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Snake Oil: The Accuracy
o o of Medical Information on

the Internet
If you are reading this you probably know that
the Internet -- particularly the World-Wide Web
-- 1s a widely-used source of medical
information for the lay public (patients and their
families) as well as a great resource for medical
‘ professionals. However, there's a problem: there

‘ ' 1s no guarantee that the information you find on

the Internet is accurate, much less useful.

There are many reasons for this. ..

Continued on page 13
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Megsage From The Executive Director . ..

Ok — admit it. We are either living in
the ‘information age’ or we have lived
through it. Either way, information has
or had a major influence on our lives.
As patients living with a chronic
illness, information has a profound
impact on us. Even more true, and
critical to our well being, is where the
information comes from and just how accurate it is. Good
information can help us understand, modify our lifestyles,
and develop a plan for living the best life we can. Bad
information can destroy everything — our thought processes
about our life with chronic illness; our faith in our
physicians; our decisions as to whether or not to take
certain medications, consent to certain procedures; our
view about the outcome and longevity of our lives. With
the availability of information today, both good and bad,
we have to ever vigilant about what we read, the sources of
our information, and even if we choose to read certain
things.

At times the most reliable appearing sources are completely
misleading, offer false information and do no good in the
process. Information sources such as this can even persuade
us to stop looking for accurate information and doom us to
what we currently know, believe and / or understand.

Good information can be overwhelming. We must be ever
careful to ensure that any information we receive about our
illness or how to live with it is completely understood. If
questions arise as the result of something we read or hear
we must ask a qualified expert to unmuddle our minds and
help us decipher the information. Even then we must be
careful. Many well intended people believe they know and
understand all of the information regarding certain subjects
— but information changes, and no one, can understand
everything aspect of a disease as complicated as lupus.

It is with all of this in mind that we have chosen Bad Infor-
mation as the topic for this newsletter. We hope that by the
end of the newsletter you will understand that all of us must
choose our information and our information sources with
care, thought, and great understanding of those who write

and offer the information for our use.
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LRI Advocacy Results in Congressional Funding Of New National Lupus Health Education Program
As a result of long term advocacy outreach by the Lupus Research Institute (LRI) National Coalition, today
President Obama signed legislation appropriating $1 million in new funding for a national lupus health
education program for healthcare providers. The education program will be led by the Office of Minority
Health in the federal Department of Health and Human Services in partnership with the U.S. Surgeon General and
the Office of Women’s Health.

H.R. 1105, the Omnibus Appropriations Act for 2009, provides the funding to the Office of Minority Health in
the federal Department of Health and Human Services to begin carrying out comprehensive medical education
efforts aimed at primary care clinicians. “This is the culmination of a ten year effort to bring attention and
support to the needs of people with lupus, particularly those in underserved communities,” said Margaret G.
Dowd, president of the LRI. “Lupus is more prevalent among African-Americans and Hispanics, particularly
young women. It has been a priority for the LRI National Coalition to eliminate racial disparity in the diagnosis
and treatment of lupus.”

“The entire lupus community, including the families and friends of everyone with lupus, is deeply indebted to the
U.S. Congress for recognizing the need and responding to the challenge,” continued Dowd. “In addition, we
thank all who invested their time and energy into the effort to gain Congressional funding for needed clinical edu-
cation programs on lupus.” Member groups of the LRI began their outreach into underserved communities 10
years ago with the creation of the first neighborhood Lupus Cooperative in East Harlem founded by S.L.E. Lupus
Foundation of New York in 1999. Cooperatives have since been opened in the Bedford-Stuyvesant neighborhood
of Brooklyn and the South Bronx, both areas with large African-American and Hispanic populations.

Over the years, the LRI National Coalition has created visibility for the needs of underserved populations
through awareness building, advocacy and education programs on a national, state and local level.

Highlights have included:

* “Invisible No More” forum on race and lupus at the Congressional Black Caucus Annual Legislative Confer-
ence in 2004.

* Educational panel on heart disease and lupus presented at the Congressional Black Caucus Annual Legislative
Conference in 2005.

* Spanish language public awareness campaign to alert Hispanic women to the dangers of lupus (2005).
* Congressional briefing on racial disparity in lupus (2006).

* Achieved the first ever NIH 5-year lupus research plan through the efforts of Congressman Bill Young that in-
corporated health disparities research (2007).

* Five City series on the increased risk of heart disease in people with lupus, particularly young women and Afri-
can-American women. Presented in 2007 in conjunction with the Association of Black Cardiologists. The series
was held in New York City, San Francisco, Chicago, Los Angeles and Detroit.
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Its Your Mime!

WOMEN ARE PRIORITY
HEALTH FAIR
MAY 16, 2009

9 am till 12 noon
Asbury Place at Cokesbury United Methodist Church
In partnership with
Faith Community Nurses

Health Fair will feature:
¢ Free screenings
¢ Silent Auction
¢ Basket raffles
¢ Women’s Health Information
¢ Much, much more

Make plans to join us for a day of learning more about
women’s health and how important it is to make your
health a priority!!!
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Preventing Fibromyalgia— 7
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Support Page 9
Research 10
Genetic Medications
Memorials and Birthdays
Google Searches Often
How to Find Medical
Memorial Form
Membership form

May/June Calendar



IN THE NEWS. ..

“When it’s more than fatigue: Learn about Lupus” Reported by Meredith Clark on
October 7, 2008 in the Tallahassee Democrat.

A septuagenarian might expect to deal with join pain, swelling of the
extremities and bad circulation, but what do u do when, as a 13-year-old kid, you
wake up with hands so puffy you can’t close them?

“Fighting Yourself? How to deal with the challenges of an autoimmune disease”
Reported by Beth Howard in Spring, 2009 Remedy Magazine.

There are more than 80 types of autoimmune disorders...Four common ones are
Lupus, Rheumatoid Arthritis, Thyroid Disease and Graves
Disease.

MIAMI RAPPER TRICK DADDY REVEALS HE HAS LUPUS DISEASE. - This revelation
that a celebrity has lupus is currently all over the news, you can read about this celebrity at
SunSentinel.com; sohh.com; and ballerstatus.com.

La Jolla stops developing lupus drug, shares tank

Thu Feb 12, 2009 8:25am EST

Feb 12 (Reuters) - La Jolla Pharmaceutical Co and BioMarin Pharmaceutical Inc said they would stop devel-
oping their experimental lupus treatment, Riquent, after an interim efficacy analysis showed negative results.
Riquent was La Jolla's only clinical-stage drug candidate.

La Jolla shares tanked 82 percent in pre-market trade from their Wednesday's close of $2.31, while BioMarin
shares fell 4 percent from their close of $19.43. La Jolla, which has been struggling to win approval for the
drug for years, said it would provide information on its strategic options in the near future. The companies
said an independent data monitoring board analysed the first interim efficacy data from a late stage trial named
ASPEN, and concluded that continuation of the trial would be "futile." In 2004, U.S. regulators declined to
approve the drug until the company provided more clinical data proving it works. BioMarin and La Jolla,
which agreed to co-develop and market the drug last month, said they would now unblind the data and evalu-
ate all the clinical results including secondary endpoints. BioMarin Chief Executive Jean-Jacques Bienaime
said the company spent about $15 million as a part of the agreement on Riquent. Lupus is a potentially fatal,
chronic autoimmune disease in which the body creates antibodies that attack the body's own connective tis-
sues. (Reporting by Esha Dey in Bangalore; Editing by Gopakumar Warrier)



TEEN TALK

Where Do Teens Turn for Medical Advice?

“I had irritation in my special ‘no-no’ place. And that was a question that I wasn’t going to ask my mom.”
— Sheaele, Age 17 So where do teenagers like Sheaele turn when they want a health question an-

swered? Sometimes friends, sometimes teachers... and according to a new survey, nearly half of teens are
now going to the Internet to look for medical information.

“If it was a personal problem that I didn’t feel comfortable talking to anybody about, I would probably
just look it up online,” says 18-year-old Joe. But the information teens find on web sites may not always
be accurate. Experts say to help a child avoid bad information, parents should do their own search of teen-
friendly medical web sites.

Check them out. Then suggest the ones you like to your teen. “Internet sites that do that, just give clear
health information ... I think that would be probably a good idea,” says Dr. Dawn Swaby-Ellis, a pediatri-
cian. But experts have an even better idea for parents: Find a real-life doctor their teen can trust. “The
best guarantee for growing up a healthy, secure, communicative adolescent is for that adolescent to have a
constant relationship with a health practitioner over time,” says Dr. Swaby-Ellis. Because while a doctor
can promise teens the privacy they want, unlike the Internet, a doctor can also alert parents in the case of a
serious health issue. “If there’s anything at all that we hear, during an interview with a child alone that
sounds like they’re in trouble,” says Swaby-Ellis, then we’ll certainly let (the parent) know.”

Tips for Parents

Previous studies have found that over 60 million Americans use the Internet for health and
medical information. Teens make up a sizeable portion of this number; the Project esti-
mates 45% of all children under the age of 18 have Internet access. Health-related web sites
that targeted teens are appearing on the Internet. Sites such as:

iEmily.com

Zaphealth

THINK (Teenage Health Interactive Network)

Teen Growth

These sites are like interactive magazines written specifically for teens. Headlines from a recent Zap-
Health page include: “My Friend's Acne” and “Guilt about Drinking.” Other topics on the site include
“getting the dirt on important issues like kissing, piercing and buying condoms.”

In addition to articles, these web sites offer:

Information and advice on general, sexual and emotional health

Information on fitness and sports

Family issues

Chat rooms where teens can talk with others with similar concerns

Bulletin boards where teens can post questions and receive answers from health care
professionals

e Links to other resources Continued on page 19
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TODAY'S THE DAY

Preventing Fibromyalgia-Related Depression and Anxiety

Certain tactics can help keep depression and anxiety at bay when you have fibromyalgia

by Nancy Christie

Depression and anxiety frequently accompany fibromyalgia. If your day-to-day functioning is impaired by either of
these conditions, you may need to talk to your doctor about specific medications or professional psychotherapy. On
the other hand, if your symptoms are mild, and you just feel sort of blue or mildly stressed out, taking proactive
measures on your own may be all you need to do to feel better. Here are some suggestions for where to start.

Look for Hidden Culprits

The first step, says Pamela W. Smith, M.D., MPH, direc-
tor of the Center for Healthy Living and Longevity and
author of the bestselling book, HRT: The Answers and
What You Must Know About Women's Hormones, is to
rule out any underlying physiological conditions that
might be triggering your depression or anxiety symptoms.
These might include such things as an underactive thy-
roid or hormonal or biochemical imbalances. Talk to
your doctor about getting tested. Often, appropriate medi-
cation can improve these conditions, and that in turn will
help reduce mild accompanying symptoms of depression
and anxiety. In some cases, physicians may also prescribe
specific medications (usually antidepressants) to help in-
crease levels of a brain chemical called serotonin. Sero-
tonin, an important neurotransmitter, affects many basic
psychological functions that seem to go awry in fi-
bromyalgia, including mood, anxiety, and the sleep/wake
cycle.

Make Lifestyle Changes

While any type of illness puts a strain on your body's sys-
tems, chronic illnesses such as fibromyalgia can drain
your body of the energy it needs to function well. A
healthy diet, moderate amounts of gentle exercise, and
plenty of restorative sleep will not only improve your
overall health but also have a corresponding positive im-
pact on your mood and attitude.

Diet — According to Lynne Matallana, founder and
president of the National Fibromyalgia Association
(NFA), fatigue is the second most commonly cited fi-
bromyalgia symptom. Not only can this ongoing lack of
energy cause patients to feel depressed, it can also lead
to "self-medicating" with foods containing sugar or caf-
feine, eaten in an effort to counter the pervasive tired-
ness. Unfortunately, these choices can interfere with
sleep patterns or cause "sugar highs," which are fol-
lowed by increased anxiety. Instead, the NFA recom-
mends following a healthy diet rich in low-fat and high
antioxidant foods. This will help maximize your energy
and alertness and minimize constant fatigue — which

should help counter or reduce episodes of depres-
sion and/or anxiety. Dr. Smith also recommends
avoiding alcohol, which is a depressant, and using
sugar only in moderation. "Fibromyalgia patients,
particularly those with mitochondrial and adrenal
issues, report having insomnia and intense anxiety,
especially if they have sugar at night."

Exercise — Studies have shown that exercise is
linked to increased feelings of well-being in patients
with fibromyalgia. An individually tailored program
of gentle stretching and mild exercise can be very
helpful but should be done under the guidance of a
physician or a personal trainer experienced in deal-
ing with fibromyalgia. If possible, schedule your
exercise sessions at least five hours before bedtime.
Because the body's temperature rises during a work-
out, allowing a proper interval between exercise and
bedtime will ensure that your temperature drops be-
fore you go to bed, making it easier to fall sleep.
Sleep — According to a report by The National
Sleep Foundation, "Studies show a growing link be-
tween sleep duration and a variety of serious health
problems, including obesity, diabetes, hypertension,
and depression." Some studies indicate patients with
fibromyalgia have trouble going into REM sleep,
possibly due to muscle pain, says Dr. Smith. There
is also research exploring the link between low me-
latonin levels and fibromyalgia, which could be im-
proved with melatonin supplements. Patients with
fibromyalgia should also practice healthy sleep hab-
its. Examples from the NFA include avoiding bright
lights at bedtime (since they can inhibit melatonin
production) and keeping to a regular sleep schedule.
Consider De-Stressing Therapies

Practicing classic de-stressing techniques, such as
prayer, meditation, yoga, breathing exercises, tai chi
and qi gong, can help people with fibromyalgia deal
with their occasional periods of depression or anxi-
ety. Think about signing up for a class to learn the
basics, or check with your doctor about local practi-
tioners.

Continued on page 19
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Support Page

Family Caregivers and Chronic Illness:
How to Help Your Loved One and Yourself

Today, many family caregivers and their families are facing the challenges of dealing with chronic

illness (also known as long-term illness), which includes conditions such as heart disease, asthma, high blood
pressure, diabetes, Alzheimer’s disease, and lung disease. According to the U.S. Department of Health and Hu-
man Services more than 125 million people suffer from at least one chronic illness and the Centers for Disease
Control estimates that chronic illness affects the quality of life of 90 million people. Managing one chronic illness
is difficult enough but almost half of those with chronic illness suffer from more than one type of disease or con-
dition. That is why it is important for family caregivers to understand chronic illnesses, how to manage them, and
how to reduce their own risk for these co i&n?A_recent study conducted by Evercare found that only 34 per-
cent of friends and family are willing tog@ive health advice to a loved one with a chronic illness. For many of
these chronically ill patients, family gafegiyers are thelr principal source of support. However, caring for people
with one or more chronic illnesses pré$ents some difficult challenges. Additionally, caregivers often must navi-
gate a health care system that, unfortundtely,-is not designed to maﬁ@&chronic long-term illnesses. That means
struggling to coordinate doctorsgmanagi Tk rescription m tigus, monitoring for changes in condi-
tions, and more. And, studies have shown that careBiyers argmnelirly*twice ad likely as the general population to
develop multiple chronic illn€sses themselves due to s ct (ﬁtﬁeir own health and well-being. Un-
derstanding how to manage ghese illnesses with your lov rtant task for caregivers. Here are some
tips to get you started. : )

—
Understand your loved one’g goals. Talk to your\.\ﬂ\'@&tf e sg)egin with and  respect enough to heed
friends or loved ones with chionic illness to help " his or her advice. skithat person to serve as an unofficial
understand their goals. Get th8 conversation started Fambassador” to &dis€uss your loved ones’ condition and
by discussing events or activit to help manage i*.
participate in and miss or sometHing in the future
they would like to be a part of, séch as attending a
family reunion. You can help your friends or loved
ones meet these goals by discussing them with their
health care providers, doctors orjcommunity service
agencies.
|

Speak in their “language.” Your loved ones may b
put off by your advice if they think that

you are speaking at them and not with th
put yourself in their shoes and talk tQ the ?
in a way that’s likely to encourage a posifi cfi

Use terms or examples that will have
meaning to them, listen to their answ;

. : _ y ation such as doctors’

tions, and pay close attention to their Veg;c- ers, regular blood sugar level, oxygen use,
tion. You might want to try providing cutr al e and symptoms or health changes to monitor, like weight
ples, such as, “T read that some people with heart fail- o plood pressure. This tool will allow you both to remain
ure have trouble checking their weight every day. We proactive with their condition as well as have information

could make a pact to at the ready for health professionals when treatment s nec-
make sure we weigh ourselves every day.” essary.

omeone attend doctor’s appointments
can not only be comforting to them,
helpful in terms of providing a sec-
ick up on medication and other in-
octor. If you do accompany your
ppointments, it is a good idea to have
r medications (in the containers) along
tment. It’s also helpful to write down

ond pair of ears to
‘, structions from th

"loved ones to thei
* them take all of th
- to the doctor appo
} questions for the
{ doctor so you are

‘Develop a health Journal. Another great way to start the
"% conversation aboulf your loved ones’
m create a personal health journal. In-

ady for the appointment.

Appoint an ambassador. Think carefully about the
friend or family member your loved ones with Continued on page 19
chronic illness feel most



Business News

Research Company links CFS and : B'OMAGNGT'C

PRODUCT
Lupus to Weak Cellular Electricity %‘%,Cso

Increasing cellular energy may help overcome these conditions
Doylestown, PA 3/18/2009 08:29 PM GMT (TransWorldNews)

BiomagScience, a leading development company in magnetic research therapy spanning 30
years believes that health conditions such as Chronic Fatigue Syndrome, Lupus or even
Fibromyalgia are directly linked to abnormally low-powered electricity in the cells of the body.

A senior spokesperson explains “From our_testing and experience, chronic conditions such as
CFS, fibromyalgia, and lupus are often indications of below-normal, weak cellular voltage which
creates mal-absorption (cannot take on nourishment). When the cells have such weak voltage,
they do not have the energy to acquire the electrolytes needed to have the energy to get
nourishment; literally stuck in a low-energy Catch 22.

BiomagScience had a client with CFS and fibro for 25 years with low cellular voltage and
mal-absorption. She explains that she tried every therapy including a commercial magnetic pad
to overcome the CFS; nothing helped. Even a slight nutritional supplementation would throw her
into crisis because her body could not metabolize it. Then she tried BiomagScience’s lower CVS
therapy and her cell’s voltage started to go up in an hour. Today, she is healthy and active and
continues to use BiomagScience therapy to maintain her energy.”

Recently, another BiomagScience client shared his experience with someone who at 43, had
been suffering horribly from lupus since she was 29. “While at her house, she became so ill she
had to go to the emergency room because her digestive system barely works; just one of the
many things that plague her because of the lupus. | turned her onto BioMagnets. Following the
therapy book, she has been doing [BiomagScience] meridian therapies for almost a week. Within
a few days, her transformation has been to say the least awe inspiring. She couldn't drink water
before and she's already on her second gallon of magnet water. And the most amazing thing...
She’s hungry for the first time in a long time.”

In the early 90’s, a client’s sister with lupus reported the same experience to the magnetic
therapy. BiomagScience explains: “At that time, we did not understand what was taking place.
Now we understand the cells are dependent on their electricity to function correctly. No matter
how the energy was lost that may have started the condition, we have identified certain magnetic
protocols that support the body’s ability to restore its weak electricity. This is particularly
important with mal-absorption because nothing else [we know of] seems to work.

Our Wellness Kit contains all the various types of BioMagnets and alternative protocols to help
assist the body in overcoming mal-absorption (often at the root of many chronic conditions). To
review our research for other conditions, we invite everyone to view BiomagScience.net to see
our advanced circuit protocols in meridian, organ-group, daytime, nightime, joint, nerve and other
therapies that provide the complementary alternative energy to assist in healing.”
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http://www.biomagscience.net/magnet-therapy/bia-cellular-voltage-testing-fms
http://www.biomagscience.net/magnet-therapy/one-hour-magnet-therapy-session-leads-recovery-after-25-years
http://www.biomagscience.net/magnet-therapy/advanced-wellness-magnet-therapy-kit

Are Genetic Medications the Same?

FDA says plant owned by Indian giant Ranbaxy falsified information about generic drugs
Sun-Sentinel, 2/25/2009
WASHINGTON (AP) India's largest pharmaceutical maker lied about test results for more than two
dozen of its generic drugs, U.S. regulators said Wednesday.

The Food and Drug Administration is halting any consideration of new drugs from Ranbaxy Laborato-
ries' Paonta Sahib plant, saying officials there falsified data on drugs submitted to the agency.

The action comes six months after the FDA closed U.S. borders to more than 30 generic drugs made
at that plant and another Indian plant where inspectors uncovered manufacturing problems.
Regulators said they have been investigating the testing violations for years, but only recently had
enough evidence to begin rejecting new drug submissions. Federal investigators found the company
did not properly test the shelf-life and other safety measures of its drugs and then lied about the results.
In one instance, company officials refrigerated drugs then indicated they had been stored at room tem-
perature. At other times the company lied about the number and frequency of safety tests conducted.
Twenty-five drugs affected by the problems likely reached the U.S., regulators said, though the Sep-
tember import ban means it has been months since most of the pills reached pharmacy shelves.
Three drugs tested at the Paonta Sahib plant are still in U.S. circulation because they are manufac-
tured at the company's New Jersey plant. Those drugs are a generic decongestant and generic ver-
sions of Merck & Co. Inc.'s Zocor and Bristol-Myers Squibb's Pravachol. Both are widely used choles-
terol drugs.

Those drugs likely underwent new testing when they were transferred to the U.S. for production, regu-
lators said. Ranbaxy spokesman Chuck Caprariello said the company 'will continue to cooperate' with
the FDA and plans to respond 'in a timely manner.' The company's U.S. operations are based in
Princeton, N.J. Despite the fraudulent data, regulators said they have no evidence the drugs are dan-
gerous and recommended patients continue taking their prescriptions. 'We've not uncovered any harm
associated with Ranbaxy products currently marketed in the U.S.," said FDA Deputy Director Douglas
Throckmorton. 'We feel comfortable leaving those products on the market at this time.' Ranbaxy has
three other plants in India that import drugs to the U.S., such as low-cost versions of popular choles-
terol drugs and antibiotics. The FDA said it has inspected Ranbaxy's plants more than 20.times.in.the
past four years without uncovering similar problems. Officials did not specify hgw/many drug applica-:
tions Ranbaxy had pending review at the FDA. But the agency says it uncoveredf se‘mformatlon in
those applications as well. 'Companies must provide truthful and accurate informatiot e FIA; and
when they don't, there will be serious consequences,' said Deborah Adter, director of dr
India has become one of the world's leading suppliers of generic drugsjasiecent years, with-Companies
like Ranbaxy and Dr. Reddy's Laboratory able to undercut prices from U etitors like'\Matson
Pharmaceuticals. "

one of its factories in 2006. Last summer the U.S. Department of Justice demanded the company turn
over some internal documents, alleging Ranbaxy lied about the ingredientsiand formulatlons used in
some of its medications. The department hasn't made any public statements on the case since then.
FDA officials could not confirm whether the violations announcedﬁednesday are related to the Justice

Concerns about Ranbaxy have been growing since FDA inspectors firstﬁ:‘:vered quality problems at

Department probe. FDA said it would only resume reviewing drugs from the Ranbaxy plant if the com-
pany 'assures the agency of the integrity and reliability of that da
place a new quality-control plan and agree to inspections
Japanese drugmaker Daiichi Sankyo Co. bought a ¢

The company will have to put in
ditors.
nbaxy late last year.
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COLD CURE

With the spg 1 wal’m convinced germs thaw out too, and are out and about seeking new home to
produce nowafa miligs. Talking here about our bodies, and the spring cold and flu season.

(S
To help fi Mm unwelcome invaders, do be sure to get plenty of rest and plenty of vitamin“C'and ez ome

good old chicken soup, preferably homemade with a pinch of turmeric added for flavor, color and curative quali-
ties. Even scientists now admit there’s something magic about chicken soup that actually does seem to cure colds.
For our family, dosing up on echinacea and zinc combined with the C at the first hint of a cold or flu helps con-
vince the little bugs to move right on. Or maybe it kills them off. Either way, they’re gone. Mission accom-
plished.

If you can’t quite fight off the bug, give it a happy home. Before bed time take a good hot soaky bath, and have
the makings for a Hot Toddy ready and waiting. Put on the flannel jammies, heat up that Toddy and drink it after
you’re already in bed and mostly under the covers (but not lying down yet). My favorite is a shot of brandy, a
quarter cup or so of very hot water, a tablespoon of honey and a healthy squirt of lemon. Another version involves
about 3/4 cup of hot milk, a dab of butter, a tablespoon or so of sugar, some brandy or rum, and a dash of cinna-
mon. Either drink should help you sleep.

Incidentally, echinacea is one of those newly discovered wonder herbs that has an old, old history. It has a reputa-
tion for stimulating the immune system to help fight disease and was used by Native Americans long ago as a
remedy for snakebites. It can be purchased in capsule or tea form, but is also said to be easy to grow in your very
own garden, after which you would dry it and use as a tea. As with any herb, check with your doctor or a quali-
fied herbalist first if you’re on prescription drugs. If you are allergic to plants in the daisy family such as chamo-
mile and marigolds, or if you have an autoimmune disease such as TB, Leukosis, multiple sclerosis, lupus or any
collagen disease you should not use echinacea

What Is Alopecia Areata?

Alopecia areata is disease that affects the hair follicles, which are part of the skin from which hairs grow. In most cases,
hair falls out in small, round patches about the size of a quarter. Many people with the disease get only a few bare patches.
Some people may lose more hair. Rarely, the disease causes total loss of hair on the head or complete loss of hair on the
head, face, and body.

Who Gets Alopecia Areata? Anyone can have alopecia areata. It often begins in childhood. There is a slightly in-
creased risk of having the disease if you have a close family member with the disease.

What Causes Alopecia Areata? Alopecia areata is an autoimmune disease. Normally the immune system protects the
body against infection and disease. In an autoimmune disease, the body’s immune system mistakenly attacks some part of
your own body. In alopecia areata, the immune system attacks the hair follicles. The cause is not known. Scientists think
that a person’s genes may play a role. For people whose genes put them at risk for the disease, some type of trigger starts
the attack on the hair follicles. The triggers may be a virus or something in the person’s environment.

Will My Hair Ever Grow Back? There is every chance that your hair will grow back, but it may fall out again. No
one can tell you when it might fall out or grow back. You may lose more hair, or your hair loss may stop. The hair you
have lost may or may not grow back. Even a person who has lost all of his hair may grow all of his hair back. The disease
varies from person to person.

How Is Alopecia Areata Treated? There is no cure for alopecia areata. There are no drugs approved to treat it. Doc-
tors may use medicines approved for other diseases to help hair grow back. Talk to your doctor about the treatment that is
best for you. The following are some treatments for alopecia areata. They may help hair grow back, but none of them pre-
vent new patches of hair loss or cure the disease.
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Accuracy of the Internet (continued from page 1)

Technical
The Internet was designed as an anarchy. - It was not intended for scheduling travel, meeting people, or
selling fake (and sometimes real) drugs via junk mail. It was designed to allow computer A on a network
of computers to send data to computer B -- even if half of the intermediate computers were nuked. (Really.
The Internet started as a Cold War-era Defense Department project on reliable computer-to-computer com-
munications. For that matter, digital computers themselves originated in part as a spinoff of the Manhattan
Project.)

The Internet has very loose central control. - This was part of the redundant design, and became en-
trenched during the original expansion of the Internet to academia and industry, long before the general
public had access.

1t is incredibly easy to connect new computers. - Just about anyone can buy a computer, take it home, and
have it connected to the Internet within 30 minutes (or less) of getting home.

7-year-olds can set up Web sites. - And some of them do a better job than some of the professionals.
Sites come and go rapidly. - Some only last a few days...

Economic
Computers are cheap. - You can buy a new Internet-capable computer for well under $1000 these days --
and a used Internet-capable computer for only a few hundred. (And if you build them yourself -- as [ do --
they're even cheaper.)

Internet access is cheap. - (As little as $9.95 a month. Some companies even give Internet access away for
free -- as long as you put up with the online ads. And public libraries and schools have Internet-capable
computers available to the public for free.)

Web pages are cheap - (In fact, they can be free, either from your Internet service provider or from compa-
nies who give away Web space in return for ads appearing on your pages.)

Social
(Almost) everybody uses computers - Just look at E-mail, Amazon.com, and eBay!
E-commerce was nonexistent in 1990 - Again... look at Amazon and eBay!

Many patients and families spend more time on the Net than talking with their doctors -
few things...

The Dangers of Medical Misinformation

Can bad Web pages hurt someone?
Unfortunately, since the Internet is in essence an anarchy, there is no guarantee -- an: )
the information you find on the Web is accurate. For some things, this isn't a problem: knitting instructions are
most likely to be used by people who can easily detect errors, and the exact wording of the Monty Python Spam
sketch is only of interest to us truly obsessed purists. (For you purists out there: the Green Midget Cafe did not
serve lobster thermidor aux crevettes in a Provencale manner, with or without Spam).

Medical information is another matter entirely -- bad information can hurt someone. An example (from Crocco,
Villasis-Keever, and Jadad, Pediatrics (the journal of the American Academy of Pediatrics), vol.109 (issue 3),
pages 522-523, March, 2002): A 1-year-old boy developed nausea and vomiting, followed by diarrhea. He was
seen at a local emergency room, diagnosed with an ear infection, and given antibiotics. Two days later he still had
diarrhea, and his parents took him back to the ER. They were told that he had gastroenteritis with dehydration, and
were instructed to stop the antibiotics; stop giving him solid foods; and rehydrate with soft drinks or fruit juice.
(This is not the advice I usually give in this situation: my advice, especially regarding fluids, is rather different --
and much more in keeping with generally accepted treatment for gastroenteritis and dehydration.)

When the parents brought their child home, they looked on the Web for information about diarrhea in children.
They found a Web site with information "from a purported tertiary care pediatric medical center in the US" (I'm
quoting the article here -- and, no, I do not know which medical center it was.) The instructions from the "purported
tertiary care ... center" were to give clear fluids ("These may include Pedialyte, flat cola, ginger ale, tea with sugar,
Kool Aid, or Jello") every 2-3 hours; for children drinking regular milk: give no milk or milk products for 1 week;
and call your doctor if your child does not urinate for over 12 hours."
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Accuracy of the Internet (continued from page 13)

Over the next 7 days, the parents followed this advice. The little boy continued to have diarrhea and became in-
creasingly weak. On day 10 they took him to his regular doctor, who immediately put him in the hospital. He
was reportedly "pale, irritable, and appearing wasted" but, fortunately, his electrolyte (sodium and potassium) lev-
els were still in the normal ranges. He was started on Pedialyte and restarted on solid foods, and was better
enough to go home in two days.

His parents, of course, were rather upset -- especially as they adamantly maintained that they followed the ER and
Web instructions carefully ... and "could not understand why their child had not improved... as they had followed
the recommendations carefully." They were able to show their son's doctors a printout of the Web page they had
relied on, and the doctors found that, indeed, "(they) had not misinterpreted the information on the site, which did
not conform to standards of care outlined in any available clinical practice guideline (for the treatment of gastro-
enteritis)." The parents gave permission for their child's case to be reported. The paper's authors claim -- and I
agree -- that this case may be the first published case in which a patient was harmed because of bad advice posted
on the Internet.

How much bad information is out there -- and how can you tell it's bad?

So, how does a Web surfer figure out what medical advice is good and what advice is bad? Not easily, unfortu-
nately. And there are a number of studies showing that there is a /ot of bad information out there. One example
was published by Pandolfini, Impicciatore, and Bonati (Pediatrics, vol. 105 (issue 1), pages e1-e8, January,
2000). The authors were trying to see if "technical" criteria which any reader could check, such as:

e whether the author identified him/herself on the Web page

whether the author's qualifications (MD? RN? others? none?) were given on the page

whether the page shows the date on which it was last revised

whether the page states that it is not a substitute for your own doctor's advice

whether there are links to other pages on the same subject, and whether the page lists references

had any relationship to whether the information on the page was complete and/or accurate.

It didn't. Even worse, not only was there no correlation between technical completeness and completeness of in-
formation, or between technical completeness and accuracy of information, but there was also no correlation be-
tween completeness of information and accuracy of information. The subject they chose was cough in children.
They looked at how complete each page they reviewed was as far as information on causes of cough, and at how
accurate each page was on how to treat cough (the gold standards for accuracy were the recommendations of the
AAP and the World Health Organization).

Of the 19 pages they looked at,

e only 4 pages met over half of the technical criteria.

e only 9 pages met over half of the completeness criteria.

e only 6 pages had more accurate than inaccurate information on treatment.

e only one page had more than 50% accurate information on treatment.

e Only 2 of the 3 most technically-complete pages had complete information on
causes of cough.

e Only 1 of the 3 most technically-complete pages had more accurate than inaccurate
treatment information (of 6 treatment options the authors considered one page had a 0
score, and one had a -4).

Only one of the 19 pages scored at the top in all three categories. It happened to be my page on coughs, colds, and
runny noses. The only points the authors docked me for were that I did not include references or links to other re-
sources (can you blame me, after these results?), and that I did not mention multiple-ingredient cough-and-cold medi-
cines (which was also deliberate -- I don't think they work any more than AAP and WHO do, so I didn't waste the
storage and bandwidth discussing them).

Continued on page 15
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Accuracy of the Internet (continued from page 14)

Unscientific and unsupported information

Another big -- and growing -- problem is the proliferation of Web sites devoted to alternative therapies -- which
isn't all bad: some alternative therapies have been unjustly ignored by our profession. What is bad is the prolifera-
tion of Web sites that advocate things that are known to be useless or even harmful. Two examples:

Web sites that oppose routine vaccination of children against common diseases - Antivaccination Web sites have
been examined in the medical literature: one report, by Wolfe, Sharp, and Lipsky, (published in the Journal of the
American Medical Association, vol. 287 (issue 24), pages 3245-3248, June, 2002), describes 22 Web sites exam-
ined by the authors. They found that:

¢ every one of the 22 sites claimed that vaccines, or their preservatives, cause "idiopathic" illness. ("Idiopathic"
is a term we use in the medical profession to refer to diseases whose pathology (causes) cannot yet be figured
out by us idiots.) Among the disorders these sites blame on vaccines and/or preservatives are: autism, SIDS,
immune dysfunction, diabetes, neurologic disorders including seizures, brain damage, learning disorders,
ADD, and antisocial behaviour, and atopic disorders (asthma, eczema, and allergic rhinitis) Some of these
problems might be vaccine-related. However, there is no credible evidence that they are related to vaccine use.
(Criteria for scientific evidence does not seem to bother most of the people who post material like this on the
Web: they tend to pounce on any information that supports their beliefs, while dismissing any evidence that
they are wrong as having been biased by vested interests such as drug and vaccine manufacturers. [ have won-
dered how they account for all the companies that have /eft the vaccine business in the last few years -- one
reason we now have a shortage of some vaccines, including the influenza vaccine.)

¢ 12 of the 22 sites claimed that supposedly contaminated lots of vaccine are associated with an increased risk of
adverse effects. Again, there is no credible evidence that this is the case. Occasional "bad" lots (due to possible
bacterial contamination, or merely not as effective as they are supposed to be) are occasionally identified, and
are very quickly pulled from the market, and so are vaccines that prove to have bad side effects, such as the first
rotavirus vaccine after we discovered that some babies develop bowel intussusception.

¢ 11 ofthe 22 claimed that there is an increased risk of adverse effects with simultaneous administration of sev-
eral vaccines at one office visit. No one has shown this to be true in a well-designed study.

¢ 21 of the 22 claimed that vaccines (or their preservatives) erode immunity and induce autoimmunity -- again,
without credible evidence.

¢ 18 claimed that vaccine-induced immunity is temporary or ineffective. That is true for some vaccines (such as
tetanus vaccine), but not in general -- most vaccines to childhood illnesses give lifetime immunity to those dis-
eases just as natural diseases do, without having to have the illnesses.

¢ 21 sites claimed that adverse reactions are underreported.

¢ 16 sites claimed that we don't need to vaccinate against many diseases because their incidence has declined --
without mentioning that the incidence has declined precisely because we vaccinate all susceptible children. (If
these people are right about this, then why aren't we still vaccinating against smallpox?)

¢ 15 sites promote homeopathy as an alternative to vaccination. There have been studies showing that homeopa-
thy may be useful for some diseases, but none showing that homeopathy prevents infectious diseases.

¢ 20 sites claimed that vaccine policy is motivated by profit or other vested interests. Many, if not most, of these
sites dismiss studies showing the safety and efficacy of vaccination -- if not because of study flaws, then be-
cause the studies were funded by vaccine manufacturers or by governments (who, as everyone knows, have hid-

den vested interests in vaccine manufacture and usage).
Continued on page 16
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Accuracy of the Internet (continued from page 15)

¢ 17 sites claim that mandatory vaccination is a violation of civil liberties. This might possibly be true, but
I haven't heard many other people question the right of the state to protect the majority of its citizens
from dangers posed by a minority -- including from crime or from communicable diseases. Would these
people object to the quarantine of someone who had smallpox or anthrax?

¢ 7 of the sites claimed that vaccines are manufactured using aborted fetal tissue. Most vaccines are made
by growing the viruses in culture, usually with animal tissue (such as eggs), or by recombinant DNA
techniques, using baking yeast to hold the recombined DNA and produce antigens. Three vaccines (for
chickenpox, hepatitis A, and rubella (German measles) are grown on cultured human tissue. The chick-
enpox vaccine was originally grown in cultures of lung cells from human embryos, but my understand-
ing is that it is now grown using other human tissue cell cultures; the rubella and hepatitis A vaccine vi-
ruses are also produced with cultured tissue, and the cultures were originated from tissue samples taken
from volunteers. (I'm still looking into where the tissue cultures come from, but they are not from whole-
sale harvest of human embryos.)

Web sites that promote unhealthy and illness-related behaviour

I am experienced at treating medically-unstable patients with eating disorders (anorexia and bulimia), and treat
such patients on a referral basis. Treating two or more eating disorder patients at once has always been difficult,
because when we have two anorexics together they tend either to compete to see how much more weight they can
lose, or to start swapping tips on how to avoid eating and how to continue losing weight. The Internet has made
things much worse: there are numerous Web sites run by anorexics or bulimics that post advice on how to con-
tinue being anorexic or bulimic. In my opinion, that is not much different than posting instructions on how to
commit suicide. I have never had one of my eating-disorder patients die, but I've certainly had some come close
and I really don't need to see one succeed -- and neither do my patients, their families, or their friends

How can we find good medical information on the Web?

It's not easy. An awful lot of Web-based medical information isn't worth the time it takes to download. The problem
is sorting out the wheat from the chaff. And you can't depend on external forces to get rid of bad medical informa-
tion. Not only is regulating the Web legally difficult in most democratic countries (it's certainly unconstitutional in
the United States), but it's also technically impossible. (Remember: the Internet was designed to transmit informa-
tion reliably even under nuclear attack.) Suing people who harm others by posting bad information may get rid of
some of the garbage, but it may also drive the good medical Webmasters off the Web (there's a reason for that dis-
claimer at the end of every one of my Web pages...) -- and, given the international nature of the Internet, where
would one file such a suit? There are some things you can do to lessen the chances of running into bad information.
Ask your doctor to suggest sites s/he thinks are well-written and accurate. Most of us are happy to recommend
good sites -- whether or not we wrote them ourselves (*smile*). (Seriously, one reason why my Office on the Web
exists is so that my patients and parents would have a source of information on common problems that I felt com-
fortable steering them to. When I first set up this site there weren't that many resources on the Web; now there are
many more, but I still start parents out here because I know -- and they know, too -- that what I say here is exactly
what I would tell them in person.)

Browse the medical professional organizations' Web sites. Most of the professional-organization sites have sections
written specifically for patients and families. The American Academy of Pediatrics Web site is one good example.
(And, yes, I am a Fellow of the AAP -- but I was recommending their site long before I became a Fellow.) The in-
formation on the professional-organization sites has been reviewed by members of the organization for accuracy,
and the sites are updated regularly. They also check the accuracy of many or most of the sites to which they link.

Browse public-health Web sites... including the US Centers for Disease Control and Prevention (CDC) ; the US
Food and Drug Administration; and the World Health Organization. Unless you actually are into conspiracy theo-
ries, public health authorities will prove to have up-to-date information on many health-related issues. CDC in
particular is one of the best and most current sources of information on infectious diseases -- both domestic and
for foreign travel. (My Web pages on infections and immunizations are based largely on information from the
CDC and the AAP.)

Continued on page 21
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New & Renewed Members

The membership list of the Lupus Support Network is confidential & is not sold or given to any third party. Names are
published in the newsletter only after a member has given permission to do so. PLEASE-- allow time for your name to be
published, it may not appear directly after pay . The is published bi. hly &

is at printers, being sorted & labeled weeks before being mailed.

New Membership*:

Ann Muse Rebecca Eckford

(2 remaining anonymous)

Renewing Members*:

Ethel Williams

Tim & Virginia Boyle
June Busic

Edith Harding

Taura Bryant

Virgie Alexander

Hifumi Gauspohl

Joyce Amacker

Shirley White

Doris Vernon

Gina Bryant

Billie M. Cresse

Christina Edwards

Terry & Marilyn Alexander

(2 remaining anonymous)

**PLEASE remember to renew your membership. Your
membership dues & any donations we receive are needed more
than ever to help us continue our mission.

We encourage everyone to recruit their family & friends to join—if
you need information or membership applications to hand out-call
the office and we will mail them to you or the potential member.

Together we can make a difference!!

Just think with over 300 members—if each person recruited one
new member—we would double our “voices” in spreading the word
about lupus!

We are continuously updating our records—please call or email
us and let us know the original date you joined the Lupus
Support Network & your Birthday—Thanks!
email: info@lupuspensacola.com

Apply for membership today. If you cannot afford the
cost, please contact us. We offer complimentary mem-
berships to those who qualify. Show us your support
and be a member by joining our “fight” today!!
Different membership levels are available.

See page 29 for an application.

CHRONIC ILLNESS HUMOR

You know you have a chronic illness when....
¢ You understand all the medical terminology dis-
cussed on the T.V. show Grey's Anatomy.

e When you hear the term "Club Med" you automati-
cally think of the hospital.

e You ask your child to open the "child-proof" bottles
of medicine because your hands are too sore.

e Your medical records have to be transported on a
cart.

e To entertain people at parties you recite the side ef-
fects of medications as if you are the voice over on a
commercial.

¢ Your favorite Oprah program is when Dr. Oz is on.

e To get rid of boredom on road trips, your whole
family can go through the alphabet and name a drug that
starts with each letter of the alphabet.

¢ When you're unable to sleep because of pain, you
watch "The Jerry Springer Show" and feel like you actu-
ally have a life.

e Your spelling has improved dramatically, especially
on words like "fibromyalgia" and "osteoporosis."

e Or you've been "Around the World in Thirty Min-
utes" with CNN's Headline News 57 times in one sitting.
e You have a panic attack in public and say, "Praise
God this is only the fourth one today!"

e You're invited to the wedding of the gal who works
at the hospital lab.

¢ You're child thinks watching you do injections of
medication is "cool."

¢ You have a flashback and don't know what happened
and can honestly say, "I don't know where I was or what
I was doing but I'll make something up if you'd like."

Reprinted with permission of Lisa Copen, Copyright 2007,
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Preventing Fibromyalgia-Related
Depression and Anxiety
Continued from page 7

How to Help Your Loved Ones
Continued from page 9

Talk to a Counselor

Another approach for dealing with depression and
anxiety is cognitive behavioral therapy (CBT).
According to the American College of Rheuma-
tology (ACR), CBT can help you redefine your
"illness beliefs" and, through learning symptom
reduction skills, enable you to change your behav-
ioral response to pain as well as symptoms like
depression.Y ou might also want to consult a psy-
chotherapist to determine if there are other causes,
unrelated to the fibromyalgia, that may be causing
your depression or anxiety.

Seek Support

Perhaps the best ally in fighting depression and
anxiety is to have a strong support network:
friends and family members with whom you can
share your feelings. Joining a fibromyalgia or

chronic pain support group is another good option.

According to the ACR, associating with others
who also have fibromyalgia can be very reassur-
ing. Depression and anxiety are often very isolat-
ing, and in a group setting, people with fibromyal-
gia discover that they are not alone in what they
are feeling, both physically and emotionally. Of-
ten, participants also hear about new coping
strategies and learn the latest research results
through contact with such a group

(Teen Talk continued from page 6)

It’s easy, quick and convenient. An added appeal
of these sites is that teens can get information
anonymously, without having to talk to

anyone. The Pew Project says that 16% of web
health seekers do so to get information about a
sensitive health topic that is difficult to talk
about.

Although a teen can get answers to some ques-
tions on these sites, the sites caution teens that
they are not a substitute for regular healthcare;
teens should see their healthcare providers as
needed. ZapHealth also urges children under 18
to talk with their parents or guardians about any
health or emotional issues.

Improve your own comfort level. Some people
feel that they need to be a trained health profes-
sional in order to help loved ones with a chronic
condition. While it is true that you should never
try to take the place of a primary care physician,
you may have something the professionals do
not...the trust of your loved ones. By educating
yourself about your loved ones’ conditions, you
will feel more comfortable speaking with them
about it and reinforcing the advice they have re-
ceived from their doctors. For instance, caregivers
of those with diabetes should regularly check their
loved ones’ feet — often diabetes sufferers lose
feeling in their feet

and may not be aware of a sore, cut or other prob-
lem that can be of concern.

Make the home safe. Look for things in their en-
vironment that might cause your loved ones harm
such as loose area rugs, loose steps or missing/
faulty handrails for someone who has trouble
walking. For loved ones with high blood pressure
or heart disease, stairs can cause them trouble
breathing, so think about moving their living envi-
ronment to the ground floor if they live in a multi-
story home.

Maintain your own health. Since studies show
that family caregivers are twice as likely to de-
velop their own chronic illness due to the neglect
of their own health, maintaining a healthy diet,
exercise routine, doctor visits and well-being ac-
tivities are essential so that you can continue to be
there for your loved ones.

These tips were developed by expert Nurse Practi-
tioners and Care Managers from Evercare
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Litetatute fAvatlable from Lupus Buppoet Network

***All brochures are offered free of charge***

Literature produced by Lupus Support Network

__Blood Disorders in SLE __Lupus Bookmark __Can’t Afford Your Medicine

__Diet and Lupus __Drug Induced Lupus __Drugs Used to Treat Lupus
__Fibromyalgia Basics __Fibromyalgia Booklet __Children’s Brochure

__Healing Foods Pyramid __Lupus Lewey Understanding Lupus

__Introduction to Lupus __Joint & Muscle Pain __Immunosuppressive & Cytotoxic Medications
__Life with Lupus (teenagers) __Lupus Nephritis __Lupus Lewey Coloring Book

My Mom Has Lupus __Mixed Connective Tissue Disease

__NSAID in Treatment of Lupus ~__ Orientation to Lupus __Lupus in Overlap

__Patient Medication Card __Resource Guide Booklet ~ Skin Care Bookmark

__Stress Management Booklet __Support Group Bookmark  Test Yourself for Lupus Bookmark

_ The Eye and SLE __Women of Color & Lupus _ When Someone You Know has a Chronic
__Osteoporosis Overview Illness

Lupus Alliance Literature

__Coping with Lupus __Lupus in Men __Facts You Should Know About Lupus
__Laboratory Tests for Lupus __Skin (Cutaneous) __Antimalarials in the Treatment of SLE
__Steroids & Lupus __Vascular Disease __Genetics of SLE

__Clinical Trials __Minorities & Lupus __The Heart

__Thinking, Memory and Behavior _ Living With Lupus __Easing Joint and Muscle Pain

__Pregnancy and Family Planning

Questions & Answer Booklets produced by NIAMS

__Alopecia __Arthritis & Exercise __Atopic Dermatitis

__Do I Have Lupus? __Fibromyalgia __Osteoarthritis

__Heritable Disorders of Connective Tissue __How to Find Medical Information
__Raynaud’s Phenomenon __Schleroderma __Sjogren’s Syndrome

__Systemic Lupus Erythematosus Do I Have Arthritis __The Many Shades of Lupus

To request any of our brochures, indicate the items you want, complete the information below and
mail this form to: Lupus Support Network, P.O. Box 17841, Pensacola, Florida 32522-7841.

Name:

Address:
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Accuracy of the Internet (continued from page 15)

Check each Web site you read for the author's name and qualifications and the date when the page was

last revised.

Although this may not assure accuracy, it helps to know who wrote the page, how old or new it is, and what
qualifications the author has to say what's said there. The Health on the Net Foundation, based in Switzerland,
is dedicated to improving both the usability and the accuracy of medical information on the Internet. They have
developed a code of conduct, the HONCode, to which many medical Webmasters subscribe. The foundation
reviews Web sites to insure that the code of conduct is observed, and Webmasters are not allowed to use the
foundation's logo unless they meet the code's requirements, which include identifying the author of each page
and stating his/her qualifications. showing the date of last revision, stating that the page is not a substitute for
professional care , revealing the source of financing for the site, including any potential conflicts of interest
(like drug-company-financed sites) , an explicitly-stated policy on privacy for site visitors, and providing an
electronic means (which may be E-mail or a feedback form) for a visitor to contact the Webmaster. (The
HONCode link here is to my site's listing at the foundation; I have subscribed to the code for many years.)

Be careful out there!
The Internet is a great place to find medical information -- but you need to be careful about where you
find that information. When you have doubts, your doctor is the best person to ask for advice -- after all,

your doctor knows you a lot better than a Webmaster does.
Concluded

March 20, 2009
Google searches often return
bad medical info.

(NECN/ABC) - Research shows more than 80% of Americans now use the Internet to access medical
information, but experts say consumers need to be careful because the responses may be inaccurate, or even
dangerous. The Food and Drug Administration has cautioned against using online prescription drug sites, many
of which are scams touting counterfeit or useless drugs.

And search engines that link users to advertisements may be contributing to the problem. Researchers in Italy
found that looking up medical information with the popular search engine Google returned ads with misinforma-
tion, suggesting that consumers buy products that are unlikely to help them.

For example, typing in the word "aloe" took doctors to a Web site that claimed aloe can be used to cure many
types of cancer. Naturally, the site also offered users the chance to purchase aloe for this purpose.

Researchers say Google already has sophisticated filters that weed out offen-
sive content, and they are calling on the company to improve the filters so that
consumers are better protected against fraudulent health claims.

ABC's Dr. Timothy Johnson has more in this Medical Minute.

Search re;ult...

zerohts

Source: Published in the British Medical Journal.
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How to Find Medical Information

You May Want More Information

After contacting the National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS) or
the NIAMS Information Clearinghouse, you may want to find additional information on a disease or
disorder. Searching for medical information can be confusing, especially for first-timers. However, if
you are patient and stick to it, you can find a wealth of information. Today's computer technology is
making it easier than ever for people to track down medical and health information. There are also
many other sources of medical information available in textbooks, journal articles, and reference
books and from health care organizations. This booklet explains how to locate these important
sources of information.

Where to Find Medical Information

« Community library

« Federal Government clearinghouses

« Associations and voluntary organizations

« Medical, hospital, or university libraries

« Personal physician

« Nurse, pharmacist, dietitian, or other health professional
« Telephone or fax services

« Computer databases

+ The Internet

Start With Your Community Library

Most people have a library in or near their community, and it's a good place to start to look for medical
information. Before going to the library, you may find it helpful to make a list of topics you want informa-
tion about and questions you have. Also, if you've received a NIAMS information package, you'll notice
the list of additional references at the end of most articles. You may want to get a copy of some of these

articles. Your topic list and the information package will make it easier for the librarian to direct you to the
best resources.

Basic Medical References

Many community libraries have a collection of basic medical references. These references may include
medical dictionaries or encyclopedias, drug information handbooks, basic medical and nursing text-
books, and directories of physicians and medical specialists (listings of doctors). You may also wish to
find magazine articles on a certain topic. Look in the Reader's Guide to Periodical Literature for articles
on health and medicine that were published in consumer magazines.

Other Resources

Infotrac, a CD-ROM computer database you're most likely to find at a public library, indexes hundreds
of popular magazines and newspapers, as well as some medical journals such as the Journal of the
American Medical Association and New England Journal of Medicine. Your library may also carry
MEDLINE®, Index Medicus, Abridged Index Medicus, or the Cumulative Index to Nursing and Allied
Health Literature in print format or on a computer database. The Consumer Health and Nutrition In-
dex may be available in print form as well. These resources will help you find journal articles written
for health professionals. Many of the indexes have abstracts that provide a summary of each journal
article. Articles published in medical journals can be technical, but they may be the most current
source of information on medical topics

Continued on page 23
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How to Find Medical Information (continued from page 22)

Interlibrary Loans

Although most community libraries don't have a large collection of medical and nursing journals, your
librarian may be able to get copies of the articles you want. Interlibrary loans allow your librarian to re-
quest a copy of an article from a library that carries that particular medical journal. Your library may
charge a fee for this service.

Medical and Health Directories

You may find many useful medical and health information directories at your library. Ask your librarian

about the following resources:*

e Directory of Physicians in the United States. Chicago, IL: American Medical Association (AMA) up-
dated yearly-provides information such as address, medical school attended, year of license, specialty,
and certifications for physicians who are members of the AMA.

e Health Hotlines-a booklet of toll-free numbers of health information hotlines available from the Na-
tional Library of Medicine (NLM) or on the Internet at http://newsis.nlm.nih.gov/hotlines/.

e Medical and Health Information Directory. 9th edition. Detroit, Ml: Gale Research, 1997-includes
publications, organizations, libraries, and health services (three volumes).

e The Official ABMS Directory of Board Certified Medical Specialists. New Providence, NJ: Marquis
Who's Who, updated yearly-provides information on physicians certified in various specialties by the
American Board of Medical Specialists.

e Rees, A, editor. The Consumer Health Information Examples D:f |'_|Eﬂ|th-
Sourcebook. 5th edition. Phoenix, AZ: Oryx Press, 1997-lists Related ASS?CI.‘#ID"S and
information clearinghouses, books, and other resources. Organizations

White, B.J., & Madone, E., editors. The Self-Help Sourcebook:
The Comprehensive Reference of Self-Help Group Re-
sources. 6th edition. Denville, NJ: Northwest Covenant Medi-
cal Center, 1997-lists over 700 organizations that offer support
groups.

* Names of resources and organizations included in this fact
sheet are provided as examples only, and their inclusion does
not mean that they are endorsed by the National Institutes of
Health or any other Government agency. Also, if a particular
resource or organization is not mentioned, this does not mean
or imply that it is unsatisfactory.

If you find a particularly useful book at the library, you can buy

a copy at your local bookstore. If the book isn't in stock, your
bookstore can probably order a copy for you.

Check with your local bookstore or computer store for soft-
ware programs that contain health information.
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American Academy of
Dermatology

« American Academy of
Orthopaedic Surgeons

« American College of
Rheumatology

« American Skin
Association

« Arthritis Foundation

« Lupus Foundation of
America

There are many more
organizations; call the NIAMS
Information Clearinghouse for
additional information.

Continued on page 24



How to Find Medical Information (continued from page 23)

Some Popular References for the Home Library

« American Medical Association Complete Guide to Women's
Health. 1996; and American Medical Association Family
Medical Guide. 3rd edition. 1994. New York, NY: Random
House (available in book and CD-ROM format).

« The Columbia University College of Physicians and Surgeons
Complete Home Medical Guide. 3rd edition. New York, NY:
Crown Publishers, 1995.

« Everything You Need to Know About Medical Tests.
Springhouse, PA: Springhouse Corporation, 1996.

« Johns Hopkins Symptoms and Remedies: The Complete Home
Medical Reference. New York, NY: Medletter Associates, Inc.,
1995.

» Mayo Clinic Family Health. 3rd edition. New York, NY: William
Morrow, Inc., 1997 (available as a book, CD-ROM, or computer
disk).

. The]Merck Manual of Medical Information (Home Edition).
Rahway, NJ: The Merck Publishing Group, 1997.

» Professional Guide to Disease. 6th edition. Springhouse, PA:
Springhouse Corporation, 1998.

Take Advantage of Services Provided by the Federal Government
and Other Organizations

Federal Government

The Federal Government operates a number of clearinghouses and information centers-the NIAMS In-
formation Clearinghouse is one of them. Services vary but may include publications, referrals, and an-
swers to consumer inquiries. To obtain a free list of Federal information clearinghouses, visit the Na-
tional Health Information Center's home page (http://www.health.gov/nhic/), write to P.O. Box 1133,
Washington, DC 20013-1133, or call (800) 336-4797.

Associations and Voluntary Organizations

Many associations and voluntary organizations are excellent sources of information. Some are devoted
to specific diseases or conditions, such as the Scleroderma Foundation, National Alopecia Areata
Foundation, National Psoriasis Foundation, and numerous others. Other organizations, such as the
American Association of Retired Persons, serve a particular population group and provide a variety of
information, including health-related topics. Your librarian or a NIAMS Information Clearinghouse infor-
mation specialist can help you locate appropriate organizations and support networks. Many of these
organizations offer referrals, publications, newsletters, educational programs, and local support groups.
Your doctor may be able to tell you about support groups in your community as well.

Continued on page 25
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How to Find Medical Information (continued from page 24)

Look for a Medical Library

Medical libraries can usually be found at medical, nursing, and dental schools; large medical centers;
and community hospitals. Not all hospital or academic libraries are open to the public, but a librarian
at your community library may be able to give you information about the closest medical library open
to the public. Medical libraries may also be listed in your telephone book under "hospitals," "schools,"
or "universities." In addition, you can call the National Network of Libraries of Medicine of the NLM,
National Institutes of Health, at (800) 338-7657 to find the location of the nearest regional medical li-
brary.

A medical library has a large collection of resources, including many medical and nursing textbooks
and a comprehensive collection of medical and health-related journals. Although you may not be al-
lowed to check out materials, most libraries have photocopiers you can use to copy material you want
to take home.

Investigate Other Options for Finding Information
People who are unable to get to a commu- -

nity or medical library have several options Library Resources

for finding additional medical information.

Some community libraries provide access . CF’mPUt_Er databases _ _

to on-line databases that can be searched « Directories of board-certified medical
from a home computer via a modem. In ad- specialists

dition, your doctor, nurse, pharmacist, dieti- « Drug reference books

tian, or the patient education department at » Medical and diagnostic laboratory testing
your local hospital may be able to provide manuals

you with pamphlets, brochures, and journal

: : . « Medical and health information
articles or direct you to classes, seminars,

and health screenings. dlrec.:tc:rlesl ) )

Use Telephone and Fax Services « Medical dictionaries

Some communities have a telephone medi- » Medical encyclopedias

cal service that allows callers to listen to au- » Medical, nursing, and allied health
diotapes on certain disease topics. Also, textbooks

your health insurance company or health
maintenance organization may have a
nurse available to answer health-related
questions over the telephone. If you have access to a fax machine, you can get health information
from some organizations in just a few minutes. If a faxback system is available, use the telephone on
your fax machine to call the faxback number of the organization and listen to the instructions. In most
cases, you can request a list or menu of information to be sent to you first.

Other organizations also have information available by fax; one example is the Centers for Disease
Control and Prevention at (888) 232-3299 (toll free). Your librarian can help you locate other fax ser-
vices.

Explore Computer Databases

The computer has become an important tool for helping people locate medical and health information
quickly and easily. Most software and information services are user friendly and allow people with no
formal training in computer searching to use databases to obtain information. Using a computer at
home or in the library, you can find health information by searching CD-ROM databases, searching
on-line on the Internet, or using a health-related software program.

Continued on page 26
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How to Find Medical Information (continued from page 25)

As mentioned earlier, many public libraries have In-
fotrac, a database that includes consumer health infor-
mation. It indexes popular magazines and newspapers
and 2 to 4 years' worth of medical publications. Medi-
cal libraries have more extensive medical databases.
Start with the following list and ask your librarian to
help you find the most appropriate CD-ROM or on-line
(Internet) databases for your needs:

¢ MEDLINE®. The largest and best known of the
MEDLARS databases, MEDLINE® contains citations
and often abstracts for over 9 million articles in 3,900
biomedical journals on all aspects of biomedicine and
allied health fields from 1966 to the present. MED-
LINE® is available at medical and university libraries,
at some community libraries, and through a variety of
fee-based and free Internet sites, including the NLM
Web site at http://www.nIm.nih.gov/.

+ DIRLINE®. This database, a part of MEDLARS,
contains location and description information about a
wide variety of resources, including organizations, re-
search resources, projects, databases, and electronic
bulletin boards concerned with health and biomedi-
cine. The database is available on-line through the
NLM at no fee.

Search the Internet
The Internet is a worldwide network of computers that
can exchange information almost instantaneously. The

Some Health Resources to
Check Out on the WWW

MNational Institute of Arthritis and
Musculoskeletal and Skin Diseases
http://www.niams.nih.gov/

National Institutes of Health
http://www.nih.gov/

healthfinder®
http://www . healthfinder.gov/

National Library of Medicine
http://Amww.nlm.nih.gov/

Agency for Healthcare Research and
Quality
http://www.ahcpr.gov/

Arthritis Foundation
http://iwww.arthritis.org/

American Academy of Dermatology

http://www.aad.orqg/

World Wide Web (abbreviated www in computer addresses), or more simply, the Web, is a system of
electronic documents linked together and available on the Internet for anyone with a computer, a mo-
dem, and an Internet provider account. While the terms "Internet" and "World Wide Web" are often
used interchangeably, the Web is actually the part of the Internet that supports the use of graphics,

pictures, sound, and even video.

If you have access to the Web, you can find information on everything from the latest medical re-
search to facts on particular conditions. You may have access at home or at work to Internet data-
bases through a commercial service such as America Online or through a local Internet provider.
Many public libraries have computer stations that provide Internet access.

You'll find extensive health and medical information on the Internet. America Online and other Internet
providers and sites offer MEDLINE®; some sites may charge a search fee. The Internet also offers
other resources such as bulletin boards, online publications, forums for discussion of current medical
issues, and on-line support groups. For example, the American Self-Help Clearinghouse offers an on-
line version of its Self-Help Sourcebook at http://www.mentalhelp.net/selfhelp/ that provides informa-

tion on support groups and networks available in your community and throughout the world. The site
also provides a link to the Self-Help Resource Room that contains information about on-line support

groups and other health resources.
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How to Find Medical Information (continued from page 26)

Help With Searching on the Internet

Searching for health information on the Internet can be confusing and difficult. The sheer volume of
information can be overwhelming, and people often find it difficult to narrow down search topics or
find specific Web sites. Although an Internet search engine such as YAHOO! or Netscape® is meant
to help you find information, search results on specific topics often reveal thousands of Web sites,
many of which may be unrelated to the information you want. You may want to get a copy of a refer-
ence book that provides tips on how to find health information on the Internet. Health On-line, by Tom
Ferguson, M.D. (Addison-Wesley Publishing Company, 1996), is an example of one reference that
can help you use the Internet to find health information and support groups.

National Library of Medicine

You can search the NLM's MEDLINE® database, free of charge, on the Web. The link to this data-
base can be found on the NLM home page at http://www.nlm.nih.gov/. You can conduct a search in
one of two Web-based products, PubMed or Internet Grateful Med. Both provide you with free access
to MEDLINE® and, for a fee, allow you to use Loansome Doc Delivery Service to order copies of arti-
cles. PubMed links you to publishers' sites for approximately 100 full-text journals; some are by sub-
scription only. Internet Grateful Med also gives you access to other databases, including AIDSLINE,
HealthSTAR, AIDSDRUGS, and AIDSTRIALS.

Healthfinder®

To help people find health information on the Internet, the Federal Government's Department of
Health and Human Services has developed a Web site-healthfinder® (http://www.healthfinder.gov/).
This site serves as a gateway or point of entry to the broad range of consumer health information re-
sources produced by the Federal Government and many of its partners. healthfinder® includes a
searchable index and locator aids for news, publications, on-line journals, support and self-help
groups, on-line discussions, and toll-free numbers.

Don't Believe Everything You Read

As you make purchases for your home library or search the Internet, keep in mind that not all informa-
tion is written by qualified medical experts. Your doctor or a health organization may be able to recom-
mend some good books or helpful Internet sites. When looking for health information on the Internet,
don't believe everything you see. Articles published in peer-reviewed medical journals are checked for
accuracy, but anyone can put information on the Internet, so there's no guarantee that the information
you find is accurate or up-to-date. In addition, many companies set up Web sites primarily to sell their
products. It may be helpful to ask a health professional about the information you find on the Internet,
particularly before you buy any products. If you search and shop with care, you can add some medically
sound reference materials to your home library and find accurate information on the Internet.

Use Information Wisely

It can be hard to judge the accuracy and credibility of medical information you read in books or maga-
zines, see on television, or find on the Internet. Even people with medical backgrounds sometimes find
this task challenging. Following are some important tips to help you decide what information is believ-
able and accurate.

(Continued on page 28)
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How to Find Medical Information (continued from page 27)

Books, Articles, and Television Reports

e Compare several different resources on the same topic. Check two or three other articles or books
to see whether the information or advice is similar.

Check the author's credentials by looking up his or her affiliations, such as university and medical
school attended, associations, and lists of other publications. For doctors, this information can be
found in one of the physician directories at your library or on the AMA's Web site at http://www.ama-
assn.org/ (click on AMA Physician Select). You can also call the American Board of Medical Special-
ists at (800) 776-2378 to see whether a physician is board certified in his or her specialty. Your librar-
ian can help you find other resources to check the credentials of nonphysicians.

e Ask yourself if the information or advice "rings true." That is, is it feasible, plausible, and common
sense, or is it wishful thinking or sensationalism?

e Look for a list of references at the end of the article or book. Information that is backed up by other
medical professionals and researchers is more likely to be accurate.

e Check out your information source. Was the article published in a peer-reviewed journal? Look for
a list of editorial or review board members at the beginning of a journal. In a peer-reviewed journal,
articles are reviewed by other qualified members of the profession for accuracy and reliability.

e Look very carefully at information published in newspapers and magazines or reported on televi-
sion. Most reporters are journalists rather than medical experts. In addition, newspapers and televi-
sion reporters may use sensationalism to attract more readers or viewers. Medical facts and statistics
can be misrepresented or incomplete. Check to see whether the newspaper or magazine cites a
source for its information and includes the credentials of the persons cited.

Examine a magazine's list of editors. Do medical experts serve as editors and review articles? Be es-
pecially wary of personal testimonials of miracle cures. There's often no way of judging whether the
story is true. Furthermore, don't trust medical product advertisements claiming miracle cures or spec-
tacular results.

The Internet

e Compare the information you find on the Internet with other resources. Check two or three articles
in the medical literature or medical textbooks to see whether the information or advice is similar.

e Check the author's or organization's credentials. They should be clearly displayed on the Web
site. If the credentials are missing, consider this a red flag. Unfortunately, there are many phony doc-
tors and other health professionals making false claims on the Internet.

e Find out if the Web site is maintained by a reputable health organization. Remember that no one
regulates information on the Internet. Anyone can set up a home page and claim anything. Some reli-
able Web sites providing health information include those of government agencies, health foundations
and associations, and medical colleges.

e Be wary of Web sites advertising and selling products that claim to improve your health. More im-
portant, be very careful about giving out credit-card information on the Internet. Further, even if noth-
ing is being sold on a Web site, ask yourself if the site host has an interest in promoting a particular
product or service.

e Ask yourself whether the information or advice seems to contradict what you've learned from your
doctor. If so, talk to your doctor to clarify the differences in the information.

e Be cautious when using information found on bulletin boards or during "chat" sessions with others.
Testimonials and personal stories are based on one person's experience rather than on objective
facts or proven medical research.

(Continued on page 30)
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A Memorial Donation
to honor

(Please Print Name of Recipient)

Given by

Name:
Address:
City: St.: Zip:
In the amount of
$

Send acknowledgment to
Name:
Address:
City: St.: Zip:
Relationship:

Giving a memorial donation is a meaningful way of
doing something special to reach out and help
others, and unlike flowers, a memorial lasts forever.
Please consider a memorial donation to the Lupus
Support Network, Inc. as a special way of
remembering or honoring a friend or loved one.

Make checks payable to:
Lupus Support Network, Inc.

Mail to:

Lupus Support
Network , Inc.

P.O. Box 17841
Pensacola, FL. 32522
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Membership Information:

All memberships are good for a period of one year from your
anniversary month, the month when you originally joined. To
join, or renew your membership, please fill out the form below
and send to:

Lupus Support Network, Inc.
P.O. Box 17841
Pensacola, Florida 32522-7841

Membership Levels:

L Single - $20 L] Family- $25
[0 Supporting - $30 [] Sponsor - $50

I Patron - $100

[0 Do not publish my name in the newsletter

O New O Renew [ Gift
Name:
Address:
City: St.: Zip:
County: Phone:
Fax: E-mail:
Date of Birth:
Lupus Patient: [ Yes O No

(Note: Complimentary memberships may be available to those
who cannot afford the fees.)

If giving a gift membership, please fill in the recipient’s

Name:

Address:

City: St.: Zip:
County: Phone:

Fax: E-mail:

Date of Birth:

Make checks payable to Lupus Support Network

Each member will receive a membership card, vehicle
awareness magnet, The Lupus News and educational printed
materials distributed through support group meetings, by coming
into the office, or by calling and requesting information
to be sent to you.

(The Lupus Support Network , Inc. is a tax deductible, non-profit,
charitable organization.)



How to Find Medical Information (continued from page 28)

To Make Informed Decisions About Your Health Care, You Need to Understand Your

Health Problem

Medical information, especially material written for health care providers, can be hard to understand,
confusing, and sometimes frightening. As you read through your materials, write down any words or
information you don't understand or find confusing. Make a list of your questions and concerns. Dur-
ing your next office visit, ask your doctor, nurse, or other health professional to review the information
with you so that you understand clearly how it might be helpful to you.

If the medical information you gathered is for a personal health problem, you may want to share what
you found with your spouse, other family members, or a close friend. Family members and friends
who understand your health problem are better able to provide needed support and care. Finally, you
might want to consider joining a support group in your community. You may find it helpful to be able
to talk with others who have the same health problem and share your feelings or concerns.

Ultimately, the information you gather from print and electronic resources can help you make deci-
sions about your health care-how to prevent illness, maintain optimal health, and address your spe-
cific health problems. Armed with this knowledge, you can more actively work in partnership with your
doctor and other health care professionals to explore treatment options and make health care deci-
sions. Health care experts predict that today's computer and telecommunication systems will result in
a new era-the health care system information age-built around health-savvy, health-responsible con-

sumers who are the primary managers of their own health and medical care. END

COMPUTER ASSISTANCE PROGRAM

We have several computers in good working
condition that are donated to our organization.
These computers are available through our pa-

tient assistance program for our members.

There 1s an application process that you must
go through in order to receive one of these
computers.

It is the responsibility of the person receiving
the computer to make arrangements to pick up
the computer from our Pensacola office.

Please contact our Pensacola Office to inquire
about the application process for receiving one
of these computers.
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Lupus Support Network, Inc.
850-478-8107

May, 2009

"Hw

L u,qﬁs Support
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Sun Mon Tue Wed Thu  Fri Sat
1 2
3 4) 5 6 Meeting | 7 8 9 Crestview Support Group
10 11 12 13Brewton | 14 15 16 FWB Support Group Meeting
Mothers WOMEN’S HEALTH | Support Tallahassee Support Group Meeting
Day WEEK Group WOMEN ARE PRIORTY EVENT
17 18 19 20 21 Mobile |22 23 Pensacola Support Group Meeting
Support
Group
24 25 Memorial Day | 26 27 28 BOD |29 30
Office closed Meeting
31 %42, Happy Birthday to all our
E_( May Members!!
June, 2009
Sun Mon Tue Wed Thu Fri Sat
1 2 3 4 5 6
7 8 9 10 Brewton 11 12 13 Crestview Support Group
Support Group
14 15 16 17 18 19 20 FWB Support Group
Tallahassee Support Group
21 Father’s |22 23 24 25 26 27 Pensacola Support Group
Day
28 29 30
Happy Birthday to all our
June Members!!!!
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Post Office Box 17841
Pensacola, Florida 32522-7841
The Phone: (850) 478-8107 or
Lupus Support (s00) 458-8211

N et WOI’ kK Email: questions@thelupussupportnetwork.org
. Web Site: thelupussupportnetwork.org
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Nonprofit Organization
US Postage
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Pensacola, Florida
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i *Don’t miss a single issue of “Caring and Sharing”. The date on your address label o
v is your due date!!! Remember to Renew! Thank you for your continued support!! -
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Support Group Information:

Pensacola Support Group Meetings:
1108 Airport Blvd., Ste. C, Pensacola, FL 32504
*4th Saturday @ 11 a.m.

Crestview Support Group Meeting:
Crestview Library
*3rd Saturday @ 10 a.m.

Ft. Walton Beach Support Group Meeting
306 Pelham Rd., FWB
*”Like Home Adult Daycare Bldg.”
*3rd Saturday @ 10 a.m.

Tallahassee Support Group Meetings:
Broadview Assisted Living Facility, Tallahassee, FL
*3rd Saturday at 10 am

Brewton Support Group
McMillan Hospital-Education Center
*2nd Wednesday @ 11:00 a.m.

Mobile Support Group
USA Children’s and Women’s Hospital
2nd Floor Conference Room
*3rd Thursday @ 12:00 noon

Board of Directors Meeting

*May 28, 2009 @ 11:30am
*Board Meetings are held bi  -monthly
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ATHANKS SO MUC
Baptist Hospital Print Shop for printing this
publication!!
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OUR COVERAGE AREA
The Lupus Support Network covers the
geographical area from Mobile, Alabama to
Tallahassee, Florida north to Brewton,
Alabama.

OUR MISSION
To provide support education and assistance to
those affected by lupus and to find a cure in
our lifetime.
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For questions or comments please feel free to
call or stop by our office!

We would love to hear from you!!
(850) 478-8107 or 1-800-458-8211




