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• Industry Backdrop

•The FDA Survey – Health Activists

•The Big Myths:

o Online Influencer attitudes

o Healthcare Companies participation

o Adverse events reporting

o Social Media and measurement

o FDA and consumer perspectives
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All Adults

230.5 

million

*Source: Cybercitizen Health v2.0-8.0 Manhattan Research 2008 

Consumers Seek Health Info Online

Online for 

Health

145.7 

million

Online for 

Rx info

93.5 

million

The number of 

consumers 

who seek 

Health 

Information 

online has 

grown 

15% annually 

over 6 years*

Online for 

Health 

Social 

Media 

80 

million



78% 
of people 

trust consumer 

recommendations

14% 
of people 

trust ads

Source: Nielsen Global Trust in Advertising Survey 2007

Consumers Trust Consumers
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FDA Internet Guidelines?
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Good News
The FDA understands 

the issue.

[The guidelines] were 

written decades and 

decades ago… people 

weren’t thinking about 

Twitter back then.

A lot of it revolves around the 

five questions we posed …
things like accountability, 

responsibility, ownership of 

the information and regulatory 

requirements. 

Dr. Jean-Ah Kang, Special Assistant 

to the Director in DDMAC

Hat tip: gsw and inVentiv Health Company



Health Activists Are The New Opinion Leaders

Social Media Creators & 
Editors are:

Health Activists

On average, they create content for an audience of 

15,000+ every month*

Jakob Nielsen, Participation Inequality, 2006

*Source: WEGO Health Activist 

Benchmark Survey 2008 - 2010



Social Media is a Shark Tank –

And Health Companies Are the Chum

Concerns and Myths



The Online Community May Be a Company‟s Safest Home 

11%

24%

65%

“In the online health communities in which you are active, 
what is the overall perception of the companies and 

products that treat this condition?”

Very Negative & Negative Neutral Positive/Very Positive

FDA Study – WEGO Health Activist Social Media Survey October 2009

A survey of over 160 Health Activists to collect feedback on the questions 

FDA addressed in the November 09’ hearings. 



Social Media Use Provides Valuable Information

brings accurate 

information into 

conversations 

about drugs or 

devices

provides 

important updates 

on products or 

services

addresses 

frequently asked 

questions about 

products or services

adds valuable 

professional 

expertise to the 

conversation

AGREE Health Care Companies’ 

use of social media tools…

FDA Study – WEGO Health Activist Social Media Survey October 2009

A survey of over 160 Health Activists to collect feedback on the questions 

FDA addressed in the November 09’ hearings. 



“The Allergan corporation jumped on our 

Dystonia forum, it was surprising, because we 

were talking about Botox and marketing, 

basically complaining about it, and they came 

onto the site and left a comment about it, and 

it was good. 

It made it seem like we aren‟t just yelling into 

the air, someone actually is paying attention to 

what we‟re saying and our concerns, and 

listening. And it seemed like they couldn‟t say 

much, but they said enough to say, „we are 

listening to what you are saying, and we care.‟”

--- Jennifer, WEGO Health Activist

FDA Study – WEGO Health Activist Social Media Survey October 2009

A survey of over 160 Health Activists to collect feedback on the questions 

FDA addressed in the November 09’ hearings. 



Adverse Event Reporting

If given an open forum, patients 

will post waves of reportable 

“adverse events”

Concerns and Myths



1 in 500 posts actually contain all the information 

required for an adverse event report.

Source: Nielsen Online, “Listening to Consumers in a Highly Regulated 

Environment,”8/2008

A small fraction of social media posts contain reportable AEs.

A 494 messages mention an identifiable patient

B 100 messages mention a specific medication

C 56 messages mention an identifiable reporter

D 14 messages both mention a specific medication and an 

identifiable reporter

E 4 messages mention an adverse experience and include 

and identifiable patient and a specific medication

F 1 message also included an identifiable report



Social Media = Facebook

Concerns and Myths



FDA Study – WEGO Health Activist Social Media Survey October 2009

A survey of over 160 Health Activists to collect feedback on the questions 

FDA addressed in the November 09’ hearings. 

Health Activists Want Engagement and Education



“Companies are largely missing from the 

supportive, real-life conversations going on 

in health discussion groups, on social 

networks, and such… 

I‟ve been at this long enough to know they 

have regulations that get in the way, but 

everyone would benefit if (companies) could 

be at the table with us…”

--- Ellen, WEGO Health Activist



Measurement?

Concerns and Myths
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Monthly 

Share of Voice

Concerns and Myths: Measurement
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INTEGRATED METRICS – SOCIAL & TRADITIONAL RESEARCH



Consumers Are Unaware of The FDA 

Regulations and Registrations of 

Health Care Companies

Concerns and Myths



What are appropriate ways for Health Care Companies to 

fulfill regulatory requirements in their Internet and social 

media activities…?

“ What are appropriate ways for Health Care Companies to fulfill regulatory 

requirements in their Internet and social media activities, particularly when using 

tools that are associated with space limitations and tools that allow for real-time 

communications (e.g., micro-blogging platforms like Twitter, and mobile 

technology)?” 

...should be 

required to make 

all regulatory-

required 

information 

available one 

click away from 

their social 

media 

communications

...participating 

in social media 

should include 

a link to their 

product 

website in 

every 

communication

...should be 

allowed to 

present a 

shorter 

version of 

regulatory-

required 

information 

when social 

media tools 

do not allow 

adequate 

space

...using real-time 

communications 

should be 

required to 

restate 

regulatory-

required 

information in all 

their messages

...should not 

be allowed to 

participate in 

Internet and 

social media 

tools that 

don’t allow 

space for 

regulatory-

required 

information

...should not be 

required to 

include 

regulatory-

required 

information on 

social media 

platforms that 

cannot 

accommodate it

AGREE Health Care 

Companies…



Agree regulation of Health Care 

Companies’ participation in Internet and 

social media needs to be tailored to 

the unique attributes of the Internet and 

social media

74%

Agree open Internet and social media 

conversation between Health Care 

Companies and people online is 

valuable, and regulations should not 

prevent those open conversations

64%

How do you feel about regulation of Health Care 

Companies‟ participation in Internet and social media? 

FDA Study – WEGO Health Activist Social Media Survey October 2009

A survey of over 160 Health Activists to collect feedback on the questions 

FDA addressed in the November 09’ hearings. 
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“Health Care Companies have the most direct 

information about their own studies that they‟ve 

conducted and their products, and we‟ll lose that 

whole side of the conversation…

I think we need to balance that conversation with the 

negative perception of Health Care Companies . They 

should have their opportunity to present their side  

as well, we should have a real dialogue.”

--- Lauren, WEGO Health Activist
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