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Mandatory fields are marked with *; Core data is marked in orange, Data that is included in the standard
plausibility check is marked with #

Informed consent for the registry* 0] Yes L No
Date of informed consent for the registry*

Informed consent for EURREB [ Yes 0 No

Date of informed consent for EURREB

Does the consent cover data transfer to

non-EU countries? [ Yes HINo
Informed consent for the IIT# [ Yes I No
Date of informed consent for the [IT#

Date of decision for GLP-1RA treatment#

Date of GLP-1RA Product handling#

Withdrawal for registry# O] Yes [ No

Date of withdrawal from the registry#

[INo further data collection,
but existing data can be
included in further analysis

Withdrawal for IT# Yes O No
Date of withdrawal from the [IT#

Handling of existing data after withdrawal [J Complete deletion of
from the registry# data

Sex* 1 Female 1 Male (1 Other J Unknown
Gender 1 Female 1 Male (1 Other 1 Unknown

Date of birth*

Country of living#

Genetic testing* O Examined, positive result O Examined, negative result

Method used for O Whole genome sequencing I Whole exome sequencing [ Panel

genetic testing# sequencing
[J Single gene sequencing O Other 0 Unknown

Date at genetic
testing#

If positive result:
Affected gene (repeatable element!):

Affected gene#
Gene, others

Zygosity# I Biallelic, compound [ Biallelic, homozygous LI Digenic
heterozygous
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Classification of the
variant based on ACMG
classification#

Date of ACMG
classification

cDNA

Reference sequence on
cDNA level#
Aberration on protein
level#

Reference sequence on
protein level
Inheritance#

Copy number variations
ISCN version

Other genetic findings
Confirmed diagnosis:
Orpha code

Confirmed diagnosis: ICD

code

Genes examined with
negative results
Are the raw data of

genetic testing available?

If negative result:
Genetic examinations
with negative results

Genes examined with
negative results

Are the raw data of
genetic testing
available?

Suspected diagnosis:
Orpha code
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[J Double heterozygous [J Monoallelic,
heterozygous

[J Benign 0 Likely benign

L1 Pathogenic ] Variant of uncertain
significance

[ Variant shared with mother [ Variant shared with father

[ Variant is de novo (neither L] Mother not examined
the mother nor the fatheris

affected)

L] Both parents not examined

OYes ONo O Unknown
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O] Likely
pathogenic

O Variant
shared with
both
parents

[ Father
not
examined

O Whole genome sequencing [0 Whole exome sequencing O Panel
sequencing
L1 Single gene sequencing O Other O None

OYes ONo O Unknown
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Weeks of gestational age
Birth weight known? LI Yes [ No

Birth weight# kg

Birth length known? LI Yes LI No

Birth length# cm

Head circumference LI Yes I No

known?

Head circumference# cm

Pregnancy and birth I Normal [ Abnormal I Unknown
history

Pregnancy and birth
anomalies

Neonatal feeding 0] Yes I No [J Unknown
problems

Breastfeeding I Yes I No [J Unknown
Duration of exclusive months

breastfeeding

Neonatal severe I Yes [J No ] Unknown
irretractable diarrhea

Age at onset of years
obesity#

First contact with
specialized center#

Weight and height data up to baseline visit (repeatable element!)#
Age Weight Height
years kg cm

Country of origin of the mother
(ethnic group)

Ethnicity of the mother# U] African American L] White LI Hispanic
0] Asian [J Mixed L] Other
[J Unknown
Maternal weight known? LI Yes, asked [J Yes, measured [ No
[J Unknown
Weight of mother# kg
Maternal height known? L] Yes, asked [J Yes, measured [ No
[J Unknown
Height of mother# cm
Metabolic and Bariatric surgery [ Yes LI No [J Unknown

(MBS) in the mother

Obesity-associated comorbidities of the mother:

U] Prediabetes L] Diabetes mellitus Type 2 LI Dyslipidaemia
U] Prehypertension LI Hypertension LI Metabolic Dysfunction-
associated Steatotic Liver Disease
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U] Hyperandrogenemia/ polycystic L] Obstructive sleep apnea LI Psychiatric comorbidities (e.g.
ovary syndrome depression)
O] Orthopaedic comorbidities LI None

Concomitant disease of the mother

Country of origin of the father
(ethnic group)

Ethnicity of the father# 0J African American L] White L] Hispanic
L] Asian [ Mixed L] Other
1 Unknown
Paternal weight known? [ Yes, asked ] Yes, measured I No
[ Unknown
Weight of father# kg
Paternal height known? [ Yes, asked [ Yes, measured 1 No
1 Unknown
Height of father# cm
Metabolic and Bariatric surgery [ Yes LI No [J Unknown

(MBS) in the father

Obesity-associated comorbidities of the father:

U Prediabetes LI Diabetes mellitus Type 2 L] Dyslipidaemia

U Prehypertension L] Hypertension L] Metabolic Dysfunction-
associated Steatotic Liver Disease

U Orthopaedic comorbidities [ Obstructive sleep apnea LI Psychiatric comorbidities (e.g.

depression)
L] None

Concomitant disease of the
father

Consanguinity LI Yes LI No L] Unknown

Number of siblings

Number of siblings with obesity
Number of siblings with the same
genotype and obesity

Number of siblings with underweight/
normal weight/overweight

Number of offsprings

Number of offsprings with the same
genotype and obesity

Number of offsprings with underweight/
normal weight/overweight

Number of offsprings with the same
genotype and underweight/ normal
weight/overweight

Lifestyle interventions# O Yes O No O Unknown
Number of lifestyle
interventions#
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Duration of lifestyle weeks

interventions (repeatable

element))#

Previous tobacco O Yes, reqular O Occasional O Never O Unknown

consumption#

Anti-obesity medication (repeatable element!)#

O VYes I No O Unknown
Name of anti-obesity medication
ATC code of anti-obesity medication
Date at onset of anti-obesity
medication

Start date not known at all O
Date at discontinuation of anti-
obesity medication

Dose of anti-obesity medication
Unit of anti-obesity medication IU; mg/kg; mg/mL

Metabolic and bariatric surgery (repeatable element!)#

OYes O No O Unknown

Age at metabolic and O VYes O No

bariatric surgery

known?

Age at metabolic and years

bariatric surgery

Type of metabolic and O Gastric balloon O Gastric banding O Sleeve gastrectomy
bariatric surgery

O Roux-en-Y gastricbypass [ Others:

O Active

O Exitus
Cause of death#
Date of death#

O Lost to follow-up
Date of last contact#

Are samples O VYes O No
available?#
Sample O Adipocytes/preadipocytes [J Adipose tissue [ DNA O Fibroblasts
availability#
OiPSCs O Plasma OO RNA O Serum

O Whole blood O Others:
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Please choose the type of visit. This choice has consequences on the availability of data fields and their use in

scientific analyses.

Baseline visit: The visit conducted around the time of consent, usually the most comprehensive examination.
Annual visit: The primary yearly visit, important for scientific analysis; multiple visits within a short period

may be combined.

Telephone visit: A condensed visit capturing only the relevant data elements accessible through this format.

Anthropometry

Weight examined?

Weight#

Height examined?

Height#

Head circumference examined?
Head circumference

Waist circumference examined?
Waist circumference

Hip circumference examined?
Hip circumference

Blood pressure examined?
Systolic blood pressure
Diastolic blood pressure

Heart rate

Tanner stage P examined?
Tanner Stage P#

Tanner stage B examined? (if female)

Tanner Stage B#

Testes volume (left) examined? (if male)

Testes volume (left)

Testes volume (right) examined? (if male)

Testes volume (right)

O Examined

O Examined [ Not examined
kg

[J Examined [ Not examined
cm

] Examined
cm

] Examined
cm

[J Examined
cm

[J Examined
mmHg
mmHg
bpm

[J Examined

i O2 0304 Os

] Examined

Oa O2 0304 Os

] Examined
ml

] Examined
ml

[J Not examined
] Asked

O Asked

[J Not examined

[J Not examined

[ Not examined

[ Not examined

[ Not examined

] Not examined

] Not examined

] Not examined

Body composition#

Date of body composition assessment

Method used to measure body
composition

Fat mass

Fat mass

Lean mass

Bone mineral content

Bone mineral density
Android/gynoid ratio

Bone age

Result of bone age assessment

] Examined
L1 BIA
1 DXA
kg
%
kg
g
glcm?
] Examined

] Not examined

] BodPod

[ Other:

[ Not examined
Month, years
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Physical examination#
Eyes/Ears/Nose/Throat

Specification of EENT
anomalies
Head/Neck/Thyroid
Specification of
Head/Neck/Thyroid anomalies
Respiratory tract
Specification of respiratory
tract anomalies

Lymph nodes

Specification of lymph nodes
anomalies

Abdomen

Specification of abdomen
anomalies

Lymphedema

Skin

Specification of skin anomalies

Other physical anomalies

Specification of other physical
anomalies

] Examined
] Normal

[J Abnormal, clinically significant

] Normal

[J Abnormal, clinically significant

] Normal

[J Abnormal, clinically significant

O Normal

0J Abnormal, clinically significant

O Normal

0J Abnormal, clinically significant

O Yes ] No
] Normal

L1 Abnormal, clinically significant

] Normal

L1 Abnormal, clinically significant

[J Not examined

[J Abnormal, not clinically
significant

[J Not examined

[J Abnormal, not clinically
significant
] Not examined

[J Abnormal, not clinically
significant
] Not examined

[J Abnormal, not clinically
significant
[J Not examined

[J Abnormal, not clinically
significant
[J Not examined

] Not examined

[J Abnormal, not clinically
significant
[J Not examined

[J Abnormal, not clinically
significant
LI Not examined

Impaired fasting glucose#

Age at onset of impaired fasting

glucose#
Impaired glucose tolerance#

Age at onset of impaired glucose

tolerance#

O Yes ] No ] Unknown
years

O Yes ] No ] Unknown
years
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Diabetes mellitus type 2# LI Yes I No I Unknown
Age at onset of Diabetes mellitus type years
2#
Diabetic complications LI Yes I No I Unknown
Specification of diabetic complications [ Nephropathy L] Neuropathy [ Retinopathy
(repeatable element!)

L] Others:
Age at diabetic complications years
Dyslipidaemia# [ Yes I No [ Unknown
Age at onset of dyslipidaemia# years
Hypertension# [ Yes I No J Unknown
Age at onset of hypertension# years
Metabolic Dysfunction-associated I Yes I No [J Unknown
Steatotic Liver Disease (MASLD)#
Age at onset of MASLD# years
Metabolic Dysfunction-associated I Yes L No [J Unknown
Steatohepatitis (MASH)#
Age at onset of MASH# years
Liver fibrosis# I Yes O No [J Unknown
Age at onset of liver fibrosis years
FIB4 Score [J Examined [J Not examined
Result of FIB4 Score
Fibroscan/elastography [J Examined ] Not examined
Results of fibroscan/elastography kPa

If results in kPa is not available, please OFo/F2 OF2 OF3 OFs
choose “F grading”:

Liver biopsy [J Examined [J Not examined
Age at liver biopsy years
Results of the liver biopsy (fibrosis) ] Fo: nofibrosis [ F1: portal fibrosis without septa [ F2:

portal fibrosis with few septa [J F3:numerous septa without
cirrhosis [ F4: cirrhosis

Results of the liver biopsy (activity) [J Ao: no activity [J A1: mild activity [J A2: moderate activity
[ A3: severe activity

Additional findings on liver biopsy

Liver transplantation# L Yes I No L1 Unknown
Age at liver transplantation years
Obstructive sleep apnea# L Yes I No 1 Unknown
Age at onset of obstructive sleep apnea years

Psychosocial status
Psychiatric comorbidities# [ Yes I No 1 Unknown
Type of psychiatric comorbidity L] Depression LI Self-harming behavior L] Suicidal behavior
(repeatable element!)#
LI Other:

Age at onset of psychiatric years
comorbidity
Psychiatric intervention LI Yes LI No [J Unknown

Lifestyle

Abnormalities in eating behavior
Physical activity hours per week
Sedentary activities hours per day
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Screen time hours per day

Sleep duration hours per day

Current tobacco consumption [ Yes I No I Unknown

Tobacco use (repeatable element!):

Type of tobacco used Quantity Unit Frequency of use
Cigarettes Number of cigarettes | Per day/week/month/year
Cigar Number of cigars Per day/week/month/year
Pipe Number of pipes Per day/week/month/year
Chewing tobacco Pinch/Snuff Per day/week/month/year
Snuff Pinch/Snuff Per day/week/month/year
Alcohol consumption units/week

Orthopaedic I Yes I No ] Unknown
Comorbidities#

Specification of orthopaedic comorbidities (repeatable element!):#

[J ECF (Epiphysiolysis capitis femoris) 0J Genua valga [J Morbus Blount
OJ Pain during physical activity [] Pes transversoplanus [ Other:
Age at onset of orthopaedic comorbidities years

Musculoskeletal and neurological [ Normal L1 Abnormal, not clinically
examination significant
LJ Abnormal, clinically [J Not examined
significant
Walking distance m
Developmental delay# LI Yes LI No [J Unknown
Specification of developmental L] Fine motordelay [ Gross motor delay L] Speech delay
delay
Age at onset of developmental years
delay
Syndromic features# [ Yes I No 1 Unknown
Specification of syndromic features:
[ Autonomic dysfunction L] Facial stigmata LI Autism spectrum disorders
L] Attention deficit hyperactivity L] Ataxia L] Dystonia
disorder (ADHS)
L1 Behavioral abnormalities L1 Nystagm or strabism [ Retinopathy (not related to diabetes)
L] Hearing impairment L1 Cardiomyophathy LI Kidney disease/anomaly
U Liver disease (other than MASLD) [ Neutropenia LI Hypotonia
L1 Microcephaly LlPolydactyly U1 Brachydactyly
[J Anosmia/hyposmia [J Others:

Epilepsy/Seizures 0] Yes [ No [J Unknown
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Intellectual disability# LI Yes I No I Unknown
Specification of musculoskeletal and
neurological anomalies

Phases of immobility since the last I Yes I No I Unknown
episode
EndocrineSystem
Hyperphagia# [ Yes I No [ Unknown
Hirsutism accordingto [ Yes (but FGS not done) [JFGS 9to FGS 36 ] None, FGS 0-8
Ferriman-Gallwey ] Not examined
Score (FGS)
Hypothyroidism# LI Yes, central [IYes, peripheral ] Yes, unknown
I No [J Unknown
Age at onset of years
hypothyrosidism
Growth hormone I Yes O No [J Unknown
deficiency#
Age at onset of growth years
hormone deficiency
Delayed puberty# I Yes I No [J Unknown
Adrenal insufficiency 1 Yes, central OYes, primary I No
OJ Unknown
Menses [J No menarche sofar [J Normal menses [ Primary Amenorhea
[J Secondary Amenorhea [ Oligomenorhea [ Hypermenorhea [ Unknown
Hyperandrogenemia I Yes [J No 0 Unknown
Age at onset of years
hyperandrogenemia
Polycystic ovary I Yes [J No 0 Unknown
syndrome
Age at onset of years
Polycystic ovary
syndrome
Hypogonadism# LI Yes, eugonadotropic [l Yes, [l Yes,
hypergonadotropic hypogonadotropic
LI No LI Unknown
Age at onset of years
Hypogonadism
Infertility [ Yes I No ] Unknown LI Not applicable
Subfertility [ Yes I No ] Unknown LI Not applicable
Pregnancy# LI Currently pregnant [ Pregnancy outcome [ No
Date of pregnancy
diagnosis
Expected date of
delivery
Pregnancy L] Gestational L] Preeclampsiafeclampsia [ Other
complications diabetes
Specification of other
pregnancy
complications
Date of pregnancy

outcome
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Pregnancy outcome [J Ectopic pregnancy
0] Live birth

Other endocrine abnormalities
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Age at onset of other endocrine abnormalities

L] Elective L] Fetal death or still birth
termination
[ Neonatal death  [JSpontaneous abortion or
miscarriage
years

Cardiovascular# ] Normal

] Not examined
Cardiovascular anomalies

1 Abnormal,
clinically significant

1 Abnormal, not
clinically significant

Cardiovascular events since O Yes J No [J Unknown

last visit#

Specification of cardiovascular [ Stroke [J Myocardial L] Heart failure

events (repeatable element!)# infarction (NYHA class 1)
O Heart failure (NYHA O Heart failure O Heart failure
class 2) (NYHA class 3) (NYHA class 4)

Age at onset of cardiovascular event years

Tumor#
Type of tumor

ICD10 of this tumor

Age at diagnosis of tumor
Tumor outcome

Other obesity-associated
comorbidities
Specification of other

O Yes

[J Ongoing [ Remission

years

[J Relapse [ Palliative [J Death

] No J Unknown

comorbidities
Concomitant illnesses

Laboratory parameters
examined or not examined#

Date of blood test

Cholesterol L1 Examined, in mg/dI
HDL L1 Examined, in mg/dI
LDL L1 Examined, in mg/dI
Triglycerides L1 Examined, in mg/dI
HbA1c 1 Examined, in %
Glucose L1 Examined, in mg/dI
Insulin 1 Examined, in mU/I
ALT 1 Examined, in 1U/I
AST 1 Examined, in 1U/I
Leptin [J Examined, in ng/ml
Uric Acid [J Examined, in pmol/l

L1 Examined, fasting

1 Examined, not 1 Not examined

fasting

] Not examined
] Not examined
] Not examined
] Not examined
] Not examined
] Not examined
] Not examined
1 Not examined
1 Not examined
1 Not examined

1 Examined, in mmol/l
1 Examined, in mmol/l
1 Examined, in mmol/l
1 Examined, in mmol/l

L1 Examined, in pmol/l

1 Examined, below
detection limit
] Not examined
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LH 1 Examined, in 1U/I

FSH 1 Examined, in 1U/I

Estradiol [J Examined, in ng/!
Testosterone [J Examined, in ng/ml
Calcium 1 Examined, in mmol/l
Phosphate [ Examined, in mmol/l
Parathyroid 0] Examined, in pg/ml
hormone

Leukocytes [J Examined, in giga/l
Platelets [J Examined, in giga/l
Hemoglobin [J Examined, in g/dI
TSH I Examined, in mU/I
T4 [J Examined, in nmol/l
T4 [J Examined, in pmol/l
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1 Examined, below
detection limit

1 Examined, below
detection limit

] Examined, below
detection limit

] Examined, below
detection limit

[J Examined, in pumol/l
[J Examined, in pumol/I|
[J Examined, in pmol/l

L1 Examined, in pg/d|
[J Examined, in ng/dl
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1 Not examined
1 Not examined
1 Not examined
1 Not examined

[J Not examined
[J Not examined
[J Not examined

[J Not examined
[J Not examined
[J Not examined
[J Not examined
[J Not examined
[J Not examined

Qu

0 Unknown

[J Two times daily
] More than four times

[J Every three months

Medication# I Yes O No
Therapy medication (repeatable element!)#
Name of medication
ATC code of
medication#
Start date#
Start date not knownat [
all
Absolute daily dose of
medication#
Unit of medication# Og Omg Oml Opg
Frequency [J Once daily
L Four times daily
daily
[J Once monthly
Stop date#

Treatment adherence

Route of administration

Metabolic and bariatric surgery (repeatable element!)#
O No
O Yes

OYes

Age at metabolic and
bariatric surgery
known?

Age at metabolic and
bariatric surgery
Type of metabolic and
bariatric surgery

LI Regular
O Unknown
[ Cutaneous

O Intravenous

L] Subcutaneous injection

O Gastric balloon

O Roux-en-Y gastric bypass

L1 Mostly regular
[ Inhalation/nasal

[ Oral

O Unknown
O No

years

O Gastric banding

O Others:

U Three times daily
[J Once weekly

U Irregular
O Intramuscular

injection
L] Rectal

O Sleeve gastrectomy
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Psychological councelling
Has the patient received
lifestyle intervention since
last visit?#

Lifestyle recommendations#

Has the patient undergone
dialysis?

Age at start of dialysis

Age at stop of dialysis

Has the patient undergone
other surgical interventions?
Age at surgical intervention
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O Yes O No
O Yes O No

O Increased physical activity [ Low-fat diet

O Reduced glycemic index O Unknown
O Other:

O Yes O No

years

years

years
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O Unknown
O Unknown

[0 Reduced calorie
intake

O Unknown



