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Is PAGER truly HELPFUL or just nice to have?
Usually, we put letters from our members in the back of Reflux Digest. This issue leads with a letter. Why?
The Director of GuideStar was talking to reporters about the recent decrease in charitable giving. “I found myself
emphasizing two points: in this new era, nonprofits are going to need to be more efficient and more effective. They
will need to demonstrate their ability to make an impact like never before. Second, donors will need to be more
thoughtful about how they allocate their scarce dollars and make sure their dollars are going to the highestperforming organizations.”
We hope this letter shows you how PAGER really helps families.
Hello, Beth!
I contacted you from here in Minnesota several years ago (2001) regarding my daughter (with then-undiagnosed
reflux) and received wonderful support from you which contributed greatly to our helping with treatment both for
our daughter and for our son who was also born with significant GERD and other GI challenges. Every once in
awhile I realize that I don't take the time often enough to tell you how much we appreciate all that you did not only
for our family but also for the cause of ped reflux recognition and treatment altogether.
For a few years after our experience with our children's reflux, I found myself supporting and educating MANY other
parents locally as I came into contact with others in the same situation. Over recent years, however, I've discovered
that reflux is now readily recognized by most pediatricians and that GI specialist referral and treatment often come
to parents through medical professionals with little effort. Every time I hear a story about someone with this "easy"
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access to diagnosis/treatment, I think of you. I'm so grateful that ped GER is now widely understood among medical
professionals; this outcome is definitely attributable to your commitment to the cause, Beth, as well as Jan and
others who have stood behind you as you pushed on through the years until you finally (FINALLY) saw results.
New parents now have no idea that not even a decade ago most of us couldn't get help from the medical community
no matter what we tried -- that we were at (or beyond) our wit's end trying to cope with the stress, despair, fear,
isolation, and exhaustion. You have single-handedly changed the face of pediatric GERD recognition, support, and
treatment in the United States and beyond. Although I realize you are fully aware of that, I just want you to know
that there are others of us out here who stand in awe of all that you have done; I am so incredibly grateful that other
parents now have much greater access to care for little ones with reflux!
Our daughter, Annalise, is now 8 1/2 and our son, Luca is 6 1/2. Both have had significant sensory integration
issues to address which I realize now contributed greatly to the symptoms we saw with them when they were babies. I
have learned over the years that there is rarely one certain, all-encompassing answer to significant
physical/behavioral symptoms with infants/young children -- no "magic bullet" -- but rather that it's like working on
a puzzle; you slowly and methodically find one piece after another that help you put together a bigger, broader
vision of all that's happening within their little bodies and how best to address each issue.
I've learned over time that I need to follow my own instincts in pursuing help for my kids and yet maintain balance
within the framework of understanding that effectively supporting my children with their uniquely individual needs
will likely remain an ongoing learning experience throughout my life as a parent. For the first few years of
parenting I kept thinking that if I just read/learned/researched/asked "enough," I'd have all of the pieces put perfectly
together and be able to move into confident and knowledgeable parenting... Ha.
To be a mentally and physically healthy parent, we must face one day at a time -- no more and no less. Reflux was
the first major hurdle in our puzzle, and I don't know what we would have done without your support and advice.
Having the right people behind one as a parent makes ALL the difference, doesn't it?!!! As we've moved through the
years learning more about GI and diet issues, sensory integration, and autism spectrum disorders, we've worked
along the way with so very many other specialists/professionals/friends who have blessed us in truly amazing ways
just as YOU did in our family. I know it is true that you have touched many, many other families, Beth, and I just
wanted to take the opportunity again to say "thank you" from all of us out here who have benefited from your
enduring fight for our children's GI health (and for the sanity of their parents)! :)
Much love,
Joe, Jeanne, Annalise and Luca

Dear Jeanne,
Thanks so much for your kind words! Diagnosis has improved dramatically in the
past 8 years since you got in touch and the 17 years we have been helping
families. Now we need to reach parents who don’t know about GERD (Spanish
Project) and help find the causes of reflux (Genetic Research Team). There is a
lot more to be done!

Please make
copies of this
newsletter and
pass them on

Beth and The PAGER Team

Dear Reflux Families and their Friends,
Your donations help us reach more parents. Donations dropped off in 2008 and we are less than
half way to our 2009 goal. We are getting great donations from corporations for our Spanish
Outreach, but we may need to slow down and scale back unless we get more donations from the
public and our members. And we have several other projects that are not yet funded. (One very
cool project is a secret. Call and we will tell you about it.) Please help if you can.
2009 Donations

Donate by clicking here
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Medical News of Interest
Reglan Black Box Warning
Over the years, PAGER Association has received numerous complaints of movement disorders in children who took
Reglan (metoclopramide). We have strongly urged anybody who sees a reaction to contact the FDA. Apparently,
they have received a lot of reports. The FDA has issued a BLACK BOX WARNING. This is the strongest warning.

WARNING: TARDIVE DYSKINESIA
Chronic treatment with metoclopramide can cause tardive dyskinesia, a serious movement disorder that is often
irreversible. The risk of developing tardive dyskinesia increases with the duration of treatment and the total
cumulative dose. The elderly, especially elderly women, are most likely to develop this condition.
Metoclopramide therapy should routinely be discontinued in patients who develop signs or symptoms of tardive
dyskinesia. There is no known treatment for tardive dyskinesia; however, in some patients symptoms may lessen or
resolve after metoclopramide treatment is stopped.
Prolonged treatment (greater than12 weeks) with metoclopramide should be avoided in all but rare cases where
therapeutic benefit is thought to outweigh the risks to the patient of developing tardive dyskinesia.
This medicine may be vital for some children, but it needs to be used much more carefully now that we know so
much about the side effects. You can read an article about tardive dyskinesia (TD) that was written by PAGER Board
members Beth Anderson and Ed Freeman. TD is easy to miss unless you know what all the variations look like.
http://www.reflux.org/reflux/webdoc01.nsf/487b3ba0c2f1a4ff85256ff30009f061/6472ef5bda1863778525703b005b9
c3e/$FILE/Tardive%20PGMay04Article.pdf
If you have seen problems, please report them to the US Food and Drug Administration by logging on to
www.MedWatch.com or calling 1-800-FDA-1088. See the FDA site for more information:
http://www.fda.gov/NewsEvents/Newsroom/PressAnnouncements/ucm149533.htm
Proof of Genetic GERD!
Researchers in Galveston published a case study of a baby who came to the emergency room with severe reflux and
failure to thrive. Genetic testing revealed that the baby is missing a small piece of Chromosome 13. The missing
piece is in the q14 area that contains the GERD 1 gene first identified by researchers from the Center for Genomic
Sciences in collaboration with PAGER Association.
Molecular cytogenetic characterization of an interstitial de novo 13q deletion in a 3-month-old with severe pediatric
gastroesophageal reflux. American Journal of Medical Genetics A. 2009 Feb 15;149A(4):751-4. PMID: 19291769

The research team at the Center for Genomic Sciences is still seeking families with a history
of severe GERD to donate saliva samples. They know the gene is in a small section of
Chromosome 13, but they need more samples to help them find the exact location. Call 888887-7729. The center has a web site with information about the study at
http://centerforgenomicsciences.org/research/flyer.html.
The original article about finding the gene is now available online: http://jama.amaassn.org/cgi/content/full/284/3/325
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PPIs and bone density
An article published in the Journal of the American Medical Association received wide spread press coverage two
years ago and is back in the news. Researchers studying a database of patients in the UK found that older adults with
hip fractures were more likely to be on a proton pump inhibitor (PPI). The theory is that using a PPI may interfere
with the body's ability to absorb calcium from foods.
This conclusion is not shocking since many vitamins and minerals absorb better when there is acid in the stomach.
Most will still absorb OK without acid but the best absorption happens when acid is present. There have been
isolated reports of low iron and low vitamin B12 in patients taking PPIs and other acid reducing medications.
This is valuable information that you should discuss with your child's doctor. Nutrition is very important for growing
bodies, but being pain-free is also very important. A PPI may be the only realistic option. You and your doctor need
to discuss nutrition and be sure your child gets enough vitamins and minerals to accommodate any poor absorption
issues.
This article has good coverage and comments from the three big PPI manufacturers:
http://www.webmd.com/content/article/131/117904.htm
There is an additional theory that you may want to discuss with your doctor: old or weak bone tissue is constantly
being reabsorbed by the body and rebuilt. Before it can be reabsorbed, it has to be dissolved - by tiny cells called
osteoclasts that produce acid deep inside the bone. Nobody has proof that those cells are being affected by taking a
PPI, but there is a theory that these cells might be disabled by taking a PPI or other acid reducers.
The full JAMA article is free at: http://jama.amaassn.org/cgi/reprint/296/24/2947?maxtoshow=&HITS=10&hits=10&RESULTFORMAT=&fulltext=ppi&searchid=1
&FIRSTINDEX=0&resourcetype=HWCIT

Plavix and PPI’s might not mix
In January, 2009, the Food and Drug Administration ordered the makers of the clot-reducing drug clopidogrel -- also
known as Plavix -- to conduct studies into the possible interaction of Plavix and a class of acid-reflux medicines
called proton pump inhibitors. Until those studies have been assessed by the FDA, federal regulators are advising
physicians to reconsider whether to start or continue patients on drug therapy that combines the two drugs. The
theory is that PPI drugs may be reducing the body’s ability to metabolize Plavix properly. There is also a theoretical
risk that PPIs could affect the way several other drugs and vitamins are absorbed. Talk to your pharmacist or doctor.
Read the full article: http://latimesblogs.latimes.com/booster_shots/2009/01/acid-reflux-and.html.
Choosing the Right PPI for Each Patient Saves Money
The Canadian province of British Columbia tried to save money on medications by telling patients to switch to the
cheapest proton pump inhibitor (PPI) for their acid reflux or pay for their own medication. Unfortunately, the result
was an increase in doctor visits, an increase in hospitalizations and a large number of patients had to be switched
back after jumping through paperwork hoops. All in all, the experiment was very expensive. Instead of saving $42
million, it cost the province over $43 million. [PAGER members have been claiming for decades that different PPIs
work for different people. – Ed.]
http://www.badgut.com/index.php?contentFile=news032&title=New%20Study%20Reveals%20BC%20Government
%27s%20Healthcare%20Silo%20Approach%20to%20Drug%20Policy%20Cost%20$43.5%20million
Lansoprazole May Cause Serious Diarrhea
Japanese doctors published a case report of a 70-year old woman who developed severe, chronic diarrhea. Intestinal
biopsies showed she had collagenous colitis. The diarrhea disappeared the day after the patient was taken off
lansoprazole and slowly reappeared when she went back on it. Each time she took lansoprazole, she was fine for a
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few months but then developed serious diarrhea. It took so long for the side effects to show up that her doctors didn’t
see the pattern for many months.
Lansoprazole-associated collagenous colitis: diffuse mucosal cloudiness mimicking ulcerative colitis. World Journal
of Gastroenterology, 2009 May 7;15(17):2166-9, PMID: 19418592.
PPIs Can Cause Rebound Acid
In Denmark, researchers gave a daily dose of a PPI to 60 healthy volunteers who did not have acid reflux. After
eight weeks, they were switched to a placebo. 44% of the volunteers in this group had some incidents of acid reflux
after going off the medicine. Another group of volunteers was given a placebo and only 15% of them reported
incidents of acid reflux after stopping the placebo.
Proton Pump Inhibitor Therapy Induces Acid-Related Symptoms in Healthy Volunteers after Withdrawal of Therapy.
Gastroenterology. 2009 Apr 9. PMID: 19362552
Baclofen Variation in Phase II Trials for GERD
Baclofen is a drug used for spasticity. It also shows promise for reducing the number of times that the lower
esophageal sphincter opens inappropriately. Unfortunately, baclofen has too many side effects and researchers have
been altering the molecule in an attempt to reduce the side effects. Xenoport has a created a version of baclofen that
has fewer side effects. Efficacy trials are looking promising according to data presented at Digestive Disease Week.
http://finance.yahoo.com/news/XenoPort-Data-Presented-at-bw-15404671.html?.v=2

Helping Families Understand and Manage Pediatric Gastroesophageal Reflux
ZERO TO THREE is a national nonprofit organization that informs, trains and supports professionals, policymakers
and parents in their efforts to improve the lives of infants and toddlers. They contacted Beth Anderson and asked her
to write an article for their journal. ZTT does not generally make articles available for free. They have graciously
agreed to do so in this case so PAGER members can benefit from the staff time that went into writing the article.
Read the full article: http://www.reflux.org/reflux/webdoc01.nsf/(vwWebPage)/ZeroToThree.htm?OpenDocument
Reflux and Tooth Damage
Children who have symptoms of chronic acid reflux are significantly more likely to have dental erosions than those
without reflux symptoms, according to a new study led by researchers at the University of California, San Francisco.
In a comparison of teens with GERD and without GERD, our kids were six times more likely to have erosion issues.
The researchers encourage dentists to look carefully for dental erosion in children with reflux.
Pediatric Academic Societies presentation. May 4, 2009
Reflux in Preemies
Reflux is so common in preemies that doctors assume a preemie has reflux until proven otherwise. Unfortunately,
reflux medicines are not particularly effective in preemies and have not been fully safety tested for preemies. A
follow-up study of former preemies two years after leaving the hospital looked for differences in weight and
neurological development. The data shows that the babies released on reflux medications had almost the same scores
as children who were not on those meds at the time of their discharge with some minor differences that may show
poor feeding leads to poor speech.
The smallest and youngest babies were put on reflux meds more often than babies who were only slightly premature
and slightly small. (Children who spent an unusually long time in the NICU or had chromosome or birth defects were
not included in the study.) Children who didn’t need reflux meds got out of the hospital sooner and the researchers
believe this may be due to fewer feeding problems in these babies. Some hospitals reported as many as 90% of their
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preemies under 42 weeks gestational age went home on reflux meds while other hospitals reported only 22% of their
former preemies were discharged on reflux meds. In light of the new warnings about Reglan, it is worth noting that
it is still one of the 10 most popular drugs in NICUs. [PAGER staff have been told by NICU nurses that some
hospitals put “all” their preemies on Reglan. – Ed.]
Use of Medications for Gastroesophageal Reflux at Discharge Among Extremely Low Birth Weight Infants.
Pediatrics 2008; 121; 22-26. PMID: 18166553
GERD Affects Nomadic Herders
Many people assume that GERD is a modern disease that is brought on by a poor diet and too much stress. But a
recent study of the Qashqai tribe members in Iran showed that 33% had weekly episodes in the previous year. Being
older, smoking, taking anti-inflammatory medicines and [oddly] eating fruits and vegetables increased the risk.
Prevalence and risk factors of gastroesophageal reflux disease in Qashqai migrating nomads, southern Iran. World
Journal of Gastroenterology. 2009 Feb 28;15(8):961-5. PMID: 19248195.
Looks like GERD
Celiac Disease has symptoms very similar to reflux and is on the list of things to consider if reflux symptoms don’t
respond to reflux treatments or don’t get better as the child gets older. A group of Dutch researchers just completed a
10-year study of children with celiac. A group of patients who had previously undiagnosed celiac was identified. The
symptoms that they reported were abdominal pain, diarrhea, constipation, irritability and very low energy. The
parents of these children also gave their children less than perfect scores when asked about their general health status.
After being treated with a gluten free diet, the children scored better on measures of sleeping, appetite, stomach,
motor functioning, social functioning, problem behavior, anxiety, positive mood and liveliness. Scores on
communication were excellent and did not improve with treatment.
Long-term Health and Quality-of-Life Consequences of Mass Screening for Childhood Celiac Disease: A 10-Year
Follow-up Study. PEDIATRICS Volume 123, Number 4, April 2009. PMID: 19336349
Eosinophilic Esophagitis/Gastroenteritis has symptoms very similar to reflux. The two diseases are quite difficult
to distinguish because biopsies samples may look very similar. Researchers specializing in EoE are trying to
document the best way to tell the diseases apart. This is very important because they respond to very different
treatments. One set of researchers is combining biopsy results with clinical history and symptom patterns. Another
set of researchers is exploring whether multiple biopsies from different places in the esophagus increases the
accuracy.
Eosinophilic esophagitis in children: a pathologic or clinicopathologic diagnosis? Archives of Otolaryngolical Head
and Neck Surgery. 2009 Jan;135(1):95-100. PMID: 19153314.
Histopathologic variability in children with eosinophilic esophagitis. American Journal of Gastroenterology. 2009
Mar;104(3):716-21 PMID: 19209168
Alkaline reflux was the cause of a case presented by geriatric doctors in San Antonio. The patient had heartburn and
severe nausea after stomach surgery. His doctors tried reflux medicines plus dolasetron, metoclopramide,
ondansetron and promethazine. They also discontinued all medicines that can cause nausea. The patient still felt too
bad to get out of bed. So they tried Diet Coke® because it is acidic. The patient improved dramatically.
American Geriatrics Society, Washington, DC, May 2008. Poster. Coca-Cola ®, A New Therapy for Reflux.
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Jennifer Rackley’s Blog
A recent article in the NY Times addressed the link between the use of PPI's and pneumonia. The study,
which was published in The Journal of the American Medical Association, indicated that those on PPI
medications had 30% greater the risk of developing hospital acquired pneumonias than the group not
taking PPI's http://www.nytimes.com/2009/05/27/health/27drugs.html. The study showed no increase for
those taking the medications Zantac or Prilosec.
The New York Times article talked with a couple of physicians who noted that PPI use could limit the
amount of coughing a person does, and that the lack of coughing could increase the risk for pneumonia.
Another theory was that the PPI use could increase the growth of certain bacteria, because the acid was
not present to kill those bacteria, and that could be responsible for the increase in pneumonia. There was
no mention made of whether those who are on PPI's, due to having conditions such as GERD, might have
been at a greater risk for pneumonia to begin with. That would have been an interesting area to discuss.
The doctors quoted in the NY Times article stated that perhaps those who do not need to be on these
medications, or who are taking them for prophylactic purposes, should not take them. There was,
unfortunately, no solutions or suggestion for those of us who HAVE to take these medicines. I decided to
do a bit of research on how to prevent hospital acquired pneumonia and these are the tips I would like to
share with you:
1. Practice infection prevention techniques. As in making sure that those you come in contact with,
especially when you are hospitalized, wash their hands and/or use the alcohol based sanitizers. Ask your
nursing staff to wash up between patients. We all want to be "polite" but when your health is at risk
requesting someone wash up should not be a concern. Ask visitors who have been sick to stay away and
limit visitors during cold and flu season.
2. Sit upright at at least a 45 degree angle. Studies have indicated that patients placed flat on their backs
had a much higher incidence of hospital acquired pneumonia than those who were placed at a 45 degree
angle http://jama.ama-assn.org/cgi/content/short/301/20/2120. If you have severe GERD you may
discuss whether a 45 degree angle is possible during surgery as well. This angle is especially important if
you are receiving any kind of enteral [tube] feeding during your hospital stay.
3. Cough and "deep breathe." Sounds silly right? Silly it may be, but coughing is your body's natural way
of clearing your airway. Since it was theorized that the cough suppression effects of PPI's might be part of
the issue ask your nurse or physician how to perform a cough and "deep breathe" in the way which is
most effective in clearing the lungs. Most hospitals will provide you with a sheet on this technique.
4. Talk to your doctor! If you are at an increased risk for aspiration pneumonia or have had problems in
the past due to your GERD be sure to discuss the issue with your doctor. You may need to determine
whether the benefits of prophylactic antibiotics are worth the risks.
There are more guidelines for modifiable risk factors here:
http://ajrccm.atsjournals.org/cgi/content/full/171/4/388#SEC7.
Most importantly, do not discontinue the use of your PPI medication without discussing it first with your
physician. Untreated GERD can cause serious and painful problems which should not be taken lightly.

Jennifer’s blogs can be found on ww.reflux.org and http://www.healthcentral.com/acid-reflux/c/70966

Reflux Digest June 2009

Pediatric Adolescent Gastroesophageal Reflux Association

page 8

Organizational News
PAGER in the News
CNN has an online segment called Patient Power. They interview real patients about the lessons they learned
surrounding medical issues. Beth Anderson was interviewed as part of a series of features on parents whose children
came very close to dying. Beth’s lesson to other parents was to trust your instincts and to find a pediatrician who will
never think you are crazy. Watch the 1 minute video:
http://www.cnn.com/2009/HEALTH/04/16/ep.emergency.room.kids/index.html#cnnSTCOther1
Spanish Pediatric GERD Outreach Project

PAGER has received funding for Spanish outreach activities from Eisia, Takeda Pharmaceuticals North America and
the Demarest Lloyd Jr. Foundation. There are many steps to the project including translating
the web site, launching and publicizing the web site and preparing documents that can be
printed by clinics, doctors and patients. We have worked with a professional translator and
are testing the site and documents with Spanish speaking families. We will be training the
staff at a local clinic and then replicating the training with other clinics.
In a few weeks, we will be sending press releases to the media announcing the launch of the
Spanish site at www.ReflujoEnNinos.org. Please let us know if you can help contact any
reporters. We are also looking for doctors who have a lot of Spanish speaking clients who can
comment to the press about the need for our new web site.
Our Spanish outreach project is being led by Ligia Ryon with Eleana Gomez as our translator.

Ligia Ryon

E-Bay
PAGER members and friends now have a VERY easy way to contribute to PAGER while cleaning out their closets
and attic. Do you have unwanted stuff? Put it on E-Bay and donate a percentage to PAGER.
http://www.ebaygivingworks.com/ http://donations.ebay.com/charity/charity.jsp?NP_ID=6346
New Board Members
Please join us in welcoming Jennifer Rackley and Tracey Butler to PAGER’s governing board.
Many of you know Jennifer as our Volunteer Coordinator. She is also
an acid reflux sufferer and two of her three children have dealt with the
disease. Jennifer can also be found blogging about her trials and the
trials of dealing with acid reflux babies and toddlers on Health
Central's acid reflux site. http://www.healthcentral.com/acidreflux/c/70966 See page 7.
Tracey has a MS in counseling and has been working part time for
PAGER while she was working on the degree. She has terrible acid
reflux and her story is in the From the Trenches section of the newsletter.
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Zero to Three
PAGER director, Beth Anderson, was asked by Zero to Three to write an article about reflux. (See page 4)
In-Services
In the past few months, PAGER staff conducted training sessions for Early Intervention in Montgomery County,
Head Start in Fairfax County and the DC area Speech and Hearing Association. The professionals from these groups
work with infants, toddlers and preschool age children who are at risk for educational problems. Many of these
children have Autism, Down Syndrome and other problems. A huge number of them also have GERD. The training
we offer can be tailored to parents or various professional groups. We can offer quick information on recognizing
GERD in about 30 minutes or conduct half-day sessions. Call if you know a group that might want training.
Kentucky Nurses Association
Beth Anderson gave a presentation about GERD to a statewide conference of nurse practitioners. She did a quick
survey of audience members to assess their knowledge of the side effects of Reglan and was very pleased to learn it
is not widely used in Kentucky and most practitioners were already aware of the brand new Black Box Warning.
After living in two rural areas with horrible medical care, and recent conversations with nurses from San Francisco
who were unaware of Reglan problems, Beth was very impressed with the nurses from Kentucky.
PAGER is on Facebook
PAGER now has a presence on Facebook. We have both a “fan” page and a “cause”
page. Please join both! One of the most popular get-to-know-you activities on Facebook
is making a list of 25 random or surprising facts.
25 Things you might not know about PAGER and Team Reflux
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.

PAGER was not supposed to be a separate organization. We were going to be a chapter of a national group
based in Boston. But they closed and left us holding the bag.
In 1992, a gastro told us that reflux in children was so rare that a support group was a waste of time and we
would “never get ten families together.” We had almost that many at the first meeting!
We used to meet at a nice restaurant. We finally decided other patrons probably didn’t need to hear us
discussing projectile vomit.
The first name of the organization was the Capital Area Pediatric Heartburn and Reflux Association.
PAGER has a huge web site and members all over the world but we are run by a small board and a staff of
four part-time employees.
In 1994, a friend of PAGER convinced us that we needed to be on something called ‘the internet.’ He
arranged for us to purchase something called a ‘dot org’ long before any of us even knew what the world
wide web was. Thanks, Neil! The site now takes 2.5 million hits per month.
We have a discussion board for adults with GERD on www.reflux.org.
Before we expanded, the group was called the Capital Area Pediatric Heartburn and Reflux Associaion.
PAGER founder, Beth Anderson, has always had a thing for vulnerable children - finding lost toddlers in
stores, taking in stray teens, chasing child molesters, etc. Last year she got arrested for kidnapping because
she took a teen to a domestic violence shelter after the girl’s mother beat her up.
When Beth was in high school, an acquaintance had a pet lion that was getting large and out of control.
When the lion started to attack her, Beth swatted him on the nose and told him to sit. The next week his
owner gave him to a zoo.
Board member Tracey Butler was a scientist specialist in manure and composting before she got her degree
in counseling. Baby puke and cow poop. . . Can you tell she is not easily grossed out?
Our Volunteer Services Coordinator, Jennifer, was a shy child growing up. She came out of her shell in high
school. One of her teachers even resorted to paying her to be quiet during class.
Jennifer originally began her bachelor’s degree in nursing but switched to dietetics when the needles and
blood portion was imminent. It seems almost comical now considering all of the "icky" and "gross" things a
reflux mom has to deal with!
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14. Board member Sara Henson became involved with PAGER almost 10 years before her reflux baby was
born. He was diagnosed quickly but her second child that taught her how difficult it can sometimes be to
get medical professionals to listen. She noticed a lump near her son's nipple when he was first born and was
told repeatedly not to worry unless the lump was the size of a nickel. The lump grew to 6 cm overnight.
(No that's not a misprint; it took up over half of his chest). He had to be hospitalized at 4 weeks old to treat
what turned out to be mastitis. That experience reaffirmed what PAGER parents had been saying for years parents are the most important advocates for their children.
15. Sara used to be a belly-dancer and speaks German.
16. Board member Ed Freeman was accepted to a surgical residency but likes to be home on weekends so he
switched to psychiatry which allows for more family time.Ed and his wife built a house and are rehabbing
an old bakery to accommodate her growing business. In his free time, he used to fly small planes and
gliders. Now he has kids.
17. Board member, Sudha Kaistha was born in India and was the youngest person at her university to receive a
master’s degree. She was not quite 21 when she finished her MS in Public Administration.
18. Sudha owns a printing company and is opening a second location. She does the printing for PAGER and
several other non-profit organizations. She has four kids - one had terrible reflux and cardiac issues as a
baby.
19. Terry Jarrett is the owner of Tucker Designs. The company makes reflux wedges and slings and Terry has
always spent quite a bit of her work time talking to parents on the phone about reflux as they place their
orders. She is very committed to making sure that parents who need help find PAGER and was a big
supporter long before she joined the board.
20. Terry and her family live in New Orleans and last week they completed the final part of rehabbing their
house after hurricane Katrina. Terry hopes to now have some time for fishing, reading and creating art,
especially stained glass.
21. John McCann from C-Lutions is the webmaster for PAGER’s huge site but we are a tiny (but important)
client compared to his others. He has reflux. John specializes in designing web-based solutions for large
government agencies, for example, to track legislation and policy changes through extremely complicated
steps involving many people. In his spare time, John and his family built a house on a mountain and are
planting an orchard.
22. Ligia Ryon heads up our Spanish outreach project. She first came to the US as an exchange student and
spent her senior year of high school in Wisconsin. She was terribly shy and couldn't speak any English, but
a few months after arriving, she had to give presentations about her home country of Columbia. Years later,
Ligia ended up working for the World Health Organization in Washington DC.
23. Ligia has had reflux for years and never dreamed she would be working with PAGER trying to bring the
message about reflux to others in the Spanish-speaking world. She is surprised how much there is to learn
about reflux and says, “PAGER is a fabulous source of information!”
24. Eleana Gomez has a master’s degree in Translation. She translates English→Spanish; English→French;
Spanish→French; French→Spanish; Portuguese→Spanish; Italian→Spanish.
25. Lisa is a registered nurse who thought she knew a lot about reflux – until her son was born. She learned
first-hand all the information the medical books failed to teach her. She and her son made it through, “With
a lot of help from PAGER.”

Sick Humor

I finally found myself thankful that my child has the ability to forcefully vomit. Aidan found one
of his brother’s nickels in his bag on the ride home from school today. They had a big carnival and
they had to pay nickels and dimes to play the games. So of course he swallows it and I suddenly hear
him choking in the backseat. I swerve to the side of the road and yank him out of his car seat and just
as I am flipping him upside down to whack his back he forcefully vomits up two nickels.
MOLSON 1525
Oops. In the last issue of Reflux Digest, we printed a photo of puking pumpkins. The photo was
really taken by BellaMoma2. (MollyBeth provided technical assistance with loading it.
Send your sick humor stories!
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Meet the New Advertiser - Prelief
Prelief® is AkPharma’s brand name for calcium glycerophosphate (CGP), a safe, over-the-counter supplement that
takes the acid out of acidic foods and beverages. Prelief was developed and is manufactured by AkPharma Inc, a
small innovative New Jersey based company with many long-time employees. Some very famous consumer products
have come from AkPharma’s laboratories: Lactaid®, now a registered trademark of McNeil Consumer Products Co
and Beano®, now a registered trademark of GlaxoSmithKline.
Alan Kligerman, inventor, Chief Executive Officer ‘Extraordinaire’ and ‘the brains behind the business’ developed
Prelief by accident while looking for a coffee creamer with a calcium boost. Many calcium products did not dissolve
easily in coffee. After a year of searching, Mr. Kligerman tried calcium glycerophosphate, dissolving a fraction of a
gram in a cup of coffee, for taste purposes. While taste-testing the coffee, he noticed something odd. Though he liked
coffee and drank it every day, it normally left him with a burning sensation in his stomach. But with the specially
treated coffee, there was no such symptom. Lab tests showed that the calcium glycerophosphate had eliminated more
than 90 percent of the coffee’s acid content. An unexpected find and good news for many people whose heartburn
problems are often really from the foods they eat.
Prelief is available in tablets and in powder form. Tablets are taken with any food or beverage, and the powder can be
added to any food or beverage before eating. Prelief can be found in the antacid aisle at all Walgreen pharmacies and
many other chains nationwide; any pharmacy can special order Prelief. Prelief is also available online at
www.prelief.com and several other websites. For further information and studies visit http://www.akpharma.com/
and ww.akpharma-scientific.com.
All PAGER Advertisers can have a similar story in Reflux Digest and in the Reading Room section of the web site.

Thanks for Your Donations

Thanks to the Demarest Lloyd Jr. Foundation, Eisai Inc, Takeda Pharmaceuticals North America, Inc, Kelly and
Miyuki Hughes, Lisa Otto, Neil and Ann-Marie Johnson, Richard and Elena Hale, Stephanie Barnes Helling,
Christopher and Annette Pic, Michael and Ann Boland, Robert and Nancy Gersten, Lisa Martin, David and Dolores
McQuilkin, Sabrina Hodges, David and Lisa Panzarella, Sharon Palmer, Janine North, Scott Frohman and Kim
Komos. Special thanks to the employees of Abbott Laboratories who donated $81.40, and Takeda Pharmaceuticals
employees who donated a total of $2,627.59. Thank you all for your support!
TAP Pharmaceuticals has split and their employee payroll giving campaign has been dismantled. If you used to
donate using this program, we would love to have you back as regular donors. Donations to PAGER through
Network for Good can be set up on a monthly or weekly basis. Your new employers will still match your donations.
Tell us where you work and we will do the paperwork for the matching donation.
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From the Trenches

Dear PAGER,
My family submitted saliva samples to the research team a few years ago. We never got our results.
A PAGER Family

Dear PAGER Family,
Genetic research is a bit odd. The standard process is for them to accept your samples, use them to study the disease
and never contact you again. In fact, there are only specific circumstances that ALLOW them to contact you. It is all
part of the confidentiality of research subjects. They rely on us to tell people about their progress in our newsletter.
The researchers are making progress, but it may be another few years until the team finds the gene. They need more
families to sign up and donate saliva samples. They have tracked the gene down to a small area of Chromosome 13.
The researchers are allowed to answer questions if you call them. This web site lists all of their contact information:
http://centerforgenomicsciences.org/research/flyer.html%20
Does this answer your question? Being in a ‘study’ so different from having a genetic ‘test’ where you get a call
back with the answer. There are no answers yet for this disease. The researchers are trying to develop a test.
The PAGER Staff

Dear PAGER,
We have three children and two have GERD. One very severe and one moderate. Please have the researchers call
us.

Dear PAGER Family,
It is not ethical for the researchers to reach out to you. It is a bit like a doctor calling you and suggesting that you
come in. Please feel free to call them at 888-887-7729 and ask for a kit. They send test tubes and permission forms.
You spit in the tube (they include a swab to collect saliva from babies) and sign the forms. Then you seal it in the
special envelope and call to have it picked it up from your house or office.
The PAGER Staff.

 Tracey’s Experience - PPIs Are Not Interchangeable
I started on the reflux rollercoaster in 2002 with occasional reflux which was easily treated with over the counter
remedies. Over the course of the year, my reflux gradually became more severe until I experienced it on a daily
basis. I saw my GP and was prescribed Nexium which in my case, was almost completely useless. I continued to
experience severe burning in my esophagus. My GP referred me to a gastroenterologist who prescribed Aciphex,
which worked like a charm initially. My symptoms abated – for about 6 months. Then, gradually my symptoms
returned and I found I needed a higher dosage. I doubled my dosage which seemed to do the trick for almost a year,
but then gradually, my symptoms returned I found I needed to triple the dosage in order to get the same effect. In the
interim, I had tried various dietary modifications which seemed for a time to help, but did not eliminate the problem.
After about two years on Aciphex I switched to Zegerid which worked better than either of the other two PPIs I had
tried. After about a year on Zegerid I began a dedicated regime of exercise and dietary changes and found that my
symptoms abated. I stopped taking Zegerid and found that I could take over-the-counter Prilosec when I
experienced occasional symptoms. For the past 6 months I have been taking a vitamin supplement which contains
Betaine HCl and have noticed that I have had almost no reflux symptoms during this time. There has been research
demonstrating that in certain cases, acid reflux may be caused by too little rather than too much stomach acid:
http://articles.mercola.com/sites/articles/archive/2009/04/25/News-Flash-Acid-Reflux-Caused-by-Too-Little-AcidNot-Too-Much.aspx
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Advertising
Click the pictures or links below each picture.

www.thepeerstudy.org

www.guardiansleeper.com

www.tuckersling.com

www.ambybaby.com

www.refluxbook.com

www.prelief.com

www.arpillow.com

Disclaimer: This publication contains advertisements for products and services provided by third party advertisers.
PAGER makes no warranty as to the safety, usefulness, or efficacy of any such product or service. Acceptance of
advertisements in this publication does not constitute an endorsement by PAGER of any project, service, or
company. PAGER will not be liable for any injuries or damages caused to a reader as a result of acting upon or using
the content of this publication, or the purchase or use of any advertiser's product or service.
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Important Details
We need your current contact info
Every time we send an e-newsletter, we get a lot of bounced messages because people switch e-mail accounts. If you
want a yearly paper newsletter, we will need your street address. Please keep us updated with your e-mail and street
address. Sign on to www.reflux.org and correct it yourself using the "sign on" link on the green bar. Or send a note to
gergroup@aol.com with your new and old contact info. If you want off the e-mail or mailing list, send a note
specifying which and tell us who you are so we can find you in the database.
Get the practical help you need
Volunteers are standing by to take calls from parents. Our amazing volunteers are well-trained and all have gerdlings
of their own. Send an e-mail to gergroup@aol.com or call 301-601-9541.
Participate
This is YOUR newsletter. What would you like to see? We try to have a mix of news and “human interest” pieces –
stories from the media or from our members that relate to acid reflux. Send us clippings, comics, internet sites,
interesting products or your GERD story.
Sharing is nice
Please pass this newsletter along to friends and family who have reflux. Professionals, too. We hope they will
subscribe once they see what we offer. Use the FORWARD
Why ads?
Because they help defray the cost of our web site, newsletter, volunteer training, travel to medical conferences and
insurance. If your corporation wants to sponsor an issue or place an ad, please contact us.
Why Join or Donate?
When you join PAGER or make a donation, you are allowing us to offer much-needed support and information to
parents and patients. You also help us to be able to collect the information we bring you. Donations are tax
deductible. Suggested donation is $25+ to call yourself a “supporting member”
Spam Free Guarantee
We do not share, sell or rent our mailing list and we do not place pop-up ads on your computer. PAGER makes a
small request for donations in every newsletter and we will send you one e-mail per year asking you for a year-end
donation.
Forgot your screen-name or password?
If you know your screen name, you can ask the server to send you an e-mail with your forgotten password. Or drop
us an e-mail from the same account you used when you signed up and we will tell you your screen name.

Please make
copies of this
newsletter and
pass them on
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Contact and Subscribe info
Pediatric Adolescent Gastroesophageal Reflux Association – PAGER
Beth Anderson, Editor
PO Box 486
Buckeystown, MD 21717-0486 USA
301-601-9541 Message Line
gergroup@aol.com
www.reflux.org and http://www.reflujoenninos.org
Why subscribe?
When you subscribe to Reflux Digest, you receive FREE news about GERD as well as advance warning of meetings,
contests, new publications, etc. If you are receiving this newsletter directly from PAGER, you have already
subscribed.
If you got this newsletter from a friend and want your own copy, go to www.reflux.org and register for free
newsletters.
Reflux Digest issues are posted to our web site several months after they are e-mailed out.
To Unsubscribe
Send a note to gergroup@aol.com. Remember to tell us who you are so we can find you in the database and PLEASE
use the word UNSUBSCRIBE in the subject line. We get a lot of e-mail and this will help ensure you don’t receive
more e- newsletters. Do you want your address taken off the yearly paper mailing? Let us know.

