GUS rise ESOPRAGUS

WHO (S NOW TOTALLY HEALTHY. HAPPY & ENJOYING LIFET
MNerrated by “(ous” the Ecophagus with input from “"Phil” the Eosinophil, this i o book
to help kids underctand sccinophilic gostrointectingl disorders,

Initially Phil and s could not agree on what foads to eat, bot now,
with professional help, they have found a diet that works and have become friends.




Why do | need dllergy tasting?

EoE k commenly atcoclated with allargias, co your dector may recommand tecting to idantify food
allargias ez wall ot allargias to thinge In your snviFormant cuch ot grote, fres and wasd pollere. animal
dondar, duct mites or molds

What foods do | eliminatd?

There ore three basic approaches to food elimination. Eoch appreach depends on what you and your
doctor decide.

D One approach is to eliminate everything ond replace food with an “elemental” formule This approach
i highly successid — almost all patients whe follow thic diet mprove, but it can be bard to stay with
Cince mprovements ore noted. foods considared to be cofe con be added back in to the dist,

22 Anather appreach is to develop a diet that eliminates the foods that are theught to be problematic
bosed on the results of allargy testing. This approach is not quite as successful as the elemental diet,
although the majerity of patients improve and ore oble to be more compliont,

2 Still enether opproach is removal of the commenly recognized allergenic foods (milk, egg. wheat, soy,
peanuts, tree nuts, Fich ond chellfhl. Obviously, consultation with an dlengict and distition chould be

dene prior to sterting an slimination dist.

How does an “elimination diet” work?

For many patiants with EoE, the dicsncs it triggerad by a food allargy,

but the symptems dif far from theos coused by commeon focd allargles,

Paople utually think about food allergias couing hives or vemiting or

owalling of the away. In EoE the food allergy lsads to inflarmmation In f
the atophagus, which cousas the cymetome of EoE. The food interacts

with the immuna cyctem to relsoce chamizale that attract sotnoghils

ta the acophagas, and thoos cetivated sadnophlls cause Tnf lermenation

By aveiding the allargenic focd(s), tha signals that call eetinophils to

tha atophagus are turned off, pravanting additional Inflemmation and

reducing symptoms, Howeven the inflammation typically doss not improve quickly =it takes days or
even weeks fo see the difference

Sometimes doctors eliminate the top & food dllergers, kst to be sofe.
|t % very important to work with a distition in these cases to moke aure
you are getting enough energy and nutrients in your diet to play! ﬁ =

Top & Allergens: Milk, sov, e2ds, wheat, peanuts, tree nuts,
fish and shellfish.

What ¥ an “slemental” diet?

ki prick and pateh fasting are wed te gaide slimination diate, bat it

anly toke: cne unidentifad food alergy for the dist to fall. Somatimes

astrictar diat —an “slamantal” dist — i neaded. An alamantal diat means that all the nutriants are
pravidad as fragmants that are toe emall ier the immane systam ta recognize. For axample, rathar than
centaning protaing, on alsmantal Formula contalne aming acids, which are the bulding blocks of prataine
Al fonds contain come protein, and avan very amoll omeounts con couse an allergic reastion & elemental
diat msans that & special “slamantal™ Parnula iz the anly foed wad, &s aremult, no foods are satan that
can causs an allergie reaction, [Jaally slamentel Foarmulas are nutritionally complate (meaning they kave
all the good staff vou need to stay baalthy) and are sither a liguid or soft pudding. They dss coma n [ots
of graat Flavers and fun drink boxasd!

Soma paople moy naed feading tubes whan thek diat k too bmited s foods and they codt drick anough
Formula, Tha sptians For Paading tubss insluda:

DMNG TURE: (racogastric] If goss through the noss, inte the stemech
2= TUBE: (gostrostammd It goss straight Infe the stomash through a kels placed in vour bally

What if'| eat “unsafe™ foods that | havert tested while on my diet?

Eating “unsafe” foods can make you sick. This will keep your ssophagus from healing and youwr symptoms
wil not improve. You have to stick to o diet of sofe foods until your esophogus has complataly healed
before testing the next food When your doctor & frying to determine i the food elimination diet &




warking sating dneabs fosde will dalay how [ong 1t takes the docter to coractly datarming tha right dist,
and may cause vou to Faal dek longes Howaver, W ior come reason vou bave nef stayed an your disf,
wed naad to lat yow parants and voor doctor know.

How does medication helg?

Madication may decraaza the inflammation in yeue scophagus and reliave the symptoms caiced by

tha dizaaca. Sterckds are most commonly wsed In conjuncticn with diatary monagement. They can ba
adminicterad topically (uzing a spray or thick liquid that ie swallowad ), Ina pill, or given theough o Feading
tuba or an intravancs: [ne dicactly nte the blacdetrearn. [nlke the cpray and thick ligud. stereid: givan
by I or by o pill affsct the whela body and are wed ooly for chort-term treatmant, dnce long-term ace
of syetamic stercide can [aad to dde afTecte

Why do | need to have another endoscopy after being treated?

Linfartusatahy, thera je no way to rallably daterming the activity of an EGID withaut taking a Blapey and
locking at the s underneath the microscope, Therafora, ofter completing a freatment trial, another

aridoccopy with bicgsies i parformad to moke wre that averything bas healad end e going as axpected.
Sama pasple with EGIDe kave ne eymptams, bat <4l bava wllemmation and others bava symptome,

but no recogaizabls inflammation. Untreated symptoms could worsan ovar Hime, cowing domags fo the
digactive fract.

What i my EGID goes untreated?

IF tha il larmenation cousad by an EGID ramains untrsated. than the symptame will lkaly seatines and
could wersen over tima,

Haw da | [ive with thic diceass?

E=IDx maka e mors difficalt, however vou should be abls to continus to do all the things vou want
Cancapt saf cartaln foade )l [t will test yeur patiancs and reguirae craativity and planming Allaw yearssli,
and vour family, fine o ad et and lsarn bow te lve wall with vour EGITL A poditive attitude. creativity
with your dint and a focus on noo-food activities will go a long way s [sarning to five well with ESIDs
Thaera ere many @ills and ctratagies you san davalap te battar menage voor diceass.

SOME TIPS ON COPING:

A healthy attitude goes a long way,
$0 concentrate on what vou CAN do!

Exercise and activities keep you ootive and your mind ofF food,

Plan family time that does net nclds food
Having o feading tube does not have fo slow you down,

Eafting the wrong foed con moks you Fasl yucky agan. to anly sat what

your doctors and parents tell you e sfe,

L sarn what foods you can and cannat sat which will help you toke

charge of yvour diat!

Lat your cpacial friands and teochers know obout year EoE

condifion, you can say something [ke, °|t hurts my body when | at

cartain foode, which iz why | really cart eat certain foode | nead to

stick ta my special diet.”

I mating lunch in the cofeteria i hard for you. try asking ¥ you could £ind onother plocs to go fle the library
o vour faverite feachert roem or et being veur own binch with foed that & sabs and dalicias for you
Learn abeat Eol: bacoma an axpart, Seak sut raliabla wlormation at the [brary and ealins at wab
sites (ke PubMad, apfad.org, and foantesncrg You con also takk with your doctors and distitions to
lsarn mere,

If wou are Fealing sod. o for help. Feeling sod & commen when coping with an Eosineghilic
(oactrointartingl Theorden I yvodre baving trouble coping, vour doctor may be able to refer voutoa
speciolst who understands and can help you feel better

Connect with others who struggle with similar issues by joining a local support growp. or start your own
support group.

Whan you hava the urge to sat tha foode that make yoo Fasl yucky, ramembar bow bad they will maks yeu
fael Moo will never fael batter iFyou sat — even in the smallact amount = the foods you should be ovoiding.

If prescribed, toke vour medicine on tme ond os directed.  Talk to yewr doctor # you have questions about
weur madicna [ far soma remman, vou bavast bean taking veur mademes, lat your parents and yvour
doctor know oz soon o possiole.




Research, Organizations, Websites & More

Eosinoptilic Disorders: For more information about Eosinophific Diworders and Food Allengies:
Americon Partnerchip for Eocinophilic Disorders (APFEDD: wwwapfad.org or 7 13-4937749

Blutricia Morth America and ther range of elamental formulos coll FR00-NEOCATE, 8:30am-

S800pm, EST. Moo-Fri or visit their websites at wwwrutricia-nacom of wwwneocate.com
Food Allargy and Anaphyloxis Metwerk (R4 AN www oo dallargyorg or call 500-929-4040

Tube Feeding: For more information on tube feeding ond support: Oley Foundation: www.oleyvorg or
call 80077 6-0LEY

Haalth Core Profeccionals: Te £ind a beard-certiliad Gostroenterclogict or Allergict contoct:
Morth Americon Society for Pedintric Gostroenterclogy, Hepatalogy and Mutrition (NASPGHAND,
www.naspghan.org or call 2 15-233-0808

Americon Academy of Allergy. Asthma & Immunclogy (AAAML: wwwoooalorg or call 414-272-6071
Apfedorg has o DocFinder to help you Find doctors fomilior with treating EGIDs

THE GRAND TALE OF GUS THE (Previously Troubled) ESOPHAGUS i brought to you by

(uz and Phil along with The American Portrerdhip for Ecsinophific Disordars CAPFEDD in partnership
with advanced medical nutrition leader Nutricia Merth America, mokers of slementol products such oz
Meccate® Infont DA ARA, Neocate® Junion EOZ8 Splosh® and Meocate® Mutra (wwwneccate.com

ATPFED is o nen-prof it advococy organization for these living with eodnephilic escphagitic (EoED.
eosinophiic gostroenterits (EED, eosinophilic caolitis (EC), and other sosinophific divordere Weare o
rescorcs for patiente, their fomilies, physicions ond the medical community, APFED provides occorate, up-
to-date information on ecsinophiic disorders and reloted problems, Cur godls ore fo increose oworeness,
educate pafients and physicians. increase funding for research ond provide support for the sosinoghific
community. To lsorn more go to wwwaopfadorg




The Grand Tale of GUS
The (Previously Troubled) ESOPHAGUS

APFED" and Mutricia Meeth Amarica wodd ke to thank o thaee invalved
e thew cantribution: in craating this bask,

This book belongs to:

* hmericon Portnership for Eocnophiic Disorders




CHAPTER 1 - YOU ARE NOT ALONE

Greetings from Gus! “Hi. how va doin'?!t"
m ‘m Custave - my friends call me Coas for chart. | am on scophague Cea-cof-a-guel), whizh fe

the tuba that connects the mouth te the tumemy | am In charge of gatting food from the meuth
to the ctomach o it can ba digastad. Everyona has on acophagas!

| prafar Cous bacoucs It counds batter with my name = Coue the Ezophagus - that et counds cool, dorft you
think'? bn hare to tall you chout how | wad to Faal yacky and how | got battar bacouca | heard you might have
the coma problsm ot me. Yeu cas, | baloag te a cbx year old bey namad Tex — n ke scophages and | used

to always gat upsat when hs ate - making bim faal gick and throw up - foo much nfo, | know! | am ectudlly a
pratty cool scophague, but cartain foods make me Fael dek and when | Fael dek, WMax feals dck toa,

%ﬂ“' ic this Gﬂﬂdiﬂﬂﬂ? So, Mt hom teok Hm and me to the dector to Find cat why we wera
faaling to yucky. The doce halpsed uz Flgare cut what wat wreng and how te treat It co now both TWax and |
faal SO MUCH BETTER! Wde hoping our ctory halps you Fasl battaer tool

The big official name the doctors gave to what Max and | have is

Fosinophilic Esophagitis (pronounced ee-ch-cin-oh-fill-k se-cof-a-gi-tis)
or EOE for chort. |t iz part of a group of Eosinephilic (astrointestinal Disorders
(sometimes called EGIDs). | will explain more about that stufflater..

So whatt an eosinophil (ee-oh-sin-oh-Fill) anyway?

Mlax and his family had no idea what an eosinophil was when they First heard about it. 50 (et me tell you
what they (sarmad,

Everyone hos bload running through blood vessels n their body to cend nutrients Cthings that help you
grow) to all ther different porte Inside the blood are different types of calls and they all have different
jobe There are red blood cells that cary cxygen and white blood cells that help protect your body from
strongers (ke bocteria and virvess. An eosinophil i o type of white blood cell that defends certain areas
of the body, like your lungs, skin. stomach and intestines, looking for foreign invaders and attacking them.

| already knew about eotinophils bacause m friends with one = Phi the Eocinophil, At Firct we diddt
really got along. You see. when your body & having on allergic reaction. an sosinephil (Ike Phil) might
get called on to come from your blood vessels, where they usually five, They think they are coming
to help protect you against these strongers. but allergens ore harmiecs stuf¥ (ke pollen or dog dander
or foods, Allergens wsoally arerdt dangerous (ke bacteria or virwses, but cometimes your body makes o

mistake and thinks they are harmiul,

Before PHL | had® met any sosinophils because normally thevie not supposed to be in an esophoges, Bt
when hox started to have EoE. Phil ond his other eosinophil friends come charging ind They wers all angey.
causing lote of writation. They dort mean to, but somatimes they can ot me, AND THATS NOT COQLM




fn not the coly one who hos problems with Phil and his frisnds. There are different ploces in your
digestive systam you can have problems with eosinophils - iFits in your esophagus, (ke Wawx, 6 colled
Ecsinophilic Esophagitis (EoE for shortl IFite in your stomach - its called Eosinephilic Gastritis IF itk

in your esophagus, stomach ond intestines ité called Eosinophiic (Gastroenteritis (E(E) and F'its only
way down in your colon itk colled Ecsneghilic Celitis (EC)L These are ol different types of Eosinophilic
Gestrointestingl Disorders (EGIDs for shortl,

Symefoms of Eosinorhilic Disorders
What to look out for.
The doctor teld uc that not avarybody with thic problam falt the come wey Yo and | did Sometimes

paople with EoE dodt aven have eymptemad It Ts vary Inportant te lat vour Family end year doctor know IF

you are faallng yucky and to deceribe what it fasle lke the batt you can <o they can help you Fas| batten

DIAGNOSINGIANIEOSINOPRILIC
GASTROINTESTINALIDISORDER




CRAPTER 2 - MAA AND | SEER AELP

hen Wax wos born | wos a (ittle baby esophagus and at first, | liked it when W drank his
m - “memmys milk”™ Acwe storted te grow older Cwhen Wox was dbout three yeors old) | started
i to Feal yucky when he ate certoin foods, And, since o an impertant part of Mo, every time |
falt sick, Waox felt sick too. | learned later that cur problem con happen ot any oge = you dorft have to be
a kid te gat it, grownups get this too = but for us it hoppened when we wers young

Mok porents got worried beacaouss he falt sick olmost avery time he ate and they didnt know whot wos
wrong = he weuld throw up and his chest hort = stuf¥ ke that. He began eafing less ond not wonting te eat
certain foods [t made them sad fo see him in pain and getting sick - but | just couldr® hondle the food he
was eating ne matter how hard | tried \We were o mess!!

Zo his parents took us to get help frem speciol doctors who understond esophagi (plural for esophagus)
like me and other ports of the digastive system. The doctors were called gostroenterclogicts Ctummy
doctors] and allergists (doctors who study allergies), We olso sow distitians (food sxperts), These
speciolists are very important in helping patiznts ke Max get much betten The gostreenterclogist ran
some tects ond since | wos the cause of the problam, he had to c2e me wp cloge ond personal, To do this,

ha gave Weax coma spacial madicine 2o ha weuld doza &i, and thes the docter usad this coel tube with a
light and a videe comera on i, salled a scope, o toks alock at me and shack me aut.

| wee scarad at Fret bub 1t didd bart aither of vz, The doefor said | didd lack kealthy whan ha looksd

at ma - [ka | didd know that clready! Tha docter took a couple anall places of me (aalled bliepsias) to
test in the [oh. They needed to check to see how many of those eosinophils were inside me. Rememben
normally thers orert any eosinophils in on ecophagus at ol | had way toe many! | wos Fillad with
sosnophils and they were making hax and me sick!

That is when wa found out Wax and | ked Eosinophilic Esophagitis - EcE for dhort. | dore vou to sy
Ecsinophilic Esophagitis 10 times fast!

EoE, that was me!!!

| have foo many
“Phils™
inside me




¥ (o8

Finally, we knew what wos moking us f2el 2o bad,

The doctor told us Ecsineghilic Escphagitic s usually coused by an obaormal allergic resporss to food.
Mow it made sense why Phil ond all his eosinophil friends ware sent to visit me. |t wos time to foke core of
the EoE! This is where the allergicts and disfitians came in,

Ilam, his parents, ond the doctors agresd to stort by looking ot which food ollergies Max ond | had, They
did this testing called <kin prick fecting where they poked the skin on Maxs back with several small pins
that had drops of diffarent foods on their tips. Thizis to cee i he weould develop o emall allergic reaction
that locked fike @ bump ot the site where he wos poked. Some EoE kids are ollergic to only a few foods
whilz other kids are ollergic to o whole [ot of foods and other kids are not allergic to focds at ol The
test showed that Wax could not eat milk. whaat, eggs, nute. peanuts, corn, rice, Fich, shellfich. zoy and
more! Wow! Whao knew? Mot everyone & ollergic to the some focds. You might be allargic to other foods,

or none ot ol




Feeling better with the right treatment

nce we knew Max and | had EoF, the dectors told us that there wers a faw things we could do
0 to halp us feel better Eosinophilic Ecophagifis & semething doctors dorit know evermything about
or have oll the onswers to yet, Dectors are doing lots of research on it and lzarning more every

day fo help us feel batten

EoE : Srecial Foods for Special Tummies

After Finding out what foods M wos all=rgiz to, Mot parents and dectors had a long talk and decided that
a special diet and a liquid food that deesdt contain any dlergens, called an elemental formua, would help
Iieo: and me most. Mot everybody needs an elemental formula, but ax and | did.

The special diet i colled an efmination diet, The diefitian belped us understand which foeds we could eat
and showed Wax and bic parents bow to read food [abels so they knew which foods | could sat sofely

Cina ool thing the dectors tald w was that once | healed up an the spacial diat, Wax and | coald slowly
start frying to add same foods back s o ki diat. Bt thatt later dawn tha fea. Firet, thay had to maks
cura Mox and | wers fasling batter ond understood what wa had fo do.

Max and | could not sat foeds lka plzza. pasta, yogrt, and milk (barenand ],

'Wa aleo got to talk to a reclly cool
dintitian whe was supsr emant at chowing us all the things we COULD sat! et mom oot come cockbeaks
bor cpacial dists ke owre ond mads all corts of cool and yummy Food we diddt keew about befors EoE!

Tha distitian halpad te gat us alamantal dbnks that wara just right For vz Wa got ta tey differant
Flavored anes to ssa which anes Wax and | ked beet. Wa aven found coma that wars I drink boxes s
Tl coald foka tham in bie backpack on read trips or whan wa went to a Iflandt bouss to play. Wax and |
arly had ta drink a eup thres or foae

timas a day. Tha slamantal deink

helped make sure Wox got enough

healthy stuf¥ to keep him (and me)

strong and feeling good! Mow | feel

fike a brand new ssophagus!!

Oince we figured oot what foods
were not good for me, Phil and bis
friends started to calm down and we
started to get along But then, it was
time for him to ga back to tha blood
vessels where be belanged,

Baing on a special diet i= sometimes
hard For Tax, but there i help for
lax. his fomily and his friends. Lock
at the next chapter for help on
dealing with being on o cpecial diet,




So overadl, we ore now doing really well - Wax feels SO MUCH BETTER ond | am down hers feeling
like a million bucks!

Anyway. thatt cur story and we hope it belps you Bz sure to tell your Family and dectors how
every thing mokes you feel co they can help. And rememben thers ore [ots of us cut thers dealing with
Ecsinophilic Disorders.

W all bave good dayve ond bad davys - o hang in there, wae in this togethen MMl cee you around and tell
your ecophags | soid BURRRERERP — thatt how we say “HII™




Frequently Asked Questions About Eosinorhilic Esophagitis
What are symptoms of EoEY

Fealing ke vou nsad fo thraw up (nausea)
Thrawing up Cvomiting)

Leoca or watery poop (dicrrhea)

Erawing slowly ar nat at all ar losing waight (Tailura to theival

Pain in your tummy or chast

Ctomach acld coming up In vouwr throat that doscdt gat batber with treatment
Traubla swallowing Cdyephagial

Mot wanting fo eat (poor appetita)

Faaling full aftar sating emall amownte of food (early catiaty)

Feed eticking In your thraat (Food impastion)

Taking too lang for Food and Fluid to move cut of the stomach (gastroparasis)

Filling up of vear balby with gos (bleating?
Lew emounts of rad blead zalls (anamia)
Blood b vour poop (Bloody stocls)

Paer nateitiasal ehates Cmalmuteitian)

CHHPTER -lfr - Diticulty clasping
SOME RESOURCES FROM GUS AND PRIL How Is EoF treated?

ha next few pagas have lote of great resources and Information For you and yoor famlly to The good nswe Is that dist and madications ars wwally bighly sucsesclil in controlling the dicsnss, and
lscrn manrs about Eocinophilic (astrointestinal Dheorders (EGTDe). You con alee gat In touch pravanting further domegs.  Treatment options vary depanding on o number of medical factors. Diate
with APFED or Nutricia Morth Amarica for mors Information - they ara really cool and can bs odjusted to sliminate certain focde that trigger cymptame, and topical eterold medicines can ba
knowledgeable about stuff ke this and want everybedy to bs happy. hadlthy, and fasling great. | hope - owollowed fo treat the scophagus by decreeting inflammation. Elamental formalas are oftan woed with
talling vy ctory halped you undarctand thinge battes diat and medication to promots growth ond proper nutrition. Thets fraatments (diat and medications
= 6“5 cuch ot owallowed cterolds) can be used alons or v combination.




