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Unprecedented Access to

Cancer-Related Data

The Cancer Control Continuum

DETECTION | DIAGNOSIS

PREVENTION TREATMENT | SURVIVORSHIP

Tobacco Pap test Informed decision- | Health services Coping

Diet Mammography making Patient-reported Survivorship
Physical activity FOBT Literacy outcomes End-of-life issues
Sun exposure PSA Literacy
Virus exposure Sigmoidoscopy
Alcohol use

Data



...But the Data Aren’t Well

Integrated
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For the Public’s Health: The Role of

Measurement in Action and Accountability

FOR THE PUBLIG'S HEALT

7\ INSTITUTE OF MEDICINE
‘a OF THE NATIONAL ACADEMIES

Recommendation 2

The committee recommends that the
Department of Health and Human Services

SURROEoANShitfeR EM@ntiBe 40 avidne [fof
IpfReFRER AlDiRNRGNsRId et eals
deiford-h@adiBich e s meassuEaent at
ghreenatisn ecHR@ smportant choices about

ahd getrsMAaidsae rpeih@fdgdicators that
can be used to assess the health

of communities.

b. A core, standardized set of health-outcome
indicators for national, state,

and local use........ (IOM, December, 2010)

http://www.nap.edu/catalog/13005.html



Grid Enabled Measures (GEM):
Science 2.0

.‘"’“I‘ National Cancer Institute

)
N

» Architecture for participation
* Data driven decisions
* Wisdom of the masses

L Stntias

Overall Goals:

To facilitate a virtual community of scientists using
collaborative web technology to:

« vet and promote the use of standardized measures—
based on theoretically-meaningful constructs;

« share the resulting harmonized data.

>< 2 Grid-Enabled
https://www.gem-beta.org/ ’:’ > G E M Mgasupgs Datibase



Comparison to Other

Measurement Systems

Assessment of Neurological and Behavioral Function

NIH Toolbox |

iPhenx

consensus measures for Phenotypes and eXposures

@ Patient-Reported Outcomes Measurement Information System
Dynamic Tools to Measure Health Outcomes From the Patient Perspective




The Power of the Grid: Connecting
Data Systems

Genes, Environment and Health Initiative (GEI)
] i i tal Roots of C: Di

Determining Genetic and E

P N Grid-Enabled
’Oi‘ G E Measures Database

FOX CHASE

CANCER CENTER




Data Sharing: Use Case Scenario




Data Sharing Decision Tool:
caBIG" Data Sharing and

Security Framework

Dataflmages/
Specimeans

Exarnples: is the data subject o a resirictive
lcensa™ I i ralated 10 an mventicn rapoen
yau haer ar inhend to file with your institsion®

Sponsorod agreamants
instiution or e caGRID?

MoneiLow
Medium
High
ALL of the following: ANY of the following: ANY of the following:
- no 1P value - moderate IP value = high IP value
- low sensitivity data - moderate sensitivity data (e.g., LDS) - high sensitivity data (e.g., PHI)
- o IRB restrictions - limited institutional or IRB policy restrictions - significant IRB/consent restrictions

- moderale sponsor restrictions - major sponsor restrictions

- M Sponsor restrictions

Standardized Chek-Thiough Standarsized Cloke T 'w““g’,{fi srns and
Terms and Conditions Bi-Lateral or Multi-Lateral Ag L




How Can You Be Involved?

|dentify, provide meta-data for constructs and
measures
- Templates available

« Comment, rate on existing measures

« Got data?

« Potential connections to virtual
data warehouse

| want your input!
« Email me: moserr@mail.nih.gov

_ P Grid-Enabled
https://www.gem-beta.org/ ’0’ S G E M Measures Database



GEM In Action

SOCIETY

BEHAVIORAL

MEDICINE
Working with Professional Organizations:

* Propose and vet measures for curation

* Consensus on recommended measures for use in
electronic health records (EHRS)

« Consensus meeting May 2-3, 2011 in Bethesda
« Contact Maureen Boyle (OBSSR)
for more information: boylemp@mail.nih.gov

American Journal of Preventive Medicine
(AJPM) Special Issue

« Special supplement on cyberinfrastructure
» Published by Spring, 2011 = =

American
Public Healt
AWM S WIN A ssociation

ERICAN JOURNAL OF 25

AMI
Preventive Medicine



mailto:boylemp@mail.nih.gov

Funding Opportunities

- OBSSR intends to publish a PAR tentatively entitled,
“Systems Science and Health in the Behavioral and
Social Sciences” (R01/R21)

- SBIR Topic 278: Data harmonization and advanced
computation of population health data

« Using Systems Science Methodologies to Protect and
Improve Population Health (PAR-08-224 ; R21)
http://grants.nih.gov/grants/guide/pa-files/PAR-08-224.html

E«% National Cancer Institute

Q@ SBIR&.

About

Funding Opportunities
Leading small business

innovation and commercialization
in the fight against cancer

12



Current State of GEM

Constructs: 81

Measures: 115

Registered Users: 312

> M Grid-Enabled
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e NCI e Waestat

* Rick Moser « Cindy Helba
* Brad Hesse « Kerry Levin
« Abdul Shaikh « Marsha Dunn
« Paul Courtney « David Garner
* Erik Augustson - Katy Caperna

« Gordon Willis

« Glen Morgan

« Sarah Kobrin
« SAIC

« Mary Cooper

<= GEM




For More Information.....

> " M Grid-Enabled
’0. > G E Measures Database

http://cancercontrol.cancer.gov/brp/gem.html

http://www.gem-beta.org/



http://www.gem-beta.org/
http://www.gem-beta.org/
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HINTS-GEM: Research Community
Solicitation/Vetting of HINTS Survey Items

National Cancer Institute

U.S. National Institutes of Health | www.cancer.gov

= HINTS - GEM

e
Using the Grid-Enabled Measures (GEM) database to build
the Health Information National Trends Survey (HINTS)
Construct | Measure News About

5 HINTS-GEM Phase |
HINTS GEM Consiructs

Add New Construct

Construct Defi n

Anxiety Arelatively permanent state of worty and nervausness occurring in a variety of mental disorders, usually accampanied by compulsive behaviar or attacks of panic.

Wwhether mailing recipients remember getting mailings and read the information

Basic needs Basic needs refers to the base-level things an individual needs to survive, inlcuding faod and housing. This construct loaks at an individual's ability to provide oneselfand one's family with these bais
needs
Body Change Stress Body change stress refers to subjective psychological stress that accompanies women's negative and distressing thoughts, emotions, and behaviors resultant from breast cancer and breast surger,

Body change stress is manifest with raumatic stress-like symptoms

Cancer Prever PRIMARY DEFINITION NEEDS TO BE ADDED

Behavior

Cancer Preven
Knowledge

Cancer related Knowledge and understanding related to cancer including knowledge of recommendations far cancer prevention, cancer screening, cancer treatment and fallow up.
knowledge

Cancer Risk Perceptions | Beliefs about cancer risk.

Awareness and understanding of cancer risks and means for preventing or reducing risk of cancer.

Cancer Screening Awareness and understanding ofthe available screening tests for cancer,
Knowledge

Caregiver Preparedness | The selfperceived level of preparedness for the tasks and stress of a caregiver rale

-3~ HINTS - GEM

‘e
Using the Grid-Enabled Measures (GEM) database to build
the Health Information Mational Trends Survey (HINTS)




GEM Website

National Cancer Institute

U.S. National Institutes of Health | www.cancer.gov

You are not logged in. I
P S ( ;E M Grid-Enabled | Al =l
0*# Measures Da

Constructs | Measures

The folloewing screen can be used to review
* table headers to sort list.

+ Add New Construct {NOTE: Constru

"Add Mew Construct' button to entar the necessary data. Click

Vie

Construct ation Synonyms
Anxiety
Attention to mailed materials
Basic neeils Basic needs refars to the hase-level things an individual
needs to survive, inlcuding food and housi..
Cancer Prevention Behavior PRIMARY DEFINITION MEEDS T BE ADDED
Caregiver Preparedness The self-perceived level of preparedness for the tasks and This constructwas ariginally derived
stress of a caregiver role. frorm role theary. In role theory, the
anticipatory socializati...
Chronic lliness Care Receipt of care for one or mare chronic illnesses thatis Chronic Care Model Flanned Care
congruent with the Chronic Care Model
Coanitive Imnairment Discriminates amond mild, moderate, and severe codnitive




Datasets Tab

QY National Cancer Institute

[TUTE U.5. National Institutes of Health | www.cancer.gov

You are not logged in. Q |
¢:“+‘ G E Grid-Enabled Al -
*

Measures Database
Beta

Constructs | Measures | Datasets | News | About

75 The following screen can be used o review the Datasets currently available in the system. Ifyou would like o add a new Dataset, press the "Add Mew Dataset” button to enter the necessary data. Click on table headers to sort list.

+ Add Mew Dataset View All

Page(s) 1
Data Data
Dataset Name Collection Collection Organizational Home Description Measures
Start End
HINTS 2005 2005 2006 This is afield that will be used to record additional infarmation for a dataset | Hamilton Anxiety Rating Scale, HINTS Health Status Question |
and may or may not ... Nicotine Dependence Syndrome Scale (NDSS)
HINTS 2008 2008 2009 This is just some additional info aboutthe dataset like what study itwas
associated with or someth...
Test Demo
Page(s) 1

Questions or feedbac!




Datasets Tab: Meta-Data, Measures

and Constructs, Preview, Download

Hello rpm39 [ |

+2%2e GEM SidEnbled Al >
L ) Measures Database
L 4 Beta
Constructs | Measures | Datasets News About
Dataset Details
General Information
Dataset Name: < HIMTS 2005

Data Collection Mode: <
Population: <>
Collection Period: <

Wieb, Proxy, Biological
Adults and teens
Ja

Number of Observations: < 13
Availability: < e
Data Dictionary: ==

Keywords: <> ke

Additional Information: <
Organizational Home: <=

Contact Information
Contact First Name: =
Contact Last Name: =
Degree:

Contact Affliliation: <
Address Line1: <
Address Line2: <

Th

City: <>

State: <

Zip: = 20873

Country: <> LIS A,

Telephone: <=

E-mail: <= davidoarsoni@westat.com

easures & Constructs

ot end up heing used by researchers who are adding their dataszets to the GEM database.

Measure MName ConstructMame
MNicatine Dependence Syndrome Scale (NDSS) Nicotine Dependence
Harmilton Anxiety Rating Scale Anxiety
References &
References PubMed ID Comment
Test reference #1 comment #1




HINTS - GEM

National Cancer Institute

U.5. National Institutes of Health | www.cancer.gov

|
== HINTS - GEM

’ Using the Grid-Enabled Measures (GEM) database to build
the Health Information Mational Trends Survey (HINTS)

Construct | Measure | News About

5+ HINTS-GEM Phase |

HINTS-GEM Constructs

Add New Construct

Construct Definition

Anxiety Arelatively permanent state ofworry and nervausness occurring in a wariety of mental disaorders, usually accompanied by compulsive hehavior ar attacks of panic.

Anention to mailed Whether mailing recipients remember getting mailings and read the information

materials

Basic neeis Basic needs refers to the hase-level things an individual needs to survive, inlcuding food and housing. This construct looks at an individual's ability to provide oneself and one's family with these bais
needs.

Body Change Stress Body change stress refers to subjective psychological stress that accompanies women's negative and distressing thoughts, emotions, and hehaviars resultant from breast cancer and breast surger
Body change stress is manifest with traumatic stress-like symptoms.

Cancer Prevention FRIMARY DEFIMITION NEEDS TO BE ADDED

Behavior

Cancer Prevention Awareness and understanding of cancer risks and means for preventing or reducing risk of cancer.

Knowledge

Cancer related Knowledge and understanding related to cancer including knowledge of recommendations for cancer prevention, cancer screening, cancer treatment and follow up.

knowledge

Cancer Risk Perceptions | Beliefs about cancer risk

Cancer Screening Awvareness and understanding ofthe available screening tests for cancer.
Knowledge

Caranivar Pranaraidnace | The cpl-nerreived level nf nrenaredneces fnr the taclke and otrece af 9 rarediver rmle




