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“e-patients represent a new breed of informed health
consumers, using the Internet to gather information
about a medical condition of particular interest to
them. The term encompasses both those who seek
online guidance for their own ailments and the
friends and family who go online on their behalf.”

PARTNERING WITH THE NEW E-PATIENT TO
ROMOTE CLINICAL TRIAL PATIENT RECRUITMENT

Clinical Trial Excellence 2008 // 7-9 August 2008

Source: Wikipedia
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Worldwide, over 500 million people have logged on to the World Wide Web.

Of all users, 50~75% have used it to look for health information
Country #Internet [ % who seek Reasons for seeking health information
users health
information
online
Australia 153 million | 27% « Around 75% of Internet users who are in poor health use the Internet to get

1;‘::2":1,?““1 ‘n‘:‘m.\. their medical condition. This allows them to ask their The Well and their Caregivers (“The Well")
doctor more questions

About 20% of online health consumers use the Internet to help them decide
whether or not to seek medical atention, ) Those Facing a New Medical Challenge and their Caregivers (“The Acutes”)
Half of the survey participants reported that online medical information
helped them to better manage their health

Those with Chronic but Stable Ilinesses and their Caregivers (“The Chronics”)

United 220 million | 80% 93% said it was important that the Internet made it possible to get the
States medical information they needed when it was most convenient for them.

o 83% said it was important that they could get more health info onlin than
they could get from other sources.

o 81% said they learned something new: - )

o _70% said that the information they found influcnced their medical decisions. This presentation focuses on the Acutes and the Chronics

as the most relevant papulations for clinical trials
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‘Sources: Powell, 3 Clarke, A. The WWW/ ofthe World Wide Web: Who, What, and Why? J Med Internet Res 20024(1)e4; htp oy o
u rldstats comitop20.htm;

betterhealth.vic.gov.aubhova/bhcarticls.nsflpages/Health_information_on_the_Internet?OpenDocumen; /iy
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Characteristics of Both Groups Why They Use the Internet Who How they Use the Internet
¢ Tum to e-communities in times of crisis * Toaccess content o 5— 6% of e-patients o Small numbers, yet heaviest users of online
e Scck knowledge, power, control, connection ® To connect with others e Currently facing new medical concern health resource:
o Proactive vs. passive e To collaborate with others in or challenge o Search infensively, casting a wide net
e Collaborative vs. submissive ways never possible before 0 Newly diagnosed e Participate in online discussions, support
y . . Recurrence ities
® Communicate with providers from a position of 0 New devel . communities
New development in ccr - .
knowledge, competence, and power i *  Recruit others to help
previously diagnosed condition

The more serions the illness, the more assertive/ antonomons the patient tends to be

Source: Feguson, ™, and the ¢-patient scholars working group.¢-Patients: How they can help us heal healh car. White paper, 2007. Source: Feguson, T, and the -patient scholars working group. e-Patients: How they can help us heal healih care. White paper, 2007
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How they Use the Internet
of c-patients o Moderately heavy users of online health resources
o Use regularly to manage illness, keep up to date
o Look up pertinent info before /after MD visit
*  Communicate with others with same condition
o Use e-mail to keep in touch with private networks of
family members/ friends Mildly motivated patients with many treatment options
* Have 1+ stable chronic ®  Many Chronics also take the role of caregivers for
illnesses; no current pr other sufferers of the condition Created Web screener
medical challenge o Often most active participants in online support
communities Launched radio ads and street teams with sampling information (cookies, cards) to
o Frequently serve as hosts/advisors/community drive patients to Web site and online screener
clders to newly diagnosed
*  Most likely to develop Web sites for their condition,
post content, and respond to questions to help Channeled qualified patients to investigative sites
others
Source:Fergson, T, and the e patent scholrs working goup. ¢ Pticnts: How they can help s hal bealth care. Wi paper, 2007
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Card (accompanied by cookie) Radio ads/online screener drove 40% of qualified enrolment 150 patients
handed out by street teams
Street teams to be implemented in August/September 2008 to promote online
% screener and capture remaining 60% by November
[—
Web site
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Postmenopausal women, newly diagnosed with metastatic breast cancer i -
v
Highly motivated patients with few treatment options b itctoua giong
Web as part of larger communication campaign o et 6
Created Web site with pre-screener e i S e it
Launched direct e-mail campaign to drive patients to Web site -
Channeled qualified patients from online pre-screener to investigative sites Web site
[ . - Lok ’
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Drove 1-3 referrals per site (significant numbers in this therapeutic area) for 40 sites

Low through-put/few randomised patients
Sites reluctant to contact self-referred, “too sick” patients

Staff wrongly assumed patients not willing to travel and so disqualified based on location
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Extremely high level of patient interest/response via Internet

Unspoken: patient type not attractive to add to practice panel

Secondary motivation wasn't there for patient to potentially qualify for another trial

Important to initiate early, frank conversation with each site about willingness to
respond to patients even if they're not qualified

Consider training site staff about patient motivations/psychographics
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Multiple protocols in asthma (different stages of disease, varied start times)

Twofold goal:
Enrol active study

Create online community for future studies

BBK's role:

Placed online outreach and advertising (part of overall campaign including broadcast and
direct e-mail)

Handled patient prescreening (through call center and Web site)
Managed referrals to both active study sites and community database

Conducted relationship management to keep potential patients engaged/interested
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Leveraging the Internet to Create an Online Patient Community
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Web site
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Web banner ads/program generated
220 referrals to study

145 online community members

Relationship management continue via online efforts for 1,400+ online members

Project ongoing
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e-patients are a new breed of potential clinical trial participant
with their own set of benefits and challenges.

Benefits Challenges
o c-patients possess attributes of anideal | @ They require a new collaborative
study participant approach to study participation
0 Informed e Traditional “doctor knows best” attitude Integrate the needs of e-outreach into site selection
0 Empowered won’t cut it
0 Proactive o Study staff must be ready, willing, and Examine the mindset of investigators and study coordinators toward the Internet
0 lavolved able to truly parmer with this type of
0 Aware patient Assess site motivation to screen self-referred patients

Consider including language in site contracts to require they accept such patients

Understand the technological ability of your sites — look for innovators/early adopters

e-patients are not for every site

Souree: Ferguson, T, and the - patient scholrs work

oup. - Paticnts Hows they can help us hel health care, White paper, 2007
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Know your audience —who is the patient?
Analyse patient demographics and psychographics

Determine the best “source” for study candidates

Where do they “live” in terms of communication access

Age, gender, attitude toward their condition, and stage of disease can all impact usage of
Internet

How to best reach them
Create an Intemet strategy (advertising, search engine positioning, direct e-mail, etc.)
Engage experts to help you execute the campaign and track success
Match your protocol to the ideal patient for that study
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