
THE IMPORTANCE OF USER-REPORTED 

INDICATORS OF HEALTH SYSTEM 

PERFORMANCE

Niek Klazinga MD PhD, OECD Paris and AMC-UvA Amsterdam

EPA Forum 2018: Person Centered Mental Health Care: 
Outcomes That Matter to Patients and Their Carers
Nice March 3 2018



niek.klazinga@oecd.org

mailto:niek.klazinga@oecd.org


HAG 2017 life expectancy at birth



Causes of Mortality











Inpatient suicide amongst patients with 

a psychiatric disorder



Suicide following hospitalization



Excess mortality



Excess mortality



PREMs



OECD work on Mental Health

• Mainly based on mortality data

• Difficulties using re-admission and pre-
scription data

• Limited availability of clinical registries

• Analyses on mental health system design 
(in-hospital versus community based, 
workforce and relation to employment)



OECD Policy Forum and Ministerial, January 2017

• Patients

• Health professionals

• Civil society

• Providers & payers

• Policy makers

• Ministers

www.oecd.org/health/ministerial/

Strategic direction --- People-centred health services

→ modernise delivery

→ build knowledge & capacity

→ systematise patient-reported measurement

http://www.oecd.org/health/ministerial/


Deaths • Mortality and life-expectancy
• data source: death registries

Diseases

• Prevalence and incidence of diseases 
• medical/clinical perspective 

• data source: administrative & clinical data

Disability

• How health system deals with disabilities
• DALY, QALYs, SF36

• data sources: registries and surveys

Wellbeing

• Things that matter to patients, carers, families & populations
• Wellbeing, function, pain,

• Quality of Life

• Generic (e.g. EQ-5d; SF-12; Picker) and disease specific (HOOS, Oxford….)

• Validated, sensitive & objective tools

Where we are going ….. 



Patient-reported outcomes

People report about their health and quality of life before, 
during and after treatment or intervention

What is the health-
related quality of life for 
people receiving cancer
treatment?

To what extent are 
patients in pain after hip 
surgery?

Can patients live 
independently after a 
stroke?

How well can people with 
a mental health condition 
live independently?

 ✓

PaRIS



ICHOM: Depression and Anxiety 

Standard 2015



ICHOM: Depression and Anxiety 

Standard 2015



Using PROMS in Practice



Patient Reported Indicator Survey 

program (PaRIS) OECD

Building on work ICHOM and CWF

Working Group on Breast Cancer

Working Group on Hip/Knee

Working Group on Mental Health

New survey development on patients with 
chronic diseases in primary care



Dilemma’s to be addressed.

• Different purposes of using PROMS

• - shared decision making

• - quality improvement mental health services 
(formative function)

• - comparison of performance 
(accountability/summative function)

• International benchmarking

• Effectiveness research 



Dilemmas to be addressed

• Choice of specific PROMS

• Choice of generic PROMS

• Mapping between (domains of) PROMS

• Computer Adaptive Testing approach 
PROMIS PROMIS® (Patient-Reported Outcomes 
Measurement Information System) is a set of person-centered 
measures that evaluates and monitors physical, mental, and 
social health in adults and children. It can be used with the 
general population and with individuals living with chronic 
conditions

•



Cancer Specific PROMS surveys (n=10)



Generic PROMS surveys (n=10)



Dilemma’s to be addressed

• Building PROMS and PREMS in the data-
infrastructure

• How and when to collect the data (app-
based, web-based, before every 
consultation with a professional…)

• Link with Electronic Health Records

• Link with Clinical Registries



EPA 2018 principles for using PROMS 

to achieve person centered care

• Assure involvement patients in standards containing 
PROMS and PREMS 

• Assure data on PROMS and PREMS in mental health are 
actually used for shared decision making

• Contribute to embedding of PROMS and PREMS data in 
regular data-systems

• Contribute to international benchmarking



niek.klazinga@oecd.org

Thank you! 
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