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FROM THE
NETWORK
DI RECTOR
I am happy to report that 2019 was an
excellent year for ImproveCareNow (ICN), which
now includes more than 100 care centers in
the United States, England, Qatar and Belgium,
with 1,200 clinicians, including 950 pediatric
gastroenterologists caring for pediatric patients
with Inflammatory Bowel Disease (IBD). We are
the largest pediatric improvement and
research community in the world. Currently,
half the children and youth cared for by
pediatric gastroenterologists in the United
States are cared for at participating ICN
centers.

As ImproveCareNow continues to keep its
primary focus on improvement, we are also
moving to expand our research activities. With
data from over 46,000 patients and 330,000
visits, the ICN Registry is a tremendous
resource for advancing our knowledge about
pediatric Crohn’s disease and ulcerative colitis.
In 2019, the ICN Research Committee received
an additional 19 proposals for research—45
studies are underway or have been completed
and another 2 are under consideration. In
addition, there were 9 ImproveCareNow
research publications in medical journals, 5
published abstracts, and 5 poster
presentations at national research meetings.
 
We are pleased to present this report, which
offers a closer look at some of the data in the
ICN Registry - the world's largest and fastest
growing pediatric IBD registry.

RICHARD B. COLLETTI, MD
EXECUTIVE NETWORK DIRECTOR

Richard B. Colletti
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ABOUT THI S  REPORT
The 2019 Annual Data Report aims to present a brief summary of the patient data captured
in the ImproveCareNow (ICN) Registry - a disease-specific, enhanced health registry that has
been built by and for the ICN Network. 
 
The ICN Registry is the centralized repository for standardized clinical data variables, which
are routinely captured at the time of diagnosis or registration, and at every outpatient clinic
visit for registered pediatric patients with Inflammatory Bowel Disease (IBD). The data in the
ICN Registry enables participating centers to monitor individual and overall performance,
compare outcomes, and provide reliable, timely and proactive IBD care. It is also drives
quality improvement projects focused on improving health, care and costs for cohorts of
patients. 
 
At a network level, the data in the ICN Registry can be used for network-wide quality
improvement and for research. The ICN Registry is considered a “gold mine” for pediatric
IBD research, and continues to grow rapidly. Stakeholders within ICN, as well as external
researchers, are invited to submit their research proposals to the ICN Research Committee
in order to be provided select access to ICN Registry data for approved research purposes.
 
The development and success of the ICN Registry is overseen by the ICN Data Management
Team, which is comprised of clinical data specialists, statisticians, quality improvement
coordinators, and pediatric gastroenterology providers who meet regularly  to review and
answer questions from care centers about data management and quality, to focus efforts to
improve data quality within the network, and to review and make recommendations on
proposals for data elements to be added or removed from the ICN Registry.  
 
The ICN Data Management Team works in concert with the ICN Executive Directors, the ICN
Research Committee, ICN staff, and various stakeholder groups to ensure the ICN Registry
supports the success of ICN and our work to transform the health, care and costs for all
children and adolescents with Crohn’s disease and ulcerative colitis (Inflammatory Bowel Disease
or IBD) by building a sustainable collaborative chronic care network; enabling patients, families,
clinicians and researchers to work together in a learning health care system to accelerate
innovation, discovery and the application of new knowledge.
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OUR NE T WORK
Today, the network includes more than 100 care centers in the United States, England, Qatar and Belgium.
We are the largest pediatric improvement and research community in the world.
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DE MOGRAP HI C S
The table below presents data on all patients who have ever been included in the ICN Registry. "Ever
Registered" includes all patients who were ever added to the ICN Registry. "Active in Registry" includes
patients who have not been deactivated from the ICN Registry (deactivation can occur when a patient
transitions to adult care, moves to a non-ICN care center/provider, is lost to follow-up, or undergoes colectomy
for ulcerative colitis). "Had Visits in Report Year" includes all patients who had an outpatient visit in 2019
entered into the registry. "Registered in Report Year" includes patients who had their initial registration
entered in 2019 (note: diagnosis may have been earlier than 2019).

AGE, ETHNICITY, AND RACE
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6.5%

DE MOGRAP HI C S
The table below summarizes the diagnosis at the time of registration for all patients who have ever been
included in the ICN Registry. "Ever Registered" includes all patients who were ever added to the ICN
Registry. "Registered in Report Year" includes patients who had their initial registration entered in 2019
(note: diagnosis may have been earlier than 2019). "Active in Registry" includes patients who have not been
deactivated from the ICN Registry (deactivation can occur when a patient transitions to adult care, moves to a
non-ICN care center/provider, is lost to follow-up, or undergoes colectomy for ulcerative colitis). 

Crohn's Disease
27,327
59.2%

Ulcerative Colitis
12,741
27.6%

Indeterminate Colitis
3,102
6.7%

N/A
2,991
6.5%

Diagnosis at Registration 
(n = 46,161)

The graph below depicts the diagnosis at the time of the patient’s registration into the ICN Registry. It is a
visual representation of the data in the "Ever Registered" column of the above table.

DISEASE TYPE
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DE MOGRAP HI C S
This table presents data on patients who have ever been included in the ICN Registry and whose initial
diagnosis was Crohn’s disease. "Ever Registered" includes all patients who were ever added to the ICN
Registry. "Active in Registry" includes patients who have not been deactivated from the ICN Registry
(deactivation can occur when a patient transitions to adult care, moves to a non-ICN care center/provider, is
lost to follow-up, or undergoes colectomy for ulcerative colitis). "Had Visits in Report Year" includes all
patients who had an outpatient visit in 2019 entered into the registry. "Registered in Report Year"
includes patients who had their initial registration entered in 2019 (note: diagnosis may have been earlier
than 2019).

CROHN'S DISEASE - AGE, ETHNICITY, AND RACE
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DE MOGRAP HI C S
The table below presents data on patients who have ever been included in the ICN Registry and whose
initial diagnosis was ulcerative colitis. "Ever Registered" includes all patients who were ever added to
the ICN Registry. "Active in Registry" includes patients who have not been deactivated from the ICN
Registry (deactivation can occur when a patient transitions to adult care, moves to a non-ICN care
center/provider, is lost to follow-up, or undergoes colectomy for ulcerative colitis). "Had Visits in Report Year"
includes all patients who had an outpatient visit in 2019 entered into the registry. "Registered in Report
Year" includes patients who had their initial registration entered in 2019 (note: diagnosis may have been
earlier than 2019).

ULCERATIVE COLITIS - AGE, ETHNICITY, AND RACE
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DE MOGRAP HI C S
The graph below demonstrates the year of diagnosis of inflammatory bowel disease for all patients
who were ever included in the ICN Registry. The green bars represent the number of patients who were
diagnosed in that year who remain active in the ICN Registry, and the blue bars represent the number of
patients who were diagnosed in that year who have been deactivated from the ICN Registry. Each
percentage represents the percent of patients ever included in the ICN Registry from that year of
diagnosis who remain active in the ICN Registry.

The graph below demonstrates the age of diagnosis for all patients who were included in the ICN
Registry and had an outpatient clinic visit entered into the registry in 2019.

YEAR AND AGE OF DIAGNOSIS

AGE OF DIAGNOSIS
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DE MOGRAP HI C S
The graph below demonstrates the age of diagnosis for all patients who were included in the ICN
Registry and had an outpatient clinic visit entered into the registry in 2019, divided by diagnosis (light
green bars represent patients with Crohn’s disease, blue bars represent patients with ulcerative colitis, and
dark green bars represent patients with indeterminate colitis).

The graph below demonstrates the age of diagnosis for all patients who were included in the ICN
Registry and had an outpatient clinic visit entered into the registry in 2019, divided by gender (light
green bars represent male patients, and blue bars represent female patients).

2019 AGE OF DIAGNOSIS

2019 DIAGNOSIS BY AGE AND GENDER
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C L I NI C AL  C HARAC T E RI S T I C S
The table below contains clinical characteristics for patients with a diagnosis of Crohn’s disease in the
ICN Registry. The extent and phenotype of Crohn’s disease at the time of registration are summarized for
all patients ever registered, all newly registered patients in 2019, and all patients who remain active in the
registry. The PGA (Physician Global Assessment) and sPCDAI (short Pediatric Crohn’s Disease Activity Index) are
summarized based on each patient’s most recent outpatient clinic evaluation.

1

CROHN'S DISEASE
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68.7%

 
16.5%

 
6.3%

 
6%

 
2.4%

Non-penetrating and
Non-stricturing 

18,785
68.74%

Stricturing only
1,709
6.25%

Penetrating only
1,645
6.02%

Both Stricturing 
and Penetrating

666
2.44%

C L I NI C AL  C HARAC T E RI S T I C S
The graph below depicts the phenotype of the patients with Crohn’s disease at the time of the
patient’s registration into the ICN Registry (note: diagnosis may have been earlier than the time of
registration). 

CD Phenotype at Registration 
(n = 27,327)

N/A
4,522

16.55%

CROHN'S DISEASE PHENOTYPE AT REGISTRATION
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42.4%

 
27.8%

 
14.4%

3511
12.8%

 
2.5%

C L I NI C AL  C HARAC T E RI S T I C S

The graph below depicts the extent of lower gastrointestinal disease of the patients with Crohn’s
disease at the time of the patient’s registration into the ICN Registry (note: diagnosis may have been
earlier than the time of registration).  

Ileocolonic
11,597
42.44%

N/A
7,599

27.81%

None
690

2.52%

Ileal only
3,511

12.85%

CD Extent of Disease at Registration - Macroscopic Lower GI Disease 
(n = 27,327)

Colonic only
3,930

14.38%

CROHN'S DISEASE EXTENT OF DISEASE AT REGISTRATION 
Macroscopic Lower GI Disease
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C L I NI C AL  C HARAC T E RI S T I C S
This table contains clinical characteristics for patients with a diagnosis of ulcerative colitis in the ICN
Registry. The extent of ulcerative colitis at the time of registration is summarized for all patients ever
registered, all newly registered patients in 2019, and all patients who remain active in the registry. The
PGA (Physician Global Assessment) and PUCAI (Pediatric Ulcerative Colitis Activity Index) are summarized
based on each patient’s most recent outpatient clinic evaluation.

2

ULCERATIVE COLITIS
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C L I NI C AL  C HARAC T E RI S T I C S
This graph depicts the extent disease of the patients with ulcerative colitis at the time of the patient’s
registration into the ICN Registry (note: diagnosis may have been earlier than the time of registration).

 
53%

 
16.5%

 
14.5%

 
8.1%

 
8%

Pancolitis
6,753
53%

N/A
2,102
16.5%

Ulcerative Proctitis
(rectum only)

1,029
8.08%

Left sided
Ulcerative Colitis

1,842
14.46%

UC Extent of Disease at Registration
(n = 12,741)

Extensive
Ulcerative Colitis

1.015
7.97%

ULCERATIVE COLITIS EXTENT OF DISEASE AT REGISTRATION
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GROWT H & NUT RI T I ON

At each outpatient visit, a patient’s growth
status (for patients less than 18 years old) is
classified as satisfactory, at risk, or in failure.
Failure is defined as a height percentile <3rd
percentile for age or height velocity <3rd
percentile for age or height percentile changed
lower by two isobars.  At risk is defined as
height percentile <10th percentile for age or
height velocity <10th percentile for age or
height percentile changed lower by one isobar.
All other patients are classified as satisfactory
growth status.

At each outpatient visit, a patient’s nutritional
status is classified as satisfactory, at risk, or in
failure.   Failure is defined as weight loss ≥10%
or body mass index <3rd percentile for age or
weight percentile changed lower by two
isobars. At risk is defined as weight stable (no
gain) or 1-9% weight loss or body mass index
<10th percentile for age or weight percentile
changed lower by one isobar.  All other patients
are classified as satisfactory nutritional status.

 
95.4%

 
3.6%

 
1%

Satisfactory
21,701
94.16%

At Risk
1,053
4.57%

In Failure
293

1.27%

Growth Status at Most Recent Visit
(n = 23,047)

 
90.3%

 
8.2%

 
1.5%

In Failure
364

1.47%

At Risk
2,039
8.22%

 Satisfactory
22,404
90.31%

Nutrition Status at Most Recent Visit
(n = 24,807)

Growth and nutritional status are important outcomes for pediatric patients with inflammatory bowel
disease. The following graphs summarize the growth and nutritional status at the most recent
outpatient clinic visit for all patients who remain active in the ICN Registry.
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QI  ME AS URE S :  RE MI S S I ON
Remission is an important outcome for all stakeholders in the ICN Network and is measured in several
different ways, using data only from centers with greater than 75% registration of their eligible IBD
population.  Clinical remission is determined by the Physician Global Assessment (PGA), and clinical
remission rate is determined by the percentage of patients whose PGA is marked as “quiescent” by the
pediatric gastroenterology provider at the time of the patient’s most recent outpatient clinic visit.

Prednisone-free remission is also determined by the percentage of patients whose PGA is marked as
“quiescent” by the pediatric gastroenterology provider at the time of the patient’s most recent
outpatient clinic visit, with the additional criterion of having no planned steroid exposure at the time of
discharge from the most recent outpatient clinic visit.
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QI  ME AS URE S :  RE MI S S I ON
Sustained remission is calculated based on two criteria at all visits in the last one year: the pediatric
gastroenterology provider marked the PGA as “quiescent”, and the pediatric gastroenterology provider
marked “yes” to the question of whether the patient had been in continuous remission since the most
recent outpatient visit.
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QI  ME AS URE S :  RE MI S S I ON
In addition to using the Physician Global Assessment to track Clinical Remission, the ICN Registry collects
data that allows for the calculation of an sPCDAI (short Pediatric Crohn’s Disease Activity Index) or
PUCAI (Pediatric Ulcerative Colitis Activity Index) at the time of each outpatient clinic visit. The
sPCDAI chart demonstrates the percentage of Crohn’s disease patients with an sPCDAI score of <15 at
the most recent outpatient clinic visit, and the PUCAI chart demonstrates the percentage of ulcerative
colitis patients with a PUCAI score of <10 at the most recent outpatient clinic visit.
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NE T WORK DAT A QUAL I T Y
The ICN Registry captures data on centers' performance in registering their eligible IBD patient
population, seeing patients in outpatient clinic on a regular basis, and several components of data
quality, which measure the completeness, accuracy, and timeliness of the data that are captured during
outpatient clinic visits.
 
Each participating care center is asked to submit and regularly update their Registerable Population,
which consists of all pediatric IBD patients who are followed at their center, who have not had a
colectomy for ulcerative colitis, have not been seen at that center only for another opinion, or will not be
leaving that center soon for any reason.
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NE T WORK DAT A QUAL I T Y
The ICN Registry determines the percentage of patients registered in the ICN Registry who have had an
outpatient clinic visit recorded in the last 13 months. This allows participating care centers to identify
patients who may have been lost to follow-up, moved, or transitioned to an adult gastroenterology
provider, and thus allows the care center to arrange for needed follow-up or deactivate the patient.
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NE T WORK DAT A QUAL I T Y
The ICN Registry measures the timely entry of data from outpatient clinic visits by calculating the
percentage of visits which are entered into the ICN Registry within 30 days of the outpatient clinic visit
date.

The ICN Registry measures the percentage of outpatient clinic visits for which key data points have
been captured and entered into the ICN Registry. The critical data points are: height, weight, physician
global assessment, medications, abdominal examination, and current symptoms including activity level,
abdominal pain, general well-being, stool characteristics, and extraintestinal manifestations of disease.
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