
Implementation and use of patient-reported outcome
measures in routine nephrology care
Willik, E.M. van der

Citation
Willik, E. M. van der. (2023, June 8). Implementation and use of patient-
reported outcome measures in routine nephrology care. Retrieved from
https://hdl.handle.net/1887/3619965
 
Version: Publisher's Version

License:
Licence agreement concerning inclusion of doctoral
thesis in the Institutional Repository of the University
of Leiden

Downloaded from: https://hdl.handle.net/1887/3619965
 
Note: To cite this publication please use the final published version (if
applicable).

https://hdl.handle.net/1887/license:5
https://hdl.handle.net/1887/license:5
https://hdl.handle.net/1887/license:5
https://hdl.handle.net/1887/3619965


Implementation and use of patient-reported 

outcome measures in routine nephrology care

Esmee M. van der Willik



Implementation and use of patient-reported outcome measures in routine  
nephrology care
Esmee M. van der Willik
PhD Dissertation, Leiden University Medical Center, The Netherlands

Cover design and layout: Simone van der Meer
Printed by: Gildeprint
ISBN: 978-94-6419-793-8

Esmee M. van der Willik and other involved researchers declare no conflicts of 
interest. The work in this dissertation was supported by unrestricted grants from 
the Dutch Kidney Foundation (A1D1P04 and 18SWO03), the KIDZ program of the 
Dutch Patient Federation, the Dutch Health Insurers Association and CSL Vifor. Print-
ing of this dissertation was partially sponsored by Chiesi Pharmaceuticals B.V. and 
CSL Vifor.

© Esmee M. van der Willik, Leiden, The Netherlands
All rights reserved. No part of this dissertation may be reproduced, stored in a re-
trieval system or transmitted in any form or by any means without prior written per-
mission of the author.



Implementation and use of patient-reported outcome measures
 in routine nephrology care

Proefschrift

ter verkrijging van
de graad van doctor aan de Universiteit Leiden,
op gezag van rector magnificus prof.dr.ir. H. Bijl,
volgens besluit van het college voor promoties

te verdedigen op donderdag 8 juni 2023
klokke 15:00 uur

door

Elisabeth Maria van der Willik
geboren te Alkemade

in 1992

 



Promotores
Prof. Dr. F.W. Dekker
Prof. Dr. M.H. Hemmelder (Maastricht University)

Co-promotor
Dr. Y. Meuleman

Leden promotiecommissie
Prof. Dr. W.J.W. Bos
Prof. Dr. J.I. Rotmans
Prof. Dr. M.W.J.M. Wouters (Antoni van Leeuwenhoek hospital)
Prof. Dr. N.F. de Keizer (Amsterdam University Medical Centers)





Table of Contents

CHAPTER 1 8
General introduction and thesis outline

PART 1. IMPLEMENTATION OF PROMS INTO ROUTINE NEPHROLOGY CARE 
CHAPTER 2 24
Patient-reported outcome measures: selection of a valid questionnaire for 
routine symptom assessment in patients with advanced chronic kidney disease – 
a four-phase mixed methods study
BMC Nephrology, 2019

CHAPTER 3 52
Validity and reliability of Patient-Reported Outcomes Measurement Information 
System (PROMIS®) using Computerized Adaptive Testing (CAT) in patients with 
advanced chronic kidney disease
Nephrology Dialysis Transplantation, 2022

CHAPTER 4 80
Routinely measuring symptom burden and health-related quality of life in 
dialysis patients: first results from the Dutch registry of patient-reported outcome 
measures (PROMs)
Clinical Kidney Journal, 2020

PART 2: USE OF PROMS AT POPULATION LEVEL AND IN INDIVIDUAL
PATIENTS IN ROUTINE NEPHROLOGY CARE
CHAPTER 5 104
Funnel plots of patient-reported outcomes (PROs) to evaluate healthcare quality: 
basic principles, pitfalls and considerations
Nephrology (Carlton), 2021

CHAPTER 6 128
Itching in dialysis patients: impact on health-related quality of life and 
interactions with sleep problems and psychological symptoms – results from the 
RENINE/PROMs registry
Nephrology Dialysis Transplantation, 2022



CHAPTER 7 164
Patient-reported outcome measures (PROMs): making sense of individual PROM 
scores and changes in PROM scores over time
Nephrology (Carlton), 2021

CHAPTER 8 184
Discussing results of patient-reported outcome measures (PROMs) between 
patients and healthcare professionals in routine dialysis care: a qualitative study
BMJ Open, 2022

CHAPTER 9 218
Summary and general discussion

APPENDICES 242
Dutch summary (Nederlandse samenvatting)
Acknowledgements (Dankwoord)
Curriculum Vitae
PhD portfolio
List of publications


