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e |nstitute for Precision Health (IPH)
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U CI ICTS « IPH
Office of Research Information

Mission

To provide and innovate informatics solutions to facilitate

clinical research, accelerate results translation, and
engender the transformation of UCI Health hospitals and
clinics into a learning health system.




Research Cyberinfrastructure Center for Artificial
Center (RCIC) Intelligence in Diagnostic

Genomics Research and
Technology Hub (GRT Hub)

Sequencing facilities; computational
-omics

Cancer Center Experimental
Tissue Resource (ETR)

High-performance and high- Medicine (CAIDM)

throughput computing; Research data Access to and analysis of medical
storage imaging data; Al/ML; Deep learning

Tissue and body fluids procurement,
management, and analysis

ICTS ¢ IPH Office of Research Information

Enterprise Data & Analytics (EDA)

Operational reporting; Business intelligence; Management of enterprise data warehouses; Research
support, particularly for quality improvement projects
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UCI Health Information Technology Services (HS ITS)

Management of Epic EHR and other clinical information systems; HIPAA-compliant data centers/cloud computing capability;
information security; integration of research in clinical care



https://www.caidm.som.uci.edu/
https://cancer.uci.edu/experimental-tissue-resource
https://ghtf.biochem.uci.edu/
https://research.uci.edu/shared-facility/research-cyberinfrastructure-center-rcic/

UCI

ICTS « IPH
Office of Research Information

Service Areas

1.

Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

. Partially de-identified, self-service research data

warehouses

. Self-service cohort discovery tools

. Advanced data analytics: artificial intelligence /

machine learning (Al/ML), natural language processing
(NLP)

. Research data sharing networks
. Research software development

. Researcher engagement and enrichment




Service Areas

SHonest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

SPartially de-identified, self-service research data

U c I ICTS  |PH ¥Self-service cohort discovery tools
Office of Research Information . Advanced data analytics: artificial intelligence /
machine learning (Al/ML), natural language processing
(NLP)

. Research data sharing networks

. Research software development

. Researcher engagement and enrichment
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DISCHARGE SUMMARY
SUMMARY OF TREATMENT PLANNING:

Two major problems were identified at the admission of this adolescent:
1. Mood swings.
2. Oppositional and defiant behavior.

A developmentally appropriate group oriented therapy program was the primary treatment modality for this adolescent. He
participated in at least eight psychoeducational and activity groups. The attending psychiatrist provided evaluation for and
management of psychotropic medications and collaborated with the treatment team. The clinical therapist facilitated
individual, group, and family therapy at least twice per week.

COURSE IN HOSPITAL: During his hospitalization, the patient was seen initially as very depressed, withdrawn, some
impulsive behavior observed, also oppositional behavior was displayed on the unit. The patient also talked with a therapist
about his family conflicts. He was initiated on an antidepressant medication, Zoloft, and he continued with Adderall. He
responded well to Zoloft, was less depressed. He continued with behavior problems and mood swings. A mood stabilizer was
added to his treatment and with a positive response to it.

DIAGNOSTIC AND THERAPEUTIC TEST/EVALUATIONS: Sleep-deprived EEG was done, which was reported as normal. His
last Depakote level was 57 as per 06/04/04. His laboratory basic metabolic panel, CBC, TSH were reported within normal
limits.

CONSULTATIONS: He was seen by our medical consultant for a complete history and medical examination. No major acute
problems were reported, only the acne. Treatment was initiated with face wash medication.

FINAL DIAGNOSIS:

AXIS I. ADHD (Attention Deficit Hyperactivity Disorder), rule out Bipolar Disorder and ODD (Oppositional Defiant
Disorder).

AXIS II. Deferred.

AXIS III: Acne.

AXIS IV: Psychosocial stressors: Severe, family conflicts and educational problems.

AXIS V: AF: 45 to 50.

CONDITIONS ON DISCHARGE: The patient had appropriate mood and was not engaging in self-injurious behavior. He denied
suicidal or homicidal ideation.
Height: 5 foot 8 inches. Weight: 134. Blood pressure: 120/54. Pulse: 104. Respirations: 18. Temperature: 99.

PROGNOSIS: Guarded.

IPH Office of
Information (ORI)

riQuci.edu

ang@hs.uci.edu
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Allscripts
2010-2017

UC Health Data
Warehouse (UCHDW)

LDS UCHDW

Epic / Reimagined

2017-2025 / 2025—-present

Epic Clarity Data
Warehouse

PHI OMOP

OMOP: Observational Medical
Outcomes Partnership

Social Determinants
of Health Extensions

Imaging Data

Free-Text Repository

Limited Data Set (LDS)
OMOP Research Data
Warehouse

Genomics Data




Study design

Objectives; Inclusion/exclusion
criteria; Data elements needed,;
Analytical plan

IRB is required

Patient consent may be required,
unless the study is eligible for
Waiver of HIPAA Authorization

TriNetX

Cohort discovery; Aggregate-level
analysis

Non-Human Subjects
Research

IRB is not required

Honest Broker

Enterprise Data & Analysis
(EDA)

Andrea Hwang
ychwang@hs.uci.edu

|

Protected Virtual
Computing

Environment (PVCE)

No

Self-service Limited
Data Set (LDS) research
data warehouses

|

Health Data Governance

Committee

Siranush Herculian
sherculi@hs.uci.edu
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® © ® P Protected Health Information X =+ v
« > C 2% https://research.uci.edu/human-research-protections/assessing-risks-and-benefits/privacy-and-confidentiality/protected-health-information-hipaa/ b ¢ o3 K2 @ : isparm_category=1e1c5{641b17e45404340166624bcbd3 = & @
The Privacy Rule and Research Home My Tickets My Surveys ™ Cart Tours

Contact Usv Do You Need IRB |
As noted above, HIPAA affects only that research which uses, creates, or discloses PHI. Resec — a ]
earc
disclose PHI to carry out a wide range of health research studies. The Privacy Rule protects PHI while Human Research Protections Assessing Risks and Bene —

when necessary to conduct research. In general, there are two types of human research that would ir

Quick Launch (Ctrl+Q) P - B X ’

- . g
.4 SQLQueryl.sql - omop.uci.edu.LDS_OMOP_RDW (HS\zhengkai (62)) IRB FAQs IRB Forms E

File Edit View Query Project Tools Window Help

Objectives; 100 [Br - BNy B R RR
criteria; Da © % | Lps_omor_ROW < | b Execute w o 32

An Qbect Eplore = = « Studies that create new medical information because a health care service is being performed as part of the research, such as testing of a new way of
Connect~ ¥ 3

5 8 omop.uci.cdu (SQL Server 15042492 - HS\zhengkai) diagnosing a health condition or a new drug or device for treating a health condition. Virtually all sponsored clinical trials that submit data to the U.S. a

= 1 Databases Food and Drug Administration (FDA) will involve PHI.
System Databases
Database Snapshots

@ AdminDB The IRB's Role

= @ LDS_OMOP_RDW

Database Di

T:lt,ale: g The IRB acts as a Privacy Board (required by HIPAA) to review the use/disclosure of PHI and to determine whether the subjects should sign an authorization
Views (an addendum to the consent to participate in research) or if a waiver of consent (roughly analogous to a Waiver of Consent under the Common Rule) may

External Resources
be granted.

» Studies involving review of existing medical records as a source of research information. Retros
Sometimes prospective studies do it also, for example, when they contact a participant's physici.... .- ... . .., . o e
health history.

—

BEE®

Synonyms

=

Programmability
Service Broker When the IRB determines that subjects should sign a HIPAA research authorization in order to use or disclose PHI for research, subjects are to

::Zf,?; sign the UC HIPAA research authorization as a part of the informed consent process for participation in the study.

@ LDS_OMOP_RDW_EZ
@ LOGS_CBMI

@ oS Requesting a Waiver of HIPAA Authorization

@ UC_CORDS
zzsjtgbjem Although it is always preferred to get permission / authorization to use an individual's PHI, HIPAA permits research using PHI without obtaining
Replication authorization. This is a referred to as a waiver of HIPAA research authorization, which is granted by the UCI IRB.

PolyBase

:‘A'W*’ys on Htigh Availability In order to waive HIPAA Authorization, the IRB must determine that the study meets all of the following criteria:
anagemen

Integration Services Catalogs

8 5L Server Agent » The use or disclosure of PHI involves no more than minimal risk
{¥] XEvent Profiler

(e I B S S R
BHEE®
BE®®

 Granting of the waiver will not adversely affect privacy rights and welfare of the individuals whose records will be used

» The project could not practicably be conducted without a waiver >
» The project could not practicably be conducted without use of PHI

» The privacy risks are reasonable relative to the anticipated benefits of research ~
» An adequate plan to protect identifiers from improper use and disclosure is included in the research proposal

» An adequate plan to destroy the identifiers at the earliest opportunity, or justification for retaining identifiers, is included in the research proposal

» The project plan includes written assurances that PHI will not be re-used or disclosed for other purposes

» Whenever appropriate, the subjects will be provided with additional pertinent information after participation

Clinical Activities as Research: When IRB Review, Consent, Research HIPAA
. R R R ept_id unit_source_value qualfier_source_value visit_detail_id concept_id A
and California Bill of Rights Apply o I T

NULL
NULL NULL NULL 4267355
The University of California, Office of the President has advised when IRB Review, Consent, Research HIPAA and the California Bill of Rights apply to NULL NULL NULL 4267355
clinical activities that are treated as research. The following table illustrates this advisory and practice at UCI. NULL NULL NULL 4267355
NULL NULL NULL 4267355
NULL NULL NULL 4267355
Expanded Access Humanitarian Use Right to Try NULL NULL NULL 4267355
NULL NULL NULL 4267355
. NULL NULL NULL 4267355
IRB Review Yes Yes Yes NULL NULL NULL 4267355
NULL NULL NULL 4267355
I R B Consent ReqUired Yes Yes Yes NI NI NI AIRTIRR N
>
California Bill of nghtS[1] Yes No Yes '.edu (15.0RTM) | HS\zhengkai (62) LDS_OMOP_RDW ' 00:00:08 20,052 rows
= [ Ready INS
Patient con: . .
= o o B O P HIPAA Research Authorization Yes No[2] No[3] A T dy 1102/-1132/3;\;3 »

unless the s, 0T

Please contact HRP Staff for any questions.

Waiver of HIPAA Authdrization

[1] REQUIRED FOR “medical experiments.” HSC 24174
[2] REQUIRED IF IRB has access to PHI (unusual at UCI)

@ Add attachments O
[3] REQUIRED IF non-UCI covered components will access protected health information (PHI)
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TriNetX

A cohort discovery tool for
constructing patient cohorts at UCI
Health or globally, conducting
aggregate-level analyses, or
requesting de-identified patient-
level data for research
purposes.




TriNetX

Access is free to all UCI employees
~ and students. Email ori@uci.edu for
an account.
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C 25 https://live.trinetx.com/tnx/study/140257/query/4002593

@ TriNetX Studies

My Studies / IBD / Query Builder

O

Query Builder

Healthcare
Organizations (HCOs)

Explore Cohort

Analyze Criteria

Rate of Arrival

Summary Statistics

Analytics

Pending Datasets

Available Datasets

Connect

Study Management

Design Assistance

Connect Browse Network What's New v

4

Final

Oct 18, 2024 at 9:40 am by Kai Zheng

UC Irvine Health 7 Filters
1 of 1 HCOs online Any medical center type | Any data type | 18 - 80 years, Any sex

MUST HAVE

Q Search Term...

v

~ Collapse All Groups

Ungrouped Terms

MUST HAVE
ICD-10-CM K58 Crohn's disease [regional enteritis]

ICD-10-CM K51 Ulcerative colitis

VA Hsese ADRENAL CORTICOSTEROIDS

AND

~ Group 1

(® New Query

Patients HCOs
A
2,820 1 Filter By: Filter

13 CANNOT HAVE s Final ¢
by Kai Zheng
Q Search Term...
N Patients
By Hcos
@ Network

CANNOT HAVE

3,540 RxNorm 327361 adalimumab 4,060

3,920 . . .
TNX Curated 9063 C reactive protein [Mass/volume] in Serum, Plasma or Blood 84,650

> Y > 5 mg/L, most recent value

401,880

GroupRules v 1 L O

Unnamed GI’OUp #  This group occurred since 1 year ago

MUST HAVE

v

X Collapse All Groups

+ Create a New Group

+ Terms

CANNOT HAVE

CPT 1007622 Endoscopy Procedures on the Rectum 32,580

Q% O @

Hide »

Sort By: Most Recent

m

Oct 18,2024 9:40 AM

2,820
1

UC Irvine Health
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@ TriNetX Studies

My Studies / IBD / Query Builder

O

Query Builder

Healthcare
Organizations (HCOs)

Explore Cohort

Analyze Criteria

Rate of Arrival

Summary Statistics

Analytics

Pending Datasets

Available Datasets

Connect

Study Management

Design Assistance

Connect Browse Network What's New v

4

Final

Oct 18, 2024 at 9:40 am by Kai Zheng

UC Irvine Health 7 Filters
1 of 1 HCOs online Any medical center type | Any data type | 18 - 80 years, Any sex

MUST HAVE

Q Search Term...

v

~ Collapse All Groups

Ungrouped Terms

MUST HAVE
ICD-10-CM K58 Crohn's disease [regional enteritis]

ICD-10-CM K51 Ulcerative colitis

VA Hsese ADRENAL CORTICOSTEROIDS

AND

~ Group 1

Patients

2,820

Filter By: Filter

CANNOT HAVE

d‘l Ih Final #°
by Kai Zheng
Q Search Term...
N Patients
By Hcos
@ Network
CANNOT HAVE
3,540 RxNorm 327361 adalimumab 4,060
3,920 . . :
TNX Curated 9063 C reactive protein [Mass/volume] in Serum, Plasma or Blood 84,650
> ¥=5 mg/L, most recent value
401,880

GroupRules v 1 L O

Unnamed GI’OUp #  This group occurred since 1 year ago

MUST HAVE

v

X Collapse All Groups

+ Create a New Group

+ Terms

CANNOT HAVE

CPT 1007622 Endoscopy Procedures on the Rectum 32,580

(® New Query

Qaxw 9 @

Hide »

Sort By: Most Recent

m

Oct 18,2024 9:40 AM

2,820
1

UC Irvine Health
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< c 25 https://live.trinetx.com/tnx/study/140257/query/4002593/criteria-analysis Q <3} @

@ TriNetX Studies v Connect Browse Network  What's New v o KZ

My Studies / IBD / Analyze Criteria / Final

£ Query Builder (® New Query Hide »
Final Patients i Y New Analysis —

+ Healthcare Oct 18, 2024 at 9:40 am by Kai Zheng 2,820 1 — Filter By: Filter Sort By: Most Recent
o = View Histor
Organizations (HCOs) l y
8  Explore Cohort Analyze Criteria = v View [
Final ¢ T
Analyze Criteria by Kai Zh Oct 18 20249402
. ai Zhen c , :
Patients HCOs y g
«~"  Rate of Arrival 2 Patients 2,820
Network 1,161,440
By Hcos L
Summary Statistics Base Population 1,161,440 @ Network UC Irvine Health
Analytics Population 18 - 80 years, Any sex 952,690
Pending Datasets «~ MustHave: ICD-10-CM K50 Crohn's disease [regional enteritis] | OR | ICD-10-CM K51 Ulcerative colitis
<o Available Datasets « MustHave: VA HS050 Adrenal corticosteroids
Connect

« Cannot Have: TNX Curated 9063 C reactive protein [mass/volume] in serum, plasma or blood [z 5 mg/L, most recent value]

Study Management
« Cannot Have: RxNorm 3273671 Adalimumab

[l Design Assistance

<O

v  Group 1 - This group occurred since 1 year ago. Cannot Have: CPT 1007622 Endoscopy procedures on the rectum

2,820 1

Patients HCOs
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@ TriNetX Studies v Connect Browse Network  What's New v o KZ

My Studies / IBD / Explore Cohort / Demographics

£ Query Builder . ) | (® New Query ‘ Hide »
Final Patients HCOs

Healthcare Oct 18, 2024 at 9:38 am by Kai Zheng 2,820 1 Filter By: Filter Sort By: Most Recent
S o View History ’
Organizations (HCOs)
&  Explore Cohort Demographics Grouped = Stacked F B0 2
Final #° m
Demographics
by Kai Zheng Oct 18,2024 9:51 AM
70
. ) Patients 2,820
Diagnoses 50 2
2 By Hcos L
S 50
Oncology = @ Network UC Irvine Health
a 40
o
Procedures 9 80
E 2
zZ
Medications 10
0
Lol 0 15 30 45 60 75 89
Age in years
Patients 90 and Older: 0
Genomics
Total Patients Minimum Age Maximum Age Mean Age Standard Deviation
Analyze Criteria 2,820 18 80 52 17
~”  Rate of Arrival Sex Race
L .19% i .21% I
SIS tateTios Female 53.19% White 70.21%
Male 46.81% I— Other Race 13.12% I
— Analytics Unknown 0.00% Asian 7.80% IR
Ethnicity Unknown Race 6.02% I
Pending Datasets | i _ .
Not Hispanic or Latino 80..85% 1 Black or African American 2.63% W
S dwelabie Daeses Hispanic or Latino 14.89% EEEEE American Indian or Alaska Nati... 0.35%|
Unknown Ethnicity 4.60% B Native Hawaiian or Other Paci..  0.35%|

Connect

Study Management

[l Design Assistance
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@ TriNetX

Studies v

Connect

Browse Network

What's New v

Qaxw 9 @

© Kz

My Studies / IBD / Explore Cohort / Diagnoses

£ Query Builder

Healthcare
Organizations (HCOs)

& Explore Cohort

Demographics

Diagnoses

Oncology

Procedures

Medications

Labs

Genomics

Analyze Criteria

~”  Rate of Arrival

Summary Statistics

Analytics

Pending Datasets

S Available Datasets

Connect

Study Management

[l Design Assistance

Final

@

Diagnoses

Diagnoses

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

ICD-10-CM

K00-K95

Z00-Z99

RO0-R99

EO0-E89

M00-M99

G00-G99

D50-D89

NOO0-N99

100-199

FO1-F99

J00-J99

C00-D49

LOO-L99

S00-T88

A00-B99

HO0-H59

V00-Y99

H60-H95

Q00-Q99

U00-U85

000-09A

P00-P96

Oct 18, 2024 at 9:38 am by Kai Zheng

Diseases of the digestive system

Factors influencing health status and contact with health services

Symptoms, signs and abnormal clinical and laboratory findings, not elsewhere classified

Endocrine, nutritional and metabolic diseases
Diseases of the musculoskeletal system and connective tissue

Diseases of the nervous system

Diseases of the blood and blood-forming organs and certain disorders involving the immune mechanism

Diseases of the genitourinary system

Diseases of the circulatory system

Mental, Behavioral and Neurodevelopmental disorders

Diseases of the respiratory system

Neoplasms

Diseases of the skin and subcutaneous tissue

Injury, poisoning and certain other consequences of external causes
Certain infectious and parasitic diseases

Diseases of the eye and adnexa

External causes of morbidity

Diseases of the ear and mastoid process

Congenital malformations, deformations and chromosomal abnormalities
Codes for special purposes

Pregnancy, childbirth and the puerperium

Certain conditions originating in the perinatal period

Diagnoses within

3M

6M

12M

Patients

2,820

HCOs

1

24M | Anytime @ @ All

Search...

Patients

2,820
2,430
2,190
1,770
1,450
1,370
1,200
1,200
1,190
1,140
1,040
1,020
970
900
840
600
530
340
270
180
130

20

View History

Acute Chronic @ 1,

% of Cohort

100%

86%

78%

63%

51%

49%

43%

43%

42%

40%

37%

36%

34%

32%

30%

21%

19%

12%

10%

6%

5%

1%

(® New Query

Filter By: Filter

Final ¢

by Kai Zheng

N Patients

By Hcos
@ Network

Hide »

Sort By: Most Recent

m

Oct 18,2024 9:40 AM

2,820
1

UC Irvine Health
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< c 25 https://live.trinetx.com/tnx/study/140257/query/4002593/cohort-results/medications Q <3} @

@ TriNetX Studies v Connect Browse Network  What's New v o KZ

My Studies / IBD / Explore Cohort / Medications

£ Query Builder . . (® New Query Hide »
Final /’ Patients HCOs

Healthcare Oct 18, 2024 at 9:38 am by Kai Zheng 2,820 1 . Filter By: Filter Sort By: Most Recent
S o View History
Organizations (HCOs)
& Explore Cohort Medications Medications within = 3M  6M  12M | 24M @ Anytime @ VA ATC 1,
Final #° m
Demographics .
by Kai Zheng Oct 18,2024 9:40 AM
Search...
Diagnoses N Patients 2,820
Medication Patients % of Cohort Bl HCOs 1
Oncology > VA HS000 Hormones/synthetics/modifiers 2,820 100% ® Network UC Irvine Health
> VA GA000 Gastrointestinal medications 2,720 96% NN
Procedures
> VA DE00O Dermatological agents 2,710 96% I
Medications > VA OP000 Ophthalmic agents 2,670 05%
VA NT000 Nasal and throat agents,topical , % I
Labs > g p 2,640 94
> VA CNO000 Central nervous system medications 2,620 903% IR
Genomics > VA REOO0  Respiratory tract medications 2,610 93% E—
o AMO000 Antimicrobial % I
e s i > VA ntimicrobials 2,580 91
> VA TNOOO Therapeutic nutrients/minerals/electrolytes 2,530 90% I
7’ Rate of Arrival > VA IR000 Irrigation/dialysis solutions 2,300 82%
o > VA PHO00 Pharmaceutical aids/reagents 2,260 80% I
Summary Statistics
> VA RS000 Rectal,local 2,260 80% I
Analytics > VA IM000 Immunological agents 2,250 80%
. > VA CV000 Cardiovascular medications 2,200 78% IS
Pending Datasets
> VA GUO000 Genitourinary medications 2,200 78% I
= Available Datasets > VA MS000 Musculoskeletal medications 2,020 72% I
> VA AHO000 Antihistamines 1,740 62% I
Connect
> VA AU000 Autonomic medications 1,710 61% I
Study Management > VA VT000 Vitamins 1,580 56% N
> VA BLOOO Blood products/modifiers/volume expanders 1,290 46% IR
[l Design Assistance
> VA OR000 Dental and oral agents,topical 1,280 45% R
> VA 0T000 Otic agents 1,170 41%
> VA Other Other medications (va) 990 35% R
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@ TriNetX Studies v Connect Browse Network  What's New v 0 0 KZ

My Studies / IBD / Rate of Arrival

£ Query Builder . ) | (® New Query Hide »
Final ~ Patients HCOs ~* Run S

+ Healthcare Oct 30, 2024 at 2:06 pm by Kai Zheng 2,820 1 — Filter By: Filter Sort By: Most Recent
L /= View Histor
Organizations (HCOs) y

8  Explore Cohort

Patient Arrival Rate © O Showgraph @ o, —
Final & m

Analyze Criteria ,
by Kai Zheng Oct 30,2024 2:06 PM
. - Historic Arrivals Predicted Arrivals N Patients 2,820

~”  Rate of Arrival Healthcare Organization (HCO) (Monthly Avg Over Past 3 Yrs.) (Monthly Avg Over Next 1 Yr.) Trend
By Hcos L
Summary Statistics UC Irvine Health 34.7 30.3 @ Network UC Irvine Health
Analytics

Pending Datasets

o Available Datasets

Connect

Study Management

[l Design Assistance
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@ TriNetX Studies v Connect Browse Network  What's New v

My Studies / IBD / My Analyses / New

Jo Analytics
I Advanced Analytics
v My Analyses Analyses that are currently available to me.
d d

o’ Analyze Outcomes ndex Event Compare Outcomes fndex Event Compare Cohorts

How do patients in a cohort experience outcomes? Qe a e e e e e eeaeean Q _______________________________________ > How do outcomes compare between cohorts? e Q _______________________________________ »> How do patient characteristics compare between CONOIMS?  qoomooomooommoooo >

Explore Characteristics ‘ Review Outcomes Compare Characteristics ‘ Review Outcomes Compare Characteristics
[ ]
I
[ J
I I () L4
[ ]
‘“'""'IIIIIIIII"" @ Single Cohort “""II IIII"' '''' @® @® Two Cohorts ...o‘ ¢ ® @® Two Cohorts

= H H d d H
© Competing Risks ndex Event Treatment Pathways fndex Event Incidence and Prevalence

What is the probability for a patient to have competing risks? g--oooooooooooeooo ¢ _______________________________________ > In what order do patients receive treatments following a e Q _______________________________________ > What are the incidence and prevalence of events of interest inj-----------oomm oo

diagnosis? a cohort?
Review Characteristics ‘ Review Competing Risks Review Characteristics ‘ Review Treatment Pathways Review Incidence and Prevalence
f @ Single Cohort : q @ Single Cohort . @ Single Cohort
d : d

Advanced Explore Cohort ndex Event Cox Proportional Hazards Model fndex Event

What are the characteristics of my cohort in differenttime = ... ¢ _______________________________________ > What impact do a collection of predictors have on an e Q _______________________________________ >

periods? outcome?

Explore Characteristics ‘ Explore Outcomes Select Covariates ‘ Review Outcomes
@ Single Cohort . ® @® Two Cohorts
v Other Analyses Contact TriNetX or your organization’s administrator to access these analyses.
v InThelLab New analyses under development. Contact TriNetX or your organization’s administrator to get early access.
O
. d
Analyze Cohort Metrics ndex Event

- < ¢ -

. @ Single Cohort

Cancel
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@ TriNetX Studies v Connect Browse Network  What's New v

My Studies / IBD / Query Builder

£ Query Builder

® New Query Hide »
i ° Patients HCOs
Final
+ Healthcare Oct 18, 2024 at 9:40 am by Kai Zheng 2,820 1 Filter By: Filter Sort By: Most Recent
Organizations (HCOs) _ -
UC Irvine Health 7 Filters a o
1 of 1 HCOs online Any medical center type | Any data type | 18 - 80 years, Any sex °
8  Explore Cohort
o MUST HAVE CANNOT HAVE Final #* 1]
Analyze Criteria th th ‘ o
by Kai Zheng Oct 18,2024 9:40 AM
Q Search Term... Q Search Term...
~"  Rate of Arrival . Patients 2,820
HCO 1
X Collapse All Groups B °
Summary Statistics @ Network UC Irvine Health
Ungrouped Terms
Analytics
MUST HAVE CANNOT HAVE
Pending Datasets
ICD-10-CM K58 Crohn's disease [regional enteritis] 3,540 RxNorm 327361 adalimumab 4,060
o Avallable Datasets % 10-cM K51 Ul ti liti 3,920
0L cerative colitis ) , _ ,
TNX Curated 9063 C reactive protein [Mass/volume] in Serum, Plasma or Blood 84,650
Connect > Y > 5 mg/L, most recent value
VA Hses56 ADRENAL CORTICOSTEROIDS 401,880
Study Management
AND
[l Design Assistance .
~ Group 1 GroupRules v 1 J O @
Unnamed Group ,#  This group occurred since 1 year ago + Terms
MUST HAVE CANNOT HAVE
CPT 1007622 Endoscopy Procedures on the Rectum 32,580

v

X Collapse All Groups

+ Create a New Group



@ TriNetX x Bk v

< c 25 https://live.trinetx.com/tnx/study/140257/query/4002593/networks Q % ) @

@ TriNetX Studies v Connect Browse Network  What's New v

My Studies / IBD / Query Builder / Networks

£ Query Builder (® New Query Hide »

4

Final 7 Patients HCOs

Healthcare Oct 18, 2024 at 9:40 am by Kai Zheng 2,820 1 Filter By: Filter Sort By: Most Recent
Organizations (HCOs)

UC Irvine Health 7 Filters
1 of 1 HCOs online Any medical center type | Any data type | 18 - 80 years, Any sex

8  Explore Cohort

Select a network from the list below

Final & |

Analyze Criteria ,
by Kai Zheng Oct 18,2024 9:40 AM

APAC Collaborative Network 5,285,593 Patients I||
~”  Rate of Arrival 15 of 15 Online | Last Update: 4 days ago Analytics & Patients S
By Hcos L
Summary Statistics EMEA Collaborative Network | 19,891,151 Patients III @ Network UC Irvine Health
Analytics

27 of 27 Online | Last Update: an hour ago

Analytics . )
Global Collaborative Network 155,718,354 Patients I||
Analytics
, 131 of 131 Online | Last Update: 35 minutes ago
Pending Datasets
LATAM Collaborative Network 31,930,289 Patients I||
3 : Analyti
© Available Datasets 32 of 32 Online | Last Update: 35 minutes ago revies
Connect Research 133,769,938 Patients I|| 'i.
Analytics
95 of 95 Online | Last Update: 35 minutes ago Data sets
Study Management ) _
UC Collaborative Network 2,691,240 Patients I||
Analytics
o Design Assistance 3 of 3 Online | Last Update: 9 days ago
UC Irvine Health 1,161,440 Patients o@ I||
Analyti
1 of 1 Online | Last Update: 2 months ago Gonnect revies
US Collaborative Network 118,293,935 Patients I||
Analytics

67 of 67 Online | Last Update: 12 hours ago



@ TriNetX x ek

< > C 25 https://live.trinetx.com/tnx/study/140257/query/7105337 & & @

@ TriNetX Studies v Connect Browse Network  What's New v

My Studies / IBD / Query Builder

£ Query Builder

y ® New Query Hide »
* Unnamed . " Patients
+ Healthcare Oct 18,2024 at 10:03 am by Kai Zheng | 6,770 | Filter By: Filter Sort By: Most Recent
Organizations (HCOs) — -
UC Collaborative Network 7 Filters a o
3 of 3 HCOs online Any medical center type | Any data type | 18 - 80 years, Any sex °
8  Explore Cohort
o MUST HAVE CANNOT HAVE Unnamed #° m
Analyze Criteria th th w ‘ o
by Kai Zheng Oct 18,2024 10:03 AM
Q Search Term... Q Search Term...
~"  Rate of Arrival 2 Patients 6,770
HCOs 3
X Collapse All Groups B
Summary Statistics @ Network UC Collaborative Network
Ungrouped Terms
Analytics Final ¢ m
MUST HAVE CANNOT HAVE 2 patients B Heos
Pending Datasets 2,820 1
ICD-10-CM K58 Crohn's disease [regional enteritis] 9,080 RxNorm 327361 adalimumab 7,950
o Avallable Datasets % 10-cM K51 Ul ti liti 9,450
0L cerative colitis ) , _ ,
TNX Curated 9063 C reactive protein [Mass/volume] in Serum, Plasma or Blood 232,020
Connect > ¥=5 mg/L, most recent value
VA Hses5e ADRENAL CORTICOSTEROIDS 788,550
Study Management
AND
[l Design Assistance .
~ Group 1 GroupRules v 1 J O @
Unnamed Group ,#  This group occurred since 1 year ago + Terms
MUST HAVE CANNOT HAVE
CPT 1007622 Endoscopy Procedures on the Rectum 133,980
v

X Collapse All Groups

+ Create a New Group



Query Builder

Request
TriNetX Dataset

Free to all UCI researchers unless

you have a budget line in your grant

for purchasing the data. Data
fulfillment usually takes about
2 weeks.




Honest Broker


mailto:sherculi@hs.uci.edu
mailto:ychwang@hs.uci.edu

() @ UCI Health - Service Portal - X + v (] @ Catalog Categories - UCI He: X T v

< Cc 25 https://ucihealth.service-now.com/itportal pxd D : < Cc °s https://ucihealth.service-now.com/itportal?id=sc_category&catalog_id=e0d08b13c3330100c8b837659bba... ¢ 8 :

U c I H ea It h Home  MyTickets ~ MySurveys  ™Cart  Tours

Home My Tickets My Surveys ‘= Cart Tours

Browse our catalog of services and submit your request!

Welcome to the ITS Service
Portal

Account & ID Management

Item Description Price

Brought to you by Information Technology Services (ITS)

Business Applications

How can we help? . o Epic Training & Access Epic Training and Access
Clinical Applications

Data Center Services Sharepoint Access Request Request access to a SharePoint site

Data Security

New User - HS Access Request to set up computer and network access for new staff
Request
Equipment & Software i
Field Services STOP Access Request Disable HS user account
i i i Messaging & Collaboration
Epic Support| Service Catalog S%mekthl?g Knovaledge System Status Password Reset Physician Billing Group Need something new or setup? Submit a request for service.
Click here for all \\ Browse services & rokens ase Check for service Reset your HS & Network Services (PBG) Request
things Epic! \ submit requests Report your issue Find answers & outages & planned UClnetID password
here! instructions here maintenance here . . .
Share Drive Access Request access to UC Irvine Health network drive(s)

Reporting & Analytics

No information available Voalte User Manuals (UCI KB0015995) Website Development (Beta) Security Assessment ~ Submit a request to Data Security to perform Third-party Due Diligence on a
* % %k k Request new application or systems risk to UC Irvine Health

No system is reporting an issue

Work From Home Instructions and Policies
(UCI KB0017534)
. 0.0.0.8 ¢

More information...

Submit a Generic Request or Question

Can't find the request form you're looking for? Submit your request to the Service Desk here. Note: this form is
intended to be used only if a request option does not exist. This request form will be handled as non-urgent or

9 E A E o may need to be resubmitted.

How to navigate the Service Portal ‘ ‘ Report a problem with this site ‘ Quick Help Videos Submita PI’OJeCt Idea

Do you have an idea for a new application or system at UCI Health? If so, then please submit your idea to the
Project Management Office here.

Contact the Service Desk at 714-456-3333

UCI Health Submit a UCPath related request

© The Regents of the University of California. All rights reserved. Do you need to submit a request related to UCPath? If so, please do so via the Employee Experience Center by
Website Privacy Policy | Patient Privacy | Disclaimer clicking the link above.

2, 13 >

How to navigate the Service Portal ‘ ‘ Report a problem with this site ‘ Quick Help Videos

Contact the Service Desk at 714-456-3333

UCI Health
© The Regents of the University of California. All rights reserved.

Website Privacy Policy | Patient Privacy | Disclaimer




() @ Catalog Categories - UCI He: X + v O @ Data Request - UCI Health - 1 X T v

< c °s https://ucihealth.service-now.com/itportal?id=sc_category&catalog_id=e0d08b13c3330100c8b837659bba... ¢ D : < C °s https://ucihealth.service-now.com/itportal?id=sc_cat_item&sys_id=34ff8804db7c84900100fcfaae961932&... ¢ 8 :

U c I H ea It h Home My Tickets My Surveys '™ Cart Tours

U C I H ea It h Home My Tickets My Surveys

Home > AllCatalogs 9 ServiceCatalog & Reporting&Analytics 9 Data Request {Search Q]

Browse our catalog of services and submit your request!

Data Request

Search...
Clinical Informatics/Business Intelligence & Analytics Data Request
By submitting this form you are requesting a report from the Epic EMR System

= DO NOT use this request to submit urgent Patient Care issues; please contact the Service Desk. Required information
Services that collect and organize information to help provide visual representations For research data requests, please complete and attach the following worksheet: Honest Broker Data Request Departmert .

Account & ID Management dd dri di . h L Worksheet Requester supervisor (Manager or D|
and data-driven direction to the organization. e r—

Business Applications

Item Description Price

Clinical Applications *Who is this for? * Callback number

Data Center Services

Insights Request Request access or other information and assistance to our enterprise business { O  KaiZheng x v ] [ 949.824.6920 ]
intelligence portal.

*
Data Security Department

Collibra Know more about Collibra

Equipment & Software

* .
Field Services Data Request linical Informatics/Business Intelligence & Analytics Data Request Jobiitle
Professor ]
Messaging & Collaboration o
ETL Request Requests for new or existing data pipelines
* Requester supervisor (Manager or Director)
Network Services
y Microsoft Power Bl v ]
Procurement and Contracts '
* please describe the data request @
Reporting & Analytics Power BI
Telecommunications . o ’
Research Research Toolkit applications
Website Development *|s this a research request?
SlicerDicer Request SlicerDicer access, training, build, or other information/assistance. - None - . J
Request
* Did this data request originate based on the outcome of an adverse event?
i tableay Reporting & Analytics platform —None~ . ]
Tableau

*What is the problem that you are trying to solve?

Submit a Generic Request or Question

. . . . . . * How will this data solve your problem?
Can't find the request form you're looking for? Submit your request to the Service Desk here. Note: this form is

intended to be used only if a request option does not exist. This request form will be handled as non-urgent or

may need to be resubmitted.

* Risk/Value to organization

Submit a Project Idea

Do you have an idea for a new application or system at UCI Health? If so, then please submit your idea to the

Project Management Office here. * Are there comitted deadlines for delivering the information requested?

--None -- v ]
Submit a UCPath related requ est * Frequency/format frequency need
Do you need to submit a request related to UCPath? If so, please do so via the Employee Experience Center by [ --None -- v ]

clicking the link above.

* Does the data need to be real time?

-- None -- v ]
a
9 n o Intended report users/audience
How to navigate the Service Portal ‘ ‘ Report a problem with this site ‘ Quick Help Videos ‘ Additional information

@ Add attachments

Contact the Service Desk at 714-456-3333

UCI Health




UCI Health Honest Broker Data Request Worksheet

Office of Research Information, UCI Health Affairs. Questions: please email ori@uci.edu.

l. Research Team

Title of the research project

IRB #

Name/email of primary project contact(s)

Name/email of the Principal Investigator(s)

Name/email of other IRB-authorized
research personnel that should be provided
access to the data

Il. Data Request Specifications

For diagnoses, procedures, and laboratory tests, please provide standard codes whenever possible, such as ICD-9/10, CPT, LONIC,
and SNOMED CT. If you don’t know the code for a medical concept, please look it up at https://athena.ohdsi.org/.

How to search for patientS? A. Inclusion/Exclusion Criteria

Please include timeframes and the data element that each timeframe should be applied on; see example. Please ensure consistency
with the Eligibility Factors (Inclusion/Exclusion Criteria) as specified in the IRB protocol.

1. Birth sex: female

. Age: >= 18 years old as of 2020-01-01

3. The result of the most recent SARS-CoV-2 test (of any
type), performed between 2020-01-01 and 2020-12-
31, was positive

4. With any subclassification of type 2 diabetes (E11*)
diagnosed at any date prior to 2020-01-01

5. Did NOT have an ED visit between 2020-01-01 and
2020-12-31

TimeframE(S) Of the SearCh [] Check this box if the timeframes are listed in the Eligibility Section of the IRB protocol.

N

Or <Type here>

What types of data should be
retrieved?

B. Data Elements to be Included

Please include timeframes and the data element that each timeframe should be applied on; see example. Please ensure consistency with the
Variables and/or Data Abstraction Sheet as specified in the IRB protocol.

Timeframe(s) of the data to | . o Example:
] Indicate whether the timeframes are listed in the IRB protocol (check all that apply):
be retrieved [ ] Pre-screening Section 1. MRN ,
. . 2. Phone number(s) and Email address(es)

|:| Project Procedures Section 3. PCP name and email

[ ] Data Abstraction Sheet or Case Report Form 4. Date and primary discharge diagnosis of all hospitalized
|:| Master Protocol admissions between 2020-01-01 and 2020-12-31

5. Date of the most recent ambulatory care visit of any
time period

Or <Type here>




Protected Virtual
Computing
Environment (PVCE)



mailto:sherculi@hs.uci.edu
mailto:ychwang@hs.uci.edu

UCI Health

SERVICE DESK

External - (714) 456-3333 | 2

)A /7
F ‘ ' C E Internal x4563333 | 24 /7
Size

For non-urgent incidents and
requests, please visit us at:
servicenow.hs.uci.edu

A HIPAA-compliant research
computing environment for
securely analyzing health data. All
datasets retrieved by Honest Brokers
are deposited In this environment.
PVCE is also where researchers
access the self-service
research data
warehouses.

10:56 AM

A dx 10/13/2023 o




) [ ) pvce5001.hs.uci.edu

—

Recycle Bin

] UCI Health
e

Sign Out

SERVICE DESK

V] 5 | Analytics Software I xternal - ( / ] 4 ) 4 [)() o -)) -))g
“ Home Share View In terna ' - X4 F)() —; g _)} 3’ ‘ 4
™ > Analytics Software Cearch Analuti -

Name Date modified

- ik aceee . ize For non-urgent incidents and
| Access 9/10/202

S T s s o requests, please visit us at:
J 3D Objects £ 1BM SPSS Statistics 2/2 :06PM  Shortcut 3KB servicenow.hs.uci.edu

Desktop %7 jupyter-notebook 1¢ 24 Shortc 2 KB

-+ Microsoft SOL Server Management Studio 18

R R422

£ RStudio

%) SAS 9.4 (English)

&=] Pictures #1 StataMP 17 (64-bit)

B Videos # StataMP 18 (64-bit)

- Local Disk (C:) ‘,’J Visual Studio Code

- Data (D:) ':EI Word

= Documents
@ Downloads
J\ Music

== group (\\omop.uci.

== zhengkai (\\omop.L

¥ Network
3 tsclient

12 items

10:56 AM
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) [ ) pvce5001.hs.uci.edu

—

Recycle Bin

] UCI Health
e

Sign Out

SERVICE DESK

~rnal o f \ ( _ddd
- | v v Manage group (\\omop.uci.edu\pvce_staging) (G:) I xternal \ / ] 4 / 4 )() 239.
“ Home Share View Drive Tools Interna ' - X456 —; g 3 3’ ‘ 4

<« v 4 == ThisPC > group (\\omop.uci.edu\pvce_staging) (G:) >

A

Name Date modified ~ Type s For non-urgent incidents and

3 Quick access ULIIND #1971y U 1w FHEIUIOES

R DCAIRE #2002 .: 11:17...  File folder requests, please visit us at:
UCI IRB #2011 0 17 ... File folder o =
§ 3D Objects UC IRE #2030 o o servicenow.hs.uci.edu

Desktop UCI IRB #2098 0/1( :17...  File folder
=) Documents UCI IRB #2126 0/1( 17 ... File folder
& Downloads UCI IRB #2254 0 117..  File folder
UCI IRB #2271 0/10/2 11:17 ... File folder
UCI IRB #2283 0/10/2 A7 ... File folder
UCI IRB #2326 0/1( A7 ... File folder
UCI IRB #2331 0/1¢ 17..  Filefolder
Local Disk (C:) UCI IRB #2349 0 17..  File folder
Data (D:) UCI IRB #2393 C 17 ... File folder
== group (\\omop.uci. UCI IRB #2487 ) 17 ... Filefolder
UCI IRB #2514 0/1C 17 ... File folder
UCI IRB #2636 0/10 17 ... File folder
v ¥ Network UCI IRB #2653 0/1( 17..  Filefolder

J\ Music
= Pictures

B videos

= zhengkai (\\omop.L

B3 tsclient UCI IRB #2708 ) 11:17 ...  Filefolder
UCI IRB #2723 0/1( 11:17 ...  Filefolder
UCI IRB #2764 0/10/2 11:17 ...  Filefolder
UCI IRB #2814 0/1( :17 ... Filefolder
UCI IRB #2908 0/10 :17...  Filefolder
UCI IRB #3439 0 :17 ... Filefolder
UCI IRB #3501 0/1C 17 ... Filefolder

168 items

10:56 AM
L]

A B A% 10437003
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€rnal RESOUrces

LDS OMOP

A Limited Data Set (LDS) version of
the UCI Health medical records data
for self-service use without IRB.

o o e e LDS: Limited Data Set; OMOP:
gl v T, Observational Medical
S M0 AT WALE Anaon oo ok o Outcomes Partnership.




OMOP Common Data Model

Person

I«

Standardized clinical data

4.| Observation_ph

4,|

Death |

Visit_occurrence

\>¥| Visit_detail |

Condition_occurrence

Drug_exposure

Procedure.occurrence

Device_exposure

% aaade

Measurement

Observation

Note I

L)| Note NLP I

Episode

Abl Specimen | \—)l Episode_event |

Fact_relationship |

Standardized health system

\—l Location
—— Care_site
I Provider

Standardized
health economics

| Cost

| Payer_plan_period

T 1

Standardized vocabularies

7 Concept N
//
/ Vocabulary
Domain

Concept_class

Concept_synonym

Concept_relationship |
Relationship D

Concept_ancestor |

Source_to_concept_map |

Drug_strength |

Standardized
derived elements

Condition_era

Drug_era

Dose_era

-

Results schema

Cohort

Cohort_definition

\

—F /T 7T

Standardized
metadata

| CDM _source

| Metadata




© o pvce5001.hs.uci.edu

..’)2 SQLQuery1.sql - omop.uci.edu.LDS_OMOP_RDW (HS\zhengkai (62))* - Microsoft SQL Server Management Studio (Administrator) Quick Launch (Ctrl+Q) P - [ X
File Edit View Query Project Tools Window Help

Q-0 B -2 Wl BrNewQuey B2 22 XD -

& -

p "m}'ﬁ[ﬂ'—

s «

“f | LDS_OMOP_RDW - b beate v vEiEE[E] I H| E@EN| = EE| 0.
Object Explorer v Qx| SQLQuery1.sql - om...(HS\zhengkai (62))* + X
Connect~ ¥ *¥ ¢ » -- select the the database to use
-luse LDS_OMOP_RDW
= @ omop.uci.edu (SQL Server 15.0.4249.2 - HS\zhengkai)
= Databases -- drop temp table if it already exists
System Databases DROP TABLE IF EXISTS #patient list
) Database Snapshots
© @ AdminDB -- create list of patier?ts with pr‘o?tate $ancer'
= @ LDS_OMOP_RDW = SEL.ECT DI?‘T?NCT person_id INTO #patient_list
. FROM condition occurrence
Database Diagrams WHERE condition_concept_id - 200962
Tables
Views -]-- get age, sex, race, enthnicity
External Resources -- LDS OMOP only has year of birth. July 1st is appended as the middle point of the year to estimate age as of today
Synonyms -]SELECT p.person_id, DATEDIFF(day, CONVERT(date, CONVERT(varchar, p.year_of_birth) + '-@7-01'), SYSDATETIME())/365.25 AS age, sex.concept_name AS sex, race.concept_name AS race, enthnicity.concept_name AS enthnicity FROM person p
Programmability LEFT JOIN concept AS sex ON sex.concept_id = p.gender_concept_id
Service Broker LEFT JOIN concept AS race ON race.concept_id = p.race_concept_id
Storage LEFT JOIN con?ept AS enthnicity ON.enthnicity.<.:oncep1.:_id = p.ethnicity_concept_id
- WHERE person_id IN (SELECT person_id FROM #patient_list)
Security
« W LDS_OMOP_RDW_EZ -]-- get main language spoken (4267355)
# [ LOGS_CBMI -- we do not have valid data in observation table on gender (4135376) or race (4@13886), however the sex and race columns in person table above should be sufficient
% @ OHDSI —]SELECT * FROM observation o
@ @ UC_CORDS LEFT JOIN concept c_concept_id ON c_concept_id.concept_id = o.observation_concept_id
Security LEFT JOIN concept c_value ON c_value.concept_id = o.value_as_concept_id
Server Objects l?JHERE person_ic.i IN |ﬁSELECT.person_id FROM #patient_list)
Regcation AND o.observation_concept_id = 4267355
PolyBase
Always On High Availability
= Management
® Integration Services Catalogs
& x3 SOL Server Agent
@ 1¢] XEvent Profiler
100% ~
BH Resuts 2 Messages
i age sex race enthnicity A
1 i 53.284052 MALE Multirace Not Hispanic or Latino
2 | 74283367 MALE  Multirace Not Hispanic or Latino
3 1238346  64.284736 MALE  Multirace Not Hispanic or Latino
4 251642 78283367 MALE  Multirace Not Hispanic or Latino
5 398696 66.283367 MALE Multirace Not Hispanic or Latino
6 1537738 87.282683 MALE Multirace Not Hispanic or Latino
7 241410 87.282683 MALE American Indian or Alaska Native Not Hispanic or Latino
8 845401 74283367 MALE  American Indian or Alaska Native Not Hispanic or Latino
9 1624443  78.283367 MALE Native Hawaiian or Other Pacfific Islander  Not Hispanic or Latino
10 98516 83.282683 MALE Native Hawaiian or Other Pacffic Islander  Not Hispanic or Latino
1 1143487  67.282683 MALE American Indian or Alaska Native Not Hispanic or Latino
12 798205 70.283367 MALE  American Indian or Alaska Native Not Hispanic or Latino
12 Q44020 F1.202C09 MALC Amanasn ladisn ae Alaale s Nadives Mot Hinmamin ae | ~dina e
observation_id person_id observation_concept_id observation_date observation_datetime observation_type_concept_id  value_as_number value_as_sting value_as_concept_id qualfier_concept_id unit_concept_id provider_id visit_occumence_id observation_source_value observation_source_concept_id  unit_source_value qualfier_source_value visit_detail_id concept_id A
1 8444503 | 1812027 4267355 20111111 2011-11-11 22:19:00.0000000 44814721 NULL NULL 4151758 NULL NULL NULL 1 NULL NULL NULL NULL NULL 4267355
2 17610 1413372 4267355 202309-25 2023-09-25 00:00:00.0000000 44814721 NULL NULL 4151758 NULL NULL NULL 1 NULL NULL NULL NULL NULL 4267355
3 10651422 174841 4267355 2023-09-25 2023-09-25 06:45:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
4 8737720 1759156 4267355 2023-08-27 2023-09-27 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
5 6592264 226268 4267355 2023-10-02 2023-10-02 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
6 13683196 52092 4267355 2023-10-04 2023-10-04 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
7 11237677 221371 4267355 2022-02-02 2022-02-02 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
8 4389566 775433 4267355 2023-10-02 2023-10-02 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
9 17743843 396459 4267355 2023-10-04 2023-10-04 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
10 5524513 1337613 4267355 20190712 2019-07-12 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
11 12426570 436711 4267355 2023-10-02 2023-10-02 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
12 3052805 828945 4267355 2020-01-27 2020-01-27 00:00:00.0000000 44814721 NULL NULL 4153313 NULL NULL NULL -1 NULL NULL NULL NULL NULL 4267355
12 17/20217 418200 AIRTIRR 2N72.07.n7 2N72.07.07 AN-NN-NN NN A4AR14721 NI NI 4182212 NI NI NI R NI NI NI NI NI AJRT7IRR N
< >
@ Query executed successfully. omop.uci.edu (15.0 RTM) = HS\zhengkai (62) LDS_OMOP_RDW  00:00:08 @ 20,052 rows
[J Ready Ln 26 Col 39 Ch 39 INS
12:12 AM
A B % o300 M



pvce5001.hs.uci.edu

SQLQuery1.sql - omop.uci.edu.LDS_OMOP_RDW (HS\zhengkai (62))* - Microsoft SOL Server Management Studio (Administrator) — & X

File  Edit Viev Quen Project  Tools Window Help
G - Uj N ol Hu J? New Quen u‘% (01 ONX XN DAY wy* Ej 0l O N Eﬁ N m ﬁ = b~ s
¥ | LDS_OMOP_RDW - Execute v 3% 0B EY | HEERId| E %= €32 %

SQLQuery1.sql - om...(HS\zhengkai (62))*

4

-

¥ ¥ ¢ »

4 omop.uci.edu (SQL Server 15.0.4249.2 - HS\zhengkai)

use LDS_OMOP_RDW

Databases
System Databases
Database Snapshots
w AdminDB
w LDS_OMOP_RDW
Database Diagrams
Tables

Views

External Resources

t_name AS race, enthnicity.concept_name AS enthnicity FROM person p

o
]
n
(e}
b= |

n N N

Synonyms SELECT p

T |
! "

0O 0O 0
2 3 3
Nn N N

Programmability

Mm M M
o

Service Broker I =
‘.:tx::r‘age HERE person AdL
Security
@ LDS_OMOP_RDW_EZ
W LOGS_CBMI
w OHDSI SELECT FROM observation o
W UC_CORDS cept c_concept_id ON c_concept_id.concept_id = o.observation_g
Security cept c_value c_value.concept_id = o.value_as_concept_id
Server Objects i list
LDS OMOP & UC
PolyBase
Always On High Availability
Management
Integration Services Catalogs c 0 R D S
SQL Server Agent
XEvent Profiler
100 %
=z A =
. ccess is free to all UCI employees
1 : 53.284052 MA [ ce C 0
2 1.28336 MA [ : Not corg - = =
g and students. Email ori@uci.edu
for an account.
10
"
12
.
1 ) ‘H__ q_ : ULL ) ) ) ) . “H__ ) ) ) :
2 JULL 1 ULL NULL IULL NULL IULL
ULL 1 ULL ULL ULL NULL ULL
4 ULL 1 ULL ULL ULL NULL ULL
5 ULL 1 ULL ULL ULL NULL ULL
ULL 1 ULL ULL ULL NULL ULL
7 ULL 1 ULL ULL ULL NULL ULL
8 ULL 1 ULL IULL ULL NULL IULL
S ULL 1 ULL IULL ULL NULL IULL
10 ULL 1 ULL IULL ULL NULL JULL
11 ULL 1 ULL NULL JULL NULL JULL
12 ULL -1 ULL IULL IULL NULL IULL
12 I 1 I I I I I
Query ex sfully omop.uci.edu (15.0 RTM) = HS\zhengkai (62) LDS_OMOP_RDW

1212 AM

A A% 104372003


mailto:ori@uci.edu

https://reach.icts.uci.edu/ori/




Service Areas

¥Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

SPartially de-identified, self-service research data

U CI ICTS  |PH ¥Self-service cohort discovery tools
Office of Research Information . Advanced data analytics: artificial intelligence /
machine learning (Al/ML), natural language processing
(NLP)

. Research data sharing networks

. Research software development

. Researcher engagement and enrichment




UCI

ICTS « IPH
Office of Research Information

Service Areas

1.

Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

. Partially de-identified, self-service research data

warehouses

. Self-service cohort discovery tools

SAdvanced data analytics: artificial intelligence /
machine learning (Al/ML), natural language processing

. Research data sharing networks
. Research software development

. Researcher engagement and enrichment




-~ New Project

LE] component 23

clamp-ner Data

Clamp Toolkit

& sample_646.xmi X

O pispl... R = O

| 2 {Q ML_components Semantic
» EEINLP_components 1/Sample Type / Medical Specialty: Discharge Summary » Entity
2| Sample Name: Cardio/Pulmo Discharge Summary Relation
P Syntax
(problem] (problem] (problem]
| 3| Description: A 49-year-old man with respiratory distress, history of coronary artery disease with prior myocardial infarctions, and recently
| [problem) (problem)
| admitted with pneumonia and respiratory failure.
4| ADMISSION DIAGNOSIS:
| (problem)
l , 5| 1. Respiratory arrest.
6|2. End-stage chronic obstructive pulmonary disease.
(problem]
7| 3. Coronary artery disease.
(problem]
8| 4. History of hypertension.
9| DISCHARGE DIAGNOSIS:
(problem]
10|1. Status post-respiratory arrest.
[problem)
he B 11| 2. Chronic obstructive pulmonary disease.
. . how i e |
P prellne = (ProblEm)
v [, MyPipeline 12| 3. Congestive heart failure.
VP clamp-ner
» (= Components (problem)
¥ (= Data 13| 4. History of coronary artery disease.
: 1::~ Input (problem]
= Output 14| 5. History of hypertension.
|= sample_646.txt
\~ sample_646.xmi ) .
> &= descriptor xmi | token | ori
» [ PipelineLibrary ke d k 4
£ console £ Progress B bl ™ Hiy= B8
Console

/Users/kzheng/ClampMac_1.5.1/workspace/.log

Natural Language Processing / Large (and Small) Language Models / Clinical Notes De-ldentification




Patients Al (2,250,049) User: hanauer  EMERSE +~
Dates Al Dates: 01/01/1995 through 07/17/2017

Terms "chest pain" @ "heart palpitations" _ cough fever headache pain

Quick Terms Term Bundles Advanced Search

|
Name/Description Add/Upload Terms View Terms Sharing Clear/Delete

The current settings will enable you to search through All Patients using a Term Bundle.

Terms with different colors will be searched using the AND operator, and terms with the same color will be searched using the OR operator. Search

Patients identified will be those that have at least one document that contains all the distinct colors in the search.
With a Term Bundle you have precise control over the colors assigned to the terms.

o . Upload Terms
For more control over your search criteria, such as combining Boolean operators, use the Advanced Search feature.

Search Options

Terms to include Terms to exclude

@ Please enter terms to include one at a time @ Please enter terms to exclude one at a time

1Y UM rapid breathing ¥ Add Term: Add

© Click edit © Click on the term to edit

"chest pain’

"heart palpitations" Synonyms
cough " Synonyms |
fever Synonyms
headache Synonyms
pain Synonyms

@ Drag and drop terms to obtain desired sort order.

Electronic Medical Record Search Engine (EMERSE)




ArcGIS

Geo-coding based on patient
addresses, calculation of travel
distance from patient residence to
care facilities, etc.




UCI

ICTS « IPH
Office of Research Information

Service Areas

1.

Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

. Partially de-identified, self-service research data

warehouses

. Self-service cohort discovery tools

. Advanced data analytics: artificial intelligence /

machine learning (Al/ML), natural language processing
(NLP)

MResearch data sharing networks

6.
1.

Research software development

Researcher engagement and enrichment




TriNetX

A cohort discovery tool for
constructing patient cohorts at UCI
Health or globally, conducting
aggregate-level analyses, or
requesting de-identified patient-
level data for research
purposes.




€rnal RESOUrces

B Data Warehouse
(UCHDW)

T To e Contains LDS OMOP data from all UCs.

e Sene e W e S  You must have used UCI LDS OMOP

S e Gomue WAE i fesss for a month before applying for

o0 7z WA | ot Ao e TN an account (by sending an
email to oriQuci.edu).




Robust Partnerships ... Dozens of Data-driven Projects

UC Population Health

CDI2

UNIVERSITY OF

UC Cancer Consortium

CALIFORNIA Systemwide Operations
HEALTH DATA Pharmacy
WAREHOUSE -~ ———

(UCHDW) ystemwide Operations

Supply Chain

— Over 9 million patients’ data Clinical Quality Council

— 1.0B procedures

— 1.3B+ med orders Self-Funded Health Plans

— 1.1B diagnosis codes

Local Population Health

— 5.2B+ lab tests

— 40K+ cancer genomes

— 11K+ tumor staging data added Strategic Leadership

— Approximately 150 dashboards

Research Initiatives

UNIVERSITY Center for
OF Data-driven Insights

CALIFORNIA & Innovation : :
Harnessing the Power of Real-World Evidence
HEALTH g f




v &5 Untitled Notebook 2024 x & Compute - Databricks X &2 location - Search - Datat x = + X

& > C % dbc-26blflde-b3df.cloud.databricks.com/compute?0=6458517280576964 w -
— <2 databricks Q) Search data, notebooks, recents, and more... CTRL+P Prord @ v <£°
(R Compute
{I] Workspace

All-purpose compute Job compute SQL warehouses Vector Search Pools Apps @

() Recents
& catalog Q) Filter compute you have access to Created by v Only pinned Create with Personal Compute | v | @
& Workflows

State =T  Name Policy Runtime Active m... Active co... ActiveD... Source Creator Notebooks @
¢ Compute

& ©) _ - 15.1 48 GB 6 cores 414 Ul 2. David Gonza... 1 m

SQL
5 SQL Editor
[ Queries

I Dashboards
4+ Assistant

L Alerts To find locations along with the number of distinct patients

associated with each location from the
omop_prod.omop_deid.person and

« Just now (3s) 1 omop_prod.omeop_deid.location tables, you can use the
following SQL query. This query joins the person table with

%sql the location table onthe location_id column and
select location_source_value as location, count(distinct p.person_id) as 'No. of Patients’ groups the results by the location_source_value from
from omop_prod.omop_deid.person p the location table to count the distinct person_id values:

join omop_prod.omop_deid.location 1 on l.location_id = p.location_id
group by l.location_source_value

I
» (4) Spark Jobs
9'
» B _sqldf: pyspark.sql.dataframe.DataFrame = [location: string, No. of Patients: long] SOZ‘E;CT
1.location_source_value AS
e v + location,
COUNT (DISTINCT p.person_id) AS "No.
2% location 1% No. of Patients o Patients"
1 UCR 37797 it
omop_prod.omop_deid.person p
2 UCSD 1316197 JOIN
3 UcCl 1117944 omop_prod.omop_deid.location 1
4 UCLA 3147235 ON p.location_id = 1l.location_id
GROUP BY
5 UCSF 2419495 1.location_source_value
6 ucD 1408990

This query will give you a list of locations and the number of
unigue patients at each location.



n - Search - Datall X 4 o

6964 W -

otebooks, recents, and more... CTRL+P Prod @ v <>.

Vector Search Pools Apps ©

Only pinned Create with Personal Compute | v | @
olicy Runtime Active m... Active co... ActiveD... Source Creator Notebooks {c‘z}
15.1 48 GB 6 cores 414 Ul 2 David Gonza... 1 B

LDS UCHDW

& Assistant e Non-human subjects research determination by UC IRBs

To find locations along with the number of distinct patients
associated with each location from the

PR ERRRERREN) and e Currently contains only structured data

omop_prod.omop_deid.location tables, you can use the

Tolowing SQL query. This query Join the [EEEEER] tale Wi e De-identified free-text notes are being added and are

the location tableonthe location_id column and

B L wF B groups the resuits by the ocat ion_source_value from expected to be available for research reuse in late 2026

the location table to count the distinct person_id values:

[
%sql
SELECT
l.location_source_value AS
location,
COUNT(DISTINCT p.person_id) AS "No.
of Patients’
FROM
omop_prod.omop_deid.person p
JOIN
omop_prod.omop_deid.location 1
ON p.location_id = l.location_id
GROUP BY
1.location_source_value

This query will give you a list of locations and the number of
unique patients at each location.



® @ Epic Cosmos X ar emini

< c 25 https://cosmos.epic.com

Epic EpicShare 1 Epic Research Cosmegs MyChart OPEN UsarWeb WSHOWROOM

Cosme%s Home About Governance Community Publications Request Access Log In

Cosmos is a dataset crec *of health systems using
Epic and is designed ~ data, participating
organizations and F licine. Cosmos also

powers fools at th Epi c cosm OS re tailored to the * °

A dataset created by a community of
health systems using Epic EHR
system to “make new discoveries,

advance medicine, and powers
tools at the point of care.”

Cosmc¢ Inity

o 1,883 ~s 300 Million © 424K

B=H Hospitals ™™ Patients “®- Clinics

Meet a few of our Cosmos community members:

- Stanford
AdventHealth g Children's Health (":’) EISENHOWER FEALTH



o @ Cosmos Basic Access Reque X + <4 Gemini

< c 25 https://ucihealth.service-now.com/itportal?id=sc_cat_item&sys_id=b7189d231b7976102f4c6465604bcb3a w ) (3 :

A Prioritization of IT Projects in Support of Epic Reimagined and Community Network Efforts : X :
. . W . Click here for more information
We are taking thoughtful and strategic steps to ensure that our most critical initiatives are well-supported and positioned for long-term success.

U ‘ I H ea It h Home My Tickets My Surveys Q Idea Portal ™ Cart Tours % Kai Zheng

Home 2 AllCatalogs 9 ServiceCatalog » Reporting&Analytics » Cosmos Basic Access Request Search Q

Cosmos Basic Access Request Delivery Time: 0 Days

UCI Health C Basic A R t F
ea osmos Basic Access Request Form

At this point, access is only being granted to UCI Health users with established Epic access and a health science email (@hs.uci.edu).

By filling out this form, you're requesting access to the Cosmos database. Accessing Cosmos requires the following steps: Required information

1. Completing Epic Superuser Badge Training - all users must be a SuperUser to gain access to this database and training must be [ Requester |

completed prior to the completion of this form

2. Completing and submitting the following form. Please note that IRB submission/determination needs to be completed prior to
submitting this application if your project requires IRB approval.

3. Completing SlicerDicer training

4. Completing HIPAA training attestation (Should've been completed during onboarding process)
5. Sign UC Irvine Health Data Use Agreement* V. Sign Cosmos Rules of Road Agreement NOTE: This form is speciDcally for COSMOS
access. If you're interested in gaining access to the Data Platform, then please use the following:

* Requester *Your UCI Health Email Address

| d |
*Your UCI Health Department: *Your UCI Health Epic username used to log into Epic

PROJECT INFORMATION

https://reach.icts.uci.edu/ori/

Even though Cosmos is a de-identified limited dataset, some types of research projects may fall under the definition of human subject
research. If you're unsure if your project falls under this categorization or would like more information on what constitutes human subject

research, please visit the HRP website. Additionally, to self-determine if a project is non-human subject research or to submit an IRB for
review, please visit ZOT IRB. This process needs to be completed prior to submitting this application.

Does your project require IRB approval?

--None -- v

* Please provide a brief description of your project idea and project objectives.

*How do you plan on utilizing COSMOS to complete your project?

* Requested Duration of Access:

--None -- v

COSMOS ACCESS REQUIREMENTS

1. Completing Epic Superuser Badge Training - all users must be a SuperUser to gain access to this database and training must be
completed prior to the completion of this form

2. Completing and submitting the following form.

3. Completing SlicerDicer training

4. Completing HIPAA training attestation (Should've been completed during onboarding process)

* Have you completed Super-User Training?

--None -- v

* Attestation of HIPAA training:
(] 1confirm that I understand HIPAA Training is required for Cosmos and | have received that training.

(] 1have not received any HIPAA Training and | understand that training is required for Cosmos access. | am responsible for completion of
the training. (Please contact supervisor for instructions on where to access the training)




E All of Us Research Program X ar v

< C 25 https://allofus.nih.gov % ) O

National Institutes of Health
AI I About

Get Involved Funding and Program Partners Protecting Data and Privacy News and Events

of US

RESEARCH PROGRAM

From promise to
progress. The future of
health research is now.

The All of Us Research Program is accelerating r~
advances and precision medicine.

Our nationwide community of par’
partnering together to ensure
research. The information o!
fueling thousands of studi

disease and enable mor

care.

JOIN NOW [

All of Us

Largest cohort on the planet aiming
to collect comprehensive health
-------- * bat data from 1M+ Americans.

Pioneering Precision: Strategic Insights
for the Growth and Sustainability of
the A/l of Us Research Program

September 17, 2024

All of Us’ Advisory Panel Releases
Report on the Future of the Program

A working group of the National
Institutes of Health's A/l of

Us Research Program’s Advisory Panel
has released a new report
emphasizing the program’s successes
and challenges in building a medical
research platform that reflects the
diversity of the U.S.

NIH Leaders Join Congressional
Roundtable on Advancing Pediatric
Medical Research

National Institutes of Health (NIH)
leaders recently joined a congressional
roundtable on Capitol Hill to discuss
the importance of pediatric research
to better understand the drivers of
disease across the lifespan.

NIH Invites Experts and Leaders to
Help Advance Environmental Justice

The National Institutes of Health (NIH)
is initiating an Environmental Justice
Scholars Program to advance
knowledge on environmental factors
impacting health disparities.

Interested in the A/l of Us Research
Program?

Diversity, transparency, and accessibility
are core values that guide A/l of Us.

Sign up to be notified of announcements,
events, funding news and more.

GET INVOLVED VIEW OUR CORE VALUES

SUBSCRIBE [£



One of the world’s largest, most diverse biomedical datasets of its kind

1Mi|lion

Data available from 873,000"‘ participants

<
75% a 48%

identify with ' d’ )
communities and ethnic

underrepresented in minority groups
biomedical research




Data types and sources

The All of Us Research Program’s Data and Research Center (DRC) curates a range of different data
types as part of the data collection process. The numbers below reflect the number of participants with
each data type available.

337,500+

Physical
Measurements

312,900+

Genotyping
Arrays

Survey
Responses

413,350+

15,600+

Whole Genome

287,000+ D e, 245,350+
N

Electronic Health S Fitbit
Records equences Records
With structural variant data (More =——— o—— Long-Read Sequences
than 1.5 million total structural
variants)

Data as of April 2023 Curated Data Repository (CDR) v7 data release and CDRv7 off-cycle release in April and June 2024



Data access at ResearchAllofUs.org

Three Tiers

overviews and interactive data previews—with participant identifiers removed—-through the Data

: . The Public Tier dataset is available at ResearchAllofUs.org. Visitors can explore aggregated
ﬂ@ Public Tier pIoTe a99Tes
Browser. Registration is not required.

measurements taken at the time of participant enrollment. Registration and a Responsible

Registered Tier Includes individual-level data from EHRs, wearables, and surveys, as well as physical
@ Conduct of Research training are required for access.

Includes data available on the Registered Tier, as well as genomic data and expanded
demographic, survey, and EHR data. Genomic data includes whole genome sequences, long
read sequences, genotyping arrays, and structural variants. Researchers must have amended
institutional agreements and complete an additional training to access this tier.

Controlled Tier

&'

*Counts between all three data tiers and Data Snapshots may vary because of the lag time associated with the data curation process.



Data Browser cont’d

2. acetaminophen 325 MG Oral Tablet 65,580 2735 % ™M =

Also Known As @
APAP 325 MG Oral Tablet

L

AssignegatBirth® Age ® Sources®

Explore data breakdowns by
sex assigned at birth & age.

w
[}
-

-
s
g 30k
*
a
a
v b
- 20k
]
o
10k
U —
Female Male Other
Sex Assigned At Birth
® Sex Assigned At Sirth, Selected Answered Count
2. acetammnophen 325 MG Oral Tablet 65 580 2735 % M 2
2. acetaminophen 325 MG Oral Tablet 65,580 2735 % 1., -3 " Also Known As @
Also Known As@® APAP 325 MG Oral Tablet
APAP 325 MG Oral Tablet
i Sex AssignegatBirth ® Age @® Sources ®
Sex AssignegatBirth ® Age @® Sources ®
acetaminophen 325 MG Oral Tablet
20k RxNorfmCode: 3137382
OMOF Concept Id 1127433
35k
15k
-
3 A
Q 30k
V]
*
a 10k 25k
S g
- =
- Q
‘.:. U 20k
5k a
¥ 15k
g
10k
0 O—
18-29 10-39 40-49 50-59 60-69 70-79 50-89 59+
Age At First Occurrence In Participant Record -
® Age at First Occurrence in Participant Record, Selected Answered Coumt e . . . [ = - - - -
RxNorm-. VANDF-4. .. RxNorm-~-. .. NDC-516 NDC-101... NDC~-510... NDC-005... NDC-578.. NDC-000.. NDC-578.

Source Concepts

Data as of April 2023



Workspaces

= All--Us

RESEARCHER WORKBENCH

RESEARCHER WORKBENCH L

The secure platform to analyze All of Us data

Workspaces €

Recently Accessed Items

: Case 1 Noteboo

: Dementia Analy
K

sis from Cohort
Builder

Quick Tour and Videos

Workbench

Cohorts
Quick Tour

Overview

The

Precmon
AllrUS -
RESEARCH PROGRAM | intutve

RESEARCHER WORKBENCH

Copyright ©2018 Privacy Policy

and Freqg

ncy Distribution

Ischemic Heart
Disease Analysis

Notebooks
Overview

Terms of Service

eatured Workspace:
ession

: Dementia Analy
Sis

D FeatL
2 Diap

. Type 2 Diabetes
Analysis

: Ischemic Heart

Disease Analysis




Answers to common questions on the User Support Hub

No Login Required! Visit the Support Hub to learn more about becoming a registered researcher and using the
All of Us dataset.

Welcome to the User Support

Hub Find instructional materials -
Q Searcl .
— about the All of Us _'-_
Researcher Workbench : s
Recently Updated Articles
— ° Includes video tutorials, ﬂ
educational resources, release - g B
notes, and more
Explore Researcher Workbench Resources .- .. - "
; F + Search 320+ articles* n" . J
cra o Find information about data u
e u

dictionaries, the Controlled Tier
directory, how WGS and array
data are organized, and more

researchallofus.org/support

Connect with experts during
weekly LIVE office hours

o Explore our calendar of
dedicated office hours where
researchers can talk about data
types and tools with experts

*Source: Figure as of August 2024



:) National Clinical Cohort Col X ar

< Cc 2% https://ncats.nih.gov/research/research-activities/n3c/overview O

’3 U.S. Department of Health & Human Services N[Iz)) National Institutes of Health

National Center

for Advancing Research Funding Resources For You News & Events About NCATS Q

Translational Sciences

Home > Research > Research Activities > National Clinical Cohort Collaborative (N3C) > National Clinical ¢

National Clinical Cohort Collaborative
(N3C)

N3C translates health data into health solutions.

National
Ny N— Clinical Cohort
s  Collaborative (N3C)

With stewardship from NCATS,
data derived from electronic he
The enclaves offer spaces for ¢
creates a more complete pictu

e o ) A national EHR database initially
established for supporting COVID serously. We have faken
research now expanded to
cover other diseases and
conditions.

N3C Overview COVID Enclave

bn N3C (PDF - 296KB)

We know that the data in the enc
comprehensive approach to addré

w

§ |
N

i

Pilot Enclaves Education Enclave COVID Enclave

The N3C Pilot Enclaves leverage operational and The N3C Education Enclave offers a space for The N3C COVID Enclave is the largest open

governance aspects of the N3C COVID platform researchers to develop and practice the skills U.S. database for ongoing COVID-19 research.

that are established already. The projects focus needed to analyze real-world data. It includes Researchers and clinicians have used this

on using real-world clinical data to better data from 500,000 simulated patients that national resource to reveal risk factors for Long

understand chronic kidney disease and cancer. represent common elements found within COVID, help health care providers choose
electronic health records. effective treatments, and so much more.

Learn About the N3C Education
Learn About the Pilot Projects Enclave Learn About the N3C COVID Enclave



. . . Explore Our Dashboards
The N3C Data Enclave represents one of the largest secure collections of harmonized clinical health

data in the United States.

Overview Members Tracking
@D Y X
@ Sites: 84 9 Lab Results: 16.3 billion = Y ) IM

e Persons: 22.8 million ® Medication Records: 5.3 billion
Cases Medications Diseases & Risk

0 Factors
- » o
0 COVID+ Cases: 8,914,402 @ Procedures: 1.2 billion a-.

@ # of Rows: 33.9 billion Visits: 2.0 billion

9 Clinical Observations: 3.3 billion

Data as of October 10, 2024



PCORnet

A national resource for enabling
patient-centered comparative
effectiveness research.




(] @ «» About - The National Patient- X + v [ BON ) < Front Door - The National Pa: X arF
< C °5 https://pcornet.org/about/ pxd P} @ : & Cc °% https://pcornet.org/front-door/ pxd ) @

Newsroom  Contact the Front Door Q Newsroom  Contact the Front Door Q

@ ®
@ pCO r n et ABOUT PARTNERS RESEARCH DATA ENGAGEMENT RESOURCES @ pCO r n et ABOUT PARTNERS RESEARCH DATA ENGAGEMENT RESOURCES
A
The National Patient-Centered Clinical Research Network The National Patient-Centered Clinical Research Network

PCORnNet® Front Door

PCORnet: A Network of Networks

PCORnet is a national resource that offers the kind of
research ecosystem that has long been pursued: a fully
integrated network where vast, highly representative health
data, research expertise, and patient insights are built-in and
accessible from the very start. The infrastructure of PCORnet
is well established, meaning that PCORnet® Network
Partners know how to maximize the value of these
connections to deliver fast, trustworthy answers that advance

public health.

Research

Data

PCORnet is uniquely
networked to offer the real-
world evidence essential for
answering the clinical
questions that impact
peoples' lives and support
studies addressing major
public health issues.

Providers and
researchers

With access to data from
everyday healthcare
encounters with more than
47 million people annually
across the U.S., users of
PCORnet have potential
insights at their fingertips.
These data are accessible via
a distributed research
network model of eight large
PCORnet® Clinical Research
Networks (CRNs) and
facilitated by the
Coordinating Center for
PCORnet®.

EHRs, claims, and
patient-reported data

PCORnet: An
Introduction

Get an overview of PCORnet
in this fact sheet or learn
more in this overview
presentation for industry
stakeholders, academic
audiences, and health
services researchers.

Learn about PCORnet
milestones over the past
decade in this timeline.

Knock on the
PCORnet® Front
Door to access
PCORnet

«ge» peornet
> T

z

|
O B % Ca

PCORnet is well suited to
support the conduct of:

¢ Real-world evidence studies

e Comparative clinical
effectiveness research

Population health research

Pragmatic research

Health systems research

e And more

How do you access PCORnet?
PCORnet is a national resource available to everyone.

The PCORnet® Front Door is an access point
for potential investigators, patient groups,
healthcare organizations, clinicians and
clinician groups, government, industry
scientists, sponsors, and all stakeholders
seeking to leverage PCORnet infrastructure
and collaborate on patient-centered
research.

CONTACT THE PCORNET® FRONT DOOR

Knock on the PCORnet® Front Door to access
PCORnet

‘ § ' t ®
The National Patient-Centered Clinical Research Network .:

O @ G £ Cg

Tools to speed study start-up

Use these tools powered by PCORnet®
Network Partners to accelerate research.

Common ways the PCORnet® Front Door team can help support your

research needs:

Data Network Request

Network Collaborator Request

Data Network Requests generally provide
preliminary data to help design proposals or
assess study feasibility.

» The PCORnet® Front Door team contacts
you to schedule a consultation and
understand your data needs

« If appropriate, the team will partner to
develop your query for the PCORnet®
Common Data Model, and securely
distribute the query to PCORnet data
partners. PCORnet data partners will
choose whether or not to execute the
query and will send back results.

e Once data are returned to the PCORnet®
Front Door, the team will meet with you to
review your data report and answer any
questions

The PCORnet® Front Door team can connect
you with collaborators within the Network. You
can seek sites for funded studies, partners to
co-design research leveraging PCORnet, or find
people with specific expertise.

e The PCORnet® Front Door team shares
your request by hosting an informational
webinar to the Network

* The team sends information to each
network; each network then disseminates
internally

¢ The team collects questions and contact
information and shares it with you.

The PCORnet® Front Door can advise you on
site scope of work and budget parameters,
however the requestor will generally execute




How It All Works

The PCORnet® Front Door is a central gateway point for anyone seeking to use PCORnet resources. Once users have reached out, the
Coordinating Center for PCORNnet® sets up a consultation to clarify the request and convert the question into a query to send out to the
PCORnet® Network Partners for the best fit.

Step 1

The Requestor
submits a question
through the
PCORnet® Front Door

Step 2

The Coordinating Center
reviews the question and
consults with the
Requestor about
next steps

Step 3

The Coordinating
Center converts the
request into a query

and sends it to

Network Partners

via a secure portal

in the Cloud

Step 4

Network Partners
provide a response,
which is sent back
through the
Coordinating Center to
the Requestor




UCI

ICTS « IPH
Office of Research Information

Service Areas

1.

Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

. Partially de-identified, self-service research data

warehouses

. Self-service cohort discovery tools

. Advanced data analytics: artificial intelligence /

machine learning (Al/ML), natural language processing
(NLP)

. Research data sharing networks

SResearch software development

. Researcher engagement and enrichment




RECRUITMENT

Scheduled/Reminder (350)
Initial Contact (2,100)
Said Yes, Didn't Sign Up (5,150)
No Decision Yet (47,761)

Orphaned Said Yes (1,869)

Orphaned No Decision (16,907)

RETENTION

Scheduled/Reminder (136)

Said Yes, Not Yet Retained
(1,055)

No Decision Yet (2,184)

Orphaned Said Yes (0)

Orphaned No Decision (0)

[ )] @& reach.icts.uci.edu

Reports Data Training

Jane Smith €9 3

Study ID I
DOB I, B \ars old

Othername | (from HealthPro)

Pilot Retention Pilot Group 3
Text Pilot Retention Text Pilot Group 1

R 000-000-0000

R | kai.zheng@uci.edu

Agreed 11/7/2019 | Signed up 11/8/2019 | P955797279
Became FULL 11/9/2019

€D Family Health €3 Care Access €3 Medical History
€3 COPE (May) €3 COPE (June) €3 COPE (July)
€3 DNA Consent

Last clinic visit: Santa Ana Family Medicine

Date: 11/8/2019

History (3 days ago)

9/15/2020 4:26 pm by | IIEGNGEG
Type Retention (CRC outreach)
Outcome No voicemail or full

Alt. outcome Sent email

Response --

6/23/2020 10:12 am by [N
Type Retention (CRC outreach)
Outcome -

Alt. outcome Sent text
Response --

6/17/2020 1:54 pm by [N

Type Retention (CRC outreach)
Outcome --
Alt. outcome Sent text

Response --

5/18/2020 11:52 am by | EGNG

Type Retention (CRC outreach)
Outcome Left voicemail
Alt. outcome -
Response --

5/11/2020 10:58 am by | G
Type Retention (CRC outreach)
Outcome Spoke with participant
Alt. outcome -
Response Agreed to do on own

of still has not had time. Offered help on phone, but said she
is busy but will get to surveys so help not needed

5/4/2020 11:52 am by | N

Type Retention (CRC outreach)
Outcome Spoke with participant
Alt. outcome -

Response Agreed to do on own

4/22/2020 11:21 am by |G

Type Retention (CRC outreach)

Nitanrma L aft vininamail
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SOCOVID Observation SOCOVID Observation

kai.zheng@uci.edu TVT

TLC / Classroom 1

TLC

i.

Forgot or have not set password? Tap
here.

Madison

El Sol '] Current Weather in Orange

Clear (clear sky), Temperature:
70.83 (feels like 68.59), Humidity:
37, Wind Speed: 1.21

Active Recess
Classroom .
[T PE Class Outside

PE Class Inside

Tap here to download data file. |




Service Areas

1. Honest broker for retrieving UCI Health patient data
according to IRB-approved research protocols

. Partially de-identified, self-service research data
warehouses

U CI ICTS o |PH . Self-service cohort discovery tools
Office of Research Information . Advanced data analytics: artificial intelligence /

machine learning (Al/ML), natural language processing
(NLP)

. Research data sharing networks

. Research software development

S¥Researcher engagement and enrichment




kai.zheng@uci.edu

https://reach.icts.uci.edu/ori/



