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Agenda 

•  Welcome and Introductions 

•  Learning Objectives 

•  Presentation:  

• MaryBeth Kurland, CAE 

• e-Patient Dave deBronkart 

• Question and Answer Session 
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Audience Notes 

• There is no call-in number for today’s event. Audio is by streaming only. 
Please use your computer speakers, or you may prefer to use headphones. 
There is a troubleshooting guide in the tab to the left of your screen. Please 
refresh your screen if slides don’t appear to advance. 

• Please use the “chat” feature below the slides to ask questions throughout 
the presentations. We will pose questions after the presentation and will 
address as many as time permits. 

• A recording of today’s session will be posted within one week to the 
Commission’s website,  www.ccmcertification.org 

• One continuing education credit is available for today’s webinar only to 
those who registered in advance and are participating today.  
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Learning Objectives Overview 

After the webinar, participants will be able to: 

1. Communicate the World Bank’s definition of empowerment 
and five levels of Arnsteins’ Ladder of Citizen Participation; 

2. Discuss the benefits for patients (and their caregivers) when 
they gain access to their own records and become engaged in 
their ongoing care; and 

3. Describe three ways case managers can “let patients help.” 
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• Webinars 

• Certification Workshops 

• Issue Briefs 

• Speaker’s Bureau 

 

www.ccmcertification.org 
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Consumers say it’s 

important to be able to: 

• 86%: Compare 

prices from different 

sellers  

• 84%: Ask questions 

about what they are 

buying  

• 84%: Buy from 

sellers they are 

familiar with 

• 77%: Get advice 

from people they 

know  

• 74%: Read reviews 

posted online 

http://www.pewinternet.org/2016/12/19/on

line-shopping-and-e-commerce/ 
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http://kff.org/report-section/ehbs-2015-summary-of-findings/ 

• Average Silver plan deductible 

(ACA marketplace):  

• $3,572 individuals  

• $7,474  for families 

 

• 20 million+ commercially 

insured Americans now in 

high-deductible plans 

• 13% in plans with annual 

out-of-pocket max of 

$6,000+ 

~230% ↑ 
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Patients say they want to be engaged in their health, too.  



Introduction 
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Objectives 

• Communicate the World Bank’s definition of 

empowerment and five levels of Arnstein’s Ladder of 

Citizen Participation; 

• Discuss the benefits for patients (and their caregivers) 

when they gain access to their own records and 

become engaged in their ongoing care;  

• Describe 3 ways case managers can “let patients help.” 



“Patients are the  

most under-used  

resource in  

healthcare” 
 

Informatics pioneer  

Dr. Warner Slack, 

since the 1970s 

  



e-Patients.net founder 

Tom Ferguson MD 
 1944-2006 



Equipped 

Engaged 

Empowered 

Enabled” 

Doc Tom said, 

“e-Patients are 
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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, healthcare professionals, etc.)  

as integral to the full continuum of care.  

Society for Participatory Medicine 

Community Advocacy Research Education 
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The Incidental Finding 
Routine shoulder x-ray, Jan. 2, 2007 

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



Primary Tumor: Kidney 



Classic  

 Stage IV,  

Grade 4 

Renal Cell  

Carcinoma 
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Classic  

 Stage IV,  

Grade 4 

Renal Cell  

Carcinoma 
 

Illustration on  

the drug company’s  

web site 

Median Survival: 

24 weeks 



E-Patient Activity 2: 

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



My patient peers told me: 

• 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 
– And one of them was at my hospital 



“If you don’t want to  

die of kidney cancer then …” 

The game is to stay 

alive long enough for… 
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“If you don’t want to  

die of kidney cancer then …” 

The game is to stay 

alive long enough for… 

• …something else  

to kill you 

• …the next treatment  

to come along 

 

 



Surgery & Interleukin worked. 
Target Lesion 1 – Left Upper Lobe 

Baseline: 39x43 mm 50 weeks: 20x12 mm 







How can it be 

 

 

 

that the most useful 

and relevant and 

up-to-the-minute information  

can exist outside of  

traditional channels? 



Because of the Web, patients can  

connect to information and each other 



Social Media: Information Capillaries 



Lesson: 

Environmental change 

can alter 

what’s possible. 



To miss this 

is to risk  

not noticing 

new options for action. 



In addition to  

technological change, 

we’re in an era of 

sociological change. 
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“Increasing the capacity  

of individuals or groups 

to make choices   [about what they want] 

and to transform those choices  

into desired actions & outcomes” 

World Bank, 2002 



OpenNotes 

What happens 
when patients see 
their providers’ 

actual notes?? 





• 99% of patients wanted to continue 

• 17-26% of doctors preferred not to… 

– But when given the chance to stop,  

none did 

• 85-89% of patients said availability of  

open notes would influence their choice 

of providers & health plans 



My alpha sisters 



Next advances: co-generation, agendas 

http://www.medscape.com/viewarticle/839154 

 

doi: 10.1370/afm.2036Ann Fam 

Med March/April 2017vol. 15 no. 2 158-161 



Next advances: co-generation, agendas 

http://www.medscape.com/viewarticle/8391doi: 10.1370/afm.2036Ann 

Fam Med March/April 2017vol. 15 no. 2 158-161 



Beware a mental trap: 

“Patients wouldn’t  

understand this.” 



It’s perverse  

to keep someone in the dark 

then say they’re ignorant. 



A practical working model 

of levels of engagement 
(from citizen participation) 



Arnstein’s Ladder  

of Citizen Participation 

(1969) 

By DuLithgow - As part of publishing an article online 

Previously published: http://lithgow-schmidt.dk/sherry-

arnstein/ladder-of-citizen-participation.html, CC BY 3.0, 

https://commons.wikimedia.org/w/index.php?curid=47903

791 

From the urban planning 

literature 



Citizen Participation level 1: 

“Here’s what we’re doing” 

http://staff.maxwell.syr.edu/cgerard/Fundamentals%20of%20Conflict%20Resolution/Sli

deshows/Public%20Policy%20Conflict.ppt 



Citizen Participation level 2: 

“What do you think about what we’re doing?” 

http://staff.maxwell.syr.edu/cgerard/Fundamentals%20of%20Conflict%20Resolution/Sli

deshows/Public%20Policy%20Conflict.ppt 



Citizen Participation level 3: 

Involving the public in your work 

http://staff.maxwell.syr.edu/cgerard/Fundamentals%20of%20Conflict%20Resolution/Sli

deshows/Public%20Policy%20Conflict.ppt 



http://staff.maxwell.syr.edu/cgerard/Fundamentals%20of%20Conflict%20Resolution/Sli

deshows/Public%20Policy%20Conflict.ppt 

Citizen Participation level 4: 

Deciding together what to do (and doing it) 



Citizen Participation level 5: 

Citizens calling the shots – full power 

http://staff.maxwell.syr.edu/cgerard/Fundamentals%20of%20Conflict%20Resolution/Sli

deshows/Public%20Policy%20Conflict.ppt 



Example of “consult”:  

a sidewalk created 

before consulting  

the citizens. 

As gorgeously  

designed 



Compliance 

(And even the 

choice of 

destination 

As gorgeously  

designed 

What they would 

have asked for 

if they’d been 

consulted 
(Design thinkers call this 

“desire lines”) 



“Increasing the capacity  

of individuals or groups 

to make choices   [about what they want] 

and to transform those choices  

into desired actions & outcomes” 

World Bank, 2002 

Moving up this ladder 
requires empowerment: 



Compliance 

(Whose goal is it, anyway?) 

If we approach  

the whole issue of 

treatment as being 

driven by the one who 

has the problem,  



Compliance 

(Whose goal is it, anyway?) 

If we approach  

the whole issue of 

treatment as being 

driven by the one who 

has the problem,  

then sticking to the 

plan becomes 

achievement, not 

obedience. 



It’s a true  

paradigm change 



Healthcare’s copernican 

shift Microsoft slide 
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April 1967 (fifty years ago): 

“K. Switzer” runs the Boston Marathon 



April 1967 (fifty years ago): 

“K. Switzer” runs the Boston Marathon 

“Get the hell 

out of my race!” 



Remove constraints and the future changes 

 1967 

Title IX 
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Remove constraints and the future changes 

 1967 

Title IX 

1972 1999 



Remove constraints and the future changes 

 1967 

Title IX 

1972 2017 



 1967 

Title IX 

1972 2017 

Paradigm errors  wrong expectations 



Next mental trap: 

“My patients 

aren’t asking 

for this.” 
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Question and Answer Session 
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Thank you! 
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• Please fill out the survey after today’s session 

• Those who signed up for continuing 

education will receive an evaluation from the 

Commission.  

• A recording of today’s webinar and slides will 

be available in one week at 
http://ccmcertification.org 
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