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Talking about lupus

I have lupus.™

If you have systemic lupus erythemarosus (LI or
lupus), these may be the most difficult words you ever
speak. How — or indeed, whether — vou tell people that you
have lupus iz a personal decision,
But it is impartant to remember
that dealing with a chronic illness
requires support, and people
cannot offer their help if you don't

tell them what you need,

Reaching out

All oo often, people with chronic
diseases such as lupus are hesitant
aboue relling others about ther condinon. Paroculardy if you
are young, it may be difficult to reveal what you perceive to
b 2 weakness or something that sets you apart from your
foends and colleagues, You may fear their reaction: will they
reject you# Pity vou? Dismiss vour symptoms? Treat you
differently than before? Even with foends and family with
whiom you have shared vour diagnosis, vou may hesitate to
talk about how vou feel femotionally and physically) for fear
oof becoming burdenzome,

Horarever, failing to communicate with the impartant

people in your bfe isn't the way to deal wach these fears,

as isolation often leads to depression, stress and

ulimately poarer lupus management, Cpen communication,
en the other hand, pives others the opportunity to help
support you throwrh the challenges that luopus presents

For example, one Amercan study on the impact of lupus on
married couples found that women with lupus who shared
their problems and feelings with their busbands during a
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lupus flare fared better than other women with lupus who
experienced less emotional intimacy with their spouses. The
researchers concluded chat sharing their problems and
feelings gave wives the opportunity to have their feelings
validated and o recetve reassurance from their husbands
that they were accepted and loved
unconditionally even though they were ill,

You don't have to share your diagnosis or
feelings with evervone in vour bife, of
course. Rather, create a support nerwork of
people you trust, such as close friends and
family members,

Joining a support group can also be helpful. Lupus is
misunderstood by many people, so it is particulary
important to have your experiences validated by others
who are going through the same thing, Visic Lupus Canada
to find a lupus organization in your area.

How to tell

Plan ahead: The firse few tmes thar you tell people that
vou have lupus, you may want to plan ahead and think abiout
what you wane to say, Different people need o know
different things abaut the disease, Your employer, for
example, will want to know how lupus wall affect your abilicy
to work, while your parents may need to hear reassurances
that they didn't “canse” your disease through something
they did in vour childhood,

Anticipate guestions: Try to anticipate the types of
guestions that people might ask and prepare to deal with
them. Think of a response for questions thar you don’t
want to answer. For example, if a co-worker asks, “Thoes
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|1.||1-ux mean v 1.::.n’t hsw= |:'|'|'|||.'|n:.:n.:'" v
coudd answer, “T'm mod ready ti discuss
such a ru:rﬁl::ln:ll LT

Take charge: Don't wait for a lupus flare
tos tell sthers abowt your disease, You will
|:ih|:'|]' b tews tireed o0 im oo mach r.|i|.‘i|1 o
express yourself clearly. Take charge of the
sitwation by choosing when o inidate the
discussion. Pick o tme when vou are at
vour best ard vouer awdience can give you
theeir undivided attention.

Express vour needs: Some people will
respond 10 your news with 2 sincere and
immediate offer to help in whatever way
vo need. Oehers may worery thar vou will
expect them o help more than they want
o Rigrardless of your audience, be sure 1o
explain clearly what vou seed from them,
even if ir's just their understanding,

Educate: Lupus is pooely underssond by
the peneral population, so there is a good
chance that people will have no kdea what
youre tlking abour or will sesct based on
misinformation about the disease. Amnd
because there are often oo ourward signs
of lapus (or the steroids you take

give vivu a “healthy, rosy glow™), there
may be some disbelief or shepticism
about your symptome. Informing people
about the facts of lupus will help them
undeestand o it affects vou and

what you are capable of. Offer them
brochures or face sheets abour the
disease or direct them o reliable

lupus websites.

Listen and undesstand: Dhon't be 2o
frecussed onowhat vou have o say that you
Fla-rﬁr_'r Fin 1i:.rL11 tir the ather p-urmm sl
ernpathize with them = just 48 vou want
them o do for YOML Thr_':l' will have
quiestons and comeerns, just as vou did
when i firat hicard yuaur ﬂi.ugm Erre
People™s reactions to your news will depend
an vour relationship with them. The closer
vou are, the more emwotional they may be.
Your parents may Feel guilty, your hushaned
angrey, vour best friend frightened.
Although these emations may seem like an
extra burden to you, recopnize that they
eome feom concern for voa, The greatcs
Support Yiou, your friends and viour Eﬂ.ﬂ'!li]:r

can offer is o listen 1w each othes.

Get help: In some situations, it i helpial
tor invedve a thied party. At work, you may
wwant tooask someone from Homan
Besourcss or vour Emplovee Assistance
Program to help you talk to your boss. At
home, a secial worker can help vour family
cope with and underseand yvour disease.

At work™

The fact thart you have lupus is vour
business, and vou have the right 1o keep
that informarion privare, cven ar work,
Dwusing a job interview, it is illegal for an
employer oo ask specific questions about
vour medical hiseory. They can only ask
questions directly relared o the job you are
applying for. For example: “Are there any
citcumstances in your life thar might pre-
vent you from fulfilling the requirements of
thig jobs™ or “Do vou foresee a problem
with arendance? If you are reasonably

INFORMATION FOR
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e distant for
fear of saying o 1 the wnang thing.
Here qestions 10 help you

2 Don try to divart hem. If the bopic of
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sure thar your lupus won't interfere with your ability to show
wp and do vour job, then there may be no need to menton
voarr disease, It is your chodce as mo whether or not vou
dizclose your health information. The exception is if you are
applving for a “safety-sensiove”™ position {such as an arline
pilet or pobice officer), in which case you must disclose any
miedical condition that could jeopardize the safer of your
co-wnrkers or clients, However, some people choose o tell
their emplover about having lupus — this could belp you to
determine how supportive vour employer and work
envirenment may be e people with health conditions, But
be aware that talking abowut your health during the intervies
process could have an impact on an emplover’s decsion to

offer youw a joh,

Oince hired, you are mot required o tell anyone abowt your
comdifinTm EXCEPE if v EI'I'IFI-H!,‘EI’ bz an ahsentesism prr|ic}'
that requires you to provide a medical certificate i vou have
beern absent for a ]1r|r'||:-'r'|gm;| F.H;!!'iﬂl,'l of time Yo iy al sy
have tor disclose vour medical conditon to your employer if
via are claiming employee henefits and your company
requires claims fo be submiteed oo thern directly.

Although infrequent, some employers reguire all seaff o
have a medical examination for health-benefit purposes,
If H'n,-: EXnT n:l.-'vl::-l.]:; your |1.||_1-u£ |:1|1' .i'lllr.' r:||:|'|t:r 1"|'n,-:-|_:|'||_':-|.|
condition], this information is not to he shared with your
employer. IF your comdition requires accommodations on
the emplover’s part (for example, scheduling periadic rest
breaks), the employver has an obligagion o ooy amd meet your
needs up o the point of undue hardshipe On the ather
hand, if you ean’t meet the job requirements because of
voaar lupus, your ermplover may bave to terminate voar
employment. You can check with provincial employment
stanwlards or an employment braver mo ensure your rights
are being respected.

If your lupus Aares after vou have been hired, vour job is
protected, Teis a violation of heman eights legislion o

fire a person after discovening they have a chromic or

progressive disease,

It may make sense for you o tell vour employer and
eo=-workers about vour lupus at some point, If they are
aamre that vou have health izsues, being secretive may create
unnecessary anxiety for you and also among your
co-workers. Provide brochures or other information ahout
Jupusz, as understanding the illness may make them more
comfortable, Explain how lupus affects you in terms of
divimg vour job, IF vou require sccommodation, well vour
emplover what vou will need to continue to work,

At School

Collepes and wniversities vsually have a department thae
provides assistance to students with disabalities or health
conditions, Assistance vares |:.|!,' schoeol, soaf :,'r:-u:'rve,-: in the
process of applying for post-secondary education, find our
what services: are offered, 1F VOMI ARE 3 nEw stucent, make
contact with the staff early om, even if your lupus is stable
ar the moment. 1% better o introduce vourself now

than when you're stuck in the hospital and abowt fo miss

AN exam,

These departments can help with many problems For
c'xuﬁ'lpll.:, if wour iuiﬂhﬁ. Are toe Sy ﬂ|1:|| i wﬁta: a0y |'li'l'l-'l-:
trouhle concentrating in cliss, they may armnge for a note
taker to help you, They may also arvange extea time for you
boy werete exams, O ask the professor to prowvide an exam in
an alternate format (for example, you could give verbal
replies rather than written anes). The staff can alse look
intes physical accommodations, sweh as accessible
dormiteries and single dorm rooms thae aoukd allosar you
tor et morve rest than if you had a rocmmare. They can
also help you with dietary concerns {for example, if your
dorm’s meal plan isn’t suitablel.

You are oot oblipated to el vour professoes that you have o
chronic illness, bur again, it may be berter o discuss this
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with your professors carly on, even if vou're fecling well, in

case you have o flare during the school term and require
extra dme o hand in an assignment or need 10 make up a
missed test or exam {they may request a docrors nore).

Insurance®

Unformnately, human rights regulations do not apply wm
health insurance policies the same way they do w
employment. Health inswrance companics have the right

o guestion you about vour medical history and o refuse
coverage based on that history. Even if the health insurance
company doesn't ask you directly about lepus, vou must
disclose all informarion abour your health. IF you don't, the
company can void your policy. 3till, health insurance
companies have different policies, so be sure to shop
around even if you are refused coverage the first few
times. The same principles apply to cancellation and
medical coverage insurance when you are planning a trip.

*Adagpted frome “The dircloanre ditemma, Sbowld T el
Mgt T oeli?”, Diiabeter Diclogu, Speing 20603,

Safety first

Eiven if you choose not to disclose your Jopus oo people
around vou, wear a MedicAlerr braceler or medallion and
carry the MedicAlert card in your wallet, especially when
travelling, These are recognized around the world and
couild save vour life in a situation in which vou cannot
speak for yourself. Ask your pharmacist for decails

FOR MORE INFORMATION

* Lupus Canada: www. lupuscanada.org, This site

includas elactronic versions of the Livimg Wal with
Lupus fact sheets.

* [upus: The Disease with a Thousand Faces,

edited by Dr. Sasha Bernatsky and Dr. Jean-Luc Senécal, Key
Porter Books (2004) ISEN 1-55263-603-8. Contact Lupus
Canada o order this book.

= Living Wall with lupus = personal stories from people who
ara living with lupug can be found on the Lupus Canada
website

* The Arthritis Foundation: www_arthritis.ca

= Lupus Discussion Board:
httpwewecarthritiz. calopanth 2forumboardsupusidefault asp?s=1
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