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2008 Funding for PAGER and Reflux.org

Check your change jar!
The amount of money you have in a coin jar, hidden in youctr cushions or floating around in
your car can help a family dealing with reflux. If eachmier could donate $1 to $10, we could
reach our goal of $50,000 in no time!
_ We are over halfway there!

Please make
copies of this
newsletter and
pass them on

Has PAGER helped you? What value would you place on these services?

Talking to a volunteer and creating a list of questiongydor doctor.
Educational materials for yourself or anyone involvegldar child’s care.
Help identifying trigger foods, formula and breastfeedingstiaes.
Discussion boards where you can talk with other paremisidavith the same issues.
Tips on coping with reflux-related sleep issues.

A warm line and e-mail access to our volunteers.

A website and newsletter devoted to bringing you the nmq@sb-date reflux information.

N ) ) ) ) ) N

PAGER provides all of these things and much more at nd@asir members. Since we do not charge a membership
fee, we rely heavily on the generosity of our membagstheir friends to offset our operating costs. Tloeengenerous
our members are, the more services we can provideifuture.
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Corporate Funding Can only Provide 66% of our Budge  t

We are currently at the IRS limit for corporate fundsZ668. The rule says we have to match every $2 from a big
donor or grant, with $1 from our members and their frieRdsient groups don't qualify for government funding.

Where does your donation go?

When you donate to PAGER, 100% of your donation goes bacthmtarganization to meet our basic costs to operate.
Some of these things include providing phone lines forkaqacess to PAGER staff, volunteer training, an enormous
website that takes 2.2 million hits per month, providingRBGEraining for local health care workers and sending our
staff to conferences to learn about the latest tremtish\We occasionally require the use of an attorneysplecializes

in non-profits and we are required to keep insurancedweeral of our programs. Corporate donors and gaaats

usually earmarked for projects, so we need your smalltidmisato cover these basic costs.

How can you help? It's simple!

I Use our GoogleDonate® button to easily send a small idonatth your credit card!

I Six Degrees® can help you to set up a small monthlyestkly donation. The link is on our site.

I Provide our tax ID and mailing address from the top isfphge to your employer and ask them to donate a
portion of your paycheck to PAGER. Many employers widlrevnatch your contributions!

Do you have any empty inkjet cartridges? Send them toBR\&d we can get $3.00 for each cartridge.
Ask your relatives to make a donation in your name insteachofiday gift.

Donate the money for one gift in your child’s name!

You can even send us those duplicate holiday gifts yoiveetand we will sell them on E-Bay.

Of course, we always welcome good old-fashioned checks!

Please consider PAGER when you give this holiday se#tseill change the life of a family on the reflux
rollercoaster!

The 2008 chili cook off was SO much fun and we raised af lawareness. The cooks did such a good job with the
chili that the judges had to ask for a second round of testie to break a tie. Street Life is an amazimgitzand they
helped us educate the audience about reflux in kids. David Bue on a great magic show involving several members
of the audience. He practices for several hours peamidyt shows — nobody in the audience could figure outiblst

His friend, Lucky the Magical clown, made balloon anisreaid danced with the kids. Kicks Karate school brought a
group of kids who demonstrated their skills to music. Taeedots more pictures on the web site. Look in the kids
section.

Volunteers: Bernadette Knoebel, Kim and Katie, Dr. EgbRran, Bernie Swann, Shana Godfrey, Jacqueline Barth,
Frank Bevacqua, Eric, Katie and Chris Anderson, Ligia Ryaglidsh and Dustin Blan, Jason Fink, Chef Dave from
Chef's Outlet, Chef Jon and two teams from the culisahpol at Frederick Community College, Martha Woodward
and Brian Nelson of the Urbana Fire Station, Natioira Academy Superintendents Rob Neale and Dr. Kirby Kiefer.

Sponsors: Adventure Park USA, American Girl Doll, Bakiee, Baskin Robbins Candy, Charlie Shobe Artist, Chef's
Outlet / Food Pro, ChocoNuts by Wysong.net, Cindy's Guee&tesigns, Create A New Season Family Life Coaghing
Dream Dinners - Urbana, East Side Auto, Five GuyyrRQuilts by Deborah Lee, Frederick Keys, Giant Food,
Guardian Sleeper, Hard Times Café and Cue, Henson Faioibaytown, Inn at Buckeystown, Jacque and Al Pulsifer,
Jean Peterson Design, Joe Grimes State Farm, Kickskama, La Dolce Vita Café, Lilypons, Logicreativesiym,

Lucky the Magical Clown, Magictainment, May's RestaurbfedSlant, New York J&P Pizza, Nutricia - makers of
Neocate, Otto Family, Pony Pastures, Salon Colouna8ige Supplements, SK Printing, Strand Inc, Street Sifisan
Delaney - Glass Originals, Sweet Eats - Killeen Feddnanksgiving Farms, The Painted Cone, The Reflux Bdoie T
Bomb Tattoo, Tracey Butler/ Center for Embodied Camssmess, Tucker Sling, UPS Store Frederick, Weinberg
Center for the Arts. Thanks to Help A Reporter Out fanking us up with some of the sponsors.
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Super Chicken and Chien Nugget doing tricl Lucky making balloon animals for Katie and Je

“Hula” dancing to Street Lit Board member, Ed Freer, flew in to make Texas ch

A display about reflux and PAGER To beanbag to put out the fire Get your recipes read3009
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Fundraising Event Manual
This is the first page of our new fundraising manual. We havefgt®at event ideas for you to try!

Dear PAGER Friend:

On behalf of everyone at the Pediatric Adolescent Gastroesophageal Reflux Association (PAGER), we would
like to extend our sincere thanks for your interest in helping us boost our awareness and fundraising efforts.
Whether you have been a PAGER member for ages or are new to the gastroesophageal reflux community,
your active participation means the world to us.

We've compiled the Fundraising Event Manual to help us work together to make your event a success. It is
based on a manual called Participation Matters, produced by the Parent Project Muscular Dystrophy. We
greatly appreciate their permission to modify their manual.

Are you planning an “Event” or a “Gathering of Friend s"?

Your fundraiser is an “event” if you can answer yes to any of these questions:
Are you going to be advertising the event?
Is the event going to be open to the public or will you be asking the public for donations?
Are there going to be people attending that you don’t know?
Does it involve any high risk activity like sports, or activities requiring a license like gambling, raffles?
Will you be asking local businesses to donate merchandise?
Are you expecting to be reimbursed for any expenses?

If you are just going to have a small fundraiser involving your friends and family, we don’t consider this an
“event” and you don'’t need to do the whole application. Just follow these simple rules:
Make sure your event is tasteful and safe.
Donations should be made directly to PAGER and never be deposited into any bank account other
than PAGER’s account. (It's illegal.) If you gather cash, purchase a money order or a counter check
from the bank and put the name and address of the donor on the money order before you mail it to
PAGER.
Send the money soon. Banks often won'’t take checks older than 60 days.
Consider sending PAGER a short news item about your event for the newsletter. Photos are good.
Write Thank You Notes — PAGER is designing some.
You can still notify the press — AFTER your event.
Have fun.

So you decided to host an Event

Wonderful! Together we can help children and families with GERD understand the disease so that the
children get diagnosed and treated quickly. You can make a difference!

We ask that you download the fundraising booklet and keep it handy. It contains important legal pro
that are necessary to follow when hosting an event on behalf of PAGER Association.
http://www.reflux.org/reflux/webdoc01.nsf/(vwWebPage)/raisimgfs.htm?OpenDocument

Eosinophilic Esophagitis (EoE), an Emerging Gastroi ntestinal Disease

What is Eosinophilic Esophagitis (EOE)?

EoE can cause difficulty in swallowing and heartburn s®dften mistaken for GERD. In severe cases it ead to
food getting stuck in the throat. In children, it can leathilare to thrive (poor growth or weight loss). lais
inflammatory disease that is usually a type of allefgyariety of things may trigger this process, includiegain
foods and environmental allergens.
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EOE is a disorder in which a type of white blood cells atginto the walls of the esophagus. These white bleksl ¢
are called eosinophils and they are usually involved ingidleeactions and fighting infection. Eosinophils gadally
found in the blood. Small quantities are found in the fimtabktract and participate in maintaining its health.
Eosinophilic gastrointestinal disorders occur whencills accumulate in large quantities in the esophagus, the
stomach, the walls of the intestines or in the abdonspece between the intestines.

When the eosinophils cluster in esophageal tissue, thusg cavelling of the esophagus. Some researchers bileyve
can cause the tissue of the esophagus to change permandyebohying thicker and rigid.

EOE is an emerging disease and has only been classifieseparate condition in the last decade. Many patierds wh
have EoE do not yet have a proper diagnosis.

Who does it affect?

Since EoE has only been discovered in recent years, dactonst sure of the exact causes, how common thesdise
or the best treatments. Most gastroenterologists $@ame a dramatic rise in the incidence and diagno&isibfover the
last decade. As doctors identify more patients with Bo&y, are starting to suspect that EOE may be more comm
than generally well-known diseases, such as Crohn’s diseas

How is it diagnosed?

Patients with EoE will often have symptoms simitathtat of gastroesophageal reflux disease (GERD), foerhedb

and inflammatory bowel disease. Doctors may suspecienphtas EoE rather than GERD when the medicationg don’
work or when the patient develops other symptoms. Ansaroghy with biopsy of the esophagus is required for a
confirmed diagnosis. Endoscopy is a procedure in whighged viewing instrument (endoscope) is used to look inside
the esophagus, to diagnose or treat disorders. A biopsymelical test involving the removal of cells ssties for
examination. The biopsy is viewed with a high power mi@psand the number of eosinophils is counted. A high
number of eosinophils suggest the diagnosis of EoEatingeEOE can be difficult. Patients may wish to see a
gastroenterologist who specializes in EoE.

Common Symptoms

The most common symptoms, particularly for childrer,feeding disorders, vomiting and abdominal pain. Symptoms
can be so severe that a patient is physically incamdlgating normally. Other symptoms may include:

Dysphagia (difficulty swallowing)

Food impactions (food getting stuck in the esophagus)

Reflux that does not respond to proton pump inhibitor (BRPapy

Failure to thrive (poor growth or weight loss)

Poor appetite

Malnutrition

Difficulty sleeping

People with EoE often have other allergic diseasesasielsthma or eczema

Many children with these symptoms don’t know that ihisot normal. Hands-on experience in a clinic and otirre
medical literature indicate that EOE may be a chroni@adise&vith persistent or relapsing symptoms, and few psiént
any, outgrow their illness.

What are the current treatment options?

Treatment will vary depending on symptoms and the indivisim&leds. There are no pharmacological therapies
approved for EoE, but off-label treatment tradition@tigiudes the following:

Proton pump inhibitors (e.g. Protonix®, Nexium®, AcipheX¥®gvacid®, Prilosec® and Zegerid®)
Topical corticosteroids (e.g. Flovent®, Flonase®, AdRaVeramyst® and Pulmicort®)

Oral corticosteroids (e.g. Medrol® and prednisone)

Leukotriene modifiers (e.g. Singulair®)
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Physicians may also prescribe:
Dietary therapy, including eliminating foods thought to bergéns
A hypoallergenic, elemental formula to maintain pramegtrition. Some patients may require tube feedings
directly into the stomach.

For more information
Seewww.clinicaltrials.govfor more information on current clinical trialg fthis disease.

Medical News of Interest

Left Side? Right Side? Upside Up?

There have been a number of recent studies that loolkediaposition and GERD. Studies in adults generally show
that lying down flat provokes reflux and sitting, realip with the head elevated, or laying on the left sidh knees
tucked up is helpful. One study showed the adults lying onléfeside burped more, especially when their stomachs
were emptyhttp://www.ncbi.nim.nih.gov/pubmed/17244163

Evidence based medicine looks at the strength of evidéviwen grading 2039 studies of lifestyle changes for GERD
in adults, researchers found “Grade B” evidence that segmptoms improve when raising the head of the bed.
Interestingly, they found little or no actually proof tlabiding alcohol, tobacco, chocolate and high fatlsnearuly
helpful. http://www.ncbi.nlm.nih.gov/pubmed/16682569

An a similar comparison of 43 lifestyle change studies datrechildren, the analysis showed little evidence tloalyb
position is important. They did find that a 60-degree sepdsition (most infant seats and car seats are abisttig)
can provoke reflux compared to face down flat. The evid@dace down shows it to be helpful but raising tead
of the bed isn’thttp://www.ncbi.nlm.nih.gov/pubmed/11814369

In 2004, researchers studied the number of reflux episodebamnate of gastric emptying in a group of ten preemies
They looked for burps, reflux and combined liquid/gas reflut burps). They found that right side positioning
provoked more reflux episodes despite the fact that theastoemptied faster in this position versus left sideglyin
http://www.ncbi.nlm.nih.gov/pubmed/15289766

In a separate study in 2007, a group of Australian reseatenspted to decrease reflux and speed up gastric
emptying in preemies. They looked at which body positias best immediately after a meal and whether chanlgéng t
baby’s position an hour later could help. They gave terrmpies a meal and placed them on their left siddnéfirst
hour and then shifted them to the right side. Theegyaivas reversed with the same ten babies being pladbdion
right side and flipped to the left after another m&hk conclusion was that the right side position is helpfthe first
hour after a meal but the left side should be down aftdrour http://www.ncbi.nlm.nih.gov/pubmed/18035135

In the very same medical journal, a different groupesearchers also studied 22 preemies who had trouble with
spitting up and low oxygen levels after feedings. Eadbylwas monitored face up, face down, on the left side and on
the right side. Face down reduced acid exposure the mostfaniié was also quite helpful. The left side position was
most effective immediately after meals and the thmen position rated better a while after meals.
http://www.ncbi.nlm.nih.gov/pubmed/18035136

Swiss researchers analyzed that data from the onpitabs Geneva and found that the Back to Sleep campan ha
decreased the number of deaths due to SIDS by 50% budsadréhe number of apparent life threatening events
(ALTES) by 700%. They found that 75% of the babies seémeatmergency room for an ALTE had GERD. They
found that treating the GERD prevented recurring ALiFEall but a few children.
http://www.ncbi.nlm.nih.gov/pubmed/17052284

Time Release to Dual Release

Takeda Pharmaceuticals is developing a variation of Bid®aTAK-390MR, an enantiomer of lansoprazole, employs
an innovative dual delayed release technology, which igmedito provide two separate releases of drug for extended
duration of acid suppressidnttp://www.medicalnewstoday.com/articles/108150.php
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Incisionless Surgery in Pre Teens

Several companies have developed ways of doing a fundoplitatigoing through the mouth instead of through the
abdominal wall. The technique is called “Natural Odffsurgery” (NOS), Transoral Incisionless Fundoplicafidir)
or “Endoluminial Fundoplication” (ELF).

EndoGastric Solutions announced that their EsophyX® devaseused to complete this type of surgery on a 10 year
old child in the UShttp://www.centredaily.com/business/story/795200.html

Bard, a competing company, has a similar surgery ustlayiae called the EndoCinch®. They are reporting good
results from the first group of 17 kids age 6-4#p://www.ncbi.nlm.nih.gov/pubmed/18223376

AcipHex Approved for Teens

Eisai Corporation of North America, announced that thedFand Drug Administration (FDA) has approved
ACIPHEX ® (rabeprazole sodium) 20 mg for the short-téumto eight weeks) treatment of gastroesophageal reflux
disease (GERD) in adolescents ages 12 and above.

Nexium Approved for Ages 1-11

AstraZeneca USA announced that the FDA has approveshtineterm use of Nexium® in children 1 to 11 years old
for the treatment of gastroesophageal reflux disease PEERe agency approved Nexium® in two forms: delayed-
release capsule and liquid.

Remember Your Flu Shots

The Centers for Disease Control says these peoplgdspet vaccinated each year:
- Children aged 6 months up to their 19th birthday
Pregnant women
People 50 years of age and older
People of any age with certain chronic medical conditions
People who live in nursing homes and other long-terma feailities
People who live with or care for those at high riskdomplications from flu, including:
Health care workers
0 Household contacts of persons at high risk for comjuicatfrom the flu
o0 Household contacts and out of home caregivers of enildiss than 6 months of age (these children
are too young to be vaccinated)

Patient Assistance Programs

From the Washington Post (July 1, 2008 Health Sechifte)y surviving a diabetic coma in 2001 and losing her health
insurance in 2004, Hewitt, a freelance writer based in Fort MyEla., found herself financially devastated. In the face
of mounting prescription costs, she turned to a little-discusséoinoptthe ongoing debate about providing health care
to the un- and underinsured: prescription assistance programs (PAP&vé found enough programs | financially
qualify for to cover $8,500 of my $10,000 annual prescription billWittesays. "That's a lot of dollarsRead the full
article: http://www.washingtonpost.com/wp-dyn/content/article/206827/AR2008062703044.html|

Insurance Companies offer more than just coverage

A growing number of insurance plans offer speciallynidicase managers to help patients during a majorsillnes
Many insurance providers also offer disease-managenmagiams, which focus on patients with a chronic condition
such as asthma or diabete&p://online.wsj.com/article/SB121954162768766735.html?mod=googlenajys_w

Taking Your Medications Properly

A new study reveals that patients with gastroesophaga disease (GERD) who receive proton pump inhibitor
(PPI) drugs require fewer health care services and iowar costs if they conform to the recommended usage
frequencyhttp://www.medicalnewstoday.com/articles/116635.php
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PPIs for Exercise Induced Asthma

A small group of adults with exercise induced asthma wer@a galgeprazole (AcipHex®). All patients experienced a
significant reduction in asthma symptoms, particularly pédigvith an abnormal pH study.
http://www.ncbi.nlm.nih.gov/pubmed/1868872

Reglan Maker Found Negligent

Elizabeth Conte took generic Reglan® for four years andldpeed debilitating, permanent, tardive dyskinesia.
Because generic manufacturers do not produce literatorg their product, her doctor had relied on literature
produced by Wyeth Pharmaceuticals which makes the name Regit@h®. This includes the descriptions of side
effects that Wyeth supplied for the Physician's Deslktieate and the package insert that comes with both lorzme
and generic versions of the medication. In a complidaigdand series of appeals, the court ruled that Wieth
negligent for underrepresenting the dangers of the mawtichttp://www.metnews.com/articles/2008/cont111008.htm

Potential New Drugs Being Tested (Not Ready for Pri  me Time)

Addex Pharmaceuticals has been developing a new drug éyatdpe will work for GERD. Interestingly, the
medication is also being tested to prevent migraamesthey theorize it may eventually be tested for Radki’s
Disease. ADX10059 is a negative allosteric modulator @édbwropic glutamate receptor 5.
http://www.addexpharma.com/pipeline-old/adx10059/adx10059-in-gerd/

Researchers from a pharmaceutical company in India had#ied the rabeprazole (AcipHex) molecule and named the
new version dexrabeprazole. They are currently condudimgat trials. www.ncbi.nlm.nih.gov/pubmed/17696229

Takeda Pharmaceuticals is developing a variation of Bid®ecalled dexlansoprazole. It is already in Phaseallstin
Japanhttp://www.ncbi.nlm.nih.gov/pubmed/18821474

AstraZeneca has several prokinetics in developnhéipt//www.ncbi.nlm.nih.gov/pubmed/18924449

Brazilian researchers gave 176 GERD patients nutritiarpdlements including melatonin, I-tryptophan, vitamin B6,
folic acid, vitamin B12, methionine and betaine. Aup®f 175 control patients received omeprazole. All 176 patient
receiving the supplements reported 100% resolution of GBRIptems after 40 days. Of the patients taking
omeprazole, 115 reported improvement of symptoms. Tp@esments did not provoke side effects during the study.
www.ncbi.nlm.nih.gov/pubmed/169487.79The Sacramento Bee stomww.sacbee.com/107/story/1091289.html

An interesting case study has been published about an aduitavtied to try “natural” treatments to help heabge
to stop PPI treatment which she feared could make hempstosis worse. She tried D-limonene but symptoms
returned each time she stopped taking it. She then trieckéat of supplements including melatonin, 5-hydroxy-
tryptophan, D,L-methionine, betaine, L-taurine, ribaflawitamin B6, folic acid, and calcium. It was effective
eliminating GERD symptoms and she was able to stapgdke PPI after 40 days on the supplements. The
supplements were stopped sequentially and it was determirteddhaing the melatonin correlated with symptoms
returning.http://www.ncbi.nlm.nih.gov/pubmed/1861607he author of this study has written books summarizing
research on vitamins used to treat various diseases.

GERD Guidelines Updates

The adult GERD Guidelines issued by the American Gastabetgcal Association were updated this year.
http://www.gastro.org/wmspage.cfm?parm1=598@ North American Saociety for Pediatric Gastroerndgypand
Nutrition has also announced that they will be undertakirgyigion of their Pediatric GERD Guidelines published i
2001.http://www.naspghan.org/user-assets/Documents/pdf/Posipmn® GERD. pdf

Infant Dosing Schedule for Prevacid

Dr. Khoshoo in Lousiana studied three treatments for GERI®. group of infants was given a single daily dose of
lansoprazole. Another group received the same amounedicine each day but divided into two doses. A third group
of infants was put on an extensively hydrolysed formitahe end of one week, 33% of the infants receivismgle
dose responded well, 66% of the infants with a divided dep®neled well and only 20% of the infants who were put
on the hypoallergenic formula responded well. By theddride second week, 66% of the infants receiving a single
daily dose were responding well. The infants in the féanguoup didn’t improve any more during the second week.
http://www.ncbi.nlm.nih.gov/pubmed/18376260
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Atrial Fibrilation and GERD?

The Journal of Medical Hypotheses contains untesteglidse The authors publish their theories with the hbpethe
novel idea will help patients and lead to new reseddoh. Swanson from the University of Chicago specdslin
looking at the medical literature and coming up with [mesly unnoticed links between diseases. His newestytl®or
that acid reflux might be the trigger factor for athdetdno have episodes of atrial fibrillation (quivery ameffective
heartbeat)http://www.ncbi.nlm.nih.gov/pubmed/18456418

Fast Acting or Long Lasting?

Researchers measured the pH of stomach acid in volamtier taking four different things that can reduce acidit
glass of water cut acid levels (to a pH of 4 or befterinost subjects after 1 minute but only lasted 3uteis. Antacids
worked in 2 minutes but only lasted 12 minutes. Ranitidia@i@c®) worked after 50 minutes and 1/3 of the patients
still had good acid levels when the study ended at 6 hoarsptzole (Prilosec®) took 171 minutes to reduce acid to
acceptable levels and all but one patient still had goaeld at 6 hours. Esomeprazole (Nexium®) worked after an
average of 151 minutes and all patients had good levelsaatr§.fiRabeprazole (AcipHex®) worked after 175 minutes
and all patients had good acid levels at 6 hduitg://www.ncbi.nlm.nih.gov/pubmed/18473176

Domperidone Study in Preemies

Italian researchers studied whether domperidone (MotBiusrone brand name) could decrease reflux in preemies.
They found that the number of reflux incidents actualktyeased. They theorize that this is because preemies are
known to have uncoordinated contractions in their digesystem - so increasing the power of the muscleaions
may have backfiredttp://www.ncbi.nlm.nih.gov/pubmed/18580879

Newborn and Infant Prevacid® Studies

TAP Pharmaceuticals conducted a clinical trial to deiregrhow well lansoprazole (Prevacid®) is absorbed éeated
in babies. They found that newborns under the age of 1kswa®d a lower dose than infants over 10 weeks to achieve
the same blood levels of active dragp://www.ncbi.nim.nih.gov/pubmed/18590345

A clinical trial was conducted at six sites to lookisd efficacy and safety of lansoprazole in 24 newbags 28 days
or less) and 24 infants (from 29 days to a year oldd.gHh scores improved in most babies and the newbpitigps
less. A total of five babies experienced mild to modeséade effectshttp://www.ncbi.nlm.nih.gov/pubmed/18590344

Seasonal Allergies and Eosinophilic Esophagitis

A study of 234 children diagnosed with Eosinophilic Esophadé@monstrated that more children are diagnosed in the
summer. The rate of diagnosis is lowest in the witnti#p://www.ncbi.nlm.nih.gov/pubmed/17450024

Potential New Tool for Diagnosing Eosinophilic Esop hagitis

Patients with EoE are normally diagnosed after an eogygsand biopsies. Most patients are retested on a freque
basis. Researchers are developing a test to chediefprésence of eosinophils in the esophagus withouett: for
an endoscopy or biopsies. They are having the patietibsna special string coated with gelatin, pulling it backhup
next day and then checking for traces of eosinophith@string.
http://www.medicalnewstoday.com/articles/116742.php

Eosinophilic Esophagitis Clinical Trial

Oral Viscous Budesonide (OVB) is an oral formulation wfidsonide, the active ingredient in several pharmaceutical
products already approved by the U.S. Food and Drug Admitostifar the treatment of pediatric asthma, allergies
and Crohn’s disease. OVB will be studied in a clinical in pediatric eosinophilic esophagitis (EoE) patients
beginning in December. More information about the t#d be found atww.clinicaltrials.gov or by consulting your
local physician.

Clinical Trials are a type of research to find out whetheatments are safe and effective. Every clinital has a
protocol, or action plan, which acts like a “recipe” émnducting the trial. Participating in clinical triadsone way that
patients can help researchers improve treatments anchiegse about diseases. Clinical trials are conducteutding
to strict scientific and ethical principles. In maesises, clinical trials are free to participants.oBeparticipating in any
trial, patients are given full information about any ptitd benefits, any potential risks and any logistfeators to help
them decide whether or not to participate.
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Organizational News

Spanish Language Pediatric GERD Outreach Project

www.ReflujoEnNinos.org - launching in 2009

At PAGER, we have been longing for funding to do atheto Spanish speaking families. We always knew these wa
a need and the numbers we found are astonishing! The Hidgdimo/population has grown from 14.6 million in 1980
to 41.3 million in 2004. Between 1990 and 2003, the Hispanic pipulgrew by 61%, making it the fastest-growing
group in the US. About 30 million people living in the Unitgtdtes speak Spanish as their language of origin. Less
than half of them feel that they speak English "very W#lisits to the doctor for GERD-related complaints aigo
children in Spanish speaking households have grown 60% patieeveral years. Health professionals are freguent
requesting independent, high-quality health informatioBpanish. It is estimated that one-third of the U.Sp&hsc
population is online, which translates into 15 milliorBUHispanic internet users.

We are pleased to announce that PAGER Associatiorebeised unrestricted, educational support from Takeda
Pharmaceuticals Inc, Eisai and the Demarest Lloyd Jr. etiondor Phase | of a program to bring pediatric GERD
information to Spanish speaking families. We have developleica year program with several goals.

This year (Phase 1), we will translate 100 of the 3@0rmational pages fromww.reflux.organd create a mirror site
in Spanish atvwww.ReflujoEnNinos.orgThe basic documents are finished and can be printedlVe found a
wonderful translator who is certified in this type @frislating and she is over halfway finished. We also headical
reviewers ready to approve our materials. We recraitedstarted training Expert Parent Volunteers who speak
Spanish to provide one-on-one information and supporthoeag e-mail and our web site forums. We are tranglat
our basic brochures and flyers into Spanish and develpoistgrs and booklets that are easy to read.

In 2009, the internet siteww.ReflujoEnNinos.orgvill be finished and we will be publicizing the offici@unch. We
are working with a clinic in the DC area to critique aest-drive the materials and teach classes on refl@panish.
We will also be working with the clinic to improve aveness among their staff and create an outreachopleork
with other clinics in other cities. The goal is to disite printed materials in Spanish to health infornmatiotlets
catering to clients who do not have internet access.

In 2009 and 2010, we will be attending medical conferercesake doctors aware of our new materials. We widl als
be developing a compact display about GERD that any dmiRAGER member can borrow to set up at local health
fairs aimed at the Spanish community.

Please contact us if you are fairly fluent in both Eighnd Spanish. We will need as many people as possibkdlon
to help chat with parents during the first weeks afterlaunch ofvww.ReflujopEnNinos.org

PAGER in the News

PAGER was mentioned in an article in the Wall Streetriid on July 22, 2008. The article was titIBaby Crying?
Doctors Say It May Be Acid-Reflux Disease.

Olivia Manganello was 1 month old when she started screaming, usigaliafter she nursed. Her family tried
switching to formula, then different formulas, but nothing helpadlly a pediatric gastroenterologist diagnosed
gastroesophageal reflux disease (GERD) and put Olivia on Pepcidvdlddys, she was a completely different baby,"
says her mother, Trina Chiara of Avon, Conn.

PAGER staff Beth Anderson and Jennifer Rackley were iteed along with PAGER volunteers Erica Hale and
Melissa Willard and four doctors; Bryan Vartabediarkrgimn Khoshoo, Jeffrey Hyams and Barry Lester.
Read the full article by Melinda Beck fatp://online.wsj.com/article/SB121666668803871055.html
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Sick Humor

The official reflux tree - Picture by MaggieMom No caption needed! - Picture by y®Bdith

Thanks for Your Donations

JOIN DONATE

Thank you to Meritage Pharma, Inc. for providing an urictstt educational grant.

We are grateful for recent donations from Al and Jadulsifer, William and Sharon Coale, Brian and WeBdgter,
Percy Adams, Ben Black, Antoinette Bonee, Lisa Broyi#sjstina Christofilakos, Virginia Cunningham, Lauren
Decosimo, Kent Eckstrom, Amanda George, Sarah Grones Haurell, Suzanne Hensley, Barbara Hunt, Eric Jungst,
Kristy McKay, Paul Merson, Paul Newell, Janine NoNlfaria Paris, Amy Phimister, Robert Ruttenberg, Sukhvi
Samra, Jennifer Smith, Julie Speer, Kim St. Mary, Jefd&k, Elisabeth Thornhill, Ronald Walls, Heather McOgski
Kalpesh Patel, Bonnie Petterec, Aaron Ziegler, BrandidBgBlonald Boling, Elizabeth Simcox, Ronald Wallsiritea
Leidecker, Rachel Ducharme, Jennifer Lexell, Kimberlgr&hKimberly Pluck, Julio Zamudio, Lesa Redfield, Nirmal
Subramaniam, Elina Berkovich, Kiera Burbige, Lauren Ribslein Arthur Marquez, Barbara Hunt, Jeffrey PettusaTer
Fitzer, Renee Million, Jodi Gaulin, Linda Heller, Tham&aring, Brian Goffinet, Reilene Manalang, Kara Neatht

Lisa Broyles, David Pipkin, Kelly Haggerty, Eunice Rodrigueynn Gagne, Kelly Haggerty, Axita Patel, Paul Newell,
Paul Merson, Madeline Schymanski, Susan Cazzetta, Daith, Dilip Vishwasrao, Africa Brown. We also have
several anonymous donors who set up monthly donatiomsghremployers or our Donate Button.
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From the Trenches

Jennifer'e Blog - Acid Reflux and Art Therapy: What washable paint taught me about Ella's pain!

| just had to share this picture with all of you at l#e&entral's Acid Reflux site. Last night | was tryitagkeep the
girls busy in that time frame between finishing dinnet gatting ready for bed. My husband's work hours conkist o
him being gone the majority of the time the girls axale. | am getting creative at keeping them busy with@mth
being too wild. Last night we painted pictures on the kitdtaor with washable paint.

This picture is what our refluxer Ella painted. Ella waadjng the brush into her paper and flinging paint as she
painted her picture. Much different than what her sisterg doing. She didn't look mad, just determined. | wisgit
there painting with the girls so | asked her what shepaaging. She said that it was a picture of her turhonying.
(The top left being her tummy and the bottom righh§eahem, other issues).

Most of you know we tried to wean Ella from her Gl métks again. We were down to half a dose and were wading
see how she was going to do. She did not do wellifastliut it has been several months, the last timeiae was this
past summer. Her pediatrician suggested trying it once seone did. It has not been good. She started with the we
coughing pretty fast but we wanted to give it more fjus¢ to be sure. | know sometimes the transition rid kaen if
they CAN be weaned. So, against my better judgment, weatead and waited a few more days.

Ella ended up choking and aspirating on her stomach cent&me couldn't breathe and was just turning colors and
staring at me bug-eyed. | am sure a lot of you with rdflbies know exactly the face | am talking about.uld¢thave
gone the rest of my life without seeing that kind of logkia. Thankfully at 3.5 Ella is much better at coordinatiag h
cough to get stuff up. We are now watching for fever lukishe coughed everything out.

After that episode she started crying (and she is notrglainer or crier) and begged me for her "medicirfextit’. It
is good that she can articulate her pain in some waysasadd in others. We went back to the full dose on her
medicines. She is not feeling 100% but we are hopeful 8hghaw some improvement in the coming week.

| wanted to share this story with you because | want yao &thow that you are not alone in this struggle and treat ev
those of us who are labeled "experts"” still have rough diaymed, yet again, to the wonderful parents at PAGEB w
continually offer their support! For which | am etergajtateful.

| also think that when you have toddlers, that can nmiudaite completely how they are feeling, art can bwaderful
tool. It had not been on my mind the night we staptdting but in hindsight it is a wonderful way for a chid
express their pain. | wish | had thought of it soonés!dtfun activity to do with your children and if it ob&s you
something about how they are feeling then that isneauable lesson!

Jennifer Rackley, BS Dietetics
PAGER Volunteer Services Coordinator and Blogger

By Ella Rackley, Age 3. The red in the upper left is Heart. The other colors are other digestive issues.
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Dear mommy:

This is your precious baby, the one that you just can’t wait td sa@.t wait to see you either mommy. | can tell you
that God gave me big beautiful eyes that light up the room, andeatbat will melt your heart.

He also gave me something called GERD. It makes it vedyfblame to eat mommy. You will get very frustrated with
me because | cannot seem to breastfeed like all the aib&rsbyou have seen. It is painful for me mommy. It's not that
| do not want to be close to you mommy. | want to be close woymadly, but it hurts to swallow mommy. And | arch
and push away and cry- but it's not at you mommy, please do nothhinkt’s the pain mommy. And please, don't be
mad at me when you feed me and put me down to sleep and | am awake Xlatéruend | do this over and over,

and never seem to sleep. And | always seem to want tgseatt that | do not want to sleep, or that | always want to
eat. It's that the acid starts hurting my tummy and throat and mdkesometimes feels good going down my throat.
But then it starts to burn again mommy.

| am sorry | can'’t eat like other babies, that | make thisexy hard on you. | am sorry that feeding me it’'s not an
enjoyable and bonding experience like you always thought it wouldub&pBomise you mommy, we are bonding in so
many other ways. Because you are the only one that can makd bettBganommy. In your arms, | still feel safe and
secure through all the pain.

Please let daddy know that when | cry when he holds me it's not bearselove him. It's that God gave you a
special touch, a special warmth, a special presence that oglyuith can find. This is why | want you to hold me all the
time mommy. It's not that | do not want to let you restttiés in your arms it's where | can only find rest. When | grow
a little older, and you try to feed me all those wonderful vegetadohd fruits you so lovingly peeled and pureed just for
me- please do not be upset when | choke and gag on them and spit thésrattthat | do not want to eat them
mommy. | so wish to be able to eat that special meal you justder me. It just scratches and hurts my throat mommy.
| can’t help it. It fells like sand going down my throat. Andestames the food starts coming up my throat as | am
swallowing it and | have to cough. And throw up. But don’t give up omomemy. Please try again some other time.
It's Ok if | have to eat cereal again for dinner.

I am still little mommy. | will get better, you'll sdés OK if you cry mommy. | know it's because you lovesoneuch
and you hate to see me in pain. But it will get better morhprgmise. In those very dark days and nights, when | seem
to always cry, not eat, not sleep- do not give up on me.

In the midst of it all, it makes me feel better that g@ithere with me. And | thank God so much that He gave you as
my mommy. Because not every mommy out there would havedéeltee, patience, perseverance and strength to
take care of me. Someday | will let you know how very gratafulfbr the countless sleepless nights and days, for the
rivers of tears you shed. But meanwhile look at my smilekttimyhand grasping your finger, my caresses to your face,
the way | look at you when you hold me, my hugs, my kisses as kg/tthgau. | may need to be on medicine for a
very long time mommy. But don’t feel bad- it helps me mommy.

And this is in no way your fault. It's nothing that you ate tfsate me GERD. It's God’s way of making us closer. It's
God’'s way of making you closer to Him. It's God’s way of teachsithe priorities in life- God, you, daddy and me.
It's God’s way of teaching us to be thankful- for everything.®bd’s way of teaching us not to take anything for
granted. You will cherish every moment we spend together naonenyn You will cherish all my milestones and
accomplishments more- and thank God for them. You will re&litét ttould have been worse mommy, that | could
have been born much sicker. And you will have a new appreciatiorefandneverything God has given us mommy.

I hope you still want to see me mommy. Don’t worry, | am dda@ But God will get us through this. He will never
leave us or forsake us. With lots of Love, Your beautifullsabiis is a letter | wrote from my experience with my
beautiful daughters. I hope it helps some of you reading my expedad all that | have learned so far. It's not over
yet for both of them. But God is with us. | miss you all wargh.

God Bless. Melany
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HI!

| am a past member of PAGER. My son was born ratistraind just never seemed right. He could not ever slesp m
than 20 minutes at a time. | talked to everyone, inctutis doctor who thought | should just let him crgit. This
baby of mine would cry forever. OK, | would only let him #to 10 minutes, but his cry was primal, different than
mad. This went on until he was nine months old. kguicup my LLL blue bible on breast feeding, it made alsmal
mention of your group that changed our lives forever.

| went in to my son's doctor and insisted that hedmted for reflux, even though he was not losing wemhdpitting

up, he had night cramping, and day cramping since birth. Adasbetter judgment he gave him a small dosage that
worked for a few days then went back to the same pigngalf you have ever heard that cry, it is beyond angdwor
group of words that can explain a newborn infant screamingpékeas being tortured, well he was, from the stupid ice
cream Mommy had that day.

We then went to a specialist, only after | found yoebsite and emailed, then called one of your "angels"velfymed
me decide our next plan of action. The specialist saifirieloctor's prescription of dosage was severely uddsed
for his weight. The first doctor was just trying to make nappy and had no real belief it would work. Well the
specialist increased the dosage. Nothing. They thethdidndoscopy with biopsying on the way out. The noowiil
count for white cells in a stomach is 10 to 12, mylsad more than 40. They actually stopped counting at 40.

Over the next few months we trial and error with metian, until we got to Singulair and Prevacid. It Whks a
rebirth. My son who was happy, outside the pain, now sleptNIGHT!! He had not ever done that, in his whole 10
month life. Needless to say he is now off all meds agddat. He still does not like milk, who would?

What | want to say is when | had no hope and no onewdutd believe me, your website was there. As | held him
tight several nights reading blogs, trying to find answer my baby, you provided me with what | needed -
information and self esteem. Doctors can be wrong, youeaight. It made all the difference in my family'gdis.
We now have three kids, the first just had colic. Tloese was diagnosed with esophillic gastoenteritis. Thd ihil6
months old - we are starting to question his sleepingaihuld to thrive recently with a loss of two ounceshia past
two months.

| hope that you can continue to change lives and offer suppograteful mom.

Advertising

Nuts and Bolts

book for Parents
Caring for a

Baby or Child

with Acid Reflux

"A Must Have"
www.makinghfebetter.org

www.makinglifebetter.cot www.tuckersling.cor www.ambybaby.coi
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www.refluxbook.con www.reflux.org/advertis

Disclaimer: This publication contains advertisementgpfoducts and services provided by third party advertisers
PAGER makes no warranty as to the safety, usefulnes#fiaacy of any such product or service. Acceptance of
advertisements in this publication does not constitutenglorsement by PAGER of any project, service, or cognpa
PAGER will not be liable for any injuries or damagasised to a reader as a result of acting upon or usngpttient
of this publication, or the purchase or use of any arbegis product or service.

Important Details

We need your current contact info

Did you get a paper copy of this issue? If not, we dontave your full, correct name and mailing address.

Every time we send an e-newsletter, we get a lot of tEmimessages because people switch e-mail account& Pleas
keep us updated with your e-maiid street address. Sign onwvw.reflux.organd correct it yourself using the "sign
on" link on the green bar. Or send a notgeogroup@aol.cowith your newand old contact info. If you want off the
e-mail or mailing list, send a note specifying which &idus who you are so we can find you in the da&bas

Get the practical help you need

Volunteers are standing by to take calls from parenisa@azing volunteers are well-trained and all haveliggslof
their own. Send an e-mail teergroup@aol.coror call 301-601-9541.

Participate

This is YOUR newsletter. What would you like to see?tWeo have a mix of news and “human interest” pieces
stories from the media or from our members thatedtaacid reflux. Send us clippings, comics, internet,sites
interesting products or your GERD story.

Sharing is nice
Please pass this newsletter along to friends and farhityhave reflux. Professionals, too. We hope they wilksribe
once they see what we offer.

Why ads?

Because they help defray the cost of our web sitesle&er, volunteer training, travel to medical confiees and
insurance. If your corporation wants to sponsor an isspéace an ad, please contact us.

Why Join or Donate?

When youjoin PAGER or make donation you are allowing us to offer much-needed support and infamit
parents and patients. You also help us to be able &ctdtfie information we bring you. Donations are tax dolec
Suggested donation is $25+ to call yourself a “supporting mémber
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Spam Free Guarantee

We do not share, sell or rent our mailing list and we dglace pop-up ads on your computer. PAGER makes a small
request for donations in every newsletter and we efidsyou one e-mail per year asking you for a year-endidona

Forgot your screen-name or password?

If you know your screen name, you can ask the servembyou an e-mail with your forgotten password. Or drop us
an e-mail from the same account you used when you signaaduwe will tell you your screen name.

Contact and Subscribe info

Pediatric Adolescent Gastroesophageal Reflux AssociatPAGER
Beth Anderson, Editor

PO Box 486

Buckeystown, MD 21717-0486 USA

301-601-9541 Message Line

gergroup@aol.com

www.reflux.organd www.reflujoenninos.org (soon)

Please make
copies of this
newsletter and
pass them on

Why subscribe?

When yousubscribeo Reflux Digest, you receive FREE news about GERD dsaweldvance warning of meetings,
contests, new publications, etc. If you are receitfignewsletter directly from PAGER, you have alresulyscribed.

If you got this newsletter from a friend and want yownaopy, go tavww.reflux.organd register for free newsletters.
Reflux Digest issues are posted to our web sitenat.reflux.orgseveral months after they are e-mailed out.

To Unsubscribe

Send a note tgergroup@aol.corrRemember to tell us who you are so we can find gdhe database and PLEASE
use the word UNSUBSCRIBE in the subject line. We det af e-mail and this will help ensure you don’t reeei
more e- newsletters. Do you want your address takeheffearly paper mailing? Let us know.

WWW.REFLUX.ORG

PAGER Association

PO Box 486

Buckeystown, MD 21717-0486
Address Correction Requested



