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Outcomes that matter
to patients
The importance of outcomes measurement in clincal practice
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An admired teacher and leader

Prof Jan Lindsten

Clincal Genetics

Evidence based medicine

Process improvements
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# of new MEDLINE publications per year
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Health care development is exponential
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Science is exploding – eg. human proteomics
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Health care costs rising globally at unsustainable rates
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Health care with diminishing returns

Health expenditure 

as % of GDP

1. Health-adjusted life expectancy: Estimates the number of years in full health an individual is expected to live at birth by subtracting the years of ill health (weighted according to 
severity) from overall life expectancy. Sources: WHO, BCG
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Input: Health expenditure per capita (PPP US$, 2014)

Outcome: Health-adjusted life expectancy1 (years, 2015)

Developed economies

Emerging economies
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Healthcare systems with significant challenges

Key 
healthcare
challenges

Unsustainable healthcare cost growth

Access to healthcare 

insufficient or decreasing

Growing complexity

IT and digitalization challenges 
... and opportunities

Growing HC professional 

dissatisfaction

New demands on providers 
Aging population; Patient empowerment & 

demands on transparency of quality 

Increasing competition 
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• Growing knowledge and specialization – growing complexity

• Budget responsibility and cost management by unit or Dept

• Payments fee-for-service, volume based

• Quality typically defined as compliance to guidelines or 

patient safety

• Clinical research squeezed out by "clinical imperative"

Outcomes

Costs

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&ved=2ahUKEwiEztrih5DlAhUqxosKHZZSBmYQjRx6BAgBEAQ&url=http://www.iconarchive.com/show/medical-icons-by-dapino/hospital-icon.html&psig=AOvVaw0LedZmqf9kSNwIBAHs_UzU&ust=1570740836436053
http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&ved=2ahUKEwiEztrih5DlAhUqxosKHZZSBmYQjRx6BAgBEAQ&url=http://www.iconarchive.com/show/medical-icons-by-dapino/hospital-icon.html&psig=AOvVaw0LedZmqf9kSNwIBAHs_UzU&ust=1570740836436053
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Massive variation in health outcomes across OECD

0.5x 

OECD mean

OECD mean 1.5x 

OECD mean

2.0x 

OECD mean

2.5x 

OECD mean

3.0x 

OECD mean

Maternal mortality

Infant mortality

AMI1 30 day mortality

Ischemic stroke 30 day mortality

Diabetes lower extremity amputation

Colorectal cancer five year survival

Cervical cancer five year survival

Breast cancer five year survival

Hemorrhagic stroke 30 day mortality

1.2

Variation

1.8

1.4

9.7

2.9

4.4

3.4

6.0

13.0

1. Acute Myocardial Infarction

Note: Most recent data from 2011-13 used. Mexico and OECD candidate countries not included

Source: OECD Health May 2016, BCG analysis



Median Predicted Survival Age
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Source:  CF Foundation Patient Registry

"What gets measured, gets done" – if we don't measure 

outcomes, do we know what we are doing?
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The Martini Klinik world's largest Prostate Ca hospital

Source: Hospital quality reports 2010

Martini Klinik does over 2k 

prostatectomies /year – largest in EU

Average Hospital

Martini Klinik 95%

5 year disease-specific survival

94%

75.5%

Martini Klinik 34.7%

Average Hospital

Severe erectile dysfunction

43.3%Average Hospital

Incontinence

Martini Klinik 6.5%
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Outcomes measurement and transparency the basis

Value cycle: starts with reliable outcomes data... 

Feedback 

and learning  

Transparent outcomes data

Analyze 

variation

Identify 

current best 

practices   
Change 

behavior

Value created at every stage of process

Value

Improved outcomes

Reduced variation

Reduced medical cost

Continuous improvement

Improved health care value

...to deliver superior 

patient value
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ICHOM organizes international working groups to define standard outcomes

ICHOM is an independent not-for-profit. It 

facilitates a process with international 

physician and registry leaders and patient  

representatives to develop a global Standard 

Set of outcomes that really matter to patients
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Currently 28 Open access Standard Sets published

Published sets cover >50% of global disease burden

Primary/preventative care

• Adult overall health

• Paediatric overall health

• Oral health

Mental health

• Personality disorders

• Depression and anxiety for 

children and young people

• Psychotic disorders

• Disorders related to 

substance use and addiction

• Personality disorders

Musculosketal

• Hand and wrist conditions

In progress

Source: ICHOM; BCG
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Many leading institutions around the world are using the ICHOM standards

>30 Countries

>1000 Organizations

>17 National Registries

OECD PaRIS programme

Source: ICHOM; BCG
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Germans 
represented in 
ICHOM working 
groups

Andreas Bollmann

Markus Ketteler

Richard Dodel

Thomas Steuber

Andreas Schmitt 

Axel Dignass

Claudia Bausewein

Michael Froehner

Hartwig Huland

Markus Graefen

Thomas Wiegel

Günter Feick

Corinna Langelotz

Sandra Nolte

Alexander Obbarius

Matthias Rose
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Precision 
medicine will 
require the 
application 
of AI and 
deep 
learning

Outcomes that 

matter to patients

Outcomes

Costs
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Registry based randomized clinical trials

HR up to 30 days 0.94 (0.72 - 1.22), P=0.63

Source: Professor Stefan James, UCR

Research integrated into daily clinical practice
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