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EUROPEAN PROJECT PATIENT EDUCATION
2019-2022 (ongoing)

PURPOSE AND NEED

1. EDUCATION OF EUROPEAN PATIENTS  WITH CHRONIC KIDNEY DISEASE 

• ASSESS CURRENT NEEDS 

• MAP EXISTING TOOLS AND PROGRAMMES

2. PATIENT EDUCATIONAL GAPS: 

• IDENTIFY 

• PRIORITIZE 

3. DEVELOP PATIENT EDUCATIONAL TOOLS / PROGRAMMES 



EUROPEAN PROJECT PATIENT EDUCATION
2019-2022 (ongoing)

COUNTRY 

AUSTRIA PROF ALEXANDER ROSENKRANZ

BELGIUM PROF RAYMOND VANHOLDER 

FRANCE PROF CORINNE ISNARD-BAGNIS

POLAND PROF MONIKA LICHODZIEJEWSKA NIEMIERKO

SPAIN DR MARIO PRIETO

SWEDEN DR ULRIKA HAHN LUNDSTRÖM

UK PROF PAULA ORMANDY

UK MS. FIONA LOUD

BAXTER LIAISON DR ANNA KACZMAREK



1. Importance of pre-dialysis education to ensure:

• transfer of knowledge to the patients to accomplish shared decision making 

2. COVID-19 

• shift of behavior: patients willing to use more digital tools

• momentum for digital solutions

3. International programme/ platform for education

• adjusted to country specific needs

• multilingual (local language) 

• multidisciplinary

• easily accessible (free) to patients and their families

• balanced, understandable information

• supported by the community (Patient Associations, Nephrology Societies)

DISCUSSED TOPICS BY THE GROUP



DIGITAL PLATFORM FOR PATIENT EDUCATION

https://mykidneyjourney.com/country-selector https://mykidneyjourney.baxter.at/de

https://mykidneyjourney.com/country-selector
https://mykidneyjourney.baxter.at/de


HOMEPAGE







FOR FAMILY AND CAREGIVERS





RESOURCE CENTER 



UNIQUE DIGITAL PLATFORM FOR PATIENT EDUCATION

• Presenting all possible treatment options (also transplantation and conservative care)

• Unbiased information source to enable shared decision making 

• Involved nephrology experts and patients in the development and review 

• 12 different languages in 16 European countries

• One section dedicated to caregivers and family members

• Section about emotions, intimacy, sport, travel, diet 

• Disability friendly (visually impaired)



ENDORSEMENT OF: 

• INTERNATIONAL NEPHROLOGY SOCIETIES

• NATIONAL NEPHROLOGY SOCIETIES

• PATIENT ASSOCIATIONS 

• OTHER MEDICAL SOCIETIES

https://www.era-online.org/en/strongkidneys/medical-professionals/materials/

https://www.era-online.org/en/strongkidneys/medical-professionals/materials/


PATIENT FEEDBACK

- Questionnaire: 69 questions

- 31 patients

- UK Kidney Patient Involvement Network





GENERAL FEEDBACK

Majority rated the quality of information as very high or high, the length as about right and content easy to understand 

Most would recommend the website to friends and family. 

‘It was completely honest and explained everything’

Clear and concise,  easy to read, informative, not too complex

‘A good amount of information to get started, without being overwhelming’

‘Very relatable’

‘Lots of critical information’

‘I've been a kidney patient for over 5 years and I still learned a lot of new things from the mini guide to CKD terminology.’

‘Better information than some provided in hospital leaflets’

‘User-friendly’

‘Gets to the point and very well laid out and written. Very easy to understand.’



PATIENT QUOTES

❖ I feel that any patient who reads and watches the videos will be able to make a better informed decision.

❖ I would definitely recommend this one (website). I wish this was around when I was first diagnosed, because the information is very 
informing for both caters/patients.

❖ I believe the carers part is amazing, and I’ve sent that on to my mum to read so that she also has a better understanding.

❖ When first diagnosed was left with very little information wondering what would happen, had to search on the Internet which wasn't a 
good idea as it always leads you to the worse possible situation and isn't necessarily what you have! Would be great if GP had more access 
to information sites to give you details/leaflets so you don't feel alone and in the dark at such a scary time

❖ I liked that the information given was clear and concise, a few years back I personally had to make the choice between HD and peritoneal 
dialysis and wish that I had this information given to me in this way at the time, I feel that i could have made a better-informed decision 
about what treatment suits me best.

❖ I have learned some things I didn't know when I was on dialysis.

❖ I crash landed onto dialysis after an emergency C section and started haemodialysis whilst still in hospital, never considered other options

❖ Most people wouldn’t even consider or know they could go away on holiday but this website makes it clear that it is not unrealistic to go 
away on holiday which I really liked. This is very important because patients feel trapped at home and unable to go away.

❖ Let my husband read this as he helps me with HHD. Said good to read and realize not alone. Would have been good to have this at the 
beginning of my/ his journey.

❖ The information given was very accurate, at least from my own experience, I wish I had this available to me at the time of my treatment. 
Patients may need to be heavily encouraged to make the effort to access this information as when given a new diagnosis things can be 
overwhelming.


