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The Patient as an Active 
Partner



How I came to be here
• High tech marketing: data geek; tech trends; automation
• 2007: Cancer discovery & recovery
• 2008: E-patient blogger
• 2009: Participatory Medicine, public speaking

• 2010: Full time
• 2011: international
• 2012: med schools, advisory, consult
• 650 events, 26 countries, 

1400 blog posts, 13 universities, 
19 articles, 2 book chapters



Informatics pioneer 
Dr. Warner Slack,
since the 1970s

“Patients are 
the most under-
used resource 
in healthcare”



How can that be??
We don’t have medical 

training.



But we do know what’s
important to us,

and we know whether
the treatment’s 

solving our problem.



e-Patients.net founder
Tom Ferguson MD
1944-2006

Equipped
Engaged
Empowered
Enabled”

Doc Tom said,

“e-Patients are
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Me? An indicator of the future??
• Who’s getting online:

• 1989: Me (CompuServe sysop)
• 2009: 83% of US adults (Pew)

• Who’s romancing online:
• 1999: I met my wife (Match.com)
• 2009: One in eight weddings

in the U.S. met online
• 2011: One in five couples

met online



2007:  My “Incidental Finding”
Routine shoulder x-ray, Jan. 2, 2007

“Your shoulder
will be fine …
but there's 
something 
in your lung”



One of my five lung “mets”



“My doctor prescribed ACOR”
(Community of my patient peers)



My patient peers told me:

• Welcome to the club nobody wants to join. 
We know what it’s like.

• This is an uncommon disease –
get to a hospital that does a lot of cases

• There’s no cure, 
but HDIL-2 sometimes works.
• When it does, about half the time it’s permanent
• The side effects are severe.

• Don’t let them give you anything else first

• Here are four doctors in your area who do it
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Classic 
Stage IV, 
Grade 4

Renal Cell 
Carcinoma

Illustration on 
the drug company’s 

web site

Median Survival:
24 weeks



Patients are the
ultimate stakeholder.

(They have more “at stake” than anyone)



Facing death
My mother

My daughter



After the shock
you’re left with the question:

What are my options?
What can I do?



Norman Cousins



Me
21st Century



Laugh … and Sing



Laugh

& Sing

Eat Like 
a Pig



Surgery & Interleukin worked – in six months





He says 
we did it together.





“Patients know
what patients want to know”



“I am the patient and I need to be heard”
• https://www.youtube.com/watch?v=BqFfRiyW07I
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Superpatient:
@DanaMLewis
with @ScottLeibrand

and the whole 
#OpenAPS #DIYPS 
#NightScout crowd













Dutch IVF program
had an insane idea

• Give patient couples a wiki, 
and six months to talk

• “We’ll give you 
anything you decide –
your top ten choices.”



Top things IVF patients asked for

•More attempts at fertilization

•Empathy from my doctor, 
not just technical or 
financial information.

•Separate waiting rooms for pregnant 
couples and those who aren’t yet



SignTheManifesto.org



October 2007

2.8 e-Patient Years in Pictures…
December 2006 May 2009



Personally, 
I love medicine.





How might we rethink
how care is achieved,

so people remember us
for bringing joy and hope

to their families?
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