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The majority of U.S. adults have internet access, including those who are living with
chronic disease.
In 1995 only about 1 in 10 American adults had access to the internet. In 2000, it was up
to nearly half of adults. Now, about 75% of adults and 95% teenagers in the U.S. have
internet access.1
Survey data from the Pew Internet Project and the California HealthCare Foundation
show that while internet access is the norm, adults living with chronic disease are
significantly less likely than healthy adults to go online:2



81% of adults reporting no chronic diseases go online.
62% of adults living with one or more chronic disease go online.

It is important to note that 80% of adults who provide care to their parents or another
loved one have internet access. So while internet access is unevenly distributed,
especially among age groups, many people have “second degree” access.
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Broadband changed us as internet users; mobile is the new game-changer.
In the year 2000 only 5% of households had broadband access. Now, two-thirds of
Americans have broadband at home. One Pew Internet study found that dial-up users take
part in an average of 3 activities per day while broadband users take part in 7.3

85% of American adults have a cell phone. Six in 10 American adults go online
wirelessly with a laptop or mobile device. Mobile access has erased the digital divide. A
mobile device is the internet for many people. Information has become portable,
personalized, and participatory.4
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Cancer patients are likely to be engaged in their care.
The Center for Studying Health System Change has found that people living with cancer
are more likely than other chronic-disease groups to be actively engaged in their care,
which has significant implications for health outcomes:
Individuals identified as highly activated according to the measure are more likely
to obtain preventive care, such as health screenings and immunizations, and to
exhibit other behaviors known to be beneficial to health. These include
maintaining good diet and exercise practices; self-management behaviors, such as
monitoring their condition and adherence to treatment protocols; and health
information seeking behaviors, such as asking questions in the medical encounter
and using quality information to select a provider. 5
Pew Internet’s research adds to this picture of an activated patient population by showing
that the internet, particularly social media, enables people to engage with each other and
with health care in ways that were almost unimaginable a decade ago.
Health professionals dominate the information mix.
More than any other group, people living with chronic disease remain strongly connected
to offline sources of medical assistance and advice:







93% of adults living with chronic disease ask a health professional for
information or assistance in dealing with health or medical issues.
60% ask a friend or family member.
56% use books or other printed reference material.
44% use the internet.
38% contact their insurance provider.
6% use another source not mentioned in the list.

By comparison, adults who report no chronic conditions are significantly more likely to
turn to the internet as a source of health information and less likely to contact their
insurance provider.6
This comports with the findings of the National Cancer Institute’s own Health
Information National Trends Survey, which finds that people’s “trust in information from
healthcare professionals had increased while their trust in health information from the
Internet had waned” between 2002 and 2008.7
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People learn from each other, not just from institutions and health professionals.
An upcoming report from the Pew Internet Project and the California HealthCare
Foundation shows, however, that people turn to health professionals for some types of
information and to fellow patients, family, and friends for other types.
Professionals, such as doctors and nurses, are the most likely source for people who want
to get an accurate medical diagnosis, information about alternative treatments, a
recommendation for a doctor or specialist, and a recommendation for a hospital or other
medical facility.
Peers, such as fellow patients, family, and friends, are the most likely source for people
who want emotional support in dealing with a health issue or a quick remedy for an
everyday health issue.
When it comes to practical advice for coping with day-to-day health situations, people are
as likely to turn to peers as they are to turn to professionals.
Most of these conversations happen offline, but the upcoming report also shows that
about one in five internet users has gone online to find others who might have health
concerns similar to theirs. The internet connects people across geographical boundaries,
which is especially important for people living with rare cancers.
The social life of health information is robust.
Eight in ten internet users go online to look for health information, no matter their health
status. Searching online for certain topics is almost universally popular: specific disease
information, treatment options, and prescription drug information, for example.
Social network sites are important information hubs for many Americans, including a
growing group of older adults.8 The internet is not just an information vending machine.
It is a social, mobile communications device that can fit in someone’s pocket, helping
them wherever they are to connect with just-in-time information and support.
Interestingly, there are two online activities which stand out among people living with
chronic disease: blogging and online health discussions. When other demographic factors
are held constant, having a chronic disease significantly increases an internet user’s
likelihood to say they work on a blog or contribute to an online discussion, a listserv, or
other online group forum that helps people with personal issues or health problems.
Living with chronic disease is also associated, once someone is online, with a greater
likelihood to access user-generated health content such as blog posts, hospital reviews,
doctor reviews, and podcasts. These resources allow an internet user to dive deeply into a
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health topic, using the internet as a communications tool, not simply an information
vending machine.
The online conversation cannot be controlled, but trusted sources can contribute by
making it easy for internet users to find and share up-to-date information. For example,
instead of publishing only in PDF, organizations can publish in a way that allows
someone to grab a chart, a data point, or an image and link back to specific part of a
document. Publicly-available data sets can also be posted in computable formats.
The internet is like a secret weapon – if someone has access to it.
The deck is stacked against people living with chronic disease. They are
disproportionately offline. They often have complicated health issues, not easily solved
by the addition of even the best, most reliable, medical advice.
And yet, those who are online have a trump card. They have each other. Pew Internet’s
research finds that having a chronic disease increases the probability that an internet user
will share what they know and learn from their peers. They unearth nuggets of
information. They blog. They participate in online discussions. And they just keep going.
Broadband + mobile + chronic disease = our future.
Broadband and mobile internet access is spreading to more Americans, making them
more likely to access health information whenever and wherever they need it. The
always-on, always-with-you internet enhances people’s online experience and creates a
positive feedback loop, reinforcing their interest in using the internet to gather and share
information. Two waves are crashing together – an increase in technology and an
increase in chronic disease – and both are driving us forward toward engagement in
online health resources.
What does this mean for cancer treatment and cancer research?
In addition to tracking the intersection of health care and technology through survey
research, I scout for examples of participatory medicine.9
Here are a few recent examples:


The Palo Alto Medical Foundation created a Cancer Patient Advisory Council
which helped develop standards for supporting cancer survivors, as well as adding
to the Foundation’s plans for information sharing, education, and program
development.10
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Participatory medicine is a cooperative model of health care that encourages and expects active
involvement by all connected parties (patients, caregivers, health care professionals, etc.) as integral to the
full continuum of care. See: http://participatorymedicine.org/
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Patient-experts attend medical conferences, disseminating the scientific advances
and setbacks to a wide online audience.11
The Institute of Medicine’s National Cancer Policy Forum included insights from
patient-driven research organizations such as ACOR, PatientsLikeMe, and the
Chordoma Foundation in its report, “A Foundation for Evidence-Based Practice:
A Rapid Learning System for Cancer Care.”12

But the most important example is now ancient history, at least in internet terms.
Here is the story of the Life Raft Group, a group of cancer patients who gathered together
online and played a significant role in the trial and approval process for Gleevec:13
It was the summer of 2000 and an unprecedented series of events would begin to
reshape our lives. A new diagnostic test to determine the presence of an enzyme
called c-kit ushered in a clinical diagnosis for a cancer called Gastrointestinal
Stromal Tumor (GIST). That was the good news: we had our very own cancer.
The bad news was that it was particularly deadly and belonged to a family of
cancers called soft tissue sarcomas.
The next event was a new oral targeted drug called STI571 that a few clinicians
thought might help. This drug had just achieved an amazing breakthrough with
another rare cancer called chronic myelogenous leukemia. And a clinical trial to
test this drug on GIST patients was to begin in Boston, Philadelphia and Portland,
Oregon, initially for a total of 30 patients.
That confluence of unknown factors-a new cancer diagnosis, a new drug and a
new clinical trial was the catalyst for a small number of patients to create an
informal organization called the Life Raft Group. Using an internet community
called a listserv, run by a remarkable organization called ACOR, we began
exchanging information about our cancer and this new drug.
Within a few months our new fledgling newsletter reported that about 85% of the
first patients in the clinical trial were benefiting from this drug, either through
rapid and significant tumor shrinkage or through tumor stability. Both the new
treatment and the fact that a patient group was tracking and publicly reporting on
its results were unprecedented. Fast forward to June 2002 to the formal
incorporation of the Life Raft Group as a non-profit organization.
Brian J. Druker, MD, one of the scientists behind Gleevec, remembered the crucial role
played by patients who connected with each other online:14
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This was around 1999, and the Internet chat rooms were just beginning. Patients
in the trials began talking to each other like they’d never done before. I’d see a
patient, and I’d read about it on the Internet that night: “few side effects,” “100
percent response.” Patients would come to me and say, “My doctor has never
heard of this drug.” I’d never written it up. I hadn’t presented the data. Their
doctors thought I was a charlatan. For a lot of people, Gleevec was simply too
good to be true. But these once-dying patients were getting out of bed, dancing,
going hiking, doing yoga. The drug was amazing.
Now the drug company had to make another decision. They hadn’t made enough
drugs for a large-scale Phase 2 trial. But patients knew about Gleevec, and many
more wanted to be included in the trials. Through the Internet, they generated a
petition that landed on the C.E.O.’s desk, asking for greater access. That’s how
Phase 2 was rapidly expanded.
My questions are as follows:


It has been 10 years since the Life Raft Group played a pivotal role in Gleevec's
approval. How has the scientific community responded to the opportunity
represented by patient organizations such as the Life Raft Group to recruit
participants for clinical trials and to aid research?



Given the evidence that people are ready, willing, and able to engage in online
discussions about cancer prevention and treatment, what steps are being taken to
ensure that the U.S. (and the world) does not miss this latest opportunity for
education and discovery?



The cost of cancer drugs influences patients' access to them.15 Online social
networks can play a role in educating patients about available treatments that have
been proven to work, as well as programs that help cut out-of-pocket costs. How
can the scientific community aid this spread of knowledge?

14

“Researcher Behind the Drug Gleevec” by Claudia Dreifus (New York Times: November 2, 2009)
Available at: http://www.nytimes.com/2009/11/03/science/03conv.html
15
“Cancer Therapy Costs Influence Treatment: A National Survey of Oncologists” (Health Affairs: January
2010). Available at: http://content.healthaffairs.org/content/29/1/196.abstract

8

