Rationale and Development of an Online Directory of Database Profiles for
, Outcomes, and Population Research

Pharmacoepidemioloo

OBJECTIVE

B.R.I.LD.G.E. TO DATASM (www.bridgetodata.org) was developed as a web-based directory
with detailed profiles of population research databases. This resource allows
pharmacopepidemiology, pharmacoeconomics and other researchers to be more aware of

databases and registries available worldwide.

BACKGROUND

researchers to:

« Locate the appropriate data source;

* Know how to access the data.

profiles.

Large epidemiology studies using population databases are in high demand in the current
healthcare environment. Simultaneously, the number of healthcare databases available for
research has risen considerably worldwide. Increasingly complex research questions require

< Understand the specific characteristics of each database;

To address this growing need, B.R.I.D.G.E. TO DATASM (Benefit-Risk Information for Drug
Evaluations) was launched in 2009. B.R.I.D.G.E. TO DATASM is an advanced version of the
original RAD-AR (Risk Assessment of Drugs-Analysis & Response) books and the web-
based version, BRIDGE On-Line. The RAD-AR books, published in the 1990s with 200+
database profiles consisted of 5 regional volumes; these books were converted in 1999 to
BRIDGE On-Line, the first web-based international collection of 100 database and registry

METHODS

Profiles were developed as follows:

listed in Table 1.

and content approval.

Over a twenty-month period, an advisory board was convened, the website was re-branded,
and an initial set of databases and registries were profiled.

The DGI Advisory Board, consisting of 8 international members from academia, government,
and industry, provided feedback at multiple stages, assisted in selection of databases to
profile, and actively worked with the B.R.I.D.G.E. TO DATASMteam.

Rebranding the web site involved designing a new logo, getting it service marked (SM), as
well as working with a web development firm to build the infrastructure of bridgetodata.org.

Databases were identified by assessing existing database profiles in the RAD-AR books and
the earlier web-based version, BRIDGE On-Line. Additionally, extensive literature reviews
were conducted to identify other population healthcare databases and registries.

(a) The earlier template was updated to include 75 common fields covering the categories

(b) Each of the databases was researched and profiled by our expert staff at DGI, Inc. After
a final review by the Chief Editor, Dr. Judith K Jones, the profiles were sent out to respective
database managers to check for accuracy, completion, and to get authorization for listing

(c) As part of the goal to actively maintain B.R.I.D.G.E. TO DATASM, a quality assurance
process involved systematic review and regular updates of each profile.

Table 1. Brief Description of Data Elements

Diagnoses/Signs &

Population
Dynamics

Demographic Data

Physician &
Practioner Info

Symptoms

Procedures

Dmug Information

Economic Data

Validation &

Linkage

Administrative Data

Database history, uses, strengths / limitations

Population size (activeffinal), annual change in size, sample weights

Age, gender, ethnicity/race, geographic location, date of birth, death data

Physician ID & specialty; Pharmacy 1D

Date parameters, coding system(s), as well as data on physical exam, birth
defects, cancer, infectious disease, environmental exposures, and behavior

Date parameters, coding system(s), lab data

Date parameters, regimen & route, manufacturer, dosage, coding system(s),
generic name

Cost data including type, surrogate cost data
Database linkage capabilities to and validation against other sources; access to
medical records

Contact and accessibility information for each database, recent references, and
date the database was last updated
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RESULTS

B.R.1.D.G.E. TO DATASM was launched in November 2009 with
50 database profiles from USA, Canada, Europe & Asia.
Database Countries

BUSA (35)
B Sweden (8)
BUK (5)

B Netherlands (4)
OFrance (4)

B Germany (3)

W Canada (3)
ODenmark (3)

B China (3)

B Spain (2)

B New Zealand (2)
Oindia (1)
BKorea (1)

B Norway (1)

O Taiwan (1)

Site Features:

« Compendium of worldwide population database profiles;
« Comparison of different database profiles on one site;

» Searchable web interface;

* Relevancy-ranking of search results;

« Saving of search results that can be updated later;

« Creation of individual search collections;

« Database profiles updated annually;

« Profiles verified by respective database managers;

* Glossary explaining profile fields and coding systems;
 Audio-visual tutorial to learn about the site and its features.

Comparison Feature: Demographic and Economic Data Elements

PATIENT

Demographic Data ‘ —

Age of Patients st Data Colisction  Yes
(Calculatid wting year of bth)

Approximate Percentage of <18 yrs = 0%
Pm!‘lmmlhe“ 5 yrs = 19%
yoors

Gaendor Data  Yes

Porcontage of Malos/Fomales  Males « 40 5%
Famales = £0.5%

Ethnicity /| Race Data Vo3
Now raconded by GPs and available

Norihoast, Scotiand. South, Wales
(5% of tha UK population)

Date of Birth Recorded  Yes

Yes
{Date/Mlonth/Year)

Availability of death certificate | Yes
sutopsy information Al data is now awaiabie via knk with
cenlral death data

Economic Data CostOata Mo
Cost Denomination  N/A

Type of Cosl Data  NA&

Surrogate Cost Data Link  Yes

Description of Surrogate Link  Ves
Caosts can be applied based upon
UK, nasional or regionaliocal data
that i3 easily avadabis

Yeos

(Yaar of birth is recorded. the birth.
monih is also available for patients
<15 yirars of aoe)

Yes

[Details are available where the
iciann i aware of the cause and

dals of death)

[Howaver, This s available upon
request, subject 1o approval by
sthica comenittiss)

Yes
Diug costs
Bratrsh Starbeng | Poueids

Yos
Ratad drug pack price
Mo

A

<18 yoars = 12%
85 yoirs = Z2%

Yes

Malos = 48%
Fomalas= 52%

All regions in the United Kingdom,
exchading Scotland and Wales

Yeu
(Yaar)

Yes
Oy i disgnosis-related

A

Yos
Prascriptions are linked to the IM5
Naticnal Descriphor filo, 80 the cost
of therapy can ba calculated

Brtrsh Stering | Pounds.

Yok
Treatmant cost

A

NA

CONCLUSION

A web-based directory of population research
database profiles was developed to enable the
identification of appropriate databases for
pharmacoepidemiologic, economic, and health
services research. Other applications may include
serving as an educational tool and as a model for
developing new healthcare databases.

Limitations

Limitations included a short time line and
budgetary constraints. Another limitation is that
some profiles could not be included in
B.R.1.D.G.E. TO DATASM since some data
centers with private or non-commercial
databases have not authorized listing to date.

Future Plans

B.R.I.D.G.E. TO DATASM currently has ~80
database & registry profiles spanning 16
countries. Since B.R.1.D.G.E. TO DATASM has
been well received, our goal is to continue
efforts and have ~200 profiles by December
2010, featuring databases from many other
countries.
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