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The Challenge

Create a 
healthcare 
system that 
addresses 

patient needs, 
values, and 
preferences

Ask new questions

Engage new partners

Design studies differently

Translate knowledge to action









What 
matters 
most?

Patients

Family

Researchers Clinicians

Administrators

Policymakers



Providing care that is respectful of, and 
responsive to, individual patient preferences, 

needs and values, and ensuring 
that patient values guide all clinical decisions.

Institute of Medicine (2015)
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Sir William Osler

“Listen to your 
patient -- he is 
telling you the 
diagnosis”



RESEARCH:
“An effective tool for 
self-management”

(participation, 
compliance, learning, 

tailored, cognitive 
processes)

NURSING
“Self-Awareness”

(expressing physical and 
emotional needs, 
communication)

MENTAL HEALTH
“Therapeutic 

Alliance”
(partnership, patient 

responsibilities, 
acceptance)

HEALTH SERVICES
“Citizen’s empowerment”

(collaborative care 
strategies, health 

promotion, patients taking 
control of their care)

Barello et al., J Partic Med, 2014



Patient engagement occurs when 
patients meaningfully and actively 

collaborate in the governance, priority 
setting, and conduct of research 

as well as in summarizing, distributing, 
sharing, and applying it’s resulting 

knowledge



Carmen et al Health Affairs, 2013 
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Ask new questions

Kerr White and the 5 D’s

– Death

– Disease 

– Discomfort 

– Disability

– Dissatisfaction

White KL. Discussion of An Historical View of Teaching of Medical Care Administration. 
American Journal of Public Health and the Nations Health 1969; 59(Suppl 1):61-66.





Domecq et al., BMC Health Serv Res 2014

N=142



SPOR principles to ensure 

relevance:

•Patients need to be involved in all 

aspects 

•Decision-makers and clinicians 

need to be involved throughout the 

entire research process 

•Funding is based on a 1:1 with 

non-federal partners

•Requires a multi-disciplinary 

approach; 

•SPOR is outcome driven and 

incorporates performance 

measurement and evaluation as 

integral components









Inflammatory Flares…
“when RA is so active that the patient needs to see the doctor 

or requires a change/increase in medication”



“Not everything 

that counts

can be counted,

and not everything 

that can be counted 

really counts.”

Sign in Einstein’s office



Ear piercing…ear-
shattering pain. It goes 
from just aching, a dull 
background ache to an 

ear-shattering pain. 

Maybe that’s the 
difference for me that 
it [pain] doesn’t let up. 

It just is unrelenting. 

N=67

I need 2 hours in the 
early mornings to get 
going… The simplest 

things like washing or 
cleaning, combing my 
hair -- all very tiring 

and stressful.



“I’m just like an animal. 
[I want to] go get in a 

cage somewhere until it 
goes away, and then I’ll 

come back out.”

“When…my doctor says ‘Why 
are you in here today?,’ I say 
‘Because I can’t function like 

this. I’m hurting, 
I want to kill myself.”

“All I do is lie down, 
and get up to go to the 

toilet, and it takes me half 
an hour to get to the 

toilet.



What We Learned About Flares

Self-Management increasing

Uncertainty decreasing

Flare as:

Single joint

Self-induced

External cause

Few bad days

Early warnings of 

uncontrollable flare: 

Patterns and

intensity may alter

Defined as 

uncontrollable

SEEK HELP

Normal for me

Symptoms are:

Persistent

Impacting

Intense

Clustered

Unprovoked

Flare diverted



Bartlett SJ et al, Ann Rheum Dis 2012



Participation

Pain

Fatigue

Stiffness

Function

RA 
Flare

3 Modified Delphi’s
• Patients: 148 in 11 countries
• Providers: 177 in 19 countries
• Combined: 125 pts and 108 HCPs in 23 countries



“Flares are common in RA and 
are often preceded by 
treatment reductions…

RA-FQ can discriminate 
between patients 
with/without flare and has 
strong evidence of construct 
and consequential validity.”



Canada (n=896), France (n=138), and Netherlands (n=178) 



Coming Full Circle 

• Scores ranged from 10-42 out of 50

• Items meaningful?

• Score make sense?

• Is this truly fit for purpose?
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“It’s 
empowering 
to know my 

score.”

“It validates…you 
know when you 
go and they say 

you are fine, but I 
don’t feel fine.”

“I’m thinking I’m way 
to the edge, and I 
don’t even know 

it…there is utility in
[knowing] it.”

“I know we’re talking 
about clinical trials 

here….[but] we who 
have this disease are 

always looking for 
ways we can minimize 
our time on the edge.”



Working with our PRPs
• Members of the 

Steering Committee 

• Analyzing focus group 
data

• Developing items and 
reviewing wording

• Interpreting the results

• Presenting findings at 
international meetings

• Authoring publications

• Thinking creatively to get 
into patients’ hands



Translate knowledge to action
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• Sharing knowledge about research
• Contribute new perspective
• Review plain language abstracts, documents
• Discuss new initiatives or projects



Ask new questions

Engage new partners

Design studies differently

Translate knowledge to action




