FACTS
CLINICAL REGISTRIES
OVERVIEW
A “clinical registry” is a database of health information
on specific clinical conditions, procedures or
populations. The data collected in a registry captures
clinically important events relevant to a particular
population or condition. Registries can be integrated
with electronic health records (EHRs) to directly
support evaluation of care delivery and patient
outcomes. Registries can broaden knowledge of
clinical service patterns, processes and patient
outcomes and can capture valuable, real-time patient
data that is not present in an administrative record,
which typically only contains claims data or billing
information about procedures and services.

USES OF CLINICAL REGISTRIES
Clinical registries provide important mechanisms to
monitor patterns of care and progression of disease,
evaluate healthcare effectiveness and safety, and
improve clinical outcomes in a real world setting.
Surveillance of Healthcare Systems. Registries are
an efficient way to monitor trends in the use of certain
1
procedures and the prevalence of certain conditions.
Today, clinical registries are used to:
• Assess the progression of a disease, evaluate
treatments utilized at various stages of disease,
and observe treatment outcomes and adverse
2,3,4,5
events;
• Evaluate trends in healthcare usage and the
provision of medically necessary care (including
1
underuse, overuse and misuse);
6
• Monitor the impact of prevention efforts and
7
public health awareness campaigns;
1
• Analyze referral and diagnosis patterns;
• Describe patient population demographics and
2
provider characteristics; and
• Track incidence of health events and recurrent
2,8
events.
Surveillance of Underrepresented Populations.
Clinical registries play an essential role in providing
meaningful, actionable data about the healthcare
needs and the services used by populations of
patients that traditionally have been underrepresented in epidemiological studies and clinical
9
10
trials, including racial and ethnic minorities , women ,
11
the elderly , individuals with multiple co1,12
13
morbidities, and individuals with rare diseases.
With data from a clinical registry, researchers can:

• Identify and evaluate healthcare disparities within a
patient population;
• Examine underrepresented populations and their
access to healthcare services;
• Investigate disease progression and healthcare
utilization in a particular subpopulation, and the
costs for treating particular groups; and
• Collect data on gender, race, ethnicity, language
and other health indicators.
By collecting and tracking treatment patterns over time,
this data can be used to expose disparities in care for
minority populations, as well as address them. The
American Heart Association/American Stroke
Association’s Get With The Guidelines® (GWTG)Stroke registry, for example, has documented poor
quality in stroke care for black patients as compared to
9
white and Hispanic and GWTG-Coronary Artery
Disease (CAD) (now called ACTION RegistryGWTG)1was associated with an elimination of
disparities in the quality of care for acute myocardial
10
infarction (AMI) regardless of race or ethnicity.
Measuring Quality & Safety. Registries are frequently
used to evaluate and improve healthcare quality.
Because a registry can continuously capture data,
registries have the potential to identify unnecessary or
inappropriate variation and drive quality improvement
by creating a continuous feedback loop to pinpoint
areas of poor quality. Other ways that clinical registries
support quality and safety evaluation include:
• Monitoring adverse events related to particular
5,14
therapies, drugs, or devices;
• Examining provider adherence to safety protocols
2
and best practice guidelines; and
• Enabling surveillance of the quality of care patients
receive (e.g. tracking rates of re/admissions and,
coordination of care post-discharge, orders for
1,8,5
preventive care at discharge, etc.).

THE ASSOCIATIONS’ REGISTRIES
As part of its commitment to improving patient care for
cardiovascular disease (CVD) and stroke, the American
Heart Association/American Stroke Association has
developed a number of quality improvement programs
that include clinical registries. The GWTG suite of
programs uses registries to aggregate patient care data
and generate real-time reports for providers that assess
their performance compared to national benchmark
data.
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Get With The Guidelines-Stroke. GWTG-Stroke,
was developed by the American Heart
Association/American Stroke Association in 2001 as
a national stroke registry and performance
14
improvement program for hospitals to improve the
quality of care and outcomes for patients hospitalized
15
with stroke and transient ischemic attack (TIA). The
registry contains almost 2.5 million stroke/TIA patient
encounters presenting to more than 1,700 hospitals
16
nationwide. Due to its size, national scope, duration,
and prospective collection of patient level data, it
provides a unique opportunity to investigate
presenting characteristics, diagnostic testing,
treatments, quality initiative adherence, and in2
hospital outcomes in a broad cohort of patients.
Acute Coronary Treatment and Intervention
Outcomes Network Registry-Get With The
Guidelines. ACTION Registry–GWTG is a national
surveillance system for high-risk patients with AMI.
Launched in 2007, the registry is a combination of
two former leading national CAD registries: the
National Cardiovascular Data ACTION Registry and
the American Heart Association’s GWTG-CAD
17,18
Registry.
The goal of the new registry was to
create the largest and most comprehensive
19
cardiovascular patient database in the U.S. The
registry establishes the national standard for
understanding and improving quality, safety and
1
outcomes of care for patients with CAD. Clinical data
from this registry supports ongoing national
surveillance, innovative research, and quality
improvement efforts facilitating evidence-based AMI
care by tracking presenting characteristics, diagnostic
testing, treatments, and in-hospital outcomes in a
20
broad cohort of hospitalized AMI patients.
Other GWTG registries include those for Heart
Failure and Resuscitation, as well as a newly
launched joint outpatient program with the American
Diabetes Association and the American Cancer
TM
Society called The Guideline Advantage.

THE ASSOCIATION ADVOCATES
We support the use of registries to improve quality of
care and to help identify risk factors to reduce chronic
diseases. Specifically, we:
• Urge policy makers to create federal, state and
local CVD and stroke registries in order to
monitor incidence and support the development
of relevant quality improvement initiatives.
• Encourage policy makers to use patient-centered,
evidence-based, broadly-adopted registries like
GWTG to meet many of the quality improvement
and reporting requirements of federal programs
and those enacted in health reform.
• Encourage use of registries as an efficient data
collection tool as part of payment and delivery
reform initiatives.
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