Supplementary Table 7. Administered questionnaires

Age

ly-4y

5y

6y -7y

8y — 15y

16y —-17y

18y+

18y+ Representative

Socio-demographics

Parent proxy:

Socio-demographic
guestionnaire

Parent proxy:
Socio-demographic
guestionnaire

Parent proxy:
Socio-demographic
questionnaire

Parent proxy:
Socio-demographic
questionnaire

Parent proxy:
Socio-demographic
questionnaire

Self:
Socio-demographic
questionnaire

Proxy:
Socio-demographic
questionnaire

PROMIS Mental health

Self:

Anxiety CAT V2.0"
Depressive symptoms
CAT V2.0"

Cognitive function

Self:

Anxiety CAT V2.0
Depressive symptoms
CAT V2.0"

Cognitive function

Self:
Anxiety CAT V1.0"
Depression CAT V1.0

Cognitive function

Proxy:

Cognitive function

SF7a V1.0# SF7a V1.0# SF8a V2.0# SF8a V2.0#
Parent proxy: Parent proxy: Parent proxy: Parent proxy:
Anxiety CAT V2.0% Anxiety CAT V2.0% Anxiety CAT V2.0% Anxiety CAT V2.0%
Depressive symptoms  Depressive symptoms  Depressive symptoms  Depressive symptoms
CAT V2.0 CAT V2.0° CAT V2.0° CAT V2.0
Cognitive function Cognitive function Cognitive function Cognitive function
SF7a V1.0 SF7a V1.0% SF7a V1.0% SF7a V1.0%
PROMIIS Physical health Self: Self: Self: Proxy:
Physical function CAT Physical function CAT Physical function CAT Physical function CAT
V2.0 V2.0 V2.0 V2.0
Fatigue CAT V2.0 Fatigue CAT V2.0 Fatigue V1.0 SF8a*
Parent proxy: Parent proxy: Parent proxy: Parent proxy:
Physical function UE Physical function UE Physical function UE Physical function UE
SF8a V2.0 SF8a V2.0% SF8a V2.0% SF8a V2.0
Fatigue CAT V2.0% Fatigue CAT V2.0° Fatigue CAT V2.0° Fatigue CAT V2.0%
PROMIS Social health Self: Self: Self: Proxy:

Parent proxy:
Peer relationships CAT
V2.0%

Parent proxy:
Peer relationships CAT
V2.0%

Peer relationships CAT
V2.0"

Parent proxy:
Peer relationships CAT
V2.0%

Peer relationships CAT
V2.0*

Parent proxy:
Peer relationships CAT
V2.0

Ability to participate
in social roles and
activities CAT V2.0*
Satisfaction with
social roles and
activities CAT V2.0"
Companionship SF6a
V2.0#

Emotional support
SF8a V2.0*

Social isolation SF8a
V2.0#

Ability to participate
in social roles and
activities CAT V2.0"

Companionship SF6a
V2.0#

TNO Questionnaires (and

subscales)

Proxy:
TAPQOL

Sleep
Appetite

Parent proxy:
TAPQOL

- Sleep

- Appetite

Parent proxy:

TACQOL

- Physical
symptoms

Self + Parent proxy:

TACQOL

- Physical
symptoms

Self:

TAAQOL

- Gross motor
- Fine motor

Self:

TAAQOL

- Gross motor
- Fine motor




Supplementary Table 7. Administered questionnaires

Age 1y — 4y Sy 6y —7y 8y — 15y 16y —-17y 18y+ 18y+ Representative

- Lungs - Lungs - Motor function - Motor function - Pain - Pain

- Stomach - Stomach - Autonomy - Autonomy - Sleeping - Sleeping

- Skin - Skin - Cognitive - Cognitive - Cognitive - Cognitive

- Motor function - Motor function function function function function
(> 1.5 years) - Social function - Social function - Social function - Social function - Social function

- Social function - Problem - Positive - Positive - Daily activities - Daily activities
(> 1.5 years) behavior emotions emotions - Sexuality - Sexuality

- Problem - Communication - Negative - Negative - Vitality - Vitality
behavior - Anxiety emotions emotions - Happiness - Happiness

- Communication - Positive mood - Depressive - Depressive
(> 1.5 years) - Liveliness moods moods

Anxiety
Positive mood
Liveliness

Aggressiveness

Aggressiveness

Notes. y = years, m = months, PROMIS = Patient-Reported Outcome Measurement Information System, CAT = Computerized Adaptive Tests, SF = Short form, UE = Upper Extremity. * Compared to the Dutch
general population, # Compared to the US general population, $ Compared to a subset of the US general population and a clinical population.
PROMIIS pediatric and proxy-report measures and corresponding normative data: Anxiety — CAT V2.0 (1, 2), Depressive symptoms — CAT V2.0 (1, 3), Cognitive Function —SF7a V1.0 (4), Fatigue — CAT V2.0 (5,
6), Physical Function Upper Extremity (UE) Function — CAT V2.0 and Physical Function Upper Extremity (UE) Function proxy-report SF8a V2.0 (7) and Peer relationships — CAT V2.0 (8, 9).

PROMIIS adult measures: Anxiety — CAT V1.0 (10), Depression — CAT V1.0 (10), Cognitive Function — SF8a V2.0 (4), Fatigue — SF8a V1.0 (11), Physical Function — CAT V2.0 (12), Ability to Participate in Social
Roles and Activities — CAT V2.0 (12), Satisfaction with Social Roles and Activities — CAT V2.0 (12), Companionship — SF6a V2.0 (13), Emotional Support — SF8a V2.0 (14) and Social isolation — SF8a V2.0 (15)).
TAPQOL = TNO-AZL Questionnaire for Preschool Children’s Health-Related Quality of Life (16), TACQOL = TNO-AZL Questionnaire for Children’s Health-Related Quality of Life (17), TAAQOL = TNO-AZL
Questionnaire for Adult Health-Related Quality of Life (16).
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