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“Being alive, is 

important. Most of us 

don’t like it. It’s sad … 

life participation is most 

important because 

without it, you can’t do 

anything.” 

- Child with CKD



What are patient-reported 
outcomes?

How a patient feels and functions. 

Reported by the patient.



Range and 
consistency of 

outcomes 
reported 

RCTs in kidney 
transplant recipients



The SONG Initiative

To establish core outcomes for research (trials) across CKD.



Background

Poor school 

attendance

Social 

difficulties

Low 

engagement 

in sport

Reduced 

academic 

achievement

/employment

Higher risk 

of morbidity 

& mortality



The ability to participate 

in activities that are 

meaningful and important 

to patients. 

Life participation





1
Kidney function

Life participation

Cardiovascular disease

Death

2

3

1 CORE OUTCOMES

Critically important 

to all stakeholder 

groups

Report in all trials

2 MIDDLE TIER

Critically important to 

some stakeholder 

groups

Report in some trials

3 OUTER TIER

Important to some or 

all stakeholder groups

Consider for trials

1

SONG-CKD





Measuring life participation



Results
   
Adults 
kidney transplant 
recipients

Ju, Transplantation, 2019



Recommendations 
Establishing a core outcome measure for life participation

• Applicable to all kidney transplant recipients and not categorise activities.

• Interpret life participation based on own context, goals and values. 

• Distinction between mandatory and non-mandatory activities. 

• Recommended recall period between 3-6 weeks. 

Ju, Transplantation, 2019



Jaure, KI Reports, 2024



Results
   
Adults 
with CKD

Hughes, CJASN, 2025



“It's what it means to them .. 

[what something] means to 

one person is not necessarily 

the same as it means to 

somebody else” (Health 

professional, UK). 

Adults 
with CKD



“If I was to do this before 

my transplant, I would 

probably say always for all 

of these, but after my 

transplant, all of this has 

been improved” (Patient, 

Australia). 

Adults 
with CKD



“Pretty broad, quite open-

ended, which is its strength, 

… it doesn’t pigeonhole you 

into things that are too 

specific, that start to get not 

applicable to different 

groups, different settings, 

and different people” 

(Health professional, 

Canada). 

Adults 
with CKD



Results
   
Children 
with CKD



None of 

the time

A little of 

the time

Some of 

the time

Most of the 

time

All of the 

time

Does not 

apply to 

me

I could do my fun things like 

draw, sport, travel, games, and 

read.

❑ 1 ❑ 2 ❑ 3 ❑ 4 ❑ 5 ❑  

I could do things with my 

family like birthdays, going out.
❑ 1 ❑ 2 ❑ 3 ❑ 4 ❑ 5 ❑  

I could do the things I need to 

do like school, study, helping out 

at home, job.

❑ 1 ❑ 2 ❑ 3 ❑ 4 ❑ 5 ❑  

I could do things with my 

friends like go to parties.
❑ 1 ❑ 2 ❑ 3 ❑ 4 ❑ 5 ❑  

SONG-Kids Life Participation Core Outcome Measure 

Please answer each question by ticking one box per row. 

During the past month …



Recommendations for all measures

• The measure and aim needs to be well disseminated. 

oFacilitate personal relevance and interpretation. 

• Psychometric robustness through pilot and validation studies.

• Measure must be easy to administer and complete.



Strategies to improve 
life participation



Results
   
Children 
with CKD

Fortifying mental health, 

self-esteem and 

motivation

Facilitating 

opportunities in 

community settings

Emphasizing life 

priorities

Minimising 

treatment burden
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Facilitating opportunities 

in community settings

“A small program in our 

Paediatric hospital with 

adapted physical activity and 

then we propose some 

individual sessions and then 

also some group sessions” 

(Health professional, 

France).

Children 
with CKD



“A team, psychologist, social 

worker, physiotherapist, doctor, 

and all these specialised people 

work together … help patients 

with quality of their life” 

(Patient, The Netherlands).

Adults 
with CKD



Interventions to improve 
life participation







Other SONG patient-reported 
outcome measures







Involving patients and 
caregivers in research
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