from
coast to coast for Fibromyalgia awareness on May 12, 2022.
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FACes of Fibromyalgia Campaign 2022

On May 12" we will be commemorating the 30"
FEA TURE anniversary of International Fibromyalgia Awareness
Day, as recognized by the World Health Organization.
A Canadian Support Group Story, Participants around the world come together annually

Interview with Alice Harris, NL 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

FACes of Fibromyalgia Campaign

Photo (’”Set): Alice Harris Fibromyalgia doesn't discriminate based on age, gender,
Wh d decide t p o+ , or race, so this May 12th please help us highlight the
at made you decide o start a support group: real “FACes of Fibromyalgia”. With this ground-

The group was formed five years ago. , ere 4 ,
grotp y g breaking initiative we hope to increase awareness of

the estimated 5% of the Canadian population who suffer

What is the name of your support group? s R e .
daily with Fibromyalgia.

The name of our group is "Support group for women
with fibromyalgia. (a safe place to talk)."

FAC’s CALL TO ACTION!

Where is your group located? Open to anyone impacted by fibromyalgia:

Our group is a Facebook group only. Our group is a Take a headshot photo of yourself

private group, but we are always excited to welcome Include name or initials & city/town & province

new members. Submit your photo & information via email to
admin@fibrocanada.ca

Deadline for submissions is April 30™, 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.

How do you advertise to gain new members?

We have shared our link on personal Facebook pages
and on other fibromyalgia sites that we are associated
with. We don't do a lot of recruitment.

o ok W=

For French Translation please visit the FAC Website.

APRIL 2022 | ISSUE3 | FACNEWSLETTER



mailto:admin@fibrocanada.ca

FEATURE cont’d

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

We have a group of beautiful ladies who are from
everywhere around the world. Most of our members

have been invited by friends and family that are
already members.

How do you maintain group engagement?

The group was formed five years ago. The negative
stigma associated with fibromyalgia has made it
difficult for some people to share their experiences or
ask questions. Our group provides a safe place to do
this and we can concentrate on issues that are unique
to women.

What is the most rewarding aspect(s) for you?

Our group means the world to me. There is no greater
feeling than being able to validate what someone is
feeling. Having someone understand you when you
say things like my hair hurts or it hurts to be touched
for example can be so empowering.

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

The best way to join us is to search "Support group for
women with fiboromyalgia. (a safe place to talk)," on
Facebook.

Researcher

Photo (Inset):Dr.Jasneet
Parmar,Prof. Family
Medicine, Univ. of Alberta

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.

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

Research
—Survey Research on Double Duty Caregivers:

A Double-duty caregiver is a healthcare provider who
also provides care outside of work to a family
member, chosen family or friend who is ill, disabled,
or frail. Juggling care at work and at home can be very
stressful. Dr. Jasneet Parmar, Professor in the
Department of Family Medicine at the University of
Alberta, and her research want to understand how the
COVID-19 pandemic and double-duty caregiving has
impacted Canadian HealthCare Providers’ caregiving
and work experiences.

We think that Double Duty Caregiving in COVID-19 may have
had a significant impact on double duty caregivers’ health and
wellbeing. A small mixed-methods study involved a survey
for employers (n=29) and interviews with Double-duty
caregivers (n=16) found that health care providers who work
in healthcare and care for an ill, frail, or disabled family
member, chosen family, or friend at home without pay:

Continued Pg.6
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Research —Survey Research on Double Duty
Caregivers

1. Are experiencing an increased care load, working
greater hours, and have increased fears of safety,
resulting in physical and emotional strain.
2. Are unable to access support networks and
services that supported their care tasks due to COVID-
19. Reduced support contributes to Double Duty
caregivers’ high care load, stress, and burnout.

Dr. Parmar and her team are inviting all Canadian
Health providers who are also family caregivers to
complete a survey on the secure REDCap survey
platform. It will take you about 20 minutes to complete.
The link to the survey is redcap.link/doubleduty Dr
Parmar and her team are using validated scales,
Double Duty Caregiving Scale, DeJong-Gierveld
Loneliness Scale, and The Six-ltem State Anxiety
Scale (a validated short-form of the State-Trait Anxiety
Inventory) which will allow them to compare results of
this study after 2 years of the COVID-19 pandemic and
pre-pandemic results on the same scales. The
University of Alberta Health Research Ethics Board
have approved the study. Study Number:
Pro00117700. For more information or if you have

H questions, please contact Dr. Sharon Anderson at:
Irritable Bowel Syndrome (IBS) sdanders@ualberta.ca or text 780-953-5541.

As with a Fibro Flare, an IBS flare’s symptoms can
include stomach cramps, bloating, diarrhea, and
constipation temporarily increase in number and

intensity. Also like a Fibro Flare, an IBS flare can last VOLUNTEER

anywhere from a few hours to a few months at a time.
OPPORTUNITIES
COMMITTEE MEMBERS

FIBRO FAC’s

REGIONAL
REPRESENTATIVE

Fibromyalgia is a common chronic u .
pain syndrome that is often British Columbia
associated with sleep disturbances

characterized by subjective Bring your skills, strengths, interests,
experience of nonrestorative sleep.

& volunteer at your capacity

Family members, friends, caregivers & persons

passtonate about Fibromyalgia are all welcome.
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