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TodayToday’’s Presentation is about a s Presentation is about a 
Health Care RevolutionHealth Care Revolution

Led by Patients Who Want Led by Patients Who Want 
Something Different, Something Something Different, Something 

Better from their Care SystemBetter from their Care System



Learning ObjectivesLearning Objectives

None!None!



Thought ObjectiveThought Objective

Just OneJust One



The RevolutionThe Revolution’’s Rallying Criess Rallying Cries

From the HeartFrom the Heart

From the HeadFrom the Head



From the HeartFrom the Heart

““Nothing About Me Without Me!Nothing About Me Without Me!””

““Every Patient is the Only PatientEvery Patient is the Only Patient””

““Citizen with an IllnessCitizen with an Illness””



From the HeadFrom the Head

PatientPatient--Centred Care Centred Care 

Patient EngagementPatient Engagement

Patient SelfPatient Self--ManagementManagement



Key Elements of PCCKey Elements of PCC

•• RespectRespect
•• Care coCare co--ordinationordination

•• Communication & educationCommunication & education



Key Elements of PCCKey Elements of PCC

•• Physical comfortPhysical comfort
•• Emotional supportEmotional support

•• Involvement of family and Involvement of family and 
friendsfriends



PCCPCC

•• Explores the patientExplores the patient’’s s key issueskey issues
•• Seeks to understand the Seeks to understand the patientpatient’’s s 

worldworld
•• Seeks Seeks common groundcommon ground

Is aspirational!Is aspirational!



Patient EngagementPatient Engagement

Individuals taking action to ensure Individuals taking action to ensure 
that principles of PCC are appliedthat principles of PCC are applied

Is operational!Is operational!



Patient Engagement is Patient Engagement is 
OperationalOperational

Engaged patients:Engaged patients:
•• Express fears and anxietiesExpress fears and anxieties
•• QuestionQuestion
•• Explore optionsExplore options
•• Ensure focus on qualityEnsure focus on quality--ofof--life and familylife and family
•• Talk more, listen lessTalk more, listen less
•• Are accountableAre accountable



Patient SelfPatient Self--ManagementManagement

One PE ToolOne PE Tool



Support for the Revolution Support for the Revolution 
Continues to GrowContinues to Grow

•• Institute of MedicineInstitute of Medicine
•• The Center for Medicare and Medicaid ServicesThe Center for Medicare and Medicaid Services
•• Obamacare incentivesObamacare incentives
•• Advocacy groupsAdvocacy groups
•• The mHealth movementThe mHealth movement
•• ‘‘InspireInspire’’
•• ‘‘Patient TranslationsPatient Translations’’
•• Leading Canadian hospitalsLeading Canadian hospitals
•• Some Canadian Renal ProgramsSome Canadian Renal Programs



YetYet……How Goes the Battle in How Goes the Battle in 
Renal Care?Renal Care?



One ViewOne View

““WeWe’’re doing OK!re doing OK!””



Charlie Chaplin Once Entered a Charlie Chaplin Once Entered a 
Charlie Chaplin LookCharlie Chaplin Look--Alike Contest.Alike Contest. 

He came in Third!He came in Third!

Perceptions Perceptions 



SoSo……In Truth, How Goes the In Truth, How Goes the 
Battle in Renal Care?Battle in Renal Care?

Words are importantWords are important

butbut

Deeds speakDeeds speak



Words are ImportantWords are Important

Most governments, health Most governments, health 
systems, hospitals and systems, hospitals and 

(renal) programs espouse (renal) programs espouse 
PCC and, increasingly, patient PCC and, increasingly, patient 

engagementengagement



But Deeds SpeakBut Deeds Speak

What Each of Us KnowsWhat Each of Us Knows

The Voice of the PatientThe Voice of the Patient



What Each of Us KnowsWhat Each of Us Knows

Many dialysis care providers say they Many dialysis care providers say they 
would choose treatments for would choose treatments for 

themselves that differ from those themselves that differ from those 
most commonly provided to patientsmost commonly provided to patients



Voices of Patients and Loved Voices of Patients and Loved 
OnesOnes



FearFear

““We sit in the waiting room so We sit in the waiting room so 
afraid of how the needling will afraid of how the needling will 

go.go.””

““I have noticed that patients often I have noticed that patients often 
go to sleep for 45 minutes or an go to sleep for 45 minutes or an 
hour after they have been put on hour after they have been put on 

the machine. Just the release the machine. Just the release 
from allfrom all that stress, I guess.that stress, I guess.””



GuiltGuilt

““ They are the innocents, They are the innocents, 
suffering from my disease. suffering from my disease. 

……are the first strands of hate are the first strands of hate 
covering their hearts?covering their hearts?””



AngerAnger

““I had been up all night vomiting. I got there and I had been up all night vomiting. I got there and 
was immediately chastised for drinking too much was immediately chastised for drinking too much 

fluid.fluid.””

““..air ducts over machines..air ducts over machines……patients sitting there patients sitting there 
chilled, wrapped in blankets, shiveringchilled, wrapped in blankets, shivering…… told: told: ‘‘if if 

you were working here, youyou were working here, you’’d be hotd be hot’’..””



Cultural DistanceCultural Distance

““He will tell me that my blood pressure is He will tell me that my blood pressure is 
high and that I have taken too much fluid high and that I have taken too much fluid 
and have not followed my diet. He will tell and have not followed my diet. He will tell 
me what will happen to me and try and me what will happen to me and try and 
frighten me. He will tell me this and tell frighten me. He will tell me this and tell 
me that, but never talk with me. And I will me that, but never talk with me. And I will 
look into his eyes while he speaks, look into his eyes while he speaks, 
knowing that he sees only an Indian, and knowing that he sees only an Indian, and 
that his concern is false and his spirit that his concern is false and his spirit 
weak.weak.””



PainPain

““I arrived in the dialysis unit, and a I arrived in the dialysis unit, and a 
nurse told me I was off the nurse told me I was off the 

transplant listtransplant list……forever. Then she forever. Then she 
just left. There was nojust left. There was no--one to talk one to talk 

with. Nowith. No--one.one.””



AnnoyanceAnnoyance

““He had to travel from the country into He had to travel from the country into 
Toronto for 3 separate transplant Toronto for 3 separate transplant 

assessment appointments; it wasnassessment appointments; it wasn’’t t 
necessary; there was the gas, the necessary; there was the gas, the 

parking, the timeparking, the time…”…”



DisappointmentDisappointment

““I put on a brave face, but the truth of I put on a brave face, but the truth of 
it is, Iit is, I’’m afraid of dying. Im afraid of dying. I’’m not so m not so 
afraid of what comes after. Itafraid of what comes after. It’’s the s the 
actual dying part that scares me.actual dying part that scares me.””



SadnessSadness

““I found out later I got to change my I found out later I got to change my 
spot because a patient died. I saw it spot because a patient died. I saw it 

in the paper.in the paper.””

““The one unit I received dialysis at The one unit I received dialysis at 
used to place a rose in the WR, first used to place a rose in the WR, first 

with a name, then without, then with a name, then without, then 
nothing.nothing.””



Berwick on PCCBerwick on PCC

““A verbal bromide masking real A verbal bromide masking real 
pain.pain.””



Why is the Battle so Hard?Why is the Battle so Hard?



Patient Attitudes?Patient Attitudes?

““A lot of patients just donA lot of patients just don’’t care.t care.””

Is that true? Literacy? Insecurity?Is that true? Literacy? Insecurity?

Many patients are desensitizedMany patients are desensitized
(NW 14 in Texas)(NW 14 in Texas)



A Continued Focus on the A Continued Focus on the ‘‘SickSick’’ 
ESRD PatientESRD Patient

““Every organization is uniquely Every organization is uniquely 
designed to exactly produce the designed to exactly produce the 

results it achievesresults it achieves”” (Senge) (Senge) 



Continued Adherence to an Continued Adherence to an 
Historic   ModelHistoric   Model--ofof--CareCare

3x/wk short3x/wk short--run dialysisrun dialysis

Traditional staffingTraditional staffing

A A ‘‘productionproduction’’ modelmodel



A Focus on Biochemical A Focus on Biochemical 
Outcome MeasuresOutcome Measures

Insufficient focus on patient Insufficient focus on patient 
outcomes related to life outcomes related to life 

satisfaction and quality (more satisfaction and quality (more 
difficult to measure)difficult to measure)



Lack of Experience/Discomfort Lack of Experience/Discomfort 
with Patient Empowermentwith Patient Empowerment

Not trained for itNot trained for it

Threatened by itThreatened by it

Inconvenienced Inconvenienced 



Physician Culture & BehaviourPhysician Culture & Behaviour

““What you permit, you promoteWhat you permit, you promote””
(Studer Group)(Studer Group)



An Insufficient An Insufficient 
Understanding of the Power Understanding of the Power 

of Organizational Cultureof Organizational Culture



What to Do?What to Do?



Strategies & TacticsStrategies & Tactics

•• A Plan required, and structuresA Plan required, and structures

•• Start in CKD clinic (e.g. PSM at Start in CKD clinic (e.g. PSM at 
HHC)HHC)

•• In dialysis units, begin simply In dialysis units, begin simply 
(e.g. Texas NW14) (e.g. Texas NW14) 



ESRD Network of Texas ESRD Network of Texas 
(NW14)(NW14)

Patient Engagement Learning Patient Engagement Learning 
and Action Network (LAN)and Action Network (LAN)



Learning and Action NetworkLearning and Action Network 
(LAN)(LAN)

•• Shared learning Shared learning 

•• Best practices Best practices 

•• Significant change Significant change 

•• SPREAD SPREAD 



NW 14 PE LANNW 14 PE LAN

1.1. One Quality Improvement Activity (Staff One Quality Improvement Activity (Staff 
Education)Education)

2.2. Two Campaigns (Patient Education)Two Campaigns (Patient Education)

3.3. ‘‘MarketingMarketing’’ to 400 facilities (40,000 to 400 facilities (40,000 
patients)patients)

4.4. Report and celebrate (October, 2013)Report and celebrate (October, 2013)



1. QIA1. QIA

•• 25 25 ‘‘Patient Subject Matter ExpertsPatient Subject Matter Experts’’ (SMEs) (SMEs) 
and 3 family members from 16 facilitiesand 3 family members from 16 facilities

•• Education and discussionEducation and discussion

•• 2 areas of focus selected (patient2 areas of focus selected (patient--provider provider 
communication, health literacy)communication, health literacy)

•• 1 intervention identified for each1 intervention identified for each



Intervention 1: Teach and Use Intervention 1: Teach and Use 
Communication Essentials for Communication Essentials for 

PCCPCC

•• HeartHeart--headhead--heart heart 
communicationcommunication

•• Asking openAsking open--ended questionsended questions



HeartHeart--HeadHead--Heart Heart 
CommunicationCommunication



Asking OpenAsking Open--Ended QuestionsEnded Questions



Intervention 2: Teach BackIntervention 2: Teach Back

To improve health literacyTo improve health literacy

(IOM: 90 million American adults have (IOM: 90 million American adults have 
trouble understanding and acting on trouble understanding and acting on 

health information) health information) 



Understanding

Clarify

Assess

Explain

Teach-back

Presenter
Presentation Notes
Goal of teach back







ICHICH--CAPS QuestionsCAPS Questions

How often did the dialysis centre staff:How often did the dialysis centre staff:
•• Listen carefully to you?Listen carefully to you?
•• Explain things in a way that was easy to Explain things in a way that was easy to 

understand?understand?
•• Show respect for what you had to say?Show respect for what you had to say?
•• Make you feel comfortable asking Make you feel comfortable asking 

whatever you wanted about dialysis whatever you wanted about dialysis 
care?care?



Initial ResultsInitial Results

Significant increases in Significant increases in 
positive responses to positive responses to 

questions in 15 of 16 facilitiesquestions in 15 of 16 facilities



QIA QIA ‘‘SpreadSpread’’

•• 49 additional facilities (8,000 49 additional facilities (8,000 
patients)patients)

•• Staff trained in interventionsStaff trained in interventions

•• ICHICH--CAPS questionnaire to be reCAPS questionnaire to be re-- 
administered in Octoberadministered in October



2. NW 14 PE LAN Campaigns2. NW 14 PE LAN Campaigns 
105 Facilities,105 Facilities, 8000 Patients, 20% of 8000 Patients, 20% of 

NW 14 Patient PopulationNW 14 Patient Population

Campaign 1: Campaign 1: ““Ways you can get Ways you can get 
involved in your careinvolved in your care”” and and ““How How 

active am I in my care?active am I in my care?””

Campaign 2: Campaign 2: ““SPEAK UPSPEAK UP””





Presenter
Presentation Notes
Patients do not have to fill this out.  This is a resource they can choose to use if they would like.

This resource was tested by patients on the LAN after they developed it.  The patient’s reported they noticed they should exercise more and have some work to do regarding advanced care planning.





NW 14 PE Campaign Outcome NW 14 PE Campaign Outcome 
MeasureMeasure

Question: Question: ““Based on the materials Based on the materials 
provided, do you plan to take a more provided, do you plan to take a more 
active role in your care and talk more active role in your care and talk more 

with your health care team?with your health care team?””

•• Baseline (April 2013): 73.4%Baseline (April 2013): 73.4%
•• Outcome Measure Target (October Outcome Measure Target (October 

2013): 10% improvement2013): 10% improvement



3.3. Marketing to 400 Texas Marketing to 400 Texas 
Dialysis FacilitiesDialysis Facilities



4. Annual Meeting: 4. Annual Meeting: 
““Nephrology Today and Nephrology Today and 
TomorrowTomorrow”” October 25October 25

•• Reporting and celebrationReporting and celebration
•• Next step: Next step: EOL Care?EOL Care?



How to Ensure the How to Ensure the 
Revolution SucceedsRevolution Succeeds

Employ strategies and tacticsEmploy strategies and tactics

Use these to change Use these to change 
Organizational CultureOrganizational Culture



Organizational CultureOrganizational Culture

QuestionQuestion

What is the Organizational Culture in What is the Organizational Culture in 
your program/unit?your program/unit?

““Culture eats strategy for lunch.Culture eats strategy for lunch.””
(Schein)(Schein)



Culture and LeadershipCulture and Leadership

““ An organizationAn organization’’s culture is its s culture is its 
lifeblood. It is squeezed from the lifeblood. It is squeezed from the 

deeds of its leaders, drop by precious deeds of its leaders, drop by precious 
drop. It trickles down, infusing all drop. It trickles down, infusing all 

other attitudes and actions.other attitudes and actions.””

-- Carole DCarole D’’Amico, in Amico, in SorrowSorrow’’s Rewards Reward



Culture and Leadership ActionsCulture and Leadership Actions

•• Explicit communicationExplicit communication

•• Culture of PCC and PE the preferred Culture of PCC and PE the preferred 
cultureculture

•• A Plan, and supporting structures A Plan, and supporting structures 

•• The The ‘‘voice of the patientvoice of the patient’’ to guideto guide



Culture and Each of UsCulture and Each of Us

•• Each of us must understand our Each of us must understand our 
power to influence, to make a power to influence, to make a 

difference difference 

•• Often, our smallest & most quiet Often, our smallest & most quiet 
deeds will be the most important deeds will be the most important 

onesones



Thought ObjectiveThought Objective



Is Right on the Side of this Is Right on the Side of this 
Revolution?Revolution?

‘‘Patient ActivationPatient Activation’’ improves patient improves patient 
satisfaction, improves outcomes, lowers satisfaction, improves outcomes, lowers 

costs costs 

Does it Matter?Does it Matter?

In an increasingly technical health care In an increasingly technical health care 
world, it anchors us in caring, compassion, world, it anchors us in caring, compassion, 

empathy, and humanismempathy, and humanism



““It is not more light that is It is not more light that is 
needed in this world, it is needed in this world, it is 
more warmth. We will not more warmth. We will not 

die of darkness, but of cold.die of darkness, but of cold.”” 

Jenny Read 1947Jenny Read 1947--19761976



Questions and DiscussionQuestions and Discussion
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