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PATIENT EXPERIENCE ð
A UNIVERSAL TRUTH



IN OUR SESSION, ATTENDEES WILL HAVE 
OPPORTUNITIES TO:

ÅIdentify the relevance of international research to their health 

care system

ÅShare key leverage points around the changes required within 

organizations to put patients at the center of care



LETõS GET ONTO THE SAME PAGEé..

Patient Experience

Person-Centered Care

The patient's cumulative evaluation of the journey 

they have with you, starting when they first need you 

and based on their clinical and emotional interactions.   

Journal Patient Experience 2014 1:7

Treating patients as persons & partners, involving 

them in planning their health care and encouraging 

them to take responsibility for their own health

Cochrane Review 2003



HOW TO GET YOUR ARMS AROUND BEING PATIENT 
CENTEREDé..

Letõs think of patient -centered care in three parts:

ÅRespectful relationships

ÅInformation sharing

ÅPartnership and Collaboration

Based on work from Institute for 

Patient & Family Centered Care

.



RESPECTFUL RELATIONSHIPS
R E S P E C T  A N D  H O N O R I N G D I F F E R E N C E S:  T H E  W O R K I N G  R E L A T I O N S H I P  I S  M A R K E D  B Y  

R E S P E C T  F O R  D I V E R S I T Y ,  C U L T U R A L  A N D  L I N G U I S T I C  T R A D I T I O N S ,  A N D  CA R E  
P R E F E R E N C E S.



WHAT IS PATIENT ACTIVATION?

Patient activation is a 
behavioral concept é It is 
defined as 'an individual's 
knowledge , skill, and 
confidence for managing 
their health and health 
care' 

(Hibbard et al 2005). 

May 7, 2014



MEASURING READINESS: 
FROM COMPLEX TO SIMPLE

ÅPatient preferences

ÅHealth Literacy

ÅPsychosocial Support

ÅActivation/Motivation

ÅSafety Involvement

ÅTechnology use in healthcare

ÅPreventative Actions

ÅDisease Burden



Staying the 
course even 
under stress

Taking action 
to maintain 

and improve 
oneõs health

Having 
necessary 

confidence & 
knowledge to 

take action

Believing the 
patient role is 

important

Adapted from Patient Activation Measure 
(PAM)

Patient Activation 



ACTIVATION ADDRESSES MANY OF TODAY õS MOST 
PRESSING CONCERNS

Passive

Advocates

Activated Dictate 
Care

Consider 
pt. input

Co -Design 

Care

Patients & Families Healthcare Providers

Improved adherence

Improved safety

Reduced readmissions

Reduced ED visits

Improved overall outcomes

Optimization of Care



USING PATIENT ACTIVATION TO TRANSITION 
PATIENTS FROM HOSPITAL TO HOME

The population consisted of all stroke patients discharged home from the IRF 
over twelve months (n= 177). The intervention was patient stroke education 
based on the PAM and the PAA scores while utilizing the PHR.

The nurses focus their stroke teaching on patients with lower activation scores 
with the goal of increasing the scores and improving patients õ ability to return 
home and avoid an unnecessary readmission.

The patients in the project experienced a 50% decrease in readmissions in 
less than thirty days from patients discharged the previous year
The results over one year mirror the original three month pilot project.

Abstract 67: Using Patient Activation to Transition Patients from Hospital to Home

Mary McLaughlin Davis

© 2015 by American Heart Association, Inc.

ahajournals.org



HOW COULD YOU USE THIS IN YOUR 
PRACTICE?

DISCUSS WITH THE PERSON NEXT TO Y OU.

WHAT QUESTIONS DOES THIS  TECHNIQUE BRING UP?



I N F O R M A T I O N  S H A R I N G:  T H E  E X C H A N G E  O F  I N F O R M A T I O N  I S  O P E N ,  
O B J E C T I V E ,  A N D  U N B I A S E D .

INFORMATION SHARING



PATIENT SHADOWING FROM ANTHONY DIGIOIA MD 
FOUNDER OF GOSHADOW , LLC, & THE PFCC METHODOLOGY 

AND PRACTICE

ÅWhat is Shadowing?

Shadowing is the direct and real time observation of 

patients/ families as they move through an experience 

in virtually any setting (doctor õs office to hospital). 

Shadowing is the process by which we capture and 

document objective and subjective details of the way 

patients and families view their experience



WHY USE SHADOWING?

òI am no longer a fan of surveys. Everyone always told us how nice we 

were, and gave us high scores. Shadowing, however, showed us our real 

opportunities to improve the patient experience. ó

Executive Director

Major Health Service Organization



KEY STEPS IN SHADOWING

ÅChoose a care experience, deciding when this starts and ends

ÅObserve the experience, recording details of timing, contacts, where 

patient is 

ÅInclude subjective observations ðwhy was an interaction so helpful?

ÅRepeat and collate findings

ÅReview to identify what matters to patients



HOW COULD YOU USE THIS IN YOUR 
PRACTICE?

DISCUSS WITH THE PERSON NEXT TO Y OU.

WHAT QUESTIONS DOES THIS  TECHNIQUE BRING UP?



A bird sitting on a tree 

is never afraid of the

branch breaking 

because her trust is not 

on the branch, 

but on her own wings. 

The Next Level:



PARTNERSHIP & 
COLLABORATION



PFCC and PFACs

What is a PFAC?
A Patient and Family Advisory Council (PFAC) partners patients 
and families with members of the healthcare team to provide 
guidance on how to improve the patient and family 
experience.

Through their unique perspectives, they give input on issues that 
impact care, ensuring that the next patient or family member õs 
journey is easier.

~Meghan West and Laurie Brown, BJC Healthcare



THE ROLE OF LEADERSHIP

Leadership support is important for new and 
evolving PFACs.

In many ways, focus within PFACs follow the 
goals, initiatives and challenges on the 

radar of leadership. 

Leadership can be helpful with even when 
time is limited:

ÅBring ideas, challenges and new plans to 
the council as far upstream as possible

ÅVisit from time to time to offer thanks, 
guidance and motivation



PFAC MODELS: START WITH PFAS OR PFACS?

ÅFaster launch

ÅMore direct mentoring needed

ÅFrontline Engagement 

PFAs working in org 
more independently 
(peer rounding, on 

committees)

ÅSlower launch

ÅLess risk

ÅHigh level engagement

PFACs with staff coming 
to PFAS

ÅEasier buy -in for resistant leaders

ÅOften leads to formation of PFAC

ÅDetailed feedback re 1 specific item

Focusing on Focus 
Groups

Structure



STANDARD STRUCTURE FOR PFACS
(OTHERWISE THEY MAY NOT BE PFACS)

Patients and family 
members ( 80%)

Staff (20%)

Visitors

Adapted from Dana Farber PFAC 

model: 1997



Structure

WHO SITS AT 

THE TABLE?

Patient -Family Advisors / volunteers

Select a multi -disciplinary staff:

ÅSenior leadership (VP, COO, etc.)

ÅPhysicians

ÅClinic/unit directors

ÅFront-line staff (RNs, PAs, etc.)

ÅPatient Advocates



Structure

PFAC LEADERSHIP

CO-CHAIR 

2: 

Patient/Fami

ly Advisor

CO-CHAIR 1: 

Clinical/Administrati

ve Leader



WHAT IS MY ROLE?

Structure

Feedback 

projects, initiatives, 
experiences, 
philosophies

Guidance

topics/ 
approaches that 

have impact

PFAs
Staff 

Advisors



PFAC PROJECTS & INITIATIVES

Communication

ωNew patient brochures & info packets: surgical 
patients, emergency room,  Duke Cancer Center

ωPR information re: Ebola

ωWait time communication boards

Patient/Family Education

ωInpatient Pediatric Handbook 

ωChemotherapy education program



PFAC PROJECTS & INITIATIVES

Staff/provider education

ωPatient/family stories to illustrate Patient-
and Family-Centered Care at new employee 
orientation & other events

Facility design

ωBuilding design

ωNew recliners for ICUs

ωED waiting room



PFAC PROJECTS & INITIATIVES

Way-finding

ωSigns in ED 

ωDuke Cancer Center app

Policies/operations

ωEthics & futile care

ωPatient Portal: auto-release of test results

ωNew ED Waiting Room Tech positions



BEFORE ANY PFA PARTNERSHIP:
TRAINING



NATIONAL 
LANDSCAPE

PFAC 
Table

Task 
Groups

Speaking 
within 
organization

Peer 
Rounding

ñSecret 
Shoppingò 

PFAs in 
RCAs

PFAs at the 
board level

Experience 
Based Care 
Co-Design



EXPERIENCE-BASED CO-DESIGN

Robert G, Cornwell J, Locock L, Purushotham A, Sturmey G and Gager M. (2015) ΨPatients and staff as co-designers 
of health care servicesΩ, British Medical Journal, 350:g7714

patients at the heart of 
the quality improvement 
effort - but not forgetting 

staff

a focus on designing 
experiences, not just 
systems or processes

where staff and patients 
participate alongside one 

another to co -design 
services

The Next Level:




