NOVEMBER/DECEMBER, 2008

Does the thought of another holiday season fill you with worried? 10 ways to Soc 13
joyful anticipation or overwhelm you with fear and
dread? The average person considers the holidays at Hgjigay Shopping

least somewhat stressful. For people with lupus, who ar&even Ways Your Body ¢ 18
already struggling to cope with daily life in general, the
added demands and stresses of the holidagdrigger a

flare of lupus symptoms While you may not be able to NSAIDs Might Lower Bre 23

. Cancer Risk
totally avoid all stress, you can reduce your stress level
Membership form 24
significantly by giving yourself &.1.FT. Memorial Form 24
(« Nourishing Your Soul 25
Volunteer of the Year 26
Nov/Dec Calendar 27

Lupus Support Net\{vork
Caring & Sharing

A newsletter created to support, educate and
encourage people affected by Lupus

Inside this issue:

SurViVing the Holi- Gxecutive o 2stprs

Radiation warning for low 3

d ayS energy lightbulbs

Calendar of life 4
GlVlng you s Upcoming Events 5
G I F T Teen Talk 6
L . ..‘ * Instant Energy 7

of a stfems holiu, ShiTarerie mrel
i . Tools to Fly By o]
By: Karen Lee Richards Nutrition 1>

Your Fears

Preventing Pain During 17

Better with Age

Memberships 20
Memorials & Membershiy 22

(continued on page 10)




" The
Lupﬁgs Support

\
Iyﬁt%ork
Location:
1108C Airport Blvd.
Pensacola, FL
Mailing:

P.O. Box 17841
Pensacola, FL 32527841
850.478.8107
1.800.458.8211
info@lupuspensacola.com
www.lupuspensacola.com

Board of Directors
Jerry WatsonPresident
Chris SchulteTreasurer

Brenda LeeSecretary
Patsy SmithHistorian
Kristie FaganDirector
Fletcher FlemingDirector
Terry AlexanderpDirector
JoAnne RachDirector
Trisha WoodburnDirector
Viola Williams, Director
Julie JohnsorDirector

Lupus Support Network Staff
Wanda ArgersingeExecutive Director
Anna DandelakisAdmin. Assistant

Support Group Facilitators
Pensacola: Dave and Kristie Fagan
Crestview: Martha Naouén Ruben

Panama City: Martha Naod@rRuben

Tallahassee: Martha Maddox

Ft. Walton Beach: Wanda Argersings
Brewton: Barbara Curry
Mobile: Wanda Argersinger

Caring and Sharing is published bi-monthly
with special editions as needed. It is our in-
tention to publish articles about lupus, many
written by health care professionals. Lupus
Support Network, Inc. does not endorse
any of the articles, medications, or treat-
ments reported in this newsletter, and pub-
lishes them for information purposes only.

Message From The Executive Director . . .

| have known for years that | am &
person who is more than willing to take
chancd to be daring. I tell people that |
climb out on the limb and saw the limb
the tree, then | figure out how to get do ,
or |l and safely. Thatoés the
the change with the focus of the past two newsletters. We,
Anna and I, thought the July/August issue of the newsletter
might be a little hard for lupus patients to take. It addressed
the issue of feeling sorry for yourself and letting life pass
you by.We were prepared for the feedback and expected it tc
be negative.

The first response was from a long time though
inactive member. She said when she read the newsletter it
prompted her to get active again. She did just that. She came
by the office today to offer her assistance and to volunteer
with us. The second response from the July/August
newsletter was when another somewhat inactive member
walked into the office beaming with a smile. She told us that
the newsletter gave her the kick she needed to stop feeling
sorry for herself and get up and do something. She was so
proud because she was taking herself to the doctor,
something she had not done in quite some time. She now
comes by the office once a week. She is recruiting
businesses for our Orange Ribbon Campaign and helping in
many other ways. We were happy with that newsletter and
the results we know about.

Our fears were even greater when we mailed the
September/October newsletter. We thought it was tougher
than the July/August newsletter and were fully prepared and
"braced ourselves for the #fh
understandso and ot her nega
addressed the invisibility of lupus and the whys and hows of
what that you can do to a patient. Today we had four calls
and one patient walk in the offi¢eall of them thanking us
for this issue of the newsletter. Some of the calls were from
the husbands of patients thanking us for the articles. One
husband has even decided to come to the support groups.

(Continued on page 21)




Radiation warning for low-energy lightbulbs
UV emissions could be danger

By John Oates AGet more from this author

Posted in Biology, 10th October 2008 10:22 GMT

The Health Protection Agency is warning thatdemergy light
bulbs could give enough ultraviolet radiation to cause damage t
your skin.

You'd need to be closer than 30 cm from the bulb for more tha
hour a day and it would need to be an open type light-ihkb
whirly ones (see pic).

The Agency recommends lamps or lights used for close work
should be replaced with double envelope bulykich look like
traditional light bulbs.

Justin McCracken, chief exec of the HPA said: "This is precautionary advice and people s
not be thinking of removing these energy saving light bulbs from their homes. We are advi
people to avoid using the open light bulbs for prolonged close work until the problem is so
out and to use encapsulated bulbs instead. In other situations where people are not likely
very close to the bulbs for any length of time, all types of compact fluorescent light bulbs &
safe to use."

Not all fluorescent bulbs give off significant ultraviolet radiation, but for some if you are wit
two centimetres the exposure is equivalent to that experienced by being outside on a sunr
mer's day in the UK.

The warning is especially relevant for people with Lupus or other forms of light sensitivety
HPA began its investigation after complaints from ligansitive people. It has met with patien
groups to offer them specific advice.

-Source: http://'www.theregister.co.uk/2008/10/10/lowenergy_light/
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Calendar of Life

Wiritten by: Wanda Argersinger

As a patient you probably have a calendar that you use to keep a record or reminder of
doctors appointments, tests, procedures and when you take your medications. You may
even have birthdays, anniversaries, and possibly an upcoming party noted somewhere on
some date in the future. My calendar has much of the same information, but it also has
some other telling things. Things | record that | want to remember. Things | hear that
make me feel good and make me laugh. Things that | want to do even though | too am a
person living with a chronic illness. My calendar is not only a record of my medical

history, it is a history of my life. A record of my thoughts. A journal of my dreams. A

map of where | want to go, what | want to do, and who | want to be.

| think the word above that makes my cal e
the word living. | define myself as a perdiming with chronic illness. 1 live every day.

Sure, some days | live in the bed, but even then my mind is active.. | may be reading, or
listening to the radio or perhaps even watching television. But | do all of these things not

as a spectator, but as a person who learns. A person who takes this information and uses it
to somehow change and enhance my life. Nothing heard or read or viewed by without
sparking an idea. Creating a spark of interest on which I will act and possibly learn more
about whatever it was that ignited my interest.

On special weekends, my grandson will stay with me. If | am feeling well we may go to
the movies or swim in the pool. Nights are reserved for snuggling and watching television
together. Even then | am making mental notes. Being active. What does my grandson
like? What is going on in his life? What do children his age like to do? And | make

not es. Maybe it is what he wants for his
ball game | <can go to. Maybe 1 tds speci a
my life.

Today, | am on a flight to Tampa, Florida, which if you looked on my calendar, its noted
on todayb6s dat e. The flight ti me. The n
time back. All on my calendar.

Some would |l ook at my calendar aha@tasay wh

life. o Not because it is buewv rathar beca
ODNINVR

What is on your calendar of life? Is your life simply phys ’:— S

cians, tests, procedures and meds? Or is your life a life 33

lived fully? My wish for you is a calendar full of life.



Upcoming Events

2nd Annual Lupus Chari
Golf Tournament
Brewton at Dogwood Hills

4th Annual Lupus Charity
Golf Tournament
Pensacola at the Moors

March 13, 2009 April 18, 2009

Volunteers needed to help with gathering door prizes, items for goody
bags, golfers and sponsors. If you are interested in helping,
please contact the Pensacola office.

Could your headache be a migraine?

Most people get headaches now and then, but how ¢
blood vessels constrict and dilate, releasing inflammatory substances that cause painful pulsations. Your hea
ache may be a migraine if you have any combination of these symptoms:

8 Moderate to severe pain (often described as pounding, throbbing pain) that can affect the whole head, or c
shift from one side of the head to the other.

Dizziness
Fever (rare)
Bright flashing dots or lights, blind spots, wavy or jagged lines
(aura)

8 Sensitivity to light, noise, or odors

§ Blurredvision _ _ What to ask your doctor

8§ Nausea or vomiting, upset stomach, or abdominal pain Can migraines be prevented?

§ Loss of appetite What medications treat migraine
8 Sensations of being very warm or cold What pain relievers can cause

§ Paleness rebound headaches?

g Fatigue What food trigger headaches?

8§

8§

If you think you might be having migraines, see a doctor for your treatment options.



Ko

gg’@

Beauty magazines show tons of beautiful girls and women in ads for hair and sk
product s. But, dondt be fooled intd
Instead, try these tiraested beauty basics, which will keep you looking naturally

beautiful! »

Skin care 101

8

w W

w W

YOURSELF TO MODELS.

camera tricks to make

£y

Taking care of a beautiful you, inside and out

Wash your face regularly using a mild cleanser and warm water. Bedyentien
scrub hard! Avoid astringents, which can dry out and irritate skin.

Use only light, watebased moisturizers. Look for one that B&F 15or a higher
number for sunscreen.
For sensitive skin, tfrryeepor oodru citwsi tt a. gC
| f youdre all owed t o-basedpnoductsahatesayp ,
i nonc o me doigneonni accon engle falbet Make sure to take off you
makeup before going to bed.

To control acne, tryovehec ount er products that you can buy w
come as gels, lotions, creams, and soaps. Your doctor can treat more serious acne problems.

Drink plenty of water

Al ways wesapre ciitbrruonadd s uns cr e e VA anduVBcrdys. pear suescrées eveng ¢
on cloudy days.SPF alone does not protect against these two types of harmful rayollow the direc-

tions on the bottle to put more on after a while. Wear lipscreen with aBlegsit5. And, your skin needs

more than just sunscreen.

* Wear longsleeve shirts, pants, and a hat.
* Stay in the shade
* Stay out of the sun in the sun in the middle of the day, when rays are strongest.

Beauty Dods and Donodt ¢

DONOT COMPAWRE
8 DO look your age. Heavy makgp hides your young, natural

beautythe beauty older women try so hard to get back!

8 D ON 0pdp zits. This can cause infections and scars that are
hard to get rid of.

8§ DO wear sunscreen. Protect your skin from the sun to help

stop early wrinkles

8 D O N db& hard on yourself. Instead of thinking about what you
dondét | i ke about your body, | ove

They have a team of
stylists as well as

them look so perfect

Fun Qui z: The sundés UV rays are strongest |

w-d ¢ pue ‘w'e QT :IeMsuy



lnstanEnenay,

ADo you have ten minut e$ Dyfriends, neigkbbrs, yowarkerg, bdssess evéne d  t
stranger s. And i f youdre | i ke most people, you s
10 mi nutes there, and pretty soon youobdbve got not
that 54% of employees in the country have felt overwhelmed at some point in the past month by how much th
had to do. And according to an ongoing Centers for Disease Control survey on quality of life, the typical

American adults feels fAhealthy and fully of enerc

What bout the down days? Is there something you can do to pick yourself up? Absolutely. When you sense
your battery running low, the key is to give yourself 10 minutes to recharge. Try one (or more) of these easy
exercises, and youol | get an energy boost right &

1. Eat Breakfast. When you skip breakfast, your body goes into energy conservation mode. Make sure to
have protein and fiber, both of which supply you with sustained energy. If possible, stick with organic
whole foods, and stay away from processed stuff.

2. Start your day with positive words. Take a few sheets of paper. On each sheet write in big letters | LOVE
LIFE. Post these sheets on your bathroom mirror, your refrigerator or kitchen cabinet door, your

dashboard, your cubicle at wor k. Le the phrase
ing the day.

3. Be alove magnet How do you attract the positive energy of love? Become a source of love. Start by
treating yourself with | ove. Look in the mirro
you. O Do this for a few minutes. It might fee
il |l ove youo not out of conceitedness but out o
beauty comes not from the outside bur from within your soul. Wrap your arms around yourself and give
yourself a hug, and tell yourself again, Al | ov

Routime Checlklist
MORNING ROUTINE (broken in 4 parts) AFTERNOON ROUTINE
1. Rise and shine __Eat lunch; __drink water and have a healthy snack;
__Make your bed as soon as you get up __reboot laundry; __start dinner (even if it is in your
__Go into the bathroom. Swish the toilet befdnead); _ Hot spot drill; __swiffer the floor; and
leaving __feather dust.
__Shower and clean the bath tub/shower while
you are there BEFORE BED ROUTINE (broken in 3 parts)
__Fix your hair and face 1. Clean up the house before bed time
2. Kitchen ___Living room: pick up and put away things
___Empty the dishwasher __Kitchen: Clean it up, shine sink, run dishwashet
__Make coffee and start breakfast ___Dining room/entrance: check hot spots
__Feed the critters, family, and self 2. Think about tomorrow. What can | do tonight that

3. Think About Your Day will make tomorrow morning easier?

___Check your calendar and checkbook __Check calendar; __check to do list for next day;
__Make your list of what you are going to do __gather items needed for the next day; __ set tabl
___Thaw something for dinner for breakfast; __ lay out clothes for next day

4. Now think about Yourself 3. Focus on yourself before going to bed

__Eat breakfast, take vitamins and medications ___Shower/bath, brush teeth, clean face, comb hair
__Sit down for morning me time. and take vitamins; _ _Re
__Reward yourself and checkmaall events; and ___ nice devotion and bed
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Tools to Fly By

Baby Steps

Baby Routines

§ Establish small routines first
§ Consistency is the key

§ Take your time and enjoy the process

27 Fling Boogie

Take a garbage bag and walk through your homgSpend just 5 minutes clearing a path in yworst

and throw away 27

throw it out!

Next, take an empty box and collect 27 items to
give away. As soon as you finish filling the box,
take it to the car for donation. You are less temy
to rescue the items.

Hot Spot

A hot spot is an area, when left unattended will

spot in the forest fire, if left alone, it will eventual
burn up the whole forest. This is what happens
our homes. If left unattended, the host spot will
grow and take over the whole room, making the
house look awful.

Take

Regular Breaks

During this break, spend 15 minutes sharpening
our axe. Prioritize a To Do List, play with your
family, just relax, or drink some water.

Then go back to work with a renewed spirit.

gradually take over. A favorite analogy is of a hgminutes. Next, start clearing off a Hot Spot, takif

Stop for 15 minutes every hour and take a break.

A

Dondét try to do a full
day. Pick three things for the morning and three
things for the evening. After mastering this you
routine:

1. Clean kitchen sink.

2. Lay out clothes/put clothes away
3. Brush teeth

5 Minute Room Rescue

place that you can be proud to take anyone.

ted

Hot Spot Fire Drill

First, identify your hot spots. Then seta timerX6i

vverything to the pl agd
fjust create a new Hot Spot by moving the pile.
Finally, when the timer goes off take a break.

set
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can
work up to more. For a starter, try the before bed

g
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I t e nreom. o km@mthislarezook your mome: the placea g ,
you would never allow anyone to see. Just 5 mip-
utes a day for the next 27 days and you will have a



Surviving the Holidays (continued from page 1)

G - Guilt must go. Guilt is born when you fail to live up to your own expectations of yourself. Year after year yc
are bombarded with a fAmagi cal m-yconiplete with family, lientspfood f
and festivities, encompassed in a spirit of peace and goodwill for all. If this is the holiday image you are trying 1
achieve, it is time for a reality check. The fact is, you have a chronic pain illness which limits what and how mu
you can do. ltdés time to stop blaming yourself b
did or because you canot do everything you think
holidays are really aboutexpressing your love and thankfulness for a family and friends. There are many ways"
express those feelings without damaging your body in the process.

Decide right now that you will refuse to accept any feelings of guilt because of what you cannot do. Instead, fo
your attention on what you can do. Then gather that old guilt up into a big ball, kick it out, and lock the door be!
it!

| - Importance rules. Do not let the holiday season descend up on you like a heavy weight. Decide which aspe
of the holidays are most important to you and your immediate family. Focus on accomplishing the most import
things and let everything else go. (If spending quality time together visiting is more important than a huge hom:
cooked mean, have your holiday dinner at a restau

Once you have decided what is most important to you for the holidays, share this with your immediate family. -
ask each family member what is most important to them (an elaborately decorated house, lots of baked goodie
hand, a big homeooked dinner, visiting with other relatives, etc.). Family traditions are important but, just as
families grow and change, some traditions may have to change as well. Hold on to the traditions and rituals th:
most important to your family, but understand that it may be time for some traditions to change. Work together
come up with a compromise that everyone can live with. Ask each person in the family to take responsibility fo
some part of the holiday plans. Knowing ahead of time what the priorities and plans are will avoid disappointm:
and hurt feelings later.

F - Family matters. During the holiday season, extended families come together, often traveling great distance:
While it may be wonderful to visit with relatives not often seen, you need to plan ahead to avoid being physicall
drained by what should be an enjoyable experience. Whether they come to your home or you go to theirs, talk
them ahead of time and explain that you have a chronic illness which limits your activity and requires you to res
regular intervals. Then, when you decline an invitation to go sightseeing or politely excuse yourself to go take
nap, you do not have to explain or feel guilty. Keep in mind that your first responsibility is to yourself and your i
mediate family. If you are not feeling up to a large family gathering this year, simply explain that, as much as y
would love to see everyone, your health will not allow you to participate this year.

Good communication with your family is a key to a happy holiday season. However, sometimes when we are r
feeling well our attempts at communication may sound more like whining or complaining. Try to speak in a calr
logical, factual manner as you make plans or explain your limitations to family and friends. Be aware that some
people may not understand at first but, if you calmly stand your ground, most will eventually come around.

T - Think ahead. A large portion of holiday stress comes from thehaistute rush to get everything done. Begin
to plan your holiday season at least two months in advance. Put your plans on paper so that they are not lost

unexpected attack of Al upus fog. O Make a gift |
is to simplify and del egate. Look at each item o
my family?o I f not, take it off the | ist I f it
I f so, del egate it. I f not, your final guestions
we make things harder on ourselves than they have

there is an easier way.

(Continued on page 11)
@10



Surviving the Holidays (continued from page 10)

Once you have fintuned your list, look at the remaining items and try to accomplish at least a portion of your
plan each week. Accept the fact that you will have some bad days. Allow yourself extra time in your schedule
that one or two bad days will not ruin your entire holiday season. By not waiting until the last minute to do eve
rything, you might just have enough energy left over to actually enjoy the holidays.

Give yourself aG . I . F this year and have a happier, healthier holiday season
Tips to reduce holiday stress

8 Avoid the stress and exhaustion of holiday shopping by ordering your gifts from catalogs and TV shopping
channels. An added benefit is that-oftown gifts can be sent directly to the recipients, saving you the has-
sle of finding a box, packaging the gifts and waiting in line at the post office

8§ Use gift bags instead of traditional wrapping. (Detlgre stores, catalogs and TV shopping channels often
offer low-cost assortments of gift bags).

8 Each year, between busy schedules and increased postage costs, fewer and fewer people send holiday c:
If you still feel you must send some cards, be selective. Only send them to close friends and family whom
you seldom see.

8 When everyone is coming to your hose for dinner, ask each one to bring one or two dishes, leaving yourse
only one or two simple items to prepare.

§ If you are going out of town to visit relatives for the holidays, consider staying at a hotel for at least part of 1
time. Having a separate haven will reduce your stress by giving you a sense of control over your own spa
and activities for at least a portion of each day.

§ If the demands of your extended family are more than you can handle each year, consider making an annt
holiday vacation a new family tradition (Try a western dude ranch, a chalet in the mountains, or a warm tro
cal beach). This can be a special bonding time for you and your immediate family. You will not feel com-
pelled to cook, you will probably reduce the size of your gift list because everything will have to fit in a car «

on a plane.
-Source: www.fmaware@fmaware.org

Handmade Christmas
Tree Skirts

$25.00

THE LUPUS SUPPORT NETWORK
Call the Pensacola Office to order yours today.

1-800-458-5911 or (850) 478-8107

Expiration Date: ~ 00/00/00



