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®
We're all on ajourney together

to Improve health and health care!
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How does the NLM contribute to
High Reliability Health Care?

 Provide Information Resources

e Foster Standards including
SNOMED, LOINC and Common
Data elements

e Conduct research

— Advanced biological analytics

— Data Science for every day
people

— Uncover patterns from large =Nl MO i \
data clinical and claims sets | -l E
A :
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e Serve researchers, clinicians,
organizations and society
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What does the NLM
do to enhance
High Reliability Health Care?

 Enhance Information Delivery

* Promote access to research data
e Foster Common Data Elements
e Curate Value Sets

U.S. National Library of Medicine



/ Enhance information delivery\

standards
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PubMed

Literature is the primary repository of knowledge

NIH U.S. National Library of Medicine



NIH Public Access Policy

The NIH Public Access Policy implements Division F Section 217
of PL 111-8 (Omnibus Appropriations Act, 2009). The law states:

The Director of the National Institutes of Health ("NIH") shall
require in the current fiscal year and thereafter that all
investigators funded by the NIH submit or have submitted for
them to the National Library of Medicine's PubMed Central an
electronic version of their final, peer-reviewed
manuscripts upon acceptance for publication, to be made
publicly available no later than 12 months after the official date
of publication: Provided, that the NIH shall implement the public
access policy in a manner consistent with copyright law.

U.S. National Library of Medicine
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Relevance based ranking & Snippets
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Promote Research Data Access

Valentina DeFrancesca, 2018
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NIH Data Sharing Policy

e Data sharing planin
proposals (unscored)
— Publishing
— Researcher Efforts
— Data Enclave
— Data Archive
— Mixed Mode

e NIH funds can be used to
support data sharing

U.S. National Library of Medicine
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http:ClinicalTrials.gov
http:ClinicalTrials.gov
http:Trials.gov

Common
Data
Elements
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Common Data Elements
Make data findable, interoperable

B Structured human & machine
readable definitions of NIH
CDEs allowing

€ Search for individual CDE
or sets per programs

€ Compare & harmonize
similar but distinct CDEs

€ Select or create CDEs
with minimal duplication

U.S. National Library of Medicine



Value Set Authority

Create profiles of clinical concepts to
help measure quality and cost of care

U.S. National Library of Medicine



What is a Value Set?

A list of codes and their terms, derived from
standard vocabularies, that
define clinical concepts for a particular purpose
(like diabetes, blood glucose tests, antibiotic
prescriptions) to support effective and
interoperable health information exchange.
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Many of you may be familiar with value sets, but I want to define this for those of you who may be less familiar:

A value set is merely----A list of codes and their terms, derived from standard vocabularies, that �define clinical concepts for a particular purpose (like diabetes, demographics, blood glucose tests, antibiotic prescriptions) to support effective and interoperable health information exchange.
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VVSAC — Search Value Sets
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VSAC tools validate the terminology codes within external stakeholders’ value sets and VSAC holds these value sets in a searchable public repository, accessible through our web browser shown here, as well as through FHIR API. 

VSAC search functions provide filters to enable directed searching and retrieval of value sets. Here, we have filtered on LOINC (labs) value sets, and we see several value sets created by different steward groups: Every value set has a specific and unique object identifier, abbreviated: O-I-D (OID). A value set's OID is the 'hook' that any other implementation can use with an API to retrieve that value set along with all of its concepts and metadata.

An important point to remember is that NLM neither creates nor governs the content of the value sets. These are created by external groups, for each of their particular purposes, and VSAC tools validate value sets for data accuracy within the clinical terminologies. This is a repository, much like the library is also a repository for journal articles. We don’t author journal articles nor value sets, but we hold them in a searchable and retrievable way with accurate metadata.

VSAC also implements the most recent terminology updates and provides these for the value set authoring community, and NLM conducts frequent stakeholder engagement to know emergent needs and to respond with effective tooling within VSAC.
�



What are Value Sets Used For?

e Clinical Quality Measurement (67%)

e Clinical Data Registries

e Computable Clinical Phenotyping from EHRs
e Public Health Reporting

e Electronic Lab Reporting

e EHR Structured Documents (C-CDA)

e Reportable Conditions Alerts (RCKMS)

 National and International EHR Patient Summary
Exchange

U.S. National Library of Medicine
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Although, two thirds of our published value set content consists of the CMS eCQM value sets used in EHRs for calculating healthcare quality that informs incentive payments, -----The other third of our content is created for multiple use cases. For example,  The American Society of Clinical Oncology uses the VSAC for several hundred value sets they use for their clinical data registry. I like to share a quote from the recently published primer for the Development and Maturation of Specialty Society Clinical Data Registries: I quote from their primer pulished this past year, “As medical specialty societies develop new measures using standardized coding systems, they should strongly consider using the VSAC as a source for distributing and standardizing these specifications.”


Another example use case in VSAC is The eMERGE project, involved with computable Clinical Phenotyping from EHRs, in which they use natural language processing tools to scrape EHR text fields, outputting UMLS concept identifiers that represent synonymous clinical concepts from multiple terminologies. They can then create value sets using these NLP-derived UMLS concept identifiers. ALSO----Public Health Reporting, Electronic Lab Reporting, value sets for EHR Structured Documents also known as consolidated clinical document architecture. CDC and the Council of State and Territorial Epidemiologists use VSAC to create value sets for Reportable Conditions Alerts, and there are efforts underway to support  National and International EHR Patient Summary Exchange.




Clinical Data Registries�“As medical specialty societies develop new measures 
using standardized coding systems, they should strongly consider using the VSAC as a source for distributing and 
standardizing these specifications.”2


2CMSS Primer for the Development and Maturation of 
Specialty Society Clinical Data Registries�January 2016



CLINICAL QUALITY MEASURE (implementation)

Hemoglobin Alc Test for Pediatric Patients

@of LOINC codes >

Tests for HbAlc ‘

Numerator: # diabetic patients [age 5-17] test%‘or HbAlc

Denominator: # diabetic patients [age 5-17]

[Type 1 or Type 2 diabetes

[Excludes gestational diabets Requires date of birth

List of SNOMED CT or
ICD-10-CM codes

U.S. National Library of Medicine

Slide adapted from O. Bodenreider
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This representation of a clinical quality measure defines patient populations using pre-defined value sets in its numerator and denominator to specify the allowable values the measure algorithm looks for in the EHR patient data.

For example, if you are going to measure how many of your pediatric diabetes type 1 or 2 patients in your practice had a test for hemoglobin A1c, your algorithm in your EHR would need prescribed value sets [CLICK] that contain [CLICK] tests of HbA1c (using the LOINC code system), [CLICK] diagnosis codes for [CLICK] type 1 and type 2 diabetes (using SNOMED CT or ICD-10-CM codes), [CLICK] and the LOINC data element [CLICK] for date of birth to define the pediatric age group.






Transforming Information into Discovery

U.S. National Library of Medicine
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Goal 1

1.1 Connect the resources of a digital
research enterprise

1.2 Advance research and development in
biomedical informatics and data science

1.3 Foster open science policies and practices
1.4 Create a sustainable institutional,

physical, and computational infrastructure

NIH U.S. National Library of Medicine


mailto:NLMTownHall@mail.nih.gov

Fostering a
ecosphere of
iscovery

digital research objects

U.S. National Library of Medicine
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A comprehensive research data infrastructure for NIH connecting NLM and NIH Research Infrastructure


Goal 2

2.1 Know NLM users and engage with
persistence

2.2 Foster distinctiveness of NLM as a
reliable, trustable source of health information
and biomedical data

2.3 Support research in biomedical and health
Information access methods and information
dissemination strategies

2.4 Enhance information delivery

NIH U.S. National Library of Medicine
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The 215t Century Collection
COLLECT | CONNECT | KNOW
e Innovative attribution
e Automated curation

e Personalized presentation
& delivery

U.S. National Library of Medicine



Goal 3

3.1 Expand and enhance research training for
biomedical informatics and data science

3.2 Assure data science and open science
proficiency

3.3 Increase workforce diversity

3.4 Engage the next generation and promote
data literacy

NIH U.S. National Library of Medicine
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Reaching NLM

@NLM_NEWS
@NLMdirector patti.borennan@nih.gov

m U.S. National Library of Medicine
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The NIH is the center of medical and behavioral research for the Nation---making essential medical discoveries that improve health and save lives.

Director, National Institute of Nursing Research
National Institutes of Health
Department of Health and Human Services

Do you have a vision for the future leadership and direction of NIH’s National Institute of Nursing Research? Are you a first-rate Scientific
Leader seeking a career at one of the preeminent biomedical research institutes in the nation and the world? The Director, National
Institute of Nursing Research (NINR) provides leadership, vision, and direction to the Institute and advises the NIH Director and Institute and
Center (IC) Directors on the development of NIH-wide scientific initiatives and policy issues related to building the scientific foundation for
clinical practice; preventing disease and disability; managing and eliminating symptoms caused by illness; and enhancing end-of-life and
palliative care.

We are looking for applicants with a commitment to scientific excellence and the energy, enthusiasm, and innovative thinking necessary to
lead within a dynamic and diverse organization. Applicants must possess an RN, a research doctoral degree (Ph.D., or equivalent), in nursing
science, omics disciplines, or other relevant biological and/or behavioral science, health services research or social scien disciplines. In
addition, applicants must have experience and demonstrated ability in the administration and management of a major national research
program. The scientific implications of the integral research programs require extensive experience and knowledge of federal research grants
administration. Preference will be given to candidates who display multidisciplinary research interest and/or experience in NINR’s key priorities,
as outlined in the vacancy announcement.

The successful candidate for this position will be appointed at a salary commensurate with experience and accomplishments, and full
Federal benefits, including leave, health and life insurance, retirement and savings plan (401K equivalent) will be provided.
If you are ready for an exciting leadership opportunity, please see the detailed vacancy announcement at

N|H U.S. Natiotiai Libiary of edicine e



http://www.jobs.nih.gov/vacancies/executive.htm
mailto:SeniorRe@od.nih.gov

e NLM's role in advancing technology, biomedical informatics and
tools to supporting nurse

e practice and education. One of the initiatives of this committee is
the understanding of technology as an infrastucture to addres
Secretary Azar's objectives in healthcare

e National Advisory Committee on Nursing Education and Practice
goals:

— transition of the health care system. The addressed areas identified
are value-based care; team

— based care; IT-including telehealth, data analytics and distance
learning; opiods and scope of

— practice. The scope of nurse practice will address licensing, priveleges,
improving national

— standards based on evidence- culminating in supporting nursing to
practice to the full extent of the law at all levels of licensure

NIH U.S. National Library of Medicine



Key points

e Archiving the literature

* Promoting access to the literature
 Data

* Training

 NLM strategic plan

U.S. National Library of Medicine
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