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Welcome!

We are EGID Partners, an online registry for people with
eosinophilic gastrointestinal diseases, also called EGIDs.
Patient advocacy groups andresearchers created EGID
Partners together. Our goalis to help improve what we know
about EGIDs. We also want to support people living with these
conditions.

E E www.egidpartners.org

Please scanheretolearnabout

EGID Partners and how to getinvolved.

We have created this packet to provide you with basic information about EGIDs, helping you stay
informed and educated about this condition. This packet will help you learn:

v WhatEGIDs are v HowEGIDs are diagnosed
v Treatment options v Helpfulresources

This packet does notreplace medical advice. Please talk with your doctorabout your own health questions
orconcerns.
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SECTIONT1:

What are EGIDs and how common are they?

Eosinophilic gastrointestinal diseases (EGIDs) are chronic conditions that affect
the digestive system. EGIDs occurwhen too many eosinophils, allergic cells and
inflammatory cells build up in the digestive system. Eosinophils are a type of white
bloodcellthatisalsoinvolvedinallergies. There are many symptoms you might
experience dependingonthelocationinthe gastrointestinal tract thatis affected.
Details about symptoms are inthe next section.

EGIDs are namedbased on the part of the digestive tract they affect:

o Eosinophilic Esophagitis (EoE): Affects only the esophagus. The
esophagusisthe tubethatcarries food from the mouth to the stomach.

. Eosinophilic Gastritis (EoG): Affects the stomach. The stomach connects the
esophagus to the smallintestine and helps break down food.

. Eosinophilic Enteritis (EoN): Affects the smallintestine. The smallintestine
connectsthe stomachtothelargeintestine and helpsabsorb nutrients.
The smallintestine has three parts:

- Duodenum (EoD) - The first part of the smallintestine, closest to
the stomach.

- Jejunum(EoJ)-Themiddle part of the smallintestine.

- lleum (Eol) - Thelast part of the smallintestine, closestto thelarge
intestine orthe colon.
o Eosinophilic Colitis (EoC): Affects the colon orlarge intestine, which
helpsthe body getrid of waste.
e  Multi-Segment Disease: Affects more than one part of the digestive tract.

- Examples:EoG +EoN; EoE+EoG

EGIDs are often grouped into two types: EOEand non-EoE EGIDs.

EoEisbetterunderstoodthannon-EoEEGIDs. There are more educational
resources, diagnostic and treatment guidelines, and FDA-approved treatments
forEoE. EoEwas once consideredrare, butitnow affectsabout1in 700 people
inthe United States.

Non-EoEEGIDsis araredisease andis stillbeing studied. Together,non-EoE
EGIDs affectabout 3to 7 out of every 100,000 people.

Interestedinlearning more?

Belowis alinkto publishedresearchin Gastroenterology that describesinmore
detailwhat we know about EoE and non-EoE EGIDs, as well as general overviews
from APFED and the CURED Foundation:

gastrojournal.org/article/S0016-5085(25)06042-1/fulltext#figl
apfed.org/about-ead/egids/
curedfoundation.org/egids/
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Figure 1. Aview of anormal eosinophil,
seeninthebloodandsurrounded by much
smallerredbloodcells.
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Figure 2. This figure shows alabeled
anatomical diagram of the digestive tract.
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SECTION 2:

What are the causes and symptoms of EGIDs?

The exact cause of EGIDsis not known. These conditions may be linked to how the immune systemreacts to certain

foods orotherallergens. Allergens are things that can cause an allergic reaction.

EGIDs canstartinchildhood, adolescence, oradulthood. Some studies suggest that factorsrelated to where aperson

lives, such as climate, air quality, orwater quality, may play arole in EOE. However, moreresearchis needed

tobetterunderstandthese connections.

The symptoms of EGIDs can be different foreach person. They depend onwhich part of the digestive tractis affected.

Common symptoms may include: trouble swallowing, feeding problems, nausea, vomiting, abdominal

orstomach pain, cramping, bloating, diarrhea, constipation, weightloss.

Figure 3. The figure above outlines the correspondinglocationsin the digestive tract, diagnostic histology criteriabased on eosinophil counts,

EGIDs

NOMENCLATURE HISTOLOGY
Eosinophilic esophagitis 215 eos/hpf
(EoE)
Eosinophilic gastritis =30-40 eos/hpf
(EoG)
Eosinophilic enteritis >50-60 eos/hpf
(EoN)
Right colon
. T ey 2100 eos/hpf
Eosinophilic colitis
(EoC) Left colon
260 eos/hpf

andthemostcommon symptoms associated with each condition.

Interestedinlearning more?

Below are links to more details on what we know about the causes and symptoms of EOEand non-EoE EGIDs from the

EOS Network - Eosinophilic Diseases Charity:

EoE Symptoms and Causes: eosnetwork.org/eoe-symptoms-and-causes

CARDINAL SYMPTOMS

Dysphagia

Food impaction

Use of adaptive
eating behaviors to
cope with dysphagia

Recurrent or chronic
epigastric pain
Vomiting

Dyspepsia

Recurrent or chronic
abdominal pain
Diarrhea

Bowel obstruction
Bowel perforation
Ascitis

Recurrent or chronic
abdominal pain
Diarrhea

Bowel obstruction
Bowel perforation
Ascitis

Non-EoE Symptoms and Causes: eosnetwork.org/eog-eon-eoc-eosinophilic-diseases-lower-gut
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SECTION 3:

How are EGIDs diagnosed?

Gettingadiagnosis of EOE ornon-EoE EGIDs can take time. Diagnosis may be delayed because:

¢ Symptomsmaybedifferent frompersontoperson

¢  Symptomsmaychangeovertime

e EGIDsymptomscanlooklike othercommon Gl conditions or stomach problems
e DoctorsmaynotsuspectEoEornon-EoEEGIDsright away

e Doctorsmaycheckforotherconditions first

e Tissue samplesobtained duringanendoscopy may have been takenfromless-affected areas and show fewer
eosinophils

Doctors have accepted diagnostic guidelines for EoE. Approaches fornon-EoE EGIDs are still evolving and may vary among
clinicians and institutions. Before making a diagnosis, doctors must ensure that a patient's symptoms and biopsy findings are
not caused by another condition. To diagnose an EGID, doctorslook at:

e  Yoursymptoms

e  Findings fromyourendoscopy

e Biopsyresults showing higher-than-normal numbers of eosinophils

What to Know About an Endoscopy:

¢ Anendoscopyisanimportant testusedto help diagnose EGIDs andis performed by a gastroenterologist (Gl doctor)
e lItisnotsurgery

e ltisanoutpatientprocedure, whichmeansyoucangohome the sameday

e  Youwillbe givenmedicine to help yousleep during the procedure

¢ Youmayhave anendoscopy once ayearsoyourdoctorcancheckforchangesrelatedto EoEornon-EoEEGIDs

Duringanendoscopy, adoctoruses a thin, flexible tube withacamera andlight, called anendoscope, tolookinside the
digestive tract. The doctorwill take small samples of tissue from the digestive tract (called biopsies). These samples are
checkedtoseeif there are too many eosinophils. The biopsies are also examined underamicroscope for other signs of
disease that could be causing symptoms. Insome cases, doctors may also use ascoring system to describe what they see,
such as the Eosinophilic Esophagitis or Eosinophilic Gastritis Endoscopic Reference Score (EREFS and EG-REFS,
respectively). The table below shows the eosinophil count criteria that Gl doctors use when diagnosing EGIDs.

CriteriaNumbers Nomenclature Histology
forEachEGID:
Eosinophilic esophagitis (EOE) >15 eos/hpf
Eosinophilic gastritis (EoG) 230-40 eos/hpf
Eosinophilic enteritis (EoN) >50-60 eos/hpf
Eosinophilic colitis (EoC) Right colon: 2100 eos/hpf

Leftcolon: 260 eos/hpf

Interestedinlearning more?

Belowis alink to more details describing what we currently know about diagnosing EoE and non-EoE EGIDs from the
Consortium of Eosinophilic Gastrointestinal Disease Researchers (CEGIR):

cegir.rarediseasesnetwork.org/resources/researchers-clinicians/endoscopy-guidelines
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SECTION 4:

How are EGIDs treated?

Thereis currently no cure forEGIDs. However, there are treatment options that can help. Treatmentis not the same for
everyone. Your treatmentwilldepend on the type of EGID you have and your symptoms. Your doctor willrecommend
additionalendoscopiesto checkif the treatmentisworking. Thisincludeslooking for signs of healinginthe Gl tractand
improvementin biopsyresults.

Treatments Sometimes Used for EoE:

e FoodEliminationDiets
- Thesetypesofdietsfocusonremoving foods that may trigger EOE symptoms.
e Medicines:
- ProtonPump Inhibitors (PPls)
° Examples: Esomeprazole,lansoprazole, omeprazole, pantoprazole, rabeprazole
- Swallowed T Topical Steroids
° Examples: Budesonide oral suspension, fluticasone
- Biologics
° Example: Dupilumab
e Esophagealdilation
- Thisprocedure stretches the esophagus.

- Thismaybe donewhenthe esophagus becomes narrow, makingit hard to swallow or causing food to get stuck.

Treatments Sometimes Used for EoG, EoN, and EoC:

e FoodEliminationDiets
o Medicines:
- Topicalsteroids
o Thesearemadetocoatthe Gltract.
° Example: Budesonide enteralrelease
- Systemic corticosteroids
° Example: Prednisone
- Anti-inflammatory orimmunomodulators
° These medicines helpreduce swellingand calm an overactiveimmune system.
- Biologics

° These medicines are still being studied.

Right now, there are no FDA-approved medicinesinthe United States specifically forEoG, EoN, orEoC. Medicines may be
prescribed forthese conditions “off label.” Thismeans they are FDA-approved for other conditions but adoctormay choose
touseitforanEGID based ontheirmedicaljudgmentandthe best available evidence.

Interestedinlearning more?

Below are links to more details describing what we currently know about treating EOE and non-EoE EGIDS from Apfed:

EoE: apfed.org/about-ead/egids/eoe/
EoC: apfed.org/about-ead/egids/ec/
EoG and EoN: apfed.org/about-ead/egids/eg/
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SECTION 5:

Where to go for support?

Patient Advocacy Groups (PAGs) support people livingwith EGIDs and theirfamilies. These groups bring together patients,
caregivers,doctors, andresearchers. They helpimprove care, raise awareness, and build community. PAGs may offer:

e  Support: Connectwith otherswhounderstand EGIDs

e Education:Learnaboutyourdiagnosis, treatments, and daily life with EGIDs

e Advocacy: Supportbetteraccesstocare,insurance coverage, andresearch funding

e FundingforResearch: Help partnerwith experts and support studies that canlead to betterunderstanding of EGIDs

¢  Community: Offerevents, conferences, and online groups to keep you connected

EGID PAGs:
U.S.-Based Patient Advocacy Groups

American Partnership for Eosinophilic Disorders (APFED) fed

APFED supports peoplelivingwith eosinophil-associated diseases. This group offers patient P m——
education, research funding, advocacy, and community support programs. APFED also offers for Eosinophilic Disorders
educationalwebinars, apodcast series, andvirtual support group meetings. The organization

hosts anannual patient education conference featuring medical experts, research updates,

and opportunities to connect with others navigating EGIDs.

- Website: FacebookPage:
apfed.org facebook.com/APFED

Campaign Urging Research for Eosinophilic Disease (CURED) U}/

CURED was founded by a family affected by EGIDs. This group supportsresearch, ' C U R E D
. . . . . Campaign Urging Research for Eosinophilic Disease

raises awareness, and funds scientific studies. They also host national conferences and

events for patients, families, and clinicians. CURED’s annual EGID research conference
and patienteducation programincludesateenprogramforagesi13andolder.

Support Group:
facebook.com/

roups/5735651
2284/

L FacebookPage:

facebook.com/
curedfoundation

EGID PARTNERS



Eosinophilic Family Coalition (EFC)

EFC supports families affected by EGIDs. This group offers events, education, and
resources. They partnerwith CEGIR and offerteen and family focused programs such
as Camp Courageous (“EOS”). EFC also organizes Mom’s Night Out and the CAPES
program. The CAPES program supports youth withEGIDs and engages teensin
awareness and community building activities.

Website:
eoscoalition.org

FacebookPage:
facebook.com/Eosfamilyco

Other Support Groups

Consortium of Eosinophilic Gastrointestinal Disease Researchers (CEGIR)

CEGIRisaresearch group supported by the National Institutes of Health (NIH) to
improve the understanding and treatment of EGIDs. Theirwork includes major clinical
trials and close partnerships with advocacy groups.

[=]

Website:
cegir.rarediseasesnetwork.org

) Eosinophilic

Consortium of Eosinophilic
Gastrointestinal
Disease Researchers

There are alsointernational patient advocacy groups that support patients with EGIDs, such as EOS Network in the United

Kingdom, ausEE Inc. in Australia, AEDESEO in Spain, ESEO Italiain Italy, and others.
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EGID Partnersis an online research community. It was
created by patient advocacy groups and researchers.
Our goalis tolearn more about EGIDs, including EOE,
EoG, EoN, and EoC.

Patients canjoin by completing private surveys to share theirexperiences. Thisinformation helps guide future
research. People without EGIDs can alsojoin. Theirinformation givesresearchers helpful comparison data.

Youcanjoinifyouare 18 orolderand:

¢ YouhavebeendiagnosedwithanEGID
e YoudonothaveanEGIDbutwanttosupportresearch

e Youareaparent/caregiverof achildunder18 with orwithoutan EGID

The first survey takes about 30 minutes. There are follow-up surveys sent twice ayear. Joiningis voluntary and
secure. EGID Partners focuses onresearch, not fundraising. Your data will never be sold.

Recent Research Highlights

e EarlyLife Exposures and EGID Risk: One study found that some early life factors may be linked to a higherrisk
of EGIDs. Theseincluded C-section birth, NICU stays, and antibiotic use duringinfancy.

e ImpactofDisease: People withnon-EoE EGIDsreported many healthcare visits eachyear. They alsoreported
high out-of-pocket costs. This shows that EGIDs can affect health, time, and finances.

u u EGID Partners

EGID I?artners Facebook Page:

We.bS|te: facebook.com/profile.php?id=
- egidpartners.org 100093458885789

This packet was created with support froman educational grant awarded by SanofiUS to Wake Forest University School of
Medicine. [t was developedin collaboration with the EGID Partners Scientific Advisory Group. This group includes members from
APFED and the CURED Foundation. The funding source did not develop orapprove the content of this packet.





