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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
outcomese

How a patient feels and functions.

Reported by the patient.



Outcomes domains (n=106)
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The SONG Initiative

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

SONG-HD SONG-KIDS SONG-TX SONG-PD
Haemodialysis Children and adolescents Kidney transplantation Peritoneal dialysis

SONG-GD SONG-PKD SONG-CKD GET INVOLVED

Glomerular disease Polycystic kidney disease Chronic kidney disease
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SONG-Kids

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

? Ability to travel
Ability to work
Academic performance

Anemia
Anxiety/stress
Blood pressure

1| uFE PARTICIPATION]

Bone health

SURVIVAL
KIDNEY FUNCTION
INFECTION

Cognition
Depression

Fatigue
Growth

Hospitalization

Impact on family/friends

Mobility

Pain
Self-esteem

Cardiovascular disease

Appearance
Diabetes

Financial impact

Gastrointestinal
problems

Itching
Sleep

Thirst
Appetite

Vision



SONG-CKD

Gastrointestinal problems
Blood pressure

Fatigue Cramping
Infection
Physical function Mood
Protein in the urine _
Anaemia Weight
Potassium ltchy skin
: : Memory/cognition
L GOIE G elelhl=: Kidney function -
Critically important . — . @ Restless legs
to all stakeholder Life participation Sleep
groups Cardiovascular disease Hospitalisation SN
Report in all trials Fluid retention
Death
2 MIDDLE TIER Ca, PHOS or PTH Appetite

Critically important to

| t family/friend
some stakeholder mpact on family/triends

Sexual function

groups Financial impact
Report in some trials Depression .
: Fertility
3 OUTER TIER Bone disease
Important to some or Anxiety

all stakeholder groups
Consider for trials



SONG-Tx

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

Important to some or
all stakeholder groups
Consider for trials

| LIFE PARTICIPATIONI

2 Ability to work
Anaemia
Blood pressure

Bone disease

1 GRAFT HEALTH Cancer (skin)
CARDIOVASCULAR Cognition
DISEASE Depression
CANCER Diabetes
INFECTION Eys problutiis

Fatigue

High cholesterol
MORTALITY

Hospitalisation
Sun sensitivity
Surgical complications



Measuring life participation



Results

Adults
kidney fransplant
recipients

Ju, Transplantation, 2019



Recommendations

* 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



SONG Life Participation Core Outcome Measure
Please respond to each item by marking one box per row.

During the past month...

Never Rarely  Sometimes  Usually Always N/A

| could do my leisure
activities e.g. exercise,

hobbies, travel ] 2 . 1 “
| could do my family [] ] O O O [
activities 1 9 3 4 5
| could do my work e.g. (] a 0 O O []
:tr:g)lloymem, housework, ] 5 3 4 5
| could do my social O O N O O [
activities with : 5 5 4 5

friends/others

N/A, not applicable
Jaure, KI Reports, 2024



Results

. Enabling_ Having broad
Adults m’:]erpr%tatéon l Sl ezl
- within individua
with D contexts and frelevance
circumstances
Highlighting .
o Supporting
opportunities widespread

to address life

participation implementation

Hughes, CJASN, 2025



Adults
with CKD

“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).

Capturing key
life activities
common to all
patients

Considering

relevance to

patient’s own
priorities

Reflecting the
goal of leading
a fulfilling life

Acknowledging
the variability
and multiplicity
of domains

Facilitating
linguistic and

cultural

translation

Enabling

Interpretation
within individual
contexts and
circumstances



Adults
with CKD

Covering the
spectrum of
CKD stages and
diagnoses

Having broad
clinical
relevance
across CKD

Allowing
comparisons
across treatment
stages

Accounting for
individual
variability

“If | was to do this before
my transplant, | would
probably say always for all
of these, but after my
transplant, all of this has
been improved” (Patient,
Australia).



Adults

with CKD
Supporting |
- Ensuring
WldeSpread accessibility and
implementation aoross different
settings
Minimising
burden of
administration
and
completion
Seeking

Establishing
psychometric
robustness

endorsement
to legitimate
the measure

“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).



Developing age-specific measures

Considering literacy

Utilizing relevant and clear
language

Using engaging formats

. ishi i Respecting
Establishing an appropriate
C h | | d ren recall period developmental

with CKD needs

Reducing the completion burden

Validating for all stages and
diagnosis of CKD

Enabling comparisons across

CKD stages
Establishing :
Ensuring universal Captu"ng broad
WideSpI‘ead applicability across settings

® perspectives

implementation

Allowing for proxy completion
and assistance

Encapsulating key domains of
life participation

Allowing individual
interpretation and
valuation of life

Recognising varying degrees of achieving
participation in different domains

Reflecting the personal context . . .
0 ) St ® Dparticipation
KEY
Emphasizing meaningful participation
in activities
Leads to Acknowledging changes over
time
h g Attributing responses to the
intervention
\ S




SONG-Kids Life Participation Core Outcome Measure
Please answer each question by ticking one box per row.

During the past month ...

None of A little of Some of Most of the All of the Does not
the time the time the time time time apply to
ONONONONOE.
| could do my fun things like
draw, sport, travel, games, and a1 2 a3 4 a5 a
read.
| could do things with my
family like birthdays, going out. = J2 3 J4 5 =
| could do the things | need to
do like school, study, helping out Qa1 a2 a3 Q4 a5 d
at home, job.
| could do things with m
I Y 0 Q2 Q3 Q4 a5 0

friends like go to parties.




Recommendations for all measures

* The measure and aim needs to be well disseminated.

o Facilitate personal relevance and interpretation.
* Psychometric robustness through pilot and validation studies.

* Measure must be easy to administer and complete.



Strategies to iImprove
ife participation



Resulls ‘
Children Emphasizing life

with CKD priorities




Results

Children Emphasizing life
with CKD priorities self-esteem and

mofivation

Fortifying mental health,

Facilitating

Minimising
treatment burden

opportunities in
community settings

.



Results

Children
with CKD

Facilitating
opportunities in

community settings



Resulis ‘
Children Emphasizing life Fortifying mental health,

with CKD priorities self-esteem and

Minimising

motivation

Facilitating
opportunities in

treatment burden

v

community settings



Children
with CKD

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).



Adults
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).

Highlighting

opportunities
to address life
participation

Promoting person-
centered clinical
care

Generating
ideas for novel
interventions to
improve life
participation



INnferventions to improve
ife participation









Other SONG patient-reported
oufcome measures



S>ONG

STANDARDISED OUTCOMES IN NEPHROLOGY

SONG-HD Fatigue
Please indicate your response by ticking one box for each question.

In the past week:

Questions Not at all A little Quite a bit Severely
1. Did you feel tired? []0 (11 []2 [13
2. Did you lack energy? []0 14 []2 []13
3. Did fatigue limit your usual
activities? mE 11 [12 [13

Standardized Qutcomes in-Nephrology © 2019



SONG-PKD: Core outcome measure for pain

This survey is intended to capture your personal assessment of PKD-related pain for the past week. Please
respond to each item by marking one box per row.

In the past week... Sometimes All the time

How often did you have O ] 0 O O
PKD-related pain?

In the past week... Moderate Very High
On average, what was the 0 0 0] 0 0
severity of your PKD-related

pain?

In the past week... Not at all Slightly Moderately

Ho.w .much did P.KD-reIated O O O] O O
pain interfere with your

activities (e.g. work, house-

work, sleep, walking, leisure,

hobbies, sexual life)?




INnvolving patients and
caregivers in research
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