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The Dutch Kidney Patients association 
(NVN) stands for 

• 7.500 Members 

• Persons with chronic kidney disease, 
parents, partners, living donors (600+)  

• 20 employees (15 fte) and more than 170 
volunteers 

• Patient expertise is our core business 

• Six key points 

2 
Dutch Kidney Patients Association NVN 

DUTCH KIDNEY PATIENTS ASSOCIATION 
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DUTCH KIDNEY PATIENTS ASSOCIATION 

Being in control/ 
selfmanagement 

Share experience 
based knowledge 

Usefull + reliable 
information 

Quality and 
Research 

Donation & 
Transplantation 

Societal 
participation 
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NVN PARTICIPATES IN MEDICAL GUIDELINES -> SDM  

Progressive kidney disease 

DIAGNOSIS &  
INITIAL TREATMENT 

KIDNEY FAILURE / 
RENAL REPLACEMENT 

THERAPY 

PALLIATIVE CARE 

Multidisciplinary guideline 
chronic kidney disease 

(CKD) 

Medical guideline 

GP Standards 

Guideline RRT or 
abstination           

Option Grid  

Decision aid 

Guideline palliative care … 

SHARED DECISION 
MAKING 
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Elwyn 2012 3 Good Questions 
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2 Consult Cards (Option Grids) 



Reflection time 

• talks to partner, family and other 
involved people in the surroundings 

• referral to the decision aid on base of 
patient experiences www.nierwijzer.nl 

   (Kidney Guide) 
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SHARED DECISION MAKING 

http://www.nierwijzer.nl/


 
 

Decision Aid ‘Nierwijzer’ 

Dutch Kidney Patients Association NVN 
8 



 
 

Decision Aid ‘Nierwijzer’ 
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Decision Aid ‘Nierwijzer’ 
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Video-Paul.mov


 
 

Decision Aid ‘Nierwijzer’ 
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Decision Aid ‘Nierwijzer’ 
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Decision Aid ‘Nierwijzer’ 

Dutch Kidney Patients Association NVN 
13 



 
 

Decision Aid ‘Nierwijzer’ 
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International search in decision aids RRT 

• A literature review – 33 instruments 

• Comparison on the IPDAS criteria 

• Interviews with key persons  

• Test with experienced patients 

• -> my dialysis choice 

• -> add video fragments of real patients 
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THE PROCESS OF MAKING THE KIDNEY GUIDE 
First step: search 



Steering committee 

• Representatives different professions 
(nephrologist, nurse, social worker, 
insurance company, Dutch Kidney 
Foundation) – link to guideline 

Advising committee 

• 8 patients and 1 partner of a patient 

16 
Dutch Kidney Patients Association NVN 

THE PROCESS OF MAKING THE KIDNEY GUIDE 
Building and tailoring  the Kidney Guide 



Check by working group of the guideline  

• Fragments with unknown medical statements 
 

Users acceptance test (UAT) 

• 9 patients 

• Live test with PC – observation 

• Questoinnaire 
 

Online test 

• 9 professionals 

• Questionnaire 
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THE PROCESS OF MAKING THE KIDNEY GUIDE 
Testing the Kidney Guide 



Release 8th of october 2016 

• Focus on patients 

• Dutch Kidney Conference – 350 visitors 

• Online media 

• Special on SDM in our magazine – 8.500 
copies 
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THE PROCESS OF MAKING THE KIDNEY GUIDE 
Implementation of the Kidney Guide 



March 2017 – Consult cards 

• Focus on healtcare providors 

• Press release 

• Information package 
• Nephrologists, Nephrology departments in Dutch hospitals, 

Regional patients associations 
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Implementation of the Kidney Guide 



And…… 

• Presentations 

• Procedures information process - 3 
Hospitals - good example 

• Join research on SDM and home dialysis 
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THE PROCESS OF MAKING THE KIDNEY GUIDE 
Implementation of the Kidney Guide & Research 



Per week (35 weeks online) 

• 109 Sessions 

• 68 Unique users 

• 6.14 minutes, average stay 

• 12.6, average pages 
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Use of the kidney guide so far 
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QUESTIONS 

https://www.google.nl/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwiWg5iJ6szKAhUG-g4KHTBlAOgQjRwIBw&url=https://www.afm.nl/nl-nl/professionals/nieuws/2015/okt/faq-beloningsbeleid&psig=AFQjCNHUtldQ7LoiNzUAuwTMiUqR1tXevg&ust=1454080188498796

