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What do we mean?




Outcomes that matter in heath
Where?

Services
Commissioning
Research
Education
Innovation




Outcomes that matter:

Who - the individual, the organisation and the
system




Outcomes that matter: what




What outcomes?

“ t What matters?

e |
-’!— What do you
value?




Value
Values

merit, worth, usefulness, use, utility,
practicality, advantage, desirability,
benefit, gain, profit, good, service,
help, effectiveness, efficacy, avail,
importance, significance, point, sense


https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+merit&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIIDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+worth&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIITAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+usefulness&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIIjAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+use&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIIzAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+utility&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIJDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+practicality&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIJTAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+advantage&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIJjAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+desirability&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIJzAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+benefit&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIKDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+gain&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIKTAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+profit&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIKjAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+good&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIKzAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+service&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoILDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+help&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoILTAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+effectiveness&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoILzAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+efficacy&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIMDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+avail&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIMTAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+importance&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIMjAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+significance&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoIMzAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+point&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoINDAA
https://www.google.co.uk/search?client=safari&rls=en&biw=1126&bih=706&q=define+sense&sa=X&ved=0ahUKEwiHh4Xn4MfJAhVLqx4KHdaAAWsQ_SoINTAA

Personal

belonging to or affecting a
particular person rather

than anyone else




What do you value?






What Matters? What is valued?

No decision about me without me

Who knows best?




Right care for the right patient at the
right time

Two patients, medically identical
* |dentical health state
* |dentical diagnosis

Different doctors
e Different treatments

Is there a problem?



Incorrect treatment

Health state Treatment

Patients’ Preferences Matter - Mulley, Trimble and Elwyn



Uncertainty in treatment options

— ~
Health state

-

Cure

o

Treatment B

Patients’ Preferences Matter - Mulley, Trimble and Elwyn



Patient preference

Treatment A Outcome A

o

Health state

~

Treatment B ‘ Outcome B

Patients’ Preferences Matter - Mulley, Trimble and Elwyn



Top Three Goals and Concerns for
Breast Cancer Decisions

SCCINIREEE

Keep your breast? 1%
Live as long as possible? 96%
Look natural without 80%
clothes

Avoid using prosthesis 0%

Sepucha 2008



Top Three Goals and Concerns for
Breast Cancer Decisions

SCINIREEE

Keep your breast? 7% 71% P<0.01
Live as long as possible? 5994 069% P=0.01
Look natural without 3304 809% P=0.05

clothes
Avoid using prosthesis 3304 0% P<0.01

Sepucha 2008



Uncertainty in healthcare requires
choices and trade offs for both
treatment and outcomes

Understanding personal value is
central to getting this right



What do patients
value?



What do patients value?

* Relational aspects of care:
dignity, empathy, privacy

* Functional aspects of care:
access, food, noise



Outcomes that matter

OMERACT - Outcome Measures for Arthritis Clinical Trials

OMERACT 5
- Include patients

§ HOME [\:[eli}§ OMERACT10 PUBLICATIONS CONTACT

OIVI ERACT 6 - EXECUTIVE HISTORY RESEARCH PATIENTS EVENTS
- initiate research on “
patient perspective Octecome Weasunes in

Rheccnatology
OMERACT 7

ABOUT OMERACT

Identified

What is OMERACT?
OMERACT strives to improve endpoint outcome measurement through a data
driven, iterative consensus process involving relevant stakeholder groups. The
O M E RACT 8 term OMERACT was originally established in 1992 to mean “Outcome Measures in
Rheumatoid Arthritis Clinical Trials”. Since then the OMERACT initiative has ws
. turned into an international informal network, with working groups and gatherings
- Sym pto m I n Cl u d ed interested in outcome measurement across the spectrum of rheumatology

intervention studies. The acronym has therefore been broadened to now stand
for 'Outcome Measures in Rheumatology'.




Outcomes that matter

OMERACT - Outcome Measures for Arthritis Clinical Trials

OMERACT 5

- Include patients

OMERACT 6
- Initiate research on
patient perspective

OMERACT 7 Fatlg ue

- ‘new’ symptom
Identified

OMERACT 8
- Symptom included




Outcomes that matter — how?

* Co

- define

- create

- design

- produce

- deliver

- evaluate

- dissemination



