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OBJECTIVE
To explore patients’ preferred sources and 
formats for receiving health communications 
and information about clinical trials
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	̶ Effective health communication is critical for patients to 
understand and act on health information1

	̶ Patients receive health communications from a variety of 
channels. 

	̶ We designed an online survey to explore patients’ 
preferred sources and formats for receiving health 
information, interest in learning about topics related to the 
results of clinical trials, and health literacy levels.

In partnership with Health Literacy Media (HLM), we designed and 
conducted an online survey to understand patients’ needs and 
preferences. 

We:
•	Focused on 12 key therapeutic indications
•	Recruited patients through social media, email newsletters, and 

advocacy organizations between August and November 2022 
•	Collected responses from 449 patients across the United States

INTRODUCTION METHODS

Most patients were interested 
in learning about clinical trials 
and reading a summary of 
clinical trial results  

Patients prefer to get materials 
in a variety of formats; written 
materials with visuals were the 
most preferred format 

CONCLUSIONS

Demographics of patients who completed the survey

�Key survey findings

6% American 
Indian or Alaskan 

Native
(n=30)

5% Asian or 
Pacific Islander

(n=30)

5% 2 or more 
races or ethnicities

(n=22)

53% White
(n=238)

25% African 
American 
or Black
(n=111)

7% Hispanic or Latino
(n=30)

RESULTS

Self-identified gender

Self-reported race and 
ethnicity

Parkinson's disease

Solid tumors

Blood cancer

Rheumatoid arthritis

IBD

RVO or AMD

Bipolar disorder

Migraines

Major depressive disorder

IBS

Spasticity

Psoriasis or eczema

3%

4%

4%

5%

6%

10%

11%

11%

11%

11%

11%

12%

% Patients

56/449

51/449

51/449

50/449

50/449

49/449

44/449

25/449

23/449

20/449

17/449

13/449

Enrollment by health condition

IBS, irritable bowel syndrome; RVO, retinal vein occlusion; AMD, age-related 
macular degeneration; IBD, inflammatory bowel disease

� Informational challenges

57% The information I find is hard to 
understand

40% I can’t find enough information

26% I don’t know where to find information

14% Other

8% I am not interested in learning more

Out of 146 patients who said they do not 
fully understand their health condition, the 
top challenges were:

Most preferred source of 
communication

Most people either agreed or strongly 

agreed that they understand

•	their health condition (68%)

•	how their medicine works to treat 

their condition (63%)

•	the safety of their medicine (67%)

Results were mainly consistent across 

education level

59% - Healthcare providers11% - 	 Internet searches8% - 		 Websites
7% - 		 Support groups5% - 		 Scientific journals3% - 		 Friends and family2% - 		 Newsletters via email0.2% - 	 Other

Health literacy level

How often do you. . .	 		    		    Score
Find and look for health information 			   1.9
Understand information about your health 		 1.9
Evaluate how health information relates 
to your life											          1.9
Communicate about your health to others		  1.8
Act on information about your health 			   2.0

Health literacy level was measured by Calgary Charter on Health 
Literacy scale. 

“How many subjects participated in the 
trial. If the treatment worked, were the 
results statistically significant? How long 
did the positive result last?”

“What was required to 
participate, if compensation 
existed, how many visits were 
required, location of trial.”

“I would like to know if the participants had 
other diagnosis’s and if the treatment was safe 
to combine other medications with the  
studied drug.”

Preferred formats of communication

Electronic info, such as reading online 
information on a computer or device

Videos, including live action and 
animated

Graphics and visuals, such as 
pictures, charts, and infographics

Print materials, such as a brochure

Audio, such as podcasts

Adjusted 
Score

1
0.92

0.82
0.72
0.55

Adjusted score = Weighted after taking percent of all rankings 
(1-5) into account​

Age, education, and enrollment by 
geographic location

Age range: 18-76 yearsAGE

Average age:   38 years

Median age:  35 years


