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Living with Lupus®

What is lupus?

Lupus is an unpredictable disease in which a person’s immune system produces an excess of
proteins called antibodies that attach themselves to various structures in the body. The accumulation
of these antibodies in the tissues can cause inflammation, damage and pain. The most common form
of lupus is systemic lupus erythematosus (SLE). Approximately 15,000 Canadians are affected by
SLE. Lupus symptoms and severity vary from patient to patient, for some, lupus is life-threatening
and for others, it’s entirely manageable.
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What causes lupus?

Despite many years of research, the cause of lupus is still
not known. Scientists believe there are several things that
may trigger the formation of the antibodies, including genetic,
hormonal and environmental factors. Some of the possible
triggers include:

+ Hormones (females between the age of 15 and 45 are
most commonly affected)

+ Certain medications
+ Dietary factors

+ Viruses and bacteria
+ Stress

+  Genetics

+  Pregnancy

*  Exposure to UV light

Who is affected by lupus?

Although lupus can affect anybody, 90% of lupus patients
are women. Of these, 90% develop the condition during their
reproductive years.

Health effects

Additional problems that come with lupus include:

+ Inflammation of the kidney, which occurs in up to 60%
of adults with lupus (and two-thirds of children). It can
cause high blood pressure, blood in the urine, frothy
urine and swelling of the legs

+ Raynaud’s disease which causes fingers and/or toes
to turn white or blue when cold

+ Sjégren’s syndrome which causes dry eyes, mouth
+ Swelling in feet, hands or around eyes

+ Hair loss that can be caused by lupus itself or
medications used to treat it

+ Blood problems including anemia (low red blood cell
count), low platelet count, low white blood cell count
and blood clots

+ Memory problems or confusion



What lupus research tells us

Researchers at Arthritis Research Canada (ARC) are

some of the world’s leading authorities on lupus. A 2022

ARC study revealed that the risk of premature death in

SLE patients compared to the general population has not
improved in recent years. Lupus is associated with significant
premature mortality caused by kidney disease, infections and
cardiovascular disease.

ARC scientists examined two time periods, 1997-2005 and
2006-2014, and observed a 95 per cent and 74 per cent
increased risk of overall deaths due to SLE relative to the
general population in each time period, respectively.

“Mortality rates for systemic lupus erythematosus patients
are not improving over time and this is concerning,” said Dr.
Antonio Avina-Zubieta, a rheumatologist and senior scientist
at Arthritis Research Canada. “Previous research showed
improvements in mortality from the 1970s to 2000s, but these
recent findings highlight a need for further interventions in
managing this disease.”

Dr. Avina-Zubieta added that such interventions could include
the development of new therapeutic agents, strategies for

earlier disease detection and more comprehensive measures
in the management of serious, life-threatening complications.

A second ARC study from 2021 found one in five patients
with SLE develop severe infections with 21 per cent of those
infections causing death. This is the first study to evaluate the
risk of severe infections in a large group of SLE patients from
the general population.

“Our research found that SLE is associated with an 82 per cent
increased risk of severe infection when compared to non-SLE
and a 61 per cent increased risk of infection-related mortality,”
said Kai Zhao, a research trainee at Arthritis Research
Canada. “These are important findings because they show that
infections are one of the leading causes of premature death in
patients living with this disease.”



https://www.arthritisresearch.ca/our-team/research/trainees/

Who were lupus
survey responden’rs?

Respondents living
with lupus

13%
living with lupus

87%
not living
with lupus

Gender

-~

12%

men/
non-binary/
prefer not
to answer

88%
women

Years living with lupus

18%
6-14 years

- 47%
E 15+ years

35%
< Syears

The increased risk of infection is thought to be a result of

two factors. First, immune system dysfunctions caused by
SLE. Second, use of immunosuppressive medications and
glucocorticoids. These medications inhibit the immune network
and, therefore, decrease resistance to a wide variety of
bacterial, viral, and fungal agents.

ACE National Survey on Virtual Care
Services for People Living Arthritis: The
experiences of lupus patients

In November 2021, Arthritis Consumer Experts (ACE)
presented findings from its patient-led survey on virtual care
at the American College of Rheumatology’s annual meeting.
During this presentation, ACE encouraged feedback from
community members who attended the conference as well
as those who were following along through social media.
People living with lupus told us that they were interested in
learning about disease-specific findings. They wanted to see
how people living with lupus answered the survey and what
these findings could uncover about the specific virtual care
experiences and preferences of the lupus community.

Who were lupus survey respondents?

Just over 13% of all survey respondents (34 people) reported
that they were living with lupus.

Over 88% of lupus survey respondents were women. Nearly
half (47%) had been living with the disease for over 15 years,
while 35% were living with lupus for 5 years or less.

Virtual care use before and during
the COVID-19 pandemic

Many people with lupus who took our survey (71%) were
already using some form of virtual care (VC) prior to March
2020. The number of lupus patients using VC rose to 88%
during the pandemic.

As part of the survey, ACE asked respondents if any factors have
made it difficult to use virtual care services. While most people
with lupus said they had no issues, 12% reported difficulties of
some kind. Difficulties included cost of electronics, access to the
internet, lack of translation services and feeling uncomfortable
using the VC technology offered by healthcare providers.
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How did virtual care use for people with lupus
differ from general survey respondents?

When compared to all survey respondents, a higher proportion
of respondents with lupus were already using VC pre-pandemic
(59% of all respondents vs. 71% of lupus respondents).

A smaller proportion of people with lupus reported difficulties
using VC in comparison to all survey respondents (16% of all
respondents vs. 12% of those with lupus experienced difficulties.)

Lupus patient satisfaction with virtual care

Overall, respondents with lupus were generally satisfied sharing
health concerns and getting advice through virtual care.

The most common reasons for liking virtual healthcare
services were:

1. Not needing to travel to appointments, liked by nearly
70% of lupus respondents.

2. Not being at risk of COVID-19, liked by 60% of lupus
respondents. Twelve percent (12%) of people with lupus
also liked that they saw healthcare providers more
quickly than usual with VC.

How did satisfaction with virtual care for people
with lupus differ from general survey respondents?

Respondents with lupus reported a slightly higher satisfaction
rate for VC services in comparison to general respondents

(85% of all respondents vs. 90% of lupus respondents were

very satisfied, satisfied or somewhat satisfied with their VC
experiences). In comparison to all survey respondents, a greater
proportion of people with lupus liked the convenience factor of
in-person meetings with allied healthcare providers, i.e., meeting
providers at the same time/in the same place (selected by 29% of
all respondents vs. 50% of lupus respondents).

Lupus patient preferences for
the future of virtual care

Like general survey respondents, a majority of those with lupus
wanted a mix of in-person and virtual care services in the future.
Lupus respondents were most interested in continuing to have
a VC option for appointments with their rheumatologist (wanted
by 62% of lupus respondents) and their family doctor (59%).

Lupus patients &
virtual care

7 in 10 respondents with lupus
reported using virtual
care pre-pandemic

12%

of respondents
with lupus reported
difficulties

using virtual care

Top reasons for lupus patients
liking virtual care

70% - not needing to
travel to appointments

60% - not being at risk
of COVID-19

12% - being able to see
healthcare providers
more quickly
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Steps to help with self-care:

Learn how to tell that
a flare is coming

See your doctors
regularly

Reduce stress by
setting realistic goals
for yourself

Limit the time you
spend in the sun and
in fluorescent and
halogen light

Choose healthy foods
most of the time

Get enough sleep
and rest

Exercise moderately
with your doctor’s
OK and when you’re
feeling up to it

Overall, 71% of people living with lupus who took the survey felt
it was at least somewhat important to have continued access to
virtual care services after the COVID-19 pandemic is over.

How did preferences on the future of virtual
care for people with lupus differ from general
survey respondents?

In comparison to all respondents, there is a smaller
proportion of people with lupus who said it was very
important to have continued access to virtual care services
(30% of all respondents vs. 21% of respondents with
lupus). However, in comparison to all respondents, those
with lupus have a greater interest in specifically seeing
their rheumatologists virtually post-pandemic (49% of all
respondents want the option to see their rheumatologist
virtually vs 62% of lupus respondents).

Lupus care & treatment

Living and coping with lupus can be challenging. The
physical symptoms of lupus can be severe and debilitating,
especially during disease episodes or flares. These
physical symptoms can also have a powerful impact on
other aspects of a patient’s life, including their mental and
emotional wellbeing, relationships with family and friends,
and their employment.

The best way for people to keep lupus under control is by
following their treatment plan and practicing positive self-
care. These steps can help:

Learn how to tell that a flare is coming
+ See your doctors regularly
+ Reduce stress by setting realistic goals for yourself

+ Limit the time you spend in the sun and in fluorescent
and halogen light

+ Choose healthy foods most of the time
+  Get enough sleep and rest

+ Exercise moderately with your doctor’s OK and when
you’re feeling up to it

Because lupus can cause a lot of different symptoms, there
are many different kinds of medicines that can treat it. A
rheumatologist will need to prescribe some of them — others

6



are available over the counter. The most common medicines
used to treat lupus include:

+ Anticoagulants to help prevent blood clots

+ Anti-inflammatories to help with pain and inflammation
+ Antimalarials to protect skin from rashes and UV light
+ Biologics to help your immune system work correctly

+ Immunosuppressives to help keep your immune
system from attacking your body

« Steroids to help with inflammation

Recently, two new biologic medications were successfully
tested in phase 3 clinical trials in lupus. Anifrolumab (a
monoclonal antibody that blocks type 1 interferons) was
recently approved by Health Canada for use in non-
renal/non-neuropsychiatric lupus while Voclosporin (an
immunosuppressant that blocks the IL-2 expression and

T- cell-mediated immune responses) demonstrated positive
effects in patients with lupus nephritis.

Lupus resources

To learn more about living with lupus, including lifestyle tips
and treatment information, check out the following resources:

ACE About Arthritis

Arthritis Research Canada
Lupus Canada

Lupus Ontario

B.C. Lupus Society

Lupus Foundation of America



https://www.jointhealth.org/aboutarthritis-diseasespotlight.cfm?id=6&local=en-CA
https://www.arthritisresearch.ca/
https://lupuscanada.org

https://www.lupusontario.org

https://www.bclupus.org 
https://www.lupus.org/

Arthritis Consumer Experts
(ACE)

Who we are
Arthritis Consumer Experts (ACE)
and its team members acknowledge
that they gather and work on the
traditional, ancestral and unceded
territory of the Coast Salish peoples
- x*mabk“ayeam (Musqueam), Skwx-
_wlu7mesh (Squamish), and Salilwata?/
Selilwitulh (Tsleil-Waututh) Nations.
ACE operates as a non-profit and
provides free research based educa-
tion and information to Canadians with
arthritis. We help (em)power people
living with all forms of arthritis to take
control of their disease and to take
action in healthcare and research deci-
sion making. ACE activities are guided
by its members and led by people with
arthritis, scientific and medical experts
on the ACE Advisory Board. To learn
more about ACE, visit
www.jointhealth.org.

Guiding Principles

Healthcare is a human right.
Those in healthcare, especially those
who stand to gain from the ill health
of others, have a moral responsibility
to examine what they do, its long-
term consequences and to ensure
that all may benefit. The support of
this should be shared by government,
citizens, and non-profit and for-
profit organizations. This is not only
equitable, but is the best means to
balance the influence of any specific
constituency and a practical necessity.
Any amount remaining from our annual
budget at year end remains with ACE
and is used to support the following
year’s core programs to continue
helping Canadians living with arthritis.

For its past 20 years, ACE has
consistently honored a commitment
to its members and subscribers,
academic and healthcare professional
colleagues, collaborators, government
and the public that its work is free from
the influence of its funders.

To inform ACE employees and our
stakeholders, members, subscribers
that we will operate our organization
with integrity and abide by the highest
standards of lawful and ethical
behaviour, ACE has adopted this strict
set of guiding principles:

+  ACE requests grants from private
and public organizations to support
its core program and plans and
allocates those funds free from
influence;

+  ACE discloses all funding sources
in all its activities;

+ ACE does not promote any
“brand”, product or program on
any of its materials or its website,
or during any of its educational
programs or activities.

+  ACE employees do not receive
equity interest or personal “in-
kind” support of any kind from any
health-related organization;

+  ACE identifies the source of all
materials or documents used;

«  ACE develops positions on health
policy, products or services in
collaboration with people living
with arthritis, academic research
community, health care providers
and governments free from
concern or constraint of its funders
or other organizations;ACE
employees do not engage in
personal activities with its funders;

+  Cheryl Koehn does not own stock
or any financial interest in any of
its private or public funders.

Thanks

ACE thanks Arthritis
Research Canada
(ARC) for its scientific
review of all ACE

and JointHealth™
materials.

ARTHRITIS RESEARCH CANADA

Disclosures

Over the past 12 months, ACE
received grants-in-aid from: Amgen
Canada, Arthritis Research Canada,
Canadian Biosimilars Forum, Canadian
Rheumatology Association, Eli Lilly
Canada, Fresenius Kabi Canada,
Merck Canada, Novartis Canada,
Organon Canada, Pfizer Canada,
Sandoz Canada, Teva Canada, UCB
Canada and the University of British
Columbia.

Disclaimer

The material contained in this
publication should not be relied on to
suggest a course of treatment for a
particular individual or as a substitute
for consultation with qualified health
professionals who are familiar with
your individual medical needs. Please
contact your physician for your own
health care related questions.

Arthritis
Consumer
Experts

#210 - 1529 West 6th Avenue
Vancouver BC V6J 1R1
t: 604.974.1366

feedback@jointhealth.org
www.jointhealth.org

ACE does not promote any “brand”,
product or program on any of its
materials or its website, or during
any of its educational programs or
activities.
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