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How | came to be here today

* High tech marketing
* Data geek; tech trends; automation

* 2007._Cancer kicker
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’m like JFK:
“They sank my boat”



The Incidental Finding

Routine shoulder x-ray
Jan. 2, 2007

“Your shoulder
will be fine ...
but there’s
something
in your lung”




Multiple tumors in both lungs

Where’s This From??

Se:3 Study Time:15:42:00
Im:34 #1 MRN: 1926623
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Primary Tumor: Kidney
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WebMD

E-Patient Activity 1:
Researching my condition

Purpose of This PDQ
Summary

General Information
Cellular Classification
Stage Information
Treatment Option
Overview

Stage | Renal Cell Cancer
Stage | Renal Cell Cancer
Stage ll Renal Cell
Cancer

Stage IV and Recurrent
Renal Cell Cancer

Get More Information
From NCI

Changes to This
Summary (03/10/2008)
More Information

FOMT SIZE

Renal Cell Cancer Treatment (PDQ®) -
Stage IV and Recurrent Renal Cell
Cancer

Stage IV renal cell cancer is defined by the following stage groupings:

T4, NO, MO

T4, N1, MO

Any T, N2, MO
Any T, any N, M1

The prognosis for any treated renglcell cancer patient with progressing,
recurring, or relapsing disease iegardless of ;& QI stage.
Almost all patients with stage IV refatcell cancer a @ he
question and selection of further treatment dependors
including prior treatment and site of recurrence as well as individual

. patient considerations. Carefully selected patients may benefit from

All Cancer Topics
Bladder Cancer
Brain Cancer
Cervical Cancer

surgical resection of localized metastatic disease, particularly if they have
had a prolonged, disease-free interval since their primary therapy.
Because of early reports of success, progestational agents have been
administered to patients with metastatic renal cell cancer, but the
response rates have been disappointingly low; therefore, no rationale




Classic
Stage |V,
Grade 4
Renal Cell
Carcinoma

lllustration on
the drug company’s
web site

Median Survival:
24 weeks




E-Patient Activity 2:
“My doctor prescribed ACOR”

(Community of my patient peers)

Search)

WELCOME SUPPORT & RESOWURCES

Association of Cancer Online Resources
TYPES OF CANMNCER

5 2 unique collection of online TREATMENT OPTIONS

CLINICAL TRIALS

PUEBLICATIONS

PARTMERSHIPS
to mailing liztz that
mation, and

community to e g affected by
cancer and related di

HELF ACOR




E-Patient Activity 3:

Reading (and sharing)
my hospital data online

Welcome to the Personal Health Website of Richard Davies

Beth lsroel Deoconess Medical Center

7 PaffE‘HISIt&‘ ® Sign Out
Your Haalth. Online. deBronkart
Records of Richard Davies deBronkart €4 Help
[Security Audit]
Mail [ BIDMC ](MyEntries)
Prescriptions
Appointments e : = .8 ey T T
szerrals IProblems]I Reports J| Meds J|_ AlIergm«:.Jl Visits J X-rays || Labs JI Micro ]
Google Health new
Dat Ex: Statu:
Microsoft HealthVault rew e e i
Links 03/30/0% 413 PM E141E FOREARM (AP & LAT) RIGHT APPECOVED
Account Siabamant 03/30/09 413 PM E221L FEMUR. (AP & LAT) LEFT APPROVED
0330058 412 PM E212F HIF UNILAT WM 2 WVIEWS RIGHT APPECOVED
03A10/0% 324 PM 992 CT CHEST WSO CONTEAST W/ONC TABLES APPROVED
Records 03/10/0% 324 PM (0995 CT ABDOMEN W/O CONTRAST W/ONC TABLE APPROVED
Personal Profile 0310059 3.24 PM 998 CT PELVIS WO COMNTEAST WiOMWC TAELES APPECOVED
12/0%/08 4:10 PM 992 CT CHEST WO CONTEAST W/ONC TABLES APPREOVED
1205808 4:10 P Q995 CT ABDOMEN WO CONTRAST WiONWC TABLE APPEOVED
Tech Support 12/059/08 4:10 P 2998 CT PELVIS WSO COMNTEAST W/ONC TAELES APPECYED
FAQ/Tutorial AGIA S 220 D FA1d O SR ST Ty (TR A S ATDE TR




E-Patient Activity 4:
My own social support network

CaringBridge.org - family and friends - journal & guestbook)

caringbridger

to maxim

nd!

. Beth Israel Deaconess
Y Medical Center, Boston
United States




Final Iy, a Sym ptom (6 weeks post-x-ray)




Surgery & Interleukin worked.
Target Lesion | — Left Upper Lobe

ﬂ;- [A] DEBRONKART, RIC... gﬂ, [A] DEBRONKART, RIC. .

=35 Study Date:3/21/2007 =% Study Date:2/26/2008

Se:d Study Time:15:42:00 Se? Study Time:06:54.00

Irn:34 #1 MRN: 1926623 Im:35 ARGET LESION 1 MRN: 1926623
20 X512 M

2:35

TORSO ONC ROI O... C-499 wlo iv contrast torso C-504
ONE KIDNEY & 100... [P] W1485 allergy/siegal & NON ... [P] W14B5

Baseline: 39x43 mm 50 weeks: 20x12 mm



e-patients.net
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because health professionals can'tdo it alone ¢ 5

John Sharp,
Cleveland Clinic:

“If you have not read
the e-Patient White
Paper, you do not
understand the future
of medicine.”

t spreads. It starts with a
our EME situation today,
ity, and errors that leak

iples 3 Comments »

EHR«/PHRx

-

e-Patients:
How They Can Help Us Heal
Healthcare
Diowinload the FOF @77,
g d/Edit the Wik




e-patients.net gl

Doc Tom said,

- Patients.net founder
e-Patients are E-QM I@%ﬁsatn MD
944-2006
Engaged

Empowered
Enabled”



A radical proposal:

The ‘“producer-consumer”
paradigm is erroneous
in today’s world.

Networked patients
are producing value,
not just consuming.




Cluetrain Manifesto, 1999:
‘““‘Markets are Conversations’’

30 years ago the “marketing funnel” was this: (Graphics by Forrester)

Eyeballs

Today’s buyer = gebas
progresses like this:



To overlook this

(by not training and harnessing
this highly motivated resource)

would be to squander a
substantial resource

at a time of great need.



.. |Dr. Lindberg:400 years

..............

“If | read two journal articles every night,
at the end of a year I'd be 400 years behind.”

It’s not humanly possible to keep up.



e~ | The lethal lag time:
- |2-5 years

flriic b

The time it takes after successful research is completed
before publication is completed and the article’s been read.

During this time,
people who might have benefitted can die.

Engaged patients have all the time in the world
to look for such things.



..............

Death by Googling:
Not.

(Dr. Gunther Eysenbach, Europe)

Compare with

“To Err is Human”



..............

“Arguably it’s
more dangerous
not to google
your condition.”




“We modestly suggest
that these conclusions

are no more 'anti-doctor' or
'anti-medicine’

than the conclusions of
Copernicus and Galileo
were 'anti-astronomer."”’



Participatory Medicine

N Participator
\ Mediciﬁe Y

S, nutri

dly related to an indmid

arn about and promote Parti

eaking, social networking, and other channel

Our two founding core initiatives are the e-patients_net blog and the Journal of Participatory

Medicine

“A movement in which

networked patients
shift from being

mere passengers

to

responsible drivers
of their health, and

providers encourage
and value them

as full partners.”



e-patients.net

because health professionals can'tdo it alone

HOME ABOUT US SOCIETY FOR PARTICIPATORY MEDICINE | AM AN E-PATIENT Search this website..
Low-Tech Models of Participatory Medicine: The Astoundmg Lprojec o he
- e mvmtal (e i} Society for
Results of Group Prenatal Care Parficipatory
by e-Patient Dave on Hovember 1, 2009 Medicine
4 signal moment in the history of this blog was the arrival in late summer of a new 15

tieets

ally, the birthing mowvement, represented by Amy Eomano, the blogger at Science
and Sensibility, the Lamaze International blog.

Here's her next — a scientifically controlled study that demonstrates how being an engaged
patient produces life-altering improvements that no physician intervention has
achieved. The results span all demographic boundaries and didn't involve a bit of

technology. It's exciting; please help scrutinize.

How They Can Help Us Heal
Healthcare
) Download the PDF (977 Kb
In the process of reposting on my blog the archives of research summaries I wrotefora ) ReadiEditthe Wik Yersion
Larmaze a-newslatter from zoo4-2008, I came across this summary of one of my all-time
favorite randomized controlled trials. (Yes, 'm a nerd and have favorite RCTs.) I thought

there was no better place to repost it than here, on e-Patients.net. \ Subscribe to our feed
h Enteryour Ermail

Fuest post by Amy Eomano, Science and Sensibility

Eegading this summary almost 2 years after I wrote if, T am struck by how important it is
to the emerging Participatory Medicine movement. 4z youread it, keep in mind:

[ Subscribe mel ]
» The “intervention” — a participatory model of group prenatal care known as Preview | Powered by FeedBlit
CenteringPragnancy — is the only prenatal intervention known to reduce
the risk of preterm birth in mixed-risk populations. Preterm birth is one of the recent |305t5




Note: If you include handhelds,
the digital divide disappears.

Cell phones leapfrog drinking water

http://thapz.blogspot.com/2008/04/cell-phones-leapfrog-drinking-water.html



http://thapz.blogspot.com/2008/04/cell-phones-leapfrog-drinking-water.html

Psoas muscle

(My kidney tumor was encroaching on it) my rendering on VisibleBody.com
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Why not “Google Earth for my

body”’?
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e-patients.net |

Empower
Engage
Equip

Enable e-Patients
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