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Snake Oil: The Accuracy
OO of Medical Information on
the Internet

If you are reading this you probably know that

the Internet- particularly the WorleWide Web

-- Is a widelyused 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

is 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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Message From The Executive Director . . .

Ok admit it. We are either living in

t hienfoor ma oriwe have divgd
through it. Either way, information hé¢
or had a major influence on our live
As patients living with a chronic
iliness, information has a profound
impact on us. Even more true, an
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 everythifigour thought processes
about our life with chronic iliness; 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
our information, and even if we choose to read certain
things.

At times the most reliable appearing sources are complete
misleading, offer false information and do no good in the
process. Information sources such as this can even persu
us to stop looking for accurate information and doom us tc
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 ot
iliness or how to live with it is completely understood. If
questions arise as the result of something we read or hea
we must ask a qualified expert to unmuddle our minds an
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 subject
i but information changes, amd one can understand
everything aspect of a disease as complicated as lupus.

It is with all of this in mind that we have chodgad Infor-
mationas the topic for this newsletter. We hope that by the
end of the newsletter you will understand that all of us mu
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 Coadiaipn,

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 Genera

the Office of Womends 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 educatiol

efforts aimed at primary care clinican8. Thi s i s the cul mination of a te
support to the needs of people with | upsaslMargatrGt i ¢
Dowd, president of the LRI . #eripaosandiHspamcs, paticuarye v a |

young women. It has been a priority for the LRI National Coalition to eliminate racial disparity in the diagnosis
and treatment of |l upus. o

AThe entire | upus community, including the famil:]
U.S. Congress for recognizing the need and respor
thank all who invested their time and energy into the effort to gain Congressional funding for needed clinical e
cation programs on |l upus. o Member groups of the
years ago with the creation of the first neighborhood Lupus Cooperative in East Harlem founded by S.L.E. Luj
Foundation of New York in 1999. Cooperatives have since been opened in the Eidforelsant neighborhood

of Brooklyn and the South Bronx, both areas with large Afriarerican 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:

Ail nvisible No Moreo forum on race and |l upus at t
ence in 2004.

AEducational panel on heart disease and lupus presented at the Congressional Black Caucus Annual Legisla
Conference in 2005.

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

AAchieved the first ever NIH-§ear lupus research plan through the efforts of Congressman Bill Young that in-
corporated health disparities research (2007).

AFive City series on the increased risk of heart disease in people with lupus, particularly young women and A
canAmerican women. Presented in 2007 in conjunction with the Association of Black Cardiologists. The serie:
was held in New York City, San Francisco, Chicago, Los Angeles and Detroit.
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IN THE NEWS. ..

AWhen 1 tdéds more than fatigue: Learn about
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, asyeaBold kid, you
wake up with hands so puffy you candt c

AFi ghting Yourself? How to deal with the
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 DISEASTis 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 clinicatage drug candidate.

La Jolla shares tanked 82 percent inimirket 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 nanr
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 cdevelop 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 Executivddegues Bienaime

said the company spent about $15 million as a part of the agreement on Riquent. Lupus is a potentially fata
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)



FEN TALK

Where Do Teens Turn for Medical Advice?

n had 1 rritati oomoi PAmg esipatci wds 6maoquestion that
I Sheaele, Age 17 So where do teenagers like Sheaele turn when they want a health question an-
swered?Someti mes friends, someti mes teachersé and a

now going to the Internet to look for medical information.

nlkt It was a personal problem that | didnot feel
Just | ook |t -yearold dok.i Buethe inforsnatignsteeris &ind 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 | i ke t
heal th I nformation € | think that woul ellidapedatriob a
clan. But experts have an even better idea for parentsiind areal-l i f e doctor their t

best guarantee for growing up a healthy, secure, communicative adolescent is for that adolescent to have a
constant relationship with a he aiElish Bggause evhileé & dooton e r
can promise teens the privacy they want, unlike the Internet, a doctor can also alert parents in the case of a
serious health issue. Al f thereds anything at al
sounds | i ke theyoreElilni ¢,r otutbd re, we &Glaly sc émwtadiynl y | e

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. Heattflated web sites
that targeted teens are appearing on the InternetSites such as:

1 1IEmily.com

 Zaphealth

1 THINK (Teenage Health Interactive Network)

1 Teen Growth

These sites are like interactive magazines written specifically for teens. Headlines from a recent Zap-
Heal th page include: AMy FT i en dOthkertdpicsmoetbe sienndludé G u i
fgetting the dirt on i mportant iissues |1 ke KI ssi

In addition to articles, these web sites offer:

f Information and advice on general, sexual and emotional health

I Information on fitness and sports

1 Family issues

ff Chat rooms where teens can talk with others with similar concerns

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

T Links to other resources Continued on page 19
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Preventing Fibromyalgia-Related Depression and Anxiety
Certain tactics can help keep depression and anxiety at bay when you have fibromyalgia

TODAY'S THE DAY

by Nancy Christie

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

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

Make Lifestyle Changes

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

Diet 8 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 (
energy cause patients to feel depressed, it can also Iq
to "selfmedicating” 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 lefat and high
antioxidant foods. This will help maximize your energ)

should help counter or reduce episodes of depres-
PCsion 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,
M@specially if they have sugar at night."
Y- Exercised Studies have shown that exercise is
linked to increased feelings of w4idking in patients
E{Ul}vith fiboromyalgia. An individually tailored program
‘_"”of gentle stretching and mild exercise can be very
I0Relpful but should be done under the guidance of a
?rﬁﬁysician or a personal trainer experienced in deal-
INing with fibromyalgia. If possible, schedule your
[O-exercise sessions at least five hours before bedtime.
sICBecause the body's temperature rises during a work-
out, allowing a proper interval between exercise and
akeyedtime will ensure that your temperature drops be-
fore you go to bed, making it easier to fall sleep.
Sleepd According to a report by The National
Sleep Foundation, "Studies show a growing link be-
5YSween sleep duration and a variety of serious health
problems, including obesity, diabetes, hypertension,
and depression." Some studies indicate patients with
d fiboromyalgia have trouble going into REM sleep,
possibly due to muscle pain, says Dr. Smith. There
Mis 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
»f lights at bedtime (since they can inhibit melatonin
,aoorodu_ctlon) and kegplng toa rggular sleep schedule.
Consider DeStressing Therapies
Practicing classic dstressing techniques, such as
prayer, meditation, yoga, breathing exercises, tai chi
and qgi gong, can help people with fiboromyalgia 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.

and alertness and minimize constant fatiguevhich
v

Continued on page 19
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Support Page

Family Caregivers and Chronic lliness:
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 loAgrm illness), which includes conditions such as heart disease, asthma, high blood
pressure, diabetes, Al zheimerods disease, and | unc
man Services more than 125 million people suffer from at least one chronic illness and the Centers for Diseas
Control estimates that chronic iliness affects the quality of life of 90 million people. Managing one chronic illne
is difficult enough but almost half of those with chronic illness suffer from more than one type of disease or co
dition. That is why it is important for family caregivers to understand chronic ilinesses, how to manage them, :
how to reduce their own risk for these n'dl'tbnjs. A recent study conducted by Efeuodrthat only 34 per-

cent of friends and family are willinggQ give health advice to a loved one with a chronic illness. For many of
these chronically ill patients, familys givers a'rs their principal source of support. However, caring for people
with one or more chronic illnesseSipresents sonie difficult challenges. Additionally, caregivers often must navi
gate a health care system that, unfortunately, isinot desigraed‘f(‘r manage chret@maiigesses. That means
struggling to coordinate doctors, ma ir iple prescripﬂb?\méd%c\?vtions, monitoring for changes in condi-
tions, and more. And, studiés have shown that'garegivers*are nearly fwice as likely as the general population
develop multiple chronic illnesses themselves du nggfect of their own health-&ethgvélin-
derstanding how to manage these illnesses with yo iS.an important task for caregivers. Here are ¢
tips to get you started. : } N L

Understand yé ur Talkaoryeud ()] |€gspanlti g with and  respect enough to heec
friends or loved ones with €hronic iliness to help ..' his.or her. that person to serve as an unofficie
understand their goals. Gelithe conversation startgdii a mb a s s ro to di scus:
by discussing events or actiiti hey used to help manage} :
participate in and miss or something in the futu
they would like to be a part of] such as attendin
family reunion. You can help f our friends or lov
ones meet these goals by discussing them with
health care providers, doctorﬁ or community se
agencies.
|

Speak i n t heMourloved cnes ghay
put off by your advice if they think that

you are speakingt them and nowith th Tfy.
put yourself in their shoes and talk to th [

in a way thatost i ke

Tag Team.H a ng someone attenc
with your loved of§és can not only be comforting to them,
. but can also be v@ry helpful in terms of providing a sec-
ond pair of ears @ pick up on medication and other in-
€€ structions from tHe doctor. If you do accompany your
‘loved ones to thelr appointments, it is a good idea to have
them take all of tileir medications (in the containers) along
gdOopthe octor appointment .
i questions for th

1

{ doctor so you ar

—

ready for the appointment.

journal.Another great way to start the

Develop a healt
_ ; NcO n&EGEHT 3 HG HpRLUS! ylo\us N &
Use terms or examples that will have em create a personal health journal. In

meaning to them, listen to their a S quess | 'UJE e‘ ital information s
tions, and pay close attention to t’q:o alrea bers, regular blood sugar level, oxygen use,
tion. You might want to try providing'neutfal exam-  5nd symptoms or health changes to monitor, like weight
ples, such as, Al read tyhRddpresBuiteThis B RIPallo yolbhoth tb reh&rd
ure have trouble checking their weight every day. Weyrgactive with their condition as well as have information

could make a pact to \ at the ready for health professionals when treatment s ne
make sure we weigh oursedypes every day.o

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
Lupus to Weak Cellular Electricity

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 spokesper s_testingaxdeipariences chronicrcanditions 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

i nto crisis because her body could not metabol:i
t herapy and her cell s voltage started to go up
continues to use BiomagScience therapy to maint

Recently, another BiomagScience client shared his experience with someone who at 43, had

been suffering horribly from |lupus since she wa
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...

Sheds hungry for the first time in a |l ong ti me.
I n the early 9006s, a clientds sister with | upus
t herapy. Bi omagScience explains: AAt that ti me,

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 bodydés ability to re
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 altern

10


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 spemfyhgw/many drug applica-:
tions Ranbaxy had pending review at the FDA. But the agency says it uncoveredf seﬁnformatlon in
those applications as well. '‘Companies must provide truthful and accurate informatiot e FDA,; and
when they don't, there will be serious consequences, said Deborah Atiter, director of drtg,omplidnce.
India has become one of the world's leading suppliers of generic drugsgastecent years, with-companies
like Ranbaxy and Dr. Reddy's Laboratory able to undercut prices from U '
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 announcedjednesday are related to the Justice

Concerns about Ranbaxy have been growing since FDA inspectors first%::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 datag The company will have to put in
place a new quality-control plan and agree to inspections itors.

Japanese drugmaker Daiichi Sankyo Co. bought a ¢ nbaxy late last year.

11



COLD CURE

fh'e\spring thaw | 6m convinced ger mg faw out
;, (families. Talking here about our bodies, and the spring cold and flu seasan

Wi t h
produce

To help figh unwelcome invaders, do be sure to get plenty of rest and plenty ofx and eat sc
good old chicken soup, preferably homemade with a pinch of turmeric added for flavor, color and curative qua
ties. Even scientists now admit thereds somet hi nc¢
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 |ittle bugs to move right on. Or maybe
plished.

| f you canét quite fight off the bug, give 1t a F
the makings for a Hot Toddy ready and waiting. Put on the flannel jammies, heat up that Toddy and drink it aft
youdre already in bed and mostly under the cover s
quarter cup or so of very hot water, a tablespoon of honey and a healthy squirt of lemon. Another version invo
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 cin
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 rej
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
own garden, after which you would dry it and use as a tea. As with any herb, check with your doctor or a qual
fied herbalist first i f youdbre on prescription dr
mile and marigolds, or if you have an autoimmune disease such as TB, Leukosis, multiple sclerosis, lupus or
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 patc
Some people may lose more hair. Rarely, the disease causes total loss of hair on the head or complete loss of hair on
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 di sease. I n an aut oi mmune
your own body. In alopecia areata, the immune system attacks the hair follicles. The cause is not known. Scientists thi
that a personds genes may play a rol e. For peopl e whe
the attack on the hair follicles. The triggers may be

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 dise
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 th:
best for you. The following are some treatments for alopecia areata. They may help hair grow back, but none of them
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 wadesignedas 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 Bven if half of the intermediate computers were nuked. (Really.
The Internet started as a Cold \Waia Defense Department project on reliable comgoteomputer com-
munications. For that matter, digital computers themselves originated in part as a spinoff of the Manhatte
Project.)
The Internet has very loose central contrellhis 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.
It is incredibly easy to connect new computetkist 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-yearolds can set up Web sitesAnd 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 anewlInternetcapable computer for well under $1000 these days
and a used Internegpable computer for only a few hundred. (And if you build them yoursadf | do--
they're even cheaper.)
Internet access is cheap(As little as $9.95 a month. Some companies even give Internet access away fo
free-- as long as you put up with the online ads. And public libraries and schools have {capatae
computers available to the public for free.)
Web pages are cheapfln 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)everybodyses computers Just look at Enail, Amazon.comandeBay (
E-commerce was nonexistent in 1998gain... look atAmazonandeBay " Vo
Many patients and families spend more time on the Net than talking with their bish explains a
few things...

The Dangers of Medical Misinformation

Can bad Web pages hurt someone?
Unfortunately, since the Internet is in essence an anarchy, thergusirantee- 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 Spar
sketch is only of interest to us truly obsessed purists. (For you purists out there: the Green Midget@afe did
serve lobster thermidor aux crevettes in a Provencale manner, with or without Spam).

Medical information is another matter entirelypad informatiorcanhurt someone. An example (from Crocco,
Villasis-Keever, and Jada@ediatrics(the journal of théAmerican Academy of Pediatrics/ol.109 (issue 3),

pages 522523, March, 2002): A-Yearold 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 |
diarrhea, and his parents took him back to the ER. They were told that gadtiexnteritisvith dehydration, and
were instructed to stop the antibiotics; stop giving him solid foods; and rehydrate with soft drinks or fruit juice.
(This isnotthe advice | usually give in this situation: my advice, especially regafiding, 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, | donotknow which medical center it was.) The instructions from the "purportec
tertiary care ... center" were to give clear fluids ("These may include Pedialyte, flat cola, ginger ale, tea with su
Kool Aid, or Jello™) every 23 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) le
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 upsespecially 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 followe
the recommendations carefully." They were able to show their son's doctors a printout of the Web page they he
relied on, and the doctors found that, indeed, "(they) had not misinterpreted the information on the site, which o
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 authe@nddim
agree-- that this case may be the first published case in which a patient was harmed because of bad advice pos
on the Internet.

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

So, howdoesa 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 thetetisfebad information out there. One example
was published by Pandolfini, Impicciatore, and BorRaéidiatrics vol. 105 (issue 1), pages-e&, January,
2000). The authors were trying to see if "technical” criteria which any reader could check, such as:

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

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

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

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

1 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 i
formation, or between technical completeness and accuracy of information, but there was also no correlation bt
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 h
accurate each page was on how to treat cough (the gold standards for accuracy were the recommendations of

AAP and the World Health Organization).

Of the 19 pages they looked at,

only 4 pages met over half of the technical criteria.

only 9 pages met over half of the completeness criteria.

only 6 pages had more accurate than inaccurate information on treatment.
only one page had more than 50% accurate information on treatment.

1 Only 2 of the 3 most technicalgomplete pages had complete information on
causes of cough.

1 Only 1 of the 3 most technicallyomplete pages had more accurate than inaccur
treatment information (of 6 treatment options the authors considered one page hau
score, and one had-4).

)l
)l
)l
1

Only oneof the 19 pages scored at the top in all three categories. It happenadygbge on coughs, colds, and
runny nosesThe only points the authors docked me for were that | did not include references or links to other r
sources (can you blame me, after these results?)handdid not mention multiplngredient cougtandcold medi-
cines (which was also deliberatd don't think they work any more th&AP andWHO do, so | 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 therapidsch

isn't all bad: some alternative therapies have been unjustly ignored by our profession. What is bad is the prolife
tion of Web sites that advocate things thatler@wvnto be useless or even harmful. Two examples:

Web sites that oppose routine vaccination of children against common diseasigaccination Web sites have
been examined in the medical literature: one report, by Wolfe, Sharp, and Lipsky, (publishetburniaé of the
American Medical Associatigvol. 287 (issue 24), pages 323848, 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” iliness. ("ldiopathic
is a term we use in the medical profession to refer to diseases whose pathology (causes) cannot yet be figu
out by us idiots.) Among the disorders these sites blame on vaccines and/or preservatives are: autism, SID!
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
problemsmightbe vaccinerelated. 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
dered how they account for all the companies that ledi/éne vaccine business in the last few yeamne
reason we now have a shortage of some vaccines, includindltfnzavaccine.)

8 12 of the 22 sites claimed that supposedly contaminated lots of vaccine are associated with an increased
adverse effects. Again, there is no credible evidence that this is the case. Occasional "bad" lots (due to pc
bacterial contamination, or merely not as effective as they are supposed to be) are occasionally identified,
are very quickly pulled from the market, and so are vaccines that prove to have bad side effects, such as
rotavirusvaccine after we discovered that some babies develop bowel intussusception.

8 11 of the 22 claimed that there is an increased risk of adverse effects with simultaneous administration of
eral vaccines at one office visit. No one has shown this to be true in-desgjhed study.

§ 21 of the 22 claimed that vaccines (or their preservatives) erode immunity and induce autoimmgaity,
without credible evidence.

§ 18 claimed that vaccireduced immunity is temporary or ineffective. That is true for some vaccines (such a
tetanusvaccine), but not in generalmost vaccines to childhood illnesses give lifetime immunity to those dis:
eases just as natural diseases do, without having to have the ilinesses.

§ 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 decl
without mentioning that the incidence has declined precizstgusave vaccinate all susceptible children. (If
these people are right about this, then why aren't we still vaccinating against smallpox?)

8§ 15 sites promote homeopathy as an alternative to vaccination. There have been studies showing that hor
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 tl
sites dismiss studies showing the safety and efficacy of vaccinatfarot because of study flaws, then be-
cause the studies were funded by vaccine manufacturers or by governments (who, as everyone knows,

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
| haven't heard many other people question the right of the state to protect the majority of its citizens
from dangers posed by a minorityincluding 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 andrubella (German measles)e 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 thagtdrem whole-
sale harvest of human embryos.)

Web sites thgiromoteunhealthy and illneseelated behaviour

| am experienced at treating medicaliystable patients witbating disorderénorexia and bulimia), and treat
such patients on a referral basis. Treating two or more eating disorder patients at once has always been dif
because when we have two anorexics together they tend either to compete to see how much more weight th
lose, or to start swapping tips on how to avoid eating and how to continue losing weight. The Internet has me
thingsmuchworse: there are numerous Web sites run by anorexics or bulimics that post advice on how to cor
tinue being anorexic or bulimic. In my opinion, that is not much different than posting instructions on how to
commit suicide. | have never had one of my eatlisgrder patients die, but I've certainly had some come close
and | really don't need to see one succeand 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 Webased medical information isn't worth the time it takes to download. The probl
is sorting out the wheat from the chaff. And you can't depend on external forces to get rid of bad medical infc
tion. Not only is regulating the Web legally difficult in most democratic countries (it's certainly unconstitutional
the United States), but it's also technically impossible. (Remember: the Internet was designed to transmit infc
tion reliably even under nuclear attack.) Suing people who harm others by posting bad information may get ri
some of the garbage, but it may also drive the good medical Webmasters off the Web (there's a reastis-for th
claimerat 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 infol
Ask your doctor to suggest sites s/he thinks areww#ilen and accurate Most of us are happy to recommend
good sites- whether or not we wrote them ourselves (*smile*). (Seriously, one reason wdyfitey on the Web
exists is so that my patients and parents would have a source of information on common problems that | felt «
fortable steering them to. When | first set up this site there weren't that many resources on the Web; now thel
many more, but | still start parents out here because | khamd they know, toe- that what | say here is exactly
what | would tell them in person.)

Browse the medical professional organizations' Web shksst of the professionairganization sites have sections
written specifically for patients and families. TAmerican Academy of Pediatri®¥eb site is one good example.

(And, yes, | am a Fellow of the AAPR but | was recommending their site long before | became a Fellow.) The ir
formation on the professiorarganization sites has been reviewed by members of the organization for accurac
and the sites are updated regularly. They also check the accuracy of many or most of the sites to which they

Browse publieh e a |l t h  Waecluding ihaU8 Gedters for Disease Control and Prevention (CRRHYUS

Food and Drug Administratiorand theéWorld Health OrganizatianUnless you actually are into conspiracy theo-
ries, public health authorities will prove to havetoglate information on many healtblated issue€DCin
particular is one of the best and most current sources of information on infectious disbagedomestic and

for foreign travel. (My Web pages amfections and immunizatiorere based largely on information from the
CDC and theAAP.)

Continued on page 21

16


http://www.drreddy.com/shots/cpox.html
http://www.drreddy.com/shots/hepatitis.html#hepatitisA
http://www.drreddy.com/shots/measles.html#rubella
http://www.drreddy.com/eatingdisorders/index.html
http://www.drreddy.com/accuracy.html#disclaimer
http://www.drreddy.com/accuracy.html#disclaimer
http://www.drreddy.com/
http://www.aap.org
http://www.cdc.gov/
http://www.fda.gov/
http://www.fda.gov/
http://www.who.int/
http://www.cdc.gov/
http://www.drreddy.com/shots/
http://www.aap.org

N Vo MEMORIALS

Joyce Supianoski
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In Memory OF:

Should you or someone you know wish to send a
donation in memory of a loved one, please com-
plete the form on page 16 and return the form
along with your donation to our

Pensacola office.

a DONATION.

Bill Bassett
Bobbie Carroll
Burt Solomon
Rick Lambert

Mary Joiner
George Ann Byrd
Diane Palumbo
Martha Robrecht
Sharon Myers
Loretta Smith
Sarah Cadenhead
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Chinlin Ngo
Dorothy Cahison
Eleanor Dorman
Karen Buddo
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3 Shirley Spears

% Kathy Shook

3 Jean Campbell

9 Kelby Mathews

3 Machelle Mason
9 Velma Knight

g Cindy Fernald

3 Felicia Spencer

g Laurene Edenfield
S Mary Lou Childress
S Laura Zetterlund
S Sabial Wallace

g Ellen Marshall

g Barbara Stokes

§ Pat Hengstebeck
9 Anita Phillips

9 Linda McWilliams
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Happy Birthday to all our
May and June Members!!

Linda Williams

Marianne Lunstrum

Louis Rudolph
Martha Maddox
Mary Rockwell
Charlotte Stewart
Elise Sutton

Mae Hunt

Mashun Hunter
Shawna Carpenter
Joyce Fenner
Michelle Lauzon

Carol Davis

Ella Ruth Young
June Busic
Charles Zarlenga
Carl Griggs
Theresa Wilson
Virginia Lynn
Hifumi Gauspohl-
Lee Calhoun
Rhonda Cobb
Carolyn Harrelson
Linda Harris
Delores Campbell
Claudia Fowler
Eunice Dahn
Brenda Burkett

If your name is not listed then we
do not have your birthday on file.
Please call the office and update
your records. We do respect the
privacy of those who have asked to
remain anonymous.
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