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Crohn’s Disease and Colitis

« Crohn’s disease
— Inflammatory bowel disease (IBD)
— Chronic

— Diverse set of symptoms

Diarrhea

Inflammation (gut and other body parts)
Fatigue

Abdominal pain

Weight loss

Etc.

« Colitis
— Inflammation of the inner lining of the colon
— Commonly co-occurs with Crohn’s disease
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Crohn’s Disease and Colitis

« Crohn’s disease
— Inflammatory bowel disease (IBD)
— Chronic
— Diverse set of symptoms

+ Colitis

— Inflammation of the inner lining of the colon
— Commonly co-occurs with Crohn’s disease |

N\
rencl

Diarrhea

Inflammation (gut and other body parts)
Fatigue

Abdominal pain

Weight loss

Etc.

No known cure

Certain therapies can help
treat symptoms

Treatment largely consists
of disease management

Ontology-based interactive visualization of patient-generated research questions: Background

4



IBD Partners

(formerly CCF A Partners) N Brners Sonin

Home  Researchideas My HealthData My Contributions ~ Members  Blog

An IBD Patient-Powered
Research Network

 Patient- powere d online research 0 ety b st

Crohn's and Colitis Foundation and the University
of North Carolina School of Medicine. We bring
together inflammatory bowel disease (IBD) patients

and researchers in a revolutionary partnership
aimed at optimizing treatment of IBD. Want o earm more? View mioarannc
y g .
rohn’s and Colitis Foundation
—

We believe that when patients and Patients understand their own body and disease

[ L] L] best and have valuable information to share. We
researchers work together we learn provide a way for researchers to listen to patients
= 'so much more about how to better about their experiences with IBD. By working
together, we can answer the questions that are
D - . f

— Patients propose and discuss § w0 e
research ideas

our network
. . .
Patients come up wilh insighttul research We should compare individuals
ideas. We invite you to propose, vote, and n thor di i
discuss research ideas. IBD researchers will Wwho manage their disease wi
review these ideas. Your idea may even lead medication and those who
to a study! manage their disease with

popular diets in the IBD

treat inflammatory bowel diseases
(IBD).

Our Community &8 15,680 Wearenow 15680
ey patients strong

We are one of the largest IBD research networks )

in the world.

How It Works

Popular Research Ideas
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Discussion Forum Data

Research topic
Research question
Description
User ID, Votes, Category

Comment
User ID

Comment
User ID
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Discussion Forum Data

Research topic

Research question Forum snapshot:
Description
User ID, Votes, Category 97 research topics
121 total comments
Comment 400 unique users
User ID 1246 total votes

Comment
User ID
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Discussion Forum Data

Research topic
Research question
Description
User ID, Votes, Category

Comment
User ID

Comment
User ID

Example topic post:

Question:

Nicotine has shown to be effective for UC
[ulcerative colitis] in some individuals, both
prior- and nonsmokers. What is the mechanism?
Does nicotine affect the microbiome, the
immune system or both?

Description:

Big Pharma will not take on the role of studying
nicotine as there is no $SS in it. Few studies with
small sample sizes have been done but more
research is needed.
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Discussion Forum Data

_ ~One of 9 predefined categories:

Research topic

diet
Research question medications
Description procedures and testing

environment
alternative therapies

User ID, Votes, Category

lifestyle
Comment genetics
User ID exercise

other

Comment
User ID
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Discussion Forum Data

Research topic
Research question Goals:

Description ,
Identify common themes

User ID, Votes, Category

Prioritize patient-generated
Comment research questions

User ID

Comment
User ID
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Initial Approach
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Words Counts
ulcerative colitis
inflammatory bowel
controlled trial
inflammatory bowel disease
bowel disease

top priority
periodontal disease
disease activity
vitamin d

ibd management
other auto-immune
disease
small b
combina
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Phrases were extracted from forum
text (i.e., from questions, descriptions,
and comments). Those phrases with >2
appearances were used to create the
initial visualizations.
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Initial Approach
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Words Counts
ulcerative colitis
inflammatory bowel
controlled trial
inflammatory bowel disease
bowel disease

top priority
periodontal disease
disease activity
vitamin d

ibd management
other auto-immune
disease

eIl 'his didn’t turn out to be as
informative as we’d hoped.

The frequency of words and/or
word phrases didn’t successfully
capture the ‘aboutness’ of

OO
the conversation on the CCFA 0(9

forum.

Ontology-based interactive visualization of patient-generated research questions: Background

Phrases were extracted from forum
text (i.e., from questions, descriptions,
and comments). Those phrases with >2
appearances were used to create the
initial visualizations.
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Ontology Creation

* Ontology
— Controlled vocabulary is a

— Represent knowledge about a -

medication

domain of interest

manages
— Enable multiple types of copmaps BREEEN
relationships isa” \
. s g /manages

* “treats

* Etc.
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Content Analysis

Manifest Content vs. Latent Content

The appearance of a Conceptual and cannot be
given word in a text directly observed
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Content Analysis

Manifest Content vs. Latent Content

The appearance of a Conceptual and cannot be
given word in a text directly observed

E.g., “...the level of research anxiety present in user

narratives about their experiences at the library.”

Wildemuth BM. Applications of
Social Research Methods to

Questions in Information and
Library Science. Westport, Conn:
Libraries Unlimited; 2009.
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Content Analysis

Manifest Content vs. Latent Content

The appearance of a
given word in a text

Conceptual and cannot be
directly observed

E.g., “...the level of research anxiety present in user

narratives about their experiences at the library.”

“l am so anxious”

“My heart won’t
stop beating”

“I wish | could relax”

Wildemuth BM. Applications of
Social Research Methods to
Questions in Information and
Library Science. Westport, Conn:
Libraries Unlimited; 2009.
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Content Analysis
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Content Analysis
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“Sometimes there is no existing theory
or research on your message
populations; you may not know what
the important variables are. The only
way to discover them is to explore the
content.”

Wildemuth BM. Applications of

Social Research Methods to

Questions in Information and

Library Science. Westport, Conn:
Libraries Unlimited; 2009.
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The Ontology

Protégé

d (http:f/purl.obolibrary.orglobo/2017

< @ ibd (hitp-//purl.obe 17/8/ibd) S Search..
Active Ontology x| Entities x| Object Propadies x| Individuals by class x| DL Query x
Annotation properies Datatypes Individuals microbiome — http:/ (purl.obolibrary.org obo/ibd fibd.owt#microbior
Classes | Object propartis Data propertiss Ciass Annotations [ GIASSIUSAEH
ZIHEEE
Asserted  $
v @ onl:Thing dfs:label

> comorbidit

microbiome
¥ @ ‘diagnosis/monitoring method'
biopsy sefinition
i h
- fHics o4 The full collection of genes of all the microbes in a community; in cther words, all of @ human's
fab test! ) microbes’ genes,

» O ‘gastrointestinal system disease’
v ©IBD course’ -

“diagnosis event'
‘post-diagnosis time period"
*pra-diagnosis time period"
“quality of life’
v ‘risk factor'
» @ ‘demographic factor”
» @ ‘environmental factor'
» O lifestyle factor'
v (0 "physiological factor”
‘encray level'
*family genetic history'
“fetal condition" qwival
‘genetic makeup'
‘hormonal state'

v

cience Learning Center, the University of Utah (hltp://learn.genetics. utah.

v

‘reproductive state' ‘physiological factor'
» © ‘psychological factor’
» © symptom
v @ ‘treatment methad'
“alternative therapy
» © holistic treatment'
» © medication
> surgery

No Fiessnner set. Ssbect 3 rassoner form the esscose meny Snow Infivencss:

Borrows some terms from pre-existing ontologies:

Ontology of Adverse Events, Disease Ontology
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REPRESENTATIVE CLASSES
comorbidity
diagnosis/monitoring method
IBD course

pre-diagnosis time period
diagnosis event
post-diagnosis time period
quality of life
risk factor
demographic factor
environmental factor
lifestyle factor
physiological factor
psychological factor
symptom
gastrointestional manifestation
extra-gastrointestinal manifestation
treatment method
alternative therapy
holistic treatment
medication

surgery

POSTS

3

58

18

20

28

36

12

50

12

28

13

20



The Ontology

Protégé

ibd (http:/fpurl.ob

< > @ ibd (nu

RENCI/NLP/Crohn’s{Cronn's Work 2017.10:11/crohns-2017.09.28-forDavid.owl]

olibra 3/¢ f8/ibd) < Search...

Active Ontology | Entitiss x | Object Propseties x| Individusls by class x| DL Query x
Annctation properties  Datatypes ® microbiome — http://purl.obolibrary.org/obo/ibd fibd.owl#microbiome
Classes Object proparties  Data properties | Class Annotations | Class Usage |
Class hierarchy. microbiome ZOBEE Y . noations: microbiome [E[ECE]
R EAE Areoration
¥ @ onliThing rdfs:label

> ® comorbidity microbiome

¥ @ ‘diagnosis/monitoring method'

© biopsy definition
» @ imaging

» O 'lab test’

) "gastrointestinal system disease’

v ©°IBD course’
@ "diagnosis event'

» @ 'post-diagnosis time period"
@ "pre-diagnosis time period"

© "quality of life"

© 'risk factor

» @ "demographic factor”

v

av

» @ ‘environmental factor'

» @ 'lifestyle factor'

v @ 'physiological factor”
@ 'encrgy level'
© 'family genetic history"
© 'fetal condition"

@ 'reproductive state’
» @ 'psychological factor’
© symptom
¥ @ ‘treatment method'
@ "alternative therapy'
» @ 'holistic treatment’
» © medication
» @ surgery

v

Borrows some terms from pre-existin

The full collection of genes of &l the microbes in a community; in cther words, all of 2 human's
microbes’ genes.

definition source’

Learn Genetics: Genelic Scence Learning Center, the University of Utah (hltp://learn genelics.utah.
edu/content/microbiome/}

Description: microbiome (2] (1= ] x]

Equivalert To

SubClass Of

@ 'physiological factor'

7 Show Infiesnces

Ontology of Adverse Events, Disease Ontology

N
rencl
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337 classes
7 top-level classes

OWL-> ROBOT-> OBO Graph (JSON)

g ontologies:

REPRESENTATIVE CLASSES

(diagnosis/monitoring method)

IBD course

pre-diagnosis time period

diagnosis event
post-diagnosis time period

demographic factor

environmental factor
lifestyle factor
physiological factor

psychological factor

gastrointestional manifestation

extra-gastrointestinal manifestation

treatment method

alternative therapy
holistic treatment
medication

surgery
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The Ontology

Protégé

ibd (http:/{purl.obolibrary.orglobo

UH/RENCI/NLP/Crohn’s{Cronn's Work 2017.1011/crohns-2017.09.28-forDavid.owl]

S Co 337 classes

< > @ ibd (hup://p !
Active Ontology »  Entities x| Object Propseties x  Individuals by class x DL Query x
— T 7 top-level classes
Classes | Object proparties.  Data properties | Class Annotations | Class Usage |
Class hierarchy: microbiome ZIMEEE § 2 notations: microbiome [B[ECE]
b C AR Asserted S
v @ ouliThing rdfs:label
» © comorbidity microbiome
Gttty e OWL-> ROBOT-> OBO Graph (JSON)
© biopsy dafinition
: :f'l'_‘;""g The full collection of genes of &ll the micrabes in a community; in cther words, all of 2 human's
fast microbes’ genes.
» @ gastrointestinal system disease’
Y .".“;W"Wl' definilion source’
‘diagnosis event' i . . "
A . X : . ; (ttp: oenetics.uteh.
» @ postediagnosts time perlod Lesen.Genetics: Geneti Scence Learring Center, the Universay of Utah (hta:fearn genelicstah,
@ "pre-diagnosis time period"
» @ quality of life"
v @ ‘risk factor*
» @ ‘demographic factor”
» @ ‘environmental factor'
> estyle factor'
v @ ‘physiological factor”
o Description: microbiome (2] =8 [x)

Equivalert To

Research Ontology
+ oo T Topics «> Terms

SubClass Of

» @ symptom
¥ @ ‘treatment method'
@ "alternative therapy'
» @ 'holistic treatment’
» © medication
» © surgery ,

(Classes)

7 Show Infiesnces

Borrows some terms from pre-existing ontologies:
Ontology of Adverse Events, Disease Ontology
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REPRESENTATIVE CLASSES

(diagnosis/monitoring method)

IBD course

pre-diagnosis time period
diagnosis event
post-diagnosis time period
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gastrointestional manifestation

extra-gastrointestinal manifestation

treatment method
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medication
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CCFA Explorer

CCFA Explorer

Ontology Topic Topic 3 linked
Visualization Overview BEE]S views

D3
React/Flux
Bootstrap
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Ontology Visualization

CCFA Explorer

Topic Topic

Overview IS EIS

Ontology Network Controls.

sssssssssssss
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Ontology Visualization

* Force-directed network
— Node size
« Number of topics labeled e :
with term
» Labeled with child implies
labeled with parent
— Links
» Class relationships

« Currently only “is a”

diagnosis/imonitoring method
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Topic Overview

CCFA Explorer

%) Ontology  # Topic Overview ¥ Topic Detalls

e .v
$ .- @)
e, o
Gy
Ontology .‘. . Topic
Visualization o ° Details
o ? 8
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van der Maaten LJP, Hinton GE.
Visualizing High-Dimensional Data Using
t-SNE. Journal of Machine Learning

To p i c Ove rv i ew Research. 2008;9:2579-2605.

« t-SNE Layout o é ® " é
— Based on labeled ontology .

terms . ‘ ' ) . .
« Clusters of topics with similar ‘@ oo

ontology terms ® ®
« Glyph '

— Size ) . e
« Number of comments o ® Q. . e ®. .
— Border width ° ¢ '
* Number of votes
— Color e o d
 Category "o ®
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van der Maaten LJP, Hinton GE.
Visualizing High-Dimensional Data Using

[ [ u t-SNE. Journal of Machine Learning
t-SNE Modifications

1. Force-directed layout
of overlapping glyphs
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van der Maaten LJP, Hinton GE.
Visualizing High-Dimensional Data Using

] [ ] t-SNE. Journal of Machine Learning
t-SNE Modifications
|
. . . ‘
@
® °9

® : - ..,..o.‘} o \ ‘.

2. Differential weighting of higher-level (left)
vs. lower level (right) ontology terms
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van der Maaten LJP, Hinton GE.
Visualizing High-Dimensional Data Using
t-SNE. Journal of Machine Learning

t-SNE Modifications

@ D
® L.
@ . °9 ¢
D @ © @ “ ° .
._>‘ & ® e 8
e ¢ o .
[ “ o °
‘ . . . ° ® 9 ‘
& @ ®
o ®

3. Emphasizing selected
ontology terms for layout
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Topic Details
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CCFA Explorer
Show: 0 Ontogy @ Topic Ovenview ¢ Topc Detas
Topic Details &

x| Foware

~ i1 useria Votes: 130 Comments: 12 category: get

Wi popuiar dets In e 150 communt "y, such 25 SCD, FODMAPS, paleo, etc.

fakfocor bestmentmthod 18D couse  poscioguonis e priod_ mecicoton phyiegealfacor | Wesyafocor et
merchione  Gerobomakoop  mansqoment  dsprr o specil o estng i

- D:2 User:2e Votes: 11 Comments: 0 Category: envronme: nt

urbanifua) faciors contbute o B0

~ i3 user:29 Votes: 79 Comments: 2 category: get

v 0:4 Useri s Votes: 1 Comments: 1 Category: atematue.
“Therapies

Ontology Topic

category: medcatons

Visualization Overview

@

~ 1D:6 User: 48 Votes: 7 Comments: 4 Category: procesures ang
lesing

most efectve wh i propiem?

eiment et sy medcaion surey sl manfession  bovel accion

v :7 User:d Votes: 5 Comments: 0 Category: festle

gasiroenterologist?

odmanimeiod  medation ol destnent  qustyof e aneprssend mens st

Topic List Gontrols.

fiter  Selectea v

sotby

Ontology-based interactive visualization of patient-generated research questions

: CCFA Explorer
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Topic Details

w |D: 83 User: 2560 Votes: 3 Comments: 3 Category: procedures and
testing

Question: Creation of a test to verify or deny I1BD in persons struggling with symptoms

treatment method IBD course symptom surgery diagnosis/monitoring method diagnosis event pre-diagnosis time period
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Topic Details

i= ID: 83 User: 2560 Votes: 3 Comments: 3 Category: procedures and
testing

Question: Creation of a test to verify or deny I1BD in persons struggling with symptoms

Description: It took 16 years to verify my Cohn's, from age 13-29 years. Had all sorts of tests and was treated like | was
crazy. Spent a month in treatment due to anorexia because eating was so painful. Diagnosed by having exploratory
surgery. Because of that | had malnutrition, lost all my teeth and suffered way too long.

treatment method IBD course symptom surgery diagnosis/monitoring method diagnosis event pre-diagnosis time period
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Topic Details

= |D: 83 User: 2560 Votes: 3 Comments: 3 Category: procedures and
testing

Question: Creation of a test to verify or deny IBD in persons struggling with symptoms

Description: It took 16 years to verify my Cohn's, from age 13-29 years. Had all sorts of tests and was treated like | was
crazy. Spent a month in treatment due to anorexia because eating was so painful. Diagnosed by having exploratory
surgery. Because of that | had malnutrition, lost all my teeth and suffered way too long.

Comments
1. User: 2777 | There is a blood test for this.

2. User: 2777 There is a blood test for this. It was only developed a few years ago.

3. User: 727 | Do you know the name of the test?

treatment method  IBD course  symptom surgery  diagnosis/monitoring method  diagnosis event  pre-diagnosis time period
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Topic Details

« List

— Sort
« Topic ID
« UserID
* \Votes
« Comments
» Category

— Filter
» Selected topics
+ Selected ontology terms

— Highlight

» Text from search box in red
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X | genetic

¥ ID: 15 User: 144 Votes: 58 Comments: 7 Category: other

Question: What is the effect of hormones, particularly increased estrogen, on Crohn's disease

riskfactor  IBD course time period jcal factor  remission hormonal state

v ID: 16 User: 168 Votes: 19 Comments: 1 Category: genetics

Question: Are there sub-types of UC? IBD has been broken into UC and Crohn's which helped with treatment. What other
sub-categories are there? Could explain why certain meds work for some and not others, and shed light on question of
genetics?

Description: | have UC and so far no treatment works. My mother had the same problem until she had a colectomy.
Perhaps if we understood why our disease is different than some other folks' UC, we could devise a better treatment plan.

Comments

1. User: 1001 | Response from the CCFA Partners Research Team: There are different "sub-types" of UC that have to do
with the area of involvement. People can have "proctitis” which involves only the rectum, "proctosigmoiditis" which involves
the left side of the colon, and "extensive” disease which involves most or all of the colon. Knowing these areas of
involvement is important, as there are medications (such as enemas or suppositories) that work very well in the end part of
the colon. In fact, studies have shown that combination therapy with rectal and oral mesalamine preparations is more
effective than either alone for inducing remission in patients with left sided ulcerative colitis. At this point, we do not have
information that genetic aspects guide therapeutic efficacy of medications. We do have ongoing studies looking at the
genetics of IBD, including ones by Dr. Balfour Sartor, Dr. Judy Cho, Dr. Ramnik Xavier, and Dr. Steve Brant, which are
designed to increase our understanding of the role of genetics in IBD. If you are interested in learning more about either
study, please see our affiliated studies page here.

risk factor medication i genetic makeup  family genetic history

v | ID: 17 User: 212 Votes: 75 Comments: 3 Category: genetics
Question: | propose a genetics-based investigation that explores why some drugs work for some people but not others

Description: Many IBD patients go through years of pain and suffering because they haven't found "their drug" yet. This
immense suffering could be reduced if we could determine which individuals respond to which drugs and WHY, as
determined by their environment and DNA

Comments
1. User: 168 | posted a similar question - but I'd like to see more than just genetics. I'd like to see more categorizations
of IBD, beyond just UC and Crohn's.

2. User: 480 || think the study being conducted through 23andMe is going to address this question! If you're in the US,
you can participate (and also get a free 23andMe test if you qualify) here: hitps:/iwww.23andme.com/ibd! If you already
have a 23andMe profile, you can still participate in the research here:
hitps://www.23andme com/you/survey/takefibd_main/ibd_background/

3. User: 1001 | From the CCFA Partners Research Team: This is the wave of the future in IBD therapy: *personalized
medicine.” Studies are currently under way to investigate the role of genetics in disease course and therapeutics. While we
do not studv this directlv within CCFA Pariners_external researchers are studvina the aenetics of IBD and are recruitina
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Topic Details Highlighting

= ID:7 User: 48 Votes: 5 Comments: 0 Category: lifestyle

Question: How many I1BD patients have ever been referred for counseling or offered an antidepressant by their
gastroenterologist?

Filtered by
selected topics

Description: Depression and anxiety levels are very high in this population. Extending care to the whole person would make
sense in managing disease and quality of life

ety ofte mentalste

Ontology
terms

ID: 18 User: 213 Votes: 12 Comments: 4 Category: alternative

theragies

Question: What is the comparative safety and efficacy of natural supplements (vitamin D, fish oil, turmeric) commonly used in
1BD versus prescription medications?

Description: Many of us try natural supplements instead of or in addition to prescription medications in the management of
IBD. Are natural supplement products more safe or effective when compared to prescription medications? Is combining

)
colored as in
natural supplements with prescription treatments more effective?

ontology
network  \ @

visualization

ID: 24 User: 213 Votes: 15 Comments: 1 Category: medications

Question: What pain treatment options (pharmacologic or otherwise) do IBD patients find most effective, and what are the
risks associated with these treatments.

Description: Many pain medications are addictive and/or harmful, particularly in IBD patients. Pain is a common symptom of
IBD. | would like to explore patient experiences of the efficacy of pain treatments including: acupunctue, message therapy,
heat therapy, NSAIDs, acetaminophen, SNRI antidepressants, tramadol, opiate pain medications. Either through literature
review or additional research, it would be valuable to see a comprehensive review of risks and benefits of common pain
treatments specific to use in IBD patients

Bl treatment method holistic treatment pain medication
I
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Topic Details ¢
® | family

ID: 1 User: 4 Votes: 130 Comments: 12 Category: diet |

| Question: We should compare individuals who manage their disease with medication and those who manage their disease
| with popular diets in the 1BD communty, such as SCD, FODMAPS, paleo, etc.

E Description: One of the great questions in the IBD community is, understandably, about food. Some people are able to

| manage their disease with with diet alone, but many take medication. So, what's the difference? Why do particular meds
work for some, and particular diets work for others? | propose comparing individuals who manage their condition with diet

1 vs. those who manage their condition with medication, with the goal of figuring out whether it's genetics, the microbiome, or
| some other factor that makes a particular strategy effective for an individual. Idealy the "diet” and med” groups would be

1 as similar as possible (same disease in same location, similar nitial clinical courses, same objective markers of

1 inflammation, etc), and we'd want two groups of patients who have disease objectively "under control." This could impact

1 every patient with IBD and better guide treatment decisions

oo 10D course  pstaagnois e period

lifestyle factor  diet  microbiome  management  designer or special diet eating habit

v ID: 16 User: 168 Votes: 19 Comments: 1 Category: genetics

Question: Are there sub-types of UC? IBD has been broken into UC and Crohn's which helped with treatment. What other
| sub-categories are there? Could explain why certain meds work for some and not others, and shed light on question of

H

| genetics?

.
B i ] wcment v J mecaon I oy acto § genco maveup [T
:

= ID:17 User: 212 Votes: 75 Comments: 3 Category: genetics

Question: | propose a genetics-based investigation that explores why some drugs work for some people but not others

immense suffering could be reduced if we could determine which individuals respond to which drugs and WHY, as
determined by their environment and DNA.

Comments
1. User: 168 | | posted a similar question - but I'd like to see more than just genetics. I'd like to see more categorizations of

-
|
|
|
|
1 Deseription: Many IBD patients go through years of pain and suffering because they haven't found "their drug" yet. This
|
|
|
1
| 1BD, beyond just UC and Crohn's.

|

2. User: 480 | | think the study being conducted through 23andMe is going to address this question! If you're in the US,
| you can participate (and also get a free 23andMe test if you qualify) here: https://www.23andme.comvibd/ If you already
| have a 23andMe profile, you can still participate in the research here:

| https:/www.23andme.comly |_main/ibd_t /
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Feedback and Future Work

« Demonstration to IBD Partners

— Generally positive feedback
« Useful way to explore the forum data
* Quickly identify major themes and popular research topics
+ Some features may be too complex for more naive users

— Two particular themes identified

+ Patient-facing interface
— Find similar patients
— More easily identify research topics relevant to them
+ Researcher-facing interface
— Quickly identify relevant information in their research area
— Quickly generate summaries of relevant information
— Easily presented to stakeholders
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* Interface
— Redesign ontology visualization
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— Explore automatic text
summarization

* Include in summary panel for selected
terms/topics

« Data processing

— Explore ways to automate/semi-
automate topic classification

— Enable ontology editing/expansion
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(= PARTNERS About  Resources  For Researchers

Research Ideas My Health Data My Contributions

An IBD Patient-Powered
Research Network

IBD Partners (formerly known as CCFA Partners) is
an online research network brought to you by the
Crohn's and Colitis Foundation and the University
of North Carolina School of Medicine. We bring
together inflammatory bowel disease (IBD) patients
and researchers in a revolutionary partnership
aimed at optimizing treatment of IBD.

Joiin IBD Partners to start collaborating with researchers today.

We believe that when patients and
researchers work together we learn

S0 much more about how to better
treat inflammatory bowel diseases

ForKids & Teens  Help signin

Members ~ Blog

Want to learn more? View infographic

Patients understand their own body and disease
best and have valuable information to share. We
provide a way for researchers to listen to patients
about their experiences with IBD. By working
together, we can answer the questions that are
most important to patients.

(1BD).

Our Community &~&| 15,680 Weare now 15680
& patients strong.
We are one of the largest IBD research networks o 1 5 6 8 0 > 4 0 0

in the world.

EDCHEIMIY o) 300+  Thereare over 300 IBD
i) researchers involved in
our network.

How It Works

Popular Research Ideas
Patients Propose Research Ideas
Patients come up with insightiul research We should compare individuals
ideas. We invite you to propose, vote, and n their o h
discuss research ideas. IBD researchers will Who manage their disease wi
review these ideas. Your idea may even lead medication and those who
to a study! manage their disease with

popular diets in the IBD
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Interface
— Redesign ontology visualization
* Improve navigation

— Explore automatic text
summarization

* Include in summary panel for selected
terms/topics

Data processing

— Explore ways to automate/semi-
automate topic classification

— Enable ontology editing/expansion

User evaluations

Home

Research Ideas My Health Data My Contributions

An IBD Patient-Powered
Research Network

IBD Partners (formerly known as CCFA Partners) is
an online research network brought to you by the
Crohn's and Colitis Foundation and the University
of North Carolina School of Medicine. We bring
together inflammatory bowel disease (IBD) patients
and researchers in a revolutionary partnership
aimed at optimizing treatment of IBD.

Joiin IBD Partners to start collaborating with researchers today.

We believe that when patients and
researchers work together we learn

S0 much more about how to better
treat inflammatory bowel diseases
(IBD).

Our Community

We are one of the largest IBD research networks
in the world.

See Our Community

Members

&-&| 15680 Wearenow 15680
ey patients strong.

Kids & Toens  Help signin

Blog

Want to learn more? View infographic

Patients understand their own body and disease
best and have valuable information to share. We
provide a way for researchers to listen to patients
about their experiences with IBD. By working
together, we can answer the questions that are
most important to patients.

f‘oh 300+  Thereare over 300 IBD

researchers involved in
our network.

How It Works

Patients Propose Research Ideas

Patients come up with insightful research
ideas. We invite you to propose, vote, and
discuss research ideas. IBD researchers will
review these ideas. Your idea may even lead

toa study!

Popular Research Ideas

We should compare individuals
who manage their disease with
medication and those who
manage their disease with
popular diets in the IBD
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Thanks to IBD Partners for
their help with this work!
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