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Abstract

Aim—We studied the use of patient/disease registries to recruit potential subjects for prospective
clinical trials - describing the number, types and major benefits of using this approach.

Methods—In December 2013, we conducted a focused database search in PubMed, EMBASE,
and Web of Science for studies (English language only) that used registries to recruit subjects for
clinical trials published in 2004-2013. Of the 233 unique citations identified, 21 used registries to
recruit subjects - 10 papers and 11 abstracts. Pearling and search for subsequent full papers of the
abstracts identified 4 more papers.

Results—Our analysis, based on these 25 citations, showed 14 are related to cancer, 3 to diabetes
mellitus, 1 each to stroke, asthma, and celiac disease and 5 are disease neutral. Many types of
registries (population-based cancer, quality improvement, disease-specific, web-based disease-
neutral registries, local general practice registers, and national health database) are used to recruit
subjects for clinical trials and uncover new knowledge. Overall, 16 registries are in the US, 4 in
UK, 1 each in Canada, Spain, Australia and I in many countries. Registries can identify very large
number of subjects for screening for eligibility for clinical trials, especially in very large trials,
rare disease trials, and trials involving minority patients.

Conclusions—Registries can retrospectively identify very large numbers of potential subjects
for screening for eligibility and enrollment in prospective clinical trials. This matching can lead to
more timely recruitment and help solve a major problem in conducting clinical trials.
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Introduction

Clinical trials are needed to translate basic research findings to clinical practice. Most of
these prospective trials face the major challenge of recruiting subjects (as determined by
sample size calculations) needed to test the study hypothesis. Not only do trials need to
recruit the number of subjects who meet study entry criteria, they must recruit them in a
timely manner and within budget. In the United Kingdom (UK) fewer than one third of trials
achieved their target recruitment number and half required an extension period for
recruitment [1]. In the United States (US) there were enrollment delays in 90% of clinical
trials with 30% under-enrolling and only 7% of sites recruited the projected number of
participants [2]. More recently, of 6279 cardiovascular clinical trials in Clinical Trials.gov
10.9% were terminated early. Of these 53.6 % occurred because of low recruitment of
subjects [3]. Failure to recruit in a timely manner can have many scientific, economic and
ethical consequences [4].

Current recruitment methods (Figure 1) include, but are not limited to, referrals (from
physicians/clinics), rounds (at medical/clinic rounds), information sessions (for patients/
community groups), advertisements (in radio/television/newspapers/internet /social media),
electronic health records, and registries (disease/patient) [5]. Each method has its strengths
and weaknesses with success rate often depending on the study. Registries are organized
databases developed for specified clinical, scientific or policy purposes [6]. Depending on
the type of registry (patient, disease, product, administrative, quality improvement, etc), its
data elements, structure and terminology may vary. Patient/disease registries usually contain
demographic data, diagnoses and treatment details of patients with the disease, all collected
in a systematic and uniform manner to serve a pre-determined purpose. They may be used to
answer specific research questions, map out the natural history of a disease, assess the
quality of care, track patients in medical practices, and collect post-marketing safety data, as
required by regulatory agency, in patients taking new medications or using new devices.
Often not developed for recruiting subjects for specific clinical trials, patient/disease
registries can be used to identify potential subjects for clinical trials, especially for large,
multicenter clinical trials or clinical trials involving patients with rare diseases or ethnic
minorities. Such registries, when linked with health record information on study entry
criteria, become “research” registries that can facilitate recruitment, making it more efficient
and increasing the likelihood of success [7]. In November 2009 the National Institutes of
Health (NIH) announced the first US research study recruitment registry (ResearchMatch) as
one of the strategies to meet the recruitment challenge for clinical trials in the US [8, 9].

Our study examines the use of patient/disease registries to identify, screen for eligibility and
recruit potential subjects for clinical trials published during the decade of 2004-2013 -
describing how many registries were used, the types of registries used, the aims of the
clinical trials, and the major benefits of using this approach. The focus is only clinical trials,
not all clinical research.
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We conducted focused database searches in EMBASE, PubMed, and Web of Science for
studies that acknowledged using disease/patient registries to recruit potential subjects for
clinical trials. For each search, a set of ‘registry’ keywords (“registries”, “registry”,
“register”) were combined with a set of ‘recruitment’ keywords (recruitment and its
variations) using the Boolean operator ‘AND’. In addition to keywords, appropriate
controlled vocabulary terms (registries [majr:noexp], patient selection[majr], register/exp,
‘disease registry’/exp, ‘patient selection’/exp/mj) were used in the EMBASE (EMTREE)
and PubMed (MeSH) searches. All searches were restricted to English language studies and
only articles published during the decade from 2004 to 2013 were considered for inclusion.
Conference abstracts were captured through the Web of Science search. Search specificity
was emphasized in order to eliminate the large number of false positives. The three database
searches, which were originally conducted in December 2013 and rerun in July 2014,
yielded a combined total of 290 citations. These citations were exported into Thomson
Reuters Endnote XV, at which point 57 were identified as duplicates and therefore removed,
leaving 233 unique citations (Figure 2). Two authors (MHT and MPM) reviewed each of the
233 citations and concurred on those identified as using patient/disease registries to recruit
subjects for clinical trials using the criteria: (a)“registries”/ “registry” / “registers” /
“database” as a source of to recruit potential subjects and (b) “clinical trial(s)” in the text of
the publication as the intent of the prospective clinical trial. From the references of all
citations, pearling was done to determine whether they included other citations indicating
registries were used for recruiting subjects in clinical trials between 2004 and 2013. To find
out whether any of the 11 abstracts had subsequently been published as full papers, we
conducted a PubMed search of the authors and titles of the abstracts.

Number of citations identified

Of these 233 citations, 21 studies are identified as using patient/disease registries to recruit
subjects for clinical trials - 10 papers (Table 1) and 11 abstracts (Table 2). From the
references of all 10 papers, pearling identified 3 new papers - 2 were clinical trials [13, 14]
and 1 disease-neutral registry [15] used to recruit subjects for clinical trials. One full paper
[16] of an abstract [17] from the initial search was found. In our analysis the 10 papers from
the initial search, the 3 pearling papers and 1 full paper of the abstract subsequently
published are combined, giving 14 papers and 11 abstracts giving a total of 25 citations.

Diseases covered

Of these 25 citations, 14 are related to cancer (6 to breast cancer [10-14, 16,17], 2 to ovarian
cancer [18-19], 1 to hematological cancer [20], 1 to prostate cancer[13], 1 to cancer genetics
[21], 1 to histiocytosis [22], 1 to familial adenomatous polyposis [23], and 1 to colorectal
cancer [24]), 3 to diabetes mellitus [25-27], 1 to stroke [28], 1 to asthma [29], 1 to celiac
disease [30] and 5 are disease neutral [9, 15, 31-33].
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Types and locations of registries

Of the registries related to breast cancer, 5 are state tumor registries in the US [10-13, 16,
17] and 1 in Canada [14]. One ovarian cancer trial used 13 local trust registers in the UK
[18] and the other used a state cancer registry in the US [19]. The prostate cancer study used
a state registry in the US [13]. The familial adenomatous polyposis trial used one hospital's
registry in the UK [23]. The CARE colorectal cancer screening trial used 5 tumor registries
in the US [24]. The cancer genetics clinical trial used local cancer registries in US [21], the
histiocytosis registry was a national registry in Spain [22] and the hematological cancer trial
used a state registry in Australia [20]. In the 3 registries related to diabetes, the first used a
quality improvement registry in an US medical center [25], the second, an international
study, used center specific type 1 diabetes registries (without specifying the center location)
[26], and the third used central and local registers in the UK [27]. The Stroke Trial used a
stroke registry in one US center [28]. The asthma study used an US severe asthma network
registry [29]. The celiac disease study used one US clinic's celiac disease registry [30]. Of
the 4 disease neutral registries in the US, 1 is university-based [15] and 3 national [9, 31,
and 33]. Of the national registries, 1 is a national registry of the consortium of Clinical
Translational Science Award (CTSA) centers in the US [9, 31], 1 is a national registry as
part of the CTSA-industry partnership venture [33], and 1 is in Scotland [32]. Overall, 16
registries are in the US [9-13, 15-17, 19, 21, 24, 25, 28-31, 33], 4 in UK [18, 23, 27,32], 1 in
Canada[14], 1 in Spain [22], 1 in Australia [20] and 1 involved many countries [26].

Identifying, screening and enrolling subjects

Not all citations give the same details on identifying, screening and enrolling potential
subjects for each clinical trial. Tables 1 and 2 show the number of subjects identified, the
number considered eligible after screening and the number enrolled in the various clinical
trials. Most of the registries in our study identified large to very large number of potential
subjects for a specific clinical trial. Screening reduced the number identified to a much
smaller number of eligible subjects (1.74 to 91.5% of those identified). Despite the smaller
number of eligible subjects, there were enough to enroll to test the study hypothesis.

Aims of clinical trials—The aims of the clinical trials covered a wide spectrum (Tables 1
and 2):

i.  Effect of exercise in breast cancer survivors [10-12 and 14];

ii. Screening for ovarian [18] and colorectal cancer [24];

iii. Psychosocial intervention in breast cancer survivors [19];

iv. Quality of life in breast cancer survivors [16,17];

v. Comparing different methods of recruiting in hematological cancer patients [20], in
cancer survivors for a genetics registry [21], diabetes drug trial [25] and asthma
study [29];

vi. Dietary interventions in breast and prostate cancer survivors [13] and in those
genetically at risk for type 1 diabetes [26];
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vii. Drug trials - sitagliptin in patients with diabetes [25], Celecoxib in relatives of
patients with familial adenomatous polyposis [23]; and aspirin and omega 3 fatty
acids in patients with diabetes;

viii. Intravenous mononuclear cells for acute ischemic strokes [28];
ix. Unspecified Phase Il asthma trial [29];

X. Unspecified clinical trials in patients with celiac disease [30];
xi. Unspecified histiocytosis clinical trials [22]; and

xii. Clinical trials using disease neutral registries [9,15,31, 32 and 33]

Benefits of using registries to recruit

(a) Large trials—Registries can be used to recruit potential subjects for small pilot studies
(number of subjects recruited (n) =10) [28], mid-sized (n = 375) [16] and very large (n =
202,638) [18] trials (see Tables 1 and 2). In the UKCTOCS 1,243,282 postmenopausal
women identified from the 13 registers were invited [18, 34]. Of the 288,955 (23.2% of
those invited) eligible subjects after screening, 202,638 (70.1% of those eligible) were
randomized. The recruitment period was only 4.3 years. In the ASCEND trial, 423,286
patients with diabetes identified from centrally held and local registers were invited to
participate [27]. Of the 26,480 (6.25% of those invited) patients who entered run in, 15,480
(58.5% who entered run in) were randomized. These 2 clinical trials show that using
registries which have been in existence for years allows identification of very large numbers
of potential subjects and recruitment of needed subjects in a relatively short period of time
[18, 27].

(b) Geographically diverse and ethnic minorities—Registries also facilitate
recruitment of geographically, racially and ethnically diverse study subjects [11]. Rogerino
et al recruited their subjects from 2 states. Ashing-Giwa and Rosales identified 587 potential
subjects for their longitudinal psycho-oncology study in African American and Latina
American breast cancer survivors [16]. Ramirez et al used local registries in Texas to
identify, screen and recruit Hispanic patients with cancer to enroll in their Cancer Genetics
Registry [21].

(c) Comparing methods of recruitment—Registries enable comparison of recruitment
methods. In the TECOS trial, electronic medical records identified and resulted in the
recruitment of more patients in a shorter time period than a quality management registry for
diabetes [25]. In the asthma study, electronic medical records also identified more patients
than the registry approach [29]. In both studies, the electronic records database had more
patients (both out-patients and in-patients) to screen than the registries. In an Australian
study a more comprehensive informed consent form was not more effective in recruitment
than the standard informed consent in patients with hematological cancer [20]. Finally, 3
different ways of approaching Hispanic patients were compared in the Texas Cancer
genetics study [21]. Interpersonal phone approach was the most effective way.
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(d) Disease-Neutral Registries—Our study identified 5 web-based disease-neutral
registries. One is local [15] and the other 4 national in scope [9, 31-33]. The US national
disease-neutral registries are related to the CTSA initiative [9, 31, and 33]. The Scottish
Health Research Register (SHARE) uses its national health database.

(e) Others—Recruitment of subjects for clinical trials can be accelerated by combining
patient/disease registries and clinical data warehouses (which are registries). In the TECOS
trial, the site that combined electronic medical record and registry approaches became the
leading recruiting site in the US and the third globally [25]. Using a rare disease registry can
facilitate recruitment of subjects in national and international clinical trials [22]. Finally,
registries can facilitate the recruitment of relatives of registry patients for disease screening
[24] and drug trials [23]. In both, the registry probands were invited to contact their relatives
to consider participating in the clinical trials.

Discussion

Our study shows that many types of registries have been used to identify, screen and recruit
potential subjects for many types of prospective clinical trials to uncover many aspects of
new knowledge in many diseases. Types of registries included population-based cancer
registries, quality improvement registry, disease-specific registries, local general practice
registers, national health database, and web-based disease-neutral registries. The wide
spectrum of diseases includes cancer, diabetes, asthma, celiac disease and ischemic stroke.
Interventions studied in the clinical trials include drugs, diet, exercise and disease-specific
print material. The clinical trials using registries to recruit potential subjects were conducted
in the US, UK, Australia, Spain and Canada.

Our study shows cancer registries to be the most frequently used to recruit potential subjects
for clinical trials. Of the 25 citations, 14 used cancer registries to recruit potential subjects
for clinical trials. The US National Program of Cancer Registries, established by Congress in
1992, collects demographic and treatment information about cancer patients. These cancer
registries cover about 96% of the US population with cancer and are a good resource for
identifying, screening and recruiting potential subjects for cancer clinical trials. Cancer
registries were used for such purposes as early as 1990 [35].

Registries facilitated timely recruitment of very large number of potential subjects in studies
requiring such large samples [18, 27, and 34]. Ethnic minorities are under-represented in
health research in the US. Despite the NIH 1993 Revitalization Act to include ethnic
minorities in health research [36], this is still a problem. Because population-based cancer
registries have all patients with cancer, irrespective of ethnicity, they can be used to
oversample ethnic minority patients for cancer clinical trials. Both examples illustrate that
multiple registries can identify more potential patients who can be contacted, screened and
enrolled.

If recruiting subjects for clinical trials in high prevalence diseases is challenging, recruiting
subjects for clinical trials in rare diseases (fewer than 200,000 people with the disease in the
US) is much more challenging. Recognizing this, the NIH supported the development of the
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Rare Disease Clinical Research Network (RDCRN) Contact Registry in 2004 (37). Initially
it included 40 rare diseases. In 2009 it was expanded to include 140 rare diseases (38). In
2011 the case for a global registry of rare diseases was made to better understand rare
diseases and bring better treatment (39). Registries of the same rare disease in many nations
can collaborate in a global clinical trial and be successful in recruitment for they increase the
pool of potential patients.

Electronic medical records are increasingly used to recruit subjects for clinical trials. Our
study reports comparisons of recruitment of subjects for 2 clinical trials using electronic
medical records and registries, one in diabetes [25] and the other in asthma [29]. Neither
registry was a research registry. One was a quality management program registry covering
only ambulatory clinic diabetes patients [25]; the other was a registry of volunteer patients
with severe asthma [29]. Recognizing the differences between electronic medical records
and registries, each having its advantages and disadvantages, Weng et al proposed the design
ELiXR (Eligibility Criteria Extraction and Representation) “to generate protocol aware
research registries to facilitate electronic screening for clinical trial recruitment”. Registries
with links to patient health databases have been identified as a strategy to enhance subject
recruitment for clinical trials [7]. Such research registries with information on the
demographics and study entry criteria can be more efficient in facilitating identification,
screening and recruitment of subjects for clinical trials. Disease-neutral registries are also
increasing in number, serving to match people interested in participating in clinical trials
with researchers. These registries may be local or national in scope. In the US, the
ResearchMatch registry was launched in November 2009 by the NIH targeting health
institutions in the NIH CTSA consortium [8, 9, and 31]. People (patients with disease or
conditions and healthy volunteers) interested in participating in clinical research can register
using a secure web-site and give informed consent. By December 2014 [40], there were
69,735 volunteers in this national registry and 2333 researchers in 100 institutions. Matching
of volunteers with researchers occurred in 411 studies. The Scottish Health Research
Register (SHARE), another national disease-neutral register created to enhance recruitment
to clinical trials, invites Scotland's residents who wish to participate in health related
research to register on a secure website and give informed consent for their medical records
to be matched with approved studies [32]. There are other web-based disease-neutral
registries [31].

There is a recruitment phenomenon (Lasagna's Law or “Recruitment Funnel) which can be
paraphrased to state only 10% of the number of patients originally thought available for a
clinical trial were eligible for enroliment after going through the various filters (contact,
screening, run-in and enrollment) of recruitment (41). In 1979, Lasagna (42) described his
involvement in recruiting for an analgesic medication efficacy trial in post-surgical patients.
Of the 8027 patients available in the surgical wards during the study period, only 4928 were
available for screening. After screening only 649 were left for interview. After the interview
processes and considering other study criteria, only 338 remained. Of these 246 gave
informed consent (3.1%). Of these 146 never received the analgesic medication, leaving
only 100 subjects for the clinical trial.
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There are a few reports on the reasons why eligible participants do not wish to participate in
cancer clinical trials. In Weinstein et al (43) survey of cancer patients eligible for clinical
trials, the top 3 reasons for not participating were fear of adverse events, concern of random
assignment of treatment, and cost. In the Penberthy et al survey (44), the top 3 reasons given
for not wanting to participate in cancer clinical trials were extra cost and logistical problems,
lack of interest in the trials, and avoidance of specific treatment. In the Meropol et al survey
(45), the top 3 reasons for not wanting to participate in cancer clinical trials were fear of side
effects of clinical trial treatment, uncomfortable with randomization to treatment, and fear of
receiving a placebo. In the Cooley et al survey (46) on quality of life in female lung cancer
patients, the top 3 reasons for refusing to participate were health limitation, not interested
and no time/inconvenience.

Patient registries may be able to identify very large numbers of potential patients for clinical
trials. In so doing, it increases the chances of having many more patients screened, studied
in the run-in period and eventually enrolled. In the UKCTOCS, only 23.2% of those invited
were considered eligible after screening (18, 34) and 70.1% of those eligible were
randomized. In the ASCEND trial only 6.25% of those invited entered run in (27) and
58.5% of those entering run-in were randomized.

Registries used for clinical research must meet local, regional, and national regulatory
guidelines [47]. The registry must be stored in a secured computerized database. Use of the
registry data must meet the requirements of the specific database. All these are intended to
keep patients' protected health information confidential. Websites used for registering
patients must be secured to ensure subject confidentiality.

This study is not a systematic review of published clinical trials that used registries as
sources to recruit subjects. It is a descriptive review that used targeted search strategies in 3
databases (PubMed, EMBASE and Science Web) to capture citations that clearly
acknowledged use of a patient/disease registry for subject identification, screening and
recruitment for published clinical trials in 2004-2013. That we found 3 relevant papers
during pearling and 1 full paper of an abstract indicates our search missed a number of
clinical trials that recruited from registries. From a search perspective, the difficulty in
retrieving all studies that acknowledge use of registries for subject recruitment to clinical
trials is that the reporting and discussion of such recruitment methods is often relegated to
the full-text method section, which PubMed and other key citation databases do not search.
Consequently, keyword searches for registry and recruitment terms in citation titles and
abstracts are rendered partially incomplete at capturing relevant studies. This partially
explains why our searches only retrieved 21 relevant citations. Of the 233 unique citations,
129 used registries for retrospective studies which were not prospective clinical trials. We
do not discuss them in this paper as our focus is on the use of registries for recruitment of
subjects for clinical trials.

Our findings demonstrated that many types of registries have been used to identify, screen
and recruit potential subjects for many clinical trials. Registries, being large databases, can
very quickly and efficiently identify large number of potential subjects for a clinical trial.
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They have been and should be used more often to identify subjects for prospective clinical
trials leading to more timely recruitment of subjects. In so doing, they can help solve the
most critical problem of clinical trials which is recruitment. The costs, benefits and
limitations of registries, as compared to electronic medical records, warrant further study.
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Registries Used to Recruit Subjects for Clinical Trials — Papers from Search/Pearling

Reference

Registry

Clinical Trial

Study Aims

Subjects

1. Cadmus-Bertram
LAC et al 2011 [10]

Yale New Haven Connecticut
Tumor Registry

Increasing or
Maintaining Physical
Activity during
Cancer Treatment
(IMPACT) Study

Determine whether it is
feasible to recruit newly
diagnosed breast cancer
survivors in a randomized
control trial to study the
effect of exercise.

Identified 468
Eligible 405 (86.5%
of identified)
Enrolled 50

2. Rogerino A et al
2009 [11]

Pennsylvania and New Jersey
State Cancer Registries plus 3
hospital registries.

Physical Activity and
Lymphedema (PAL)
trial

Recruit racially and
geographically diverse
breast cancer survivors for
community based exercise
intervention.

Invited 28921
Responded 3200
Eligible 506(1.74%
of identified)
Enrolled 295

3. Irwin ML et al 2008
[12]

Connecticut Tumor Registry

Yale Exercise and
Survivorship (YES)
Study

Comparing recruitment of
breast cancer survivors
from tumor registry with
other methods.

Identified 1072
Eligible 763 (71.1%
of identified)
Enrolled 75

4. Burnell M et al
2011 [18]

UK Local health authority
registers

UK Collaborative
Trial on Ovarian
Cancer Screening
(UKCTOCS)

To reduce healthy
volunteer effect in ovarian
cancer screening trials.

Invited 1,243,282
Eligible
288,935(23.2% of
identified) Enrolled
202,638

5. Andersen MJ et al
2005 [19]

State Cancer Registry in
Washington

Recruiting women
with newly diagnosed
ovarian cancer for

Study the use of state
cancer registry to rapidly
recruit women with newly

Identified 441
Eligible 179 (40.6%
of identified)

[20]

South Wales, Australia

with hematological
malignancies

psychosocial diagnosed late stage Enrolled 60
intervention trial ovarian cancer.
6. Hall AE et al 2013 State cancer registry in New Recruiting patients Compare 2 different Identified 800

methods of recruitment in a
randomized clinical trial

Eligible 732 (91.5%
of identified)
Responded 268

7. Ramirez AG et al
2008 [21]

South Texas cancer registry

Recruiting Hispanic
patients for cancer
genetics registries.

Compare 3 different
recruitment methods in
Hispanic cancer patients

Identified 26100
Eligible 1145 (4.4%
of identified)

[25]

Ambulatory Care Network
Diabetes Registry

Cardiovascular
Outcomes for

for cancer genetics Enrolled 444
registries
8.Weng CH et al 2010 New York Presbyterian Hospital Trial Evaluating the Compare recruitment of Identified 2033

subjects from the clinical
data warehouse with from

Eligible 437 (21.5%
of identified)

2012 [31]

electronic recruitment website

clinical trials by
investigators in CTSA
consortium

Sitagliptin (TECOS) Diabetes Registry for Enrolled 29
TECOS (n=110 at this
center)
9. The TRIGR Study Unspecified local Type 1 Trial to reduce IDDM | Describes the recruitment No details
Group 2011 [26] Diabetes Registries in genetically at risk of subjects for an
(TRIGR) international dietary
intervention trial.
10. Harris PA et al ResearchMatch, a national Disease-neutral Describes the development No details

and utilization of this
national registry for people
interested in clinical trials.

Pearling papers

11. Snyder DC et al
2008 [13]

Tumor registries at Duke
University Medical Center and
VA Medical Center, Durham

Effect of dietary
intervention in breast
and prostate cancer
survivors (FRESH
START)

Compare characteristics of
subjects who are self-
referred and from registries

Identified 1812
Eligible 334 (18.4%
of identified)
Enrolled 304

12. Vallance JKH et al
2007 [14]

Alberta, Canada, Cancer Registry

Physical activity in
breast cancer
survivors.

Determine effects of print
materials and pedometers
on physical activity and
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Identified 1590
Enrolled 377 (23.7%
of identified)
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Reference Registry Clinical Trial Study Aims Subjects
quality of life in breast
cancer survivors.
13. Harris PA et al Vanderbilt University local Disease-neutral Describe development and No details
2005 [15] electronic recruitment website clinical trials by utilization of this local
investigators in registry for people
Vanderbilt interested in clinical trials
in Memphis.
14. Ashing-Giwa K, California cancer registry, local Longitudinal study on | Recruitment and retention Identified 1882
Rosales M 2012 [16] hospital registries health related quality strategies of minority Eligible 483

of life (HRQOL) in
breast cancer
survivors.

breast cancer survivors in
psycho- oncology trial.
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Table 2
Registries Used to Recruit Subjects for Clinical Trials — Abstracts from Search
Reference Registry Clinical Trial Study Aims Subjects

1.Sahota P et al 2012
[28]

One US center's stroke
registry.

Safety of Intravenous
Mononuclear cells for
Acute Stroke (SIMVAS)

Using the registry to recruit
patients with acute ischemic
stroke for pilot study.

Identified 534
Eligible 25 (4.7%
of identified)

Enrolled 10
2. Aung T et al 2011 Centrally held registers A Study of Cardiovascular Determine whether 100 mg Invited 423,286
[27] and local GP registers in Events iN Diabetes aspirin daily vs placebo and/or 1 Eligible 26480
UK (ASCEND) gm omega 3 fatty acids daily vs (6.3% of
placebo prevents “serious identified)

vascular events”.

Enrolled 15,481

3. Rawlings J et al

St Marks Hospital's

Trial in children with

Study effect of Celecoxib vs

Eligible 29

2010 [33]

for Trial X

trials registry matching
patients with investigators
for Trial X initiative of
CTSA consortium

2011 [23] Polyposis Registry, familial adenomatous placebo in children at risk for Interested 22
Middlesex, UK polyposis (CHIP) polyposis
4. Kinney A etal Five population- based Family CARE Trial for Recruit family members of Identified 3893
2012 [24] cancer registries in US. colorectal cancer probands with colorectal cancer Eligible 715
for screening. (18.4% of
identified)
Responded 48
5. Ashing- Giwa K, California cancer registry, | Longitudinal study on Recruitment and retention Eligible 587
Rosales M 2012 [17] local hospital registries health related quality of life | strategies of minority breast Enrolled 375
(HRQOL) in breast cancer cancer survivors in psycho-
survivors. oncology trial.
6. Parikh PS et al Severe Asthma Research A phase Il clinical trial in Compare recruitment using Eligible 109
2010 [29] Program Network asthma at Cleveland Clinic electronic medical record and a Interested 41
Registry registry. Enrolled 11
7. Puppa EL et al One Center's Celiac No specific clinical trials Establish a research registry for Eligible 780
2012 [30] disease clinic registry identified celiac disease patients. Enrolled 136
8. Harris P et al 2010 ResearchMatch- a Disease-neutral clinical Describe the development of this No details
[9] national electronic trials by investigators in national electronic register who
recruitment website CTSA consortium are interested in clinical trials
conducted by investigators from
CTSA consortium
9. Sullivan FM et al Scottish Health Research No specific clinical trials Describe the development and No details
2011 [32] Register identified utilization of SHARE which has a
million people
10. Astigarraga A et National registry of Intervention trials in Describe the number of hospitals No details
al 2011 [22] histiocytosis patients in patients with histiocytosis and protocols in national and
Spain international histiocytosis trials
11. Atreja A et al Cleveland Clinic registry Disease-neutral clinical Describe an electronic register of No details

patients interested in clinical
trials and matching them with
investigators.
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