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Our ambitions for 2021-2025 

1. We enforce good and accessible colorectal cancer care and are actively committed 
to prevention.

2. We are the platform for the exchange of information and experiences with 
darmkanker.nl, our social media channels and our network events.

3. We stimulate innovations and participate in research to improve the quality of care 
and life

4. We raise targeted funds and work with partners to realize our goals and activities



2022 Highlights

• Advising the National Health Council on lowering the screening age (55 à 50)

• Establishing of a (medical) advisory board

• Improving our website  & extending our social media, like the launch of an online 
community and a digital magazine. 

• Campaigns aimed at I. recognizing CRC symptoms and II. strengthening the shared 
decision-making process. 

• Participation in research projects and projects aimed at improving the quality of 
care.



Shared decision making 
* Positive personal experience with “ shared decision making” as stage IV CRC patient:

v Selection of the interval between follow-up CT-scans, radical reduction of “total parenteral nutrition” after
my 4th surgery, early access to test results.

• 88% of Dutch patients want to be involved. However, only 44% managed to discuss
their preferences. (Kuijpers et al, 2021)

• 85% of Dutch patients regards “no treatment” as a highly valuable and significant 
choice.  But in only 28% of situations “non-intervention” was discussed (Kuijpers et al, 
2021) 



Online aid Shared Decision Making

• Developed in 2016,  redesigned (by researchers, physicians and patients) in 2021

• Audience: non-resectable stage IV CRC patients and their physicians.

• Used in 29 clinics in The Netherlands, expanding

• Its use is free for patients, including patients from non-participating clinics.

• Opening an account is easy and takes less than one minute. 

• https://mlds.keuzehulp.nl/keuzehulpen/dikkedarmkanker

https://mlds.keuzehulp.nl/keuzehulpen/dikkedarmkanker


CRC explained

• What is CRC ?

• Mutations

• Side effects

• Tumor board

• Life 
expectancy

• Research



Questions on:

• Quality of live

• Influencers
(caretakers)

• ECOG score

• Present discomfort

• Use of 
supplements, 
alternative
medicine



Options

Possible treatments
suggested by the
physician.

• Folfox with or without 
Bevacizumab

• Folfiri with or without 
Bevacizumab

• No treatment at this
moment, except pain
management etc.



Pro’s and con’s

• Weighing treatment options,  
wants to see a child enter high 
school in 18 months ,so doing
nothing is not realistic.

• Patient sees that Folfiri and
Folfox are equal in 
effectiveness and severity. 

• Patient notices however the
increased risk of hair loss in 
Folfiri vs neuropathy in Folfox.  
Loves to play the piano, and
doesnt mind becoming bald
so….. 





Questions?


