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“Value” Through the Lens of  the Patient Community



Case Study
Diagnosed with Polyarticular 
Juvenile Idiopathic Arthritis in 
1990

Left wrist arthroplasty, 2015



Five-day Inpatient Stay



My HCAHPS Rating?

Warm, responsive staff

Clean, quiet room
Pain well controlled
Clinicians 
communicated well
Pizza, champagne, 
and Jenga!



Nerve damage/carpal tunnel (that had not existed previously)

Six additional weeks of rehabilitative therapy to regain motion 
and sensation

Delay in wrist arthroplasty rehabilitation

Slower return to work

Exacerbated RA symptoms in shoulder from strict elevation 
protocol—ongoing

Where are these reported?

Outcomes



Meaningful Measures will allow providers to assess core issues that are 
most vital to providing high-quality care and improving patient 
outcomes. The agency, she said, aims to focus on outcome-based 
measures going forward, as opposed to trying to micromanage 
processes. It also wants to promote efforts that will give providers more 
flexibility in innovation and patient engagement and minimize 
administrative burdens associated with the Medicare Access and Chip 
Reauthorization Act.
“Our overall vision is to reinvent the agency to put patients first,” she said 
during her address. “We want to partner with patients, providers, 
payers and others to achieve this goal.”

https://www.cms.gov/Newsroom/MediaReleaseDatabase/Fact-sheets/2017-Fact-Sheet-items/2017-10-30.html


Persons and Family Engagement at 
National Quality Forum 

Quality Measures that Matter to Patients



“Goin’

 

to the candidates’

 

debate…”
• Traditional view: 

 

“I know it’s complicated, honey. 

 

I’ll decide for you. 

 

And I’ll hide the scary stuff.”

• Modern view:

 

“You can handle it. 

 

Here are gobs of data. 

 

Watch out for the ones who scored low.”



To move people up Arnstein’s ladder,

 
empower them:

 
increase their capacity

 
to take effective action.



It’s perverse 

 to keep someone in the dark

 then say they’re ignorant :‐)



Empowerment
“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



dave.pt/ginnyknee



Howard Luks MD 
@HJLuks





Us: “What do we do?? This hurts!”

• Hospital: a wide-eyed 
“WE don’t know…”

• Us: Google and 
Amazon



Paternal caring

“No, honey – 
you don’t know 
what you need.”

“I’ll take care of you.”

Sensible – up to a point

“I’ll decide for you.”



Zoe
When does 
autonomy 
become 
appropriate? 



PVI’s Approach – mine patient stories for insight
(2017 PV Impact Awards tonight at 6:30 PM, Kicking off Leapfrog Top Hospital 

 

Awards)



How Patients’

 

View Institute Gathers Stories



Patients are already sharing via social media:

Facebook

 

“...hospital ratings posted on Facebook appear to correlate with hospital readmission rates and 

 

overall quality of care.”
Journal of General Internal Medicine, March 2015

Twitter

 

“...is a relevant data source to obtain the patient perspective…”
83 % specified type of medical error
52 % expressed frustration 

Journal of Patient Safety, January 11, 2016

Yelp “…does a better job than the (HCAHPS) survey in rating the quality

 

of hospital stays…went deeper into 

 

the patient experience...include the aspects of care most important to patients and caregivers.”
Health Affairs, April 2016



Here’s my story: Who can I tell? Who will listen?



UUHC: The “Unvarnished Truth”

 

from patients themselves



UUHC: The “Unvarnished Truth”

 

from patients themselves

• ATTENTION Website traffic up

• SAFETY UUHC in top 10 
• MARGINS New pt. appointments up 8.9 %

• PHYSICIAN PAY up 42%
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