Give us speedometers.

Help us heed your advice.

FDA Device Interoperability Workshop
January 25,2010

“e-Patient Dave” deBronkart @ePatientDave



How | came to be here today

* High tech marketing (TimeTrade Appointment Systems)
* Data geek; tech trends; automation
* 2007: Cancer kicker

* 2008: E-Patient blogger

é\\\ * 2009: Participatory

) N~ Medicine,
“?‘%‘X\ A ~ Public Speaker
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Patient is not
a third-person word.

Your time will come —
you will care about this.
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Certifiable
Stroke Care p33

The Art of
Balancing Risk p 47

Real-World
Bundling p53




’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 Stuay Time:15:42:00
Im:34 #1 MRN: 1926623
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Primary Tumor: Kidney
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Furpose of This PD0)
Summary

General Information
Cellular Classification
Stage Information
Treatment Option
Overview

Stage | Renal Cell Cancer
Stage Il Renal Cell Cancer
Stage lll Renal Cell
Cancer

Stage IV and Recurrent
Renal Cell Cancer

Get More Information
From NCI

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

All Cancer Topics
Bladder Cancer
Brain Cancer
Cervical Cancer

E-Patient Activity 1.
~ Researching my condition

MNETIAarln Yoil balfecT TTTauireTit (rouioy =
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 renal cell cancer patient with progressing,
recurring, or relapsing disease iegardless ostage.
Almost all patients with stage IV reffdl cell cancer are @ he

question and selection of further treatment depends ol Tactors,

including prior treatment and site of recurrence as well as individual
patient considerations. Carefully selected patients may benefit from
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 )

MAILING LISTS

WELCOME

Association of Cancer Online Resources
TYPES OF CANCER

g ::-J unique collection -:::I' -::-nl. ne TREATMENT OPTIONS
CLIMICAL TRIALS
PUBLICATIONS
PARTHMERSHIPS

HELP ACOR




E-Patient Activity 3:

Reading (and sharing)
my hospital data online

Seth lxoel Deaconess Medicol Center

Welcome to the Personal Health Website of Richard Davies

- x : e
P at{f’lﬁ;s LE? deBronkart SNt
Home i) Records of Richard Davies deBronkart ¢/ Hel
[Security Audit] P

Mail | BIDMC j | My Entrieé]

Prescriptions

:z? ::;lr:ents Problems)( Reports || Meds ][ Allergies |[ Visits ][ X-rays || Labs [ Micro |

Google Health new

Mlcrc?soft HealthVaultnew Yt tatas

Links 03/30/09 4:13 PM E141R FOREARM (AP & LAT) RIGHT APPROVED

s G 03/30/09 4:13 PM E221L FEMUR (AP & LAT) LEFT APPROVED
03/30/09 4:13 PM E212R HIP UNILAT MIN 2 VIEWS RIGHT APPROVED
03/10/09 3:24 PM Q992 CT CHEST W/O CONTRAST W/ONC TABLES APPROVED

Records 03/10/09 3:24 PM Q995 CT ABDOMEN W/O CONTRAST W/ONC TABLE APPROVED

Personal Profile 03/10/09 3:24 PM Q998 CT PELVIS W/O CONTRAST W/ONC TABLES APPROVED
12/09/08 4:10 PM Q992 CT CHEST W/O CONTRAST W/ONC TABLES APPROVED
12/09/08 4:10 PM Q995 CT ABDOMEN W/O CONTRAST W/ONC TABLE APPROVED

Tech Support 12/09/08 4:10 PM Q998 CT PELVIS W/O CONTRAST W/ONC TABLES APPROVED

FAQ/Tutorial AQIAAIND 2.20 DA AAT AT ATTECT T SO A QT ADDR AT



The treatment worked.
Target Lesion | — Left Upper Lobe

’Gg [A) DEBRONKART, RIC @g [A] DEBRONKART, RIC
Elﬁ Study Date:3/21/2007 - Study Date:2/25/2008
Se3 Study Time:15:42:00 Se:2 Study Time:05:54:00

Im:34 #1 MRN: 1926623 Im:35 ARGET LESION 1 MRN:1926623

TORSO ONC ROI O -499 wlo Iv contrast torso C-504
ONE KIDNEY & 100.. P) W1465 allergy/siegal & NON (P] W1465

Baseline: 39x43 mm 50 weeks: 20x12 mm



e-parients.ner R Ry

because health professionals can'tdo it alon

Doc Tom said,

“e-Patients are  EEquipped
Engaged
Empowered
Enabled”
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because health professionals can'tdo it alone

John Sharp,
Cleveland Clinic:

t spreads. It starts with a

! If yo u h a've n Ot read our EMR situation today,
the e-Patient White
Pap e r, yo u d O n Ot o S Comments » How Tllel:\ll‘:;«:;lzzlz Us Heal

EHRs/PHRs “ap————_
understand the future e s vl

of medicine.’

ity, and errors that leak




Changing Nature of the Relationship
Author of this slide: Danny Sands MD, MPH

Knowledge Asymmetry " Knowledge Symmetry

Paternalism \ | Participation

L

Patient-Physician | : Consumer-Provider




e-pbahents.nef

ecause health professionals can'tdo it alone

A project of the

Society for
I don't know who Stanley Feld is, but he just became my friend, 4 Pa rtl C Ipato ry

with a terrific post on doctor as coach, patient as player. It starts: tweets M ed I CI ne

“ The role of patients with chronic diseases and their physicians
must be clear to both patients and physicians. Physicians are

ient Dave on December 31, 2008

white paper

This resonates with what's become my favorite item from Chapter 2 of our
white paper, e-Patients: How they can help us heal health care: Preliminary
Conclusion #6, which 1s “The best way to improve healthcare is to make it
more collaborative.”

the kidney cancer group on ACOR org, taught me that increasmgly cancer has === |
become not an immediate threat to life but a chronic condition. Then, when I e-Patients:
read Anticancer: A new way of life, an astounding idea came to my How They Can Help Us Heal

attention: cancer without disease. Healthcare




““How can patients
participate if they can’t
see their information?”




2009: Society for
Participatory Medicine

* “a cooperative model
of health care that
encourages and expects
active involvement
by all connected parties.”

Home Declaration Blog Journal Join Us Member

Welcome

* Led by a partnership of
physicians and patients




We publish
weight guidelines
and encourage
using a scale




What if we published
carefully researched speed guidelines
but no speedometers?




How can we accelerate?
Lessons from High Tech

* Object-oriented programming
* Waterfall vs Agile

* Innovation flourishes
in a robust ecosystem



Lessons from High Tech #1:
Object-Oriented Programming

* Encapsulation
* Unit testing

e Test the interface, 9
. "Object-oriented programmin
not the internals is an exceptionally bed ides

which could only have
originated in Californid@. =_

— Lets people freely —- Edsger Dijkstra
develop new methods |
without altering the [l =~  ReITENEE
rest of the workflow @ W - Father of
| » structured programming

(“A Case Against the
GOTO Statement”)

i .+ Turing Award winner
: in 1972




What changed? Moore’s Law.

CPU Transistor Counts 1971-2008 & Moore’s Law

The penalty
i Bt sl for changing
g your mind
dropped

transistor count doubling
every two years

dramatically.
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Flexibility
became

affordable.

WikiMedia Date of introduction




Lessons from High Tech #2:
Agile replaces Waterfall

* Waterfall * Agile development
— Decide what you want, — You can't figure it out
and plan it. Efficient. in advance anymore.
— Allows optimizing. Deal with it.
— “Make up your mind!!” | — Besides, things change so

Waterfall Development Methodology | fa_ St’ th e ta r'get moyves.

— So: get started
and adapt as you go along.

— KEEP YOUR OPTIONS
OPEN.

LinearBlue.com



Lessons from High Tech #3:

Rich ecosystems =» innovation
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e=patients.n

because health professionals can'tdo it alone

m e-Patient Dave says:

September 17, 2009 at 1:13 pm (Edit)

| want innovation at a rate that resembles the rate of improvement in cell phones
and iPods: | want to think, in 2011, that the healthcare tool | started using in
2009 is, well, “that’'s SO 2009,” just the way many people think about their cell

phones.



Lessons from High Tech #4:
Combinatorial Explosion

Scenario:
2,000 models of Dell PC

[,000 models of HP printer

* To test each in isolation:
3,000 tests to do

* To test all combinations:
2 million tests

IS
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Do the math.

Compare...
— Testing 2,000,000 combinations,

— vs 3,000 individual items, is...

667 times more work
— Budgetary impact

— Time (months/years)

Drastic impact on innovators’ payback;
impedes innovation and consumer benefit



We can’t get there in time
doing it that way.



|l want modern
mash-ups.



Old School
(literally)




Modern: psoas muscle

(My kldney tumor was encrOGChing on lt) my rendering on VisibleBody.com

3 yiible Body | 30 Human Anatemy  Argosy Suhlishing - Morilla Firefox
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Why not “Google Earth for my body’”?

%3 Visible Body | 3D Human Anatemy  Arposy Suhlishing - Moziila Firefox
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Give us speedometers.
And tachs.
And pressure gauges.

Empower and Enable.
Help us heed your guidelines.



| can do a lot better
if | know how I'm doing.

Help us heed your guidelines.

@ePatientDave (twitter)
facebook.com/ePatientDave
Linkedln.com / ePatientDave

dave@ePatientDave.com
(603) 459-5119

www.ePatientDave.com




