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Clinical Trial Registries Survey 
Executive Summary 

During the summer of 2005 CISRP conducted an online survey which 
included over 4,500 participants.  The goal of the survey was to gauge 
public opinion and use of online clinical trial registry information.  Some of 
the findings include: 

•40% of respondents who visited online listings for clinical trials found 
them easy to navigate and were satisfied with the quality and quantity 
of the information 
•90& of survey participants were either patients or family friends while 
the remaining 10% were healthcare and clinical research professionals 
•40% of people who took part in the survey were first time users 
•53% of all respondents said that they would prefer one central registry 
location while 47% said that they would prefer separate registries with 
links to one another 
•45% of the people who found a clinical trial nearby eventually 
contacted the research center conducting the trial
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Which online listing(s) of clinical trials – or registries – did you 
visit within the past three months? 

By Registry Type 
45.3% 

28.5%  26.2% 

General Registry  Company Specific  Disease Specific 

N=4,399
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Would you prefer only one registry 
location or many linked locations? 

Many 
Linked 

Registries 
47% 

One 
Registry 
53% 

N=4,493
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Overall, how would you rate the quality of the 
information on the registry you visit most frequently? 

31.2% 

58.9% 

9.1% 

0.8% 

Excellent  Good  Fair  Poor 

N=4,434
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How satisfied are you with the amount of information 
on the registry you visit most frequently? 

43.4% 
51.1% 

4.5% 
0.9% 

Very Satisfied  Somewhat 
Satisfied 

Not Very 
Satisfied 

Not At All 
Satisfied 

N=4,459
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How easy was it to understand the information 
on the registry you visit most frequently? 

54.0% 

31.6% 

13.6% 

0.8% 

Very  Somewhat  Not Very  Not At All 

N=4,451
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How easy was it to use this registry? 

54.3% 

41.3% 

3.7% 
0.8% 

Very  Somewhat  Not Very  Not At All 

N=4,426
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How easy was it to find what you were looking 
for on the registry you visit most frequently? 

29.4% 

50.2% 

18.7% 

1.7% 

Very  Somewhat  Not Very  Not At All 

N=4,423
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How easy was it to print out the information 
from the registry you visit most frequently? 

62.9% 

31.4% 

3.9%  1.8% 

Very  Somewhat  Not Very  Not At All 

N=4,346
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When you visited the registry, what information 
were you most interested in seeing? 

19.6% 

19.8% 

23.7% 

42.3% 

55.5% 

67.0% 

Compensation Amount for 
Participation 

Glossaries of Terms 

Names and Credentials of 
Resarch Investigators 

Location of Research Center 

Listings of Trials Seeking 
Particpants 

Detailed Descriptions about 
Studies 

N=4,449
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Of the following, which information is most 
important to you? 

15.5% 

20.6% 

21.0% 

22.0% 

33.5% 

38.4% 

44.1% 

Number of Study Visits Required 

Government or Pharmaceutical 
Funded 

Compensation Amount for My 
Particpation 

PI's Reputation 

Specific Information about Trials 
Seeking Volunteers 

Hospital's or Investigative Site's 
Reputation 

Geographic Location of Trial 

N=4,363
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How important is it that the registry lists all clinical 
research studies being actively conducted nationwide? 

65.8% 

29.5% 

3.7%  1.8% 

Very  Somewhat  Not Very  Not At All 

N=4,498
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What is the first thing that you did once you 
found the information that you were looking for? 

1.3% 

8.7% 

29.3% 

51.9% 

Emailed it to my 
Doctor or Health 
Care Provider 

Emailed it to a 
Friend or Family 

Member 

Jotted Down a 
Note to Myself 

Printed it Out 

N=4,381
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At some point did you show a printout of the 
clinical trial information to: 

50.0% 

26.0% 

A Family Member 
of Friend 

My Physician or 
Health Care 
Provider 

Percent That 
Said 'Yes' 

N=4,460
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If you found a listing of a clinical trial near you, 
did you: 

17.0% 

28.2% 

Immediately 
Contacted Center 

Eventualy 
Contacted Center 

Percent of 
Total 

N=4,408
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Age of Respondents 

20.8% 
23.9% 

48.4% 

7.0% 

Under 35  36 to 45  46 to 64  65 and Older 

N=4,740
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Gender of Respondents 

Male 
21% 

Female 
79% 

N=4,707
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Level of Education 

2.8% 

19.1% 

38.9% 

26.6% 

12.6% 

0.0% 

Did Not 
Complete 

High School 

Completed 
High School 

Some 
College 

Completed 
College 

Some 
Graduate 
Work 

Graduate or 
Professional 

Degree 

N=4,741
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Respondent Type 

0.0% 

3.5% 

6.9% 

29.6% 

59.9% 

Pharmaceutical or CRO 
Professional 

Clinical Research Professional 

Health Care Provider Not Involved 
in Research 

Family Member or Friend of a 
Patient 

Patient 

N=4, 467


