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Dear friends of ICHOM,

outComes are results tHat matter to patIents.

This definition has become our mantra, a short formulation no less expressive for 

its simplicity.  While many still confuse outcomes with process measures, structural 

criteria, and clinical indicators, at ICHOM we recognize that measuring these alone 

cannot systematically improve health care delivery.

That is why our approach is different.  By defining outcomes from the patient’s point of 

view, we showcase an essential perspective that is too often ignored.  

From the beginning, we at ICHOM have agreed that involving patients and patient 

advocacy groups in our daily work is critical to our success.  This is reflected not least in 

our working groups, which bring ICHOM project teams and leading medical experts 

together with patient representatives to define condition-specific minimum outcome 

sets.  Already, we have seen great success in this effort.  With our working groups, 

patients and physicians are meeting at eye level to discuss the outcomes that need 

to be measured, documented, and reported.  This collaborative approach is a key 

element of ICHOM’s work and, we believe, a crucial aspect of the value-based delivery 

model we champion. 

We are proud and grateful that our approach has inspired the support of some of the 

world’s leading patient organizations.  Most recently, our Prostate Working Group, 

which we launched at the meeting of the American Urological Association in early 

May, received substantial support from Movember, one of the world’s most important 

advocates for men’s health (www.movember.com).  We are optimistic that other 

patient groups will follow Movember’s generous example and support ICHOM in our 

mission to “measure, document and publish meaningful outcomes that matter to 

patients.”

Sincerely,

Jens Deerberg-Wittram

ICHOM President



BaCk 
on traCk

Included representatives from Sweden, Norway, Denmark, Germany, Belgium, Netherlands, Switzerland, Scotland, England, 
US, Singapore, Hong Kong, and Australia

In early May, the ICHOM team visited 
Scottsdale, Arizona to launch our latest 
medical condition working group – this 
time in low back pain.  Spine surgeons, 
physiatrists, and outcomes researchers 
from 13 countries joined the meeting to 
discuss ICHOM as a model for international 
collaboration (see photo below). There 
was great debate among the attendees 
about which low back pain conditions to 
prioritize and which specialties to involve 
in the process, but all agreed on the need 
for international comparisons based on an 
ICHOM measurement standard.
 
Progress continues, as well, with our other 
two medical condition working groups that 
were launched late last year:  cataracts and 
coronary artery disease. Both have doubled 
the number of countries involved and now 
cover the four corners of the world, ranging 
from Malaysia and Australia to Catalonia and 
the United Kingdom. These working groups 
are deep in the process of debating which 
outcomes should be included in the ICHOM 
standard and how to measure them. 

 We have made strides elsewhere, too.  We are 
happy to announce the addition of several 
new colleagues over the last months. Three 
new project leaders have joined our team 
and will help us deepen and expand our 
standardization efforts. Hailing from three 
countries, they bring added insight into 
how to extend our work into their respective 
health systems. We are also pleased to have 
on board Research Fellows in each of our 
condition working groups. These bright 
young physicians are dedicating a portion 
of their time to bolster the clinical expertise 
of our project teams, which is an invaluable 
help. Please see below for pictures of our 
new team members. 
 
Our ICHOM team and our working groups 
look forward to announcing ICHOM 
Standards Sets for our four priority 
conditions at our annual conference this fall. 
We are confident this will be the beginning 
of a revolutionary change in health care, 
in which any provider can start measuring 
outcomes and compare his performance to 
that of leading providers around the world. 



four lessons for highly effective outcome 
data collection

six lessons for highly  effective outcome reporting 
and use of data in practice improvement 
improvementprovementmprovement

In the last months we have done a great number 
of interviews with provider organizations, quality 
registries, IT-tech suppliers, and representatives of 
other organizations working in the field of outcome 
measurement. These conversations have left no doubt 
that outcome measurement is happening today, and 
that there are terrific examples from which to learn. All of 
these organizations are innovators, those that just started 
as well as those that have been collecting outcome data 
for twenty years, and while they remain the exception 
rather than the rule, their pioneering efforts point the 
way forward for other organizations. 

At ICHOM, one of our most important aims is to gather 
their hard-earned lessons in outcome measurement 
and spread it to others. In that spirit, we have drawn the 
following ten lessons, and have highlighted below a few 
examples that showcase how this is approached today:
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use multIple sourCes for 
data ColleCtIon

make data ColleCtIon part of 
Care proCess and WorkfloW

use 'Customer-CentrIC' 
forms/tools

BuIld multI-step data 
verIfICatIon proCess

make data readIly aCCessIBle 
(real-tIme)

Create sImple and vIsual 
reportIng form & summary sCores

make ComparIsons and 
BenCHmark data

use data for deCIsIon support In 
Care delIvery

puBlICly report transparent, 
rIsk-adjusted data on outComes

faCIlItate and 'HardWIre' 
a learnIng Culture

Best praCtICes 
In outComes 
ColleCtIon and 
reportIng



1 use multiple sources for 
data collection

 + Provider questionnaire
 + Patient questionnaire (PROMs)
 + Exisiting clinical data sources
 + Existing administrative data 

ICHOM defines minimum set of outcomes 
to be measured per medical condition

2 make data collection part of care 
process and workflow

Duke Oncology and Partners PROMs 
Programs integrate data collection 
to minimize additional steps beyond 
existing 'workflow'

3 use 'customer-centric'
forms/tools

Sweden Rheumatology Quality Registry 
heavily involves the end-user in the 
design of tools

4 Build multi-step data  
verification process

STS uses automated check and assigned 
data managers for data entry and 
auditing

5 make data readily accessible 
(real-time)

Partners HealthCare PROM reports give 
real-time feedback to users

6 Create simple and visual 
reporting form & summary scores

STS Registry uses star rating system and 
composite score in public reporting

7 make comparisons and 
benchmark data

Australia and Sweden's joint registries 
compared results and implemented 
change 

8 use data for decision support in 
care delivery

Aravind Physicians use web-tool dashboard 
to review their outcome data  and address 
issues

9 publicly report transparent, 
risk-adjusted data on outcomes

SART Registry reports to patients access 
to IVF outcomes by clinic on their website

10 facilitate and 'hardwire'  
a learning culture

Aravind clinics in India convene clinical 
teams and supporting staff weekly to 
discuss quality and address concerns

We are continually looking for more examples that showcase best practices from those 
championing outcome measurement.  If you know anyone or any organization doing 
outstanding work in outcome collection and/or reporting, we hope you will reach out 
to Pieter de Bey from the ICHOM team (p.de.bey@ichom.org) so we can help share these 
examples with the world.  

please also contact pieter for additional information on the data-collection methods 
—and their applications around the world—highlighted here.

Best praCtICes 
In outComes 
ColleCtIon and 
reportIng In deptH:



neW faCes

Carter Clement, md, mBa
orthopedic resident
university of north Carolina
low Back pain

erICa spatz, md, mHs 
fellow in Cardiovascular 
medicine
Yale-New Haven Hospital
Coronary Artery Disease

Imran maHmud, md
academic foundation doctor 
oxford university Hospitals
Cataract

neIl martIn, md, mpH
radiation oncologist
dana farber Cancer Institute
prostate Cancer

We are Happy to announCe tHe addItIon of several 
neW Colleagues over tHe last montHs tHat WIll Help 
us WItH our expandIng standardIzatIon efforts. 

projeCt leaders researCH felloWs

adIna Welander, md, pHd
sweden

laura massey
united states

tHomas kelley, md, mBa
united kingdom



We are tHankful for our donors

www.ICHom.org


