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Patient form 
Core data is marked in orange 

Personal Data 

Name:  

Surname:  

Birth name:  

Date of birth:  

City of residence:  

 

Basic 
 

Sex:  

Year of Birth:  

Country of origin (ethnic 
group): 

 

Ethnicity: African American ☐ White ☐  Unknown ☐  

 Asian ☐ Other  ☐     

Country of birth:  

 

 

 

Hypothesis related questions 
 

 Unk No Yes,  
in the 

patient 

Yes, 
in patient’s 

family 

Yes, in 
both 

Do you have evidence/suspicion for 
anticipation? 

☐ ☐ ☐ ☐ ☐ 

Is there an increased incidence of pain (joints, 
bones) in the patient/ family? 

☐ ☐ ☐ ☐ ☐ 

Was there early cancer in the patient/family? ☐ ☐ ☐ ☐ ☐ 

Increased frequency of thyroid disease ☐ ☐  ☐  

Psychological problems with physical 
appearance 

☐ ☐ ☐ ☐ ☐ 

Initial hypoglycemia ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation lipoatrophy?      

Was the first manifestation abnormal 
accumulation of subcutaneous fatty tissue? 

☐ ☐ ☐ ☐ ☐ 

Was the first manifestation muscular 
hypertrophy? 

☐ ☐ ☐ ☐ ☐ 

Was the first manifestation liver disease? ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation lipid alterations? ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation hirsutism? ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation infertility? ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation diabetes? ☐ ☐ ☐ ☐ ☐ 
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Was the first manifestation pancreatitis? ☐ ☐ ☐ ☐ ☐ 

Was the first manifestation severe 
hypertriglyceridemia? 

☐ ☐ ☐ ☐ ☐ 

Other conditions:_________________________ ☐ ☐ ☐ ☐ ☐ 

Age of patient at first symptom:__________ 

 

Diagnosis (Gene: this is a repeatable element!) 
 

Lipodystrophy: ☐  confirmed (clinically or genetically) ☐  only suspected 

Type of Lipodystrophy:  

 ☐  confirmed (clinically or genetically) ☐  only suspected 

ICD-10  

ORPHA Code  

OMIM Code  

Gene:  

Type of array performed:  

☐ whole exome sequencing 

☐ whole genome sequencing 

☐  SNP array 

☐ CGH array 

☐ others 
 

Results: 
 

☐ not examined 

☐ normal 

☐ polymorphism 

☐ probably disease-causing mutation 

☐ uncertain significance 

Reference transcript identification:  

Coding DNA variant (c.) combination:  

Hypothetical protein change:  

Reference SNP ID number:  

Affected alleles: ☐ comp. heterozygous    ☐ heterozygous    ☐ homozygous 

Familial consanguinity: 
If yes, please describe 

☐ unknown    ☐ no    ☐ yes 
  

Year patient was diagnosed:  

Physician confirming diagnosis at centre:  

Change of diagnosis: ☐ no    ☐ yes 

Date of change of diagnosis:  

Type of Lipodystrophy (others):  
 

Patient Status 
 

Exitus: ☐ no    ☐ yes, date of death:____________________________ 

Cause of death: ____________________________________________________ 

Lost to follow-up ☐ no    ☐ yes, date:___________________________________ 
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Withdrawal from ECLip Registry: ☐ no    ☐ yes, date:___________________________________ 

If yes, future data handling?: ☐ no further data collection 

☐ no data collection + no further analysis of existing data 

☐ data to be anonymized 
 

Consent 
 
Options: Yes, No/Denied, Not answered (N/A) 

 

 

 

 

 

 

 

 

 

Family History 
 
Options: Yes, No, Unknown (unk.), Not applicable (n/a) 

Lipodystrophy 
 

 

 

Diabetes       Pancreatitis 

 Yes No N/A Unk.   Yes No N/A Unk. 
Diabetes of mother ☐ ☐  ☐  Pancreatitis of mother ☐ ☐  ☐ 

Diabetes of father ☐ ☐  ☐  Pancreatitis of father ☐ ☐  ☐ 

Diabetes of siblings ☐ ☐ ☐ ☐  Pancreatitis of siblings ☐ ☐ ☐ ☐ 

Diabetes of offsprings ☐ ☐ ☐ ☐  Pancreatitis of offsprings ☐ ☐ ☐ ☐ 

Number of affected siblings:  Number of affected siblings:  

Number of affected offsprings:  Number of affected offsprings:  

 

NAFLD or liver cirrhosis      Cardiomyopathy 

 Yes No N/A Unk.   Yes No N/A Unk. 
MAFLD/ cirrhosis of mother ☐ ☐  ☐  Cardiomyopathy of mother ☐ ☐  ☐ 

MAFLD/ cirrhosis of father ☐ ☐  ☐  Cardiomyopathy of father ☐ ☐  ☐ 

MAFLD/ cirrhosis of siblings ☐ ☐ ☐ ☐  Cardiomyopathy of siblings ☐ ☐ ☐ ☐ 

MAFLD/ cirrhosis of 
offsprings 

☐ ☐ ☐ ☐  Cardiomyopathy of 
offsprings 

☐ ☐ ☐ ☐ 

Number of affected siblings:  Number of affected siblings:  

Number of affected offsprings:  Number of affected offsprings:  

 

 

 

 Yes No N/A 
Consent for completely coded central database in EU ☐ ☐ ☐ 
Consent for reporting incidental secondary findings  ☐ ☐ ☐ 
Consent for re-contacting patients (e.g. by E-Mail) ☐ ☐ ☐ 

Consent for storage of tissue samples  ☐ ☐ ☐ 

Consent for local diagnostics/ research ☐ ☐ ☐ 
Consent for storage of blood samples ☐ ☐ ☐ 

Consent for post-authorization study ☐ ☐  

Date of consent:    

 Yes No N/A Unk. 
Lipodystrophy of mother ☐ ☐  ☐ 

Lipodystrophy of father ☐ ☐  ☐ 

Lipodystrophy of siblings ☐ ☐ ☐ ☐ 

Lipodystrophy of offspring ☐ ☐ ☐ ☐ 

Number of affected siblings:  

Number of affected offsprings  

If the patient is part of the 

MEASuRE Global Registry, 

please additionally 

complete the MEASuRE 

Data Sheet! 
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Conduction disorders      Myopathy 

 Yes No N/
A 

Unk.  Yes No N/
A 

Unk. 

Conduction disorders of mother ☐ ☐  ☐ Myopathy of mother ☐ ☐  ☐ 

Conduction disorders of father ☐ ☐  ☐ Myopathy of father ☐ ☐  ☐ 

Conduction disorders of siblings ☐ ☐ ☐ ☐ Myopathy of siblings ☐ ☐ ☐ ☐ 

Conduction disorders of 
offsprings 

☐ ☐ ☐ ☐ Myopathy of offsprings ☐ ☐ ☐ ☐ 

Number of affected siblings:  Number of affected siblings:  

Number of affected offsprings:  Number of affected offsprings:  

 

Other diseases 

of mother:  

of father:  

of siblings:  

Other family members suffering from lipodystrophy  

 

 Further disease in the family___________________________________ 

Which family member is affected by further disease?__________________ 

 

Sample availability………………………………………………………………………………………………….  

☐ No samples available  ☐ Unknown  ☐ Samples available: 

 

☐ DNA 
date of sample:___________________ 
tissue:___________________________ 

☐ RNA 
date of sample:_______________________ 
tissue: ______________________________ 

☐ Samples for proteomics 
date of sample: ___________________ 
tissue: ___________________________ 

☐ Fibroblasts 
date of sample: 
tissue: 

☐ LCLs 
date of sample: ___________________ 
tissue: ___________________________ 

☐ iPSCs 
date of sample: _______________________ 
tissue: ______________________________ 

☐ Adipocytes/preadipocytes 
date of sample: ___________________ 
tissue: ___________________________ 

☐ Lipoma 
date of sample: _______________________ 
tissue: ______________________________ 

☐ Whole blood 
date of sample: ___________________ 

☐ Serum 
date of sample: _______________________ 
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Episode 
 

Date of episode: 
 

Main annual visit?(*) ☐ Yes 

☐ No 

Baseline episode? (#B) ☐ Yes 

☐No 

For MEASuRE patients, there is the additional option to select “ Is this a MEASuRE pre-consent episode?” This should only be selected if the 

patient consented. 

Anthropometric data 
 

☐ Examined ☐ Not examined 

 

Height: cm 
Blood pressure 

right arm (systolic):  
Blood pressure 

right arm (diastolic) mmHg 

Weight: kg 
Blood pressure 

left arm (systolic):  
Blood pressure 

left arm (diastolic): mmHg 

Heart rate: bpm   BMI automatically 

Tanner Stage B: Testes Volume (left) ml   

 P: 
Testes Volume 

(right) ml 
Waist (at the 

umbilical level): cm 

 G:   
Hip (at the iliac 

crest level): cm 

 

Skinfolds 
 

☐ Examined                      ☐ Not examined 

Triceps: 
(halfway between the acromion and 

olecranon processes) mm 

 
Suprailiac: 

(a diagonal fold just above the iliac crest) mm 

☐ Triceps not measurable  

 

☐ Suprailiac not measurable  
Biceps: 

(anterior midline of the upper arm over the 
belly of the biceps muscle) mm 

 
Thigh: 

(midway between patella and inguinal fold) mm 

☐ Biceps not measurable  

 

☐ Thigh not measurable  

Subscapula: 
(1 to 2 cm below the inferior angle of the 

scapula) mm 

 Calf: 
(a point on the medial (inside) surface of the 

calf, at the level of the largest 
circumference) mm 

☐ Subscapula not measurable  

 

☐ Calf not measurable  
 

Distribution of lipodystrophy 
 

☐ Not examined ☐ Normal  ☐ Abnormal   

 

Options: 

- Normal (N) -  Lipoatrophy (La) Excess accumulation (Ea)  Lipoma (Li) - Unknown (U) 
 

Face     Hand/Palms    

Neck     Pelvis    
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Thorax     Legs    

Abdomen     Feet/Soles    

Arms       

 

Age at onset of first appearance of changes in distribution of adipose tissue:_______________________ 

 

Dexa Analysis 

☐ Examined                      ☐ Not examined 

 

Date of Dexa Analysis:__________________________ 

 

Total fat g 

 

Lower limbs fat  g 

 

Pelvis BMD g/cm2 

Total FFM g Lower limbs FFM g Android fat mass g 

Total body fat % Lower limbs fat % Android FFM g 

Total BMD g/cm2 Lower limbs BMD g/cm2 Gynoid fat mass g 

Total BMC g Trunk fat g Gynoid FFM g 

Fat arms g Trunk FFM g Estimated VAT mass g 

Arms FFM g Trunk fat % Estimated VAT volume cm3 

Upper limbs fat % Trunk BMD g/cm2 Estimated VAT area cm2 

Upper limbs BMD g/cm2 Trunk BMC g Fat mass ratio automatically 

Upper limbs BMC g Spine BMD g/cm2   

FFM: fat free mass, BMD: bone mineral density, BMC: bone mineral content, VAT: visceral adipose tissue 

 

Organ systems - Skin & Appendages 
 

☐ Not examined ☐ Normal ☐ Abnormal  

 

If abnormal: 

 Yes No Unk   

Acanthosis nigricans ☐ ☐ ☐ Age at onset:  

Site: ___________________   

Flebomegaly ☐ ☐ ☐ Age at onset:  

Panniculitis ☐ ☐ ☐ Age at onset:  

Site: ___________________   

Hirsutism ☐ ☐ ☐ Age at onset:  

Hypertrichosis ☐ ☐ ☐ Age at onset:  

Early greying ☐ ☐ ☐ Age at onset:  



 
ECLip Data Sheet Page 7 of 23 

 

OSSE Registry for Lipodystrophies (ECLip)  Ulm University Hospital 
  Prof. Wabitsch / Dr. v. Schnurbein 

Document Version: December 2025 (Ulrich) 

 Yes No Unk   

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Skull & Face 
 

Skull : 

☐ Not examined ☐ Normal ☐ Abnormal  

 

If abnormal: 

 Yes No Unk   

Delayed closure of cranial sutures ☐ ☐ ☐ Age at onset:  

Microcephaly ☐ ☐ ☐ Age at onset:  

Apparent macrocephaly ☐ ☐ ☐ Age at onset:  

 

Face:  

☐ Not examined ☐ Normal ☐ Abnormal  

 

If abnormal: 

 Yes No Unk   

Acromegaloid features ☐ ☐ ☐ Age at onset:  

Mandibular osteolysis ☐ ☐ ☐ Age at onset:  

Mandibular hypoplasia ☐ ☐ ☐ Age at onset:  

Large mandible ☐ ☐ ☐ Age at onset:  

Prominent forehead ☐ ☐ ☐ Age at onset:  

Chin dimple ☐ ☐ ☐ Age at onset:  

Short philtrum ☐ ☐ ☐ Age at onset:  

Triangular face ☐ ☐ ☐ Age at onset:  

Elfin faciesm ☐ ☐ ☐ Age at onset:  

 

Others (Skull & Face) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Thyroid 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Goiter ☐ ☐ ☐ Age at onset:  

Autoimmune thyroiditis ☐ ☐ ☐ Age at onset:  
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Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Eyes & Vision 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk  

Proptosis ☐ ☐ ☐  

Short palpebral fissures ☐ ☐ ☐  
Retinopathy (non-
diabeitc) ☐ ☐ ☐  

 
Type: _____________ 
Severity: ___________ 

Blindness ☐ ☐ ☐  

Cataract ☐ ☐ ☐  

Conjunctivitis ☐ ☐ ☐  

Episcleritis ☐ ☐ ☐  

Nystagmus ☐ ☐ ☐  

Ocular dysmetria ☐ ☐ ☐  

Rieger anomaly ☐ ☐ ☐  

Glaucoma ☐ ☐ ☐  
 

Others (Eyes & Vision) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Nose 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk 

Convex nasal ridge ☐ ☐ ☐ 

Beak nose ☐ ☐ ☐ 

Pointed nose ☐ ☐ ☐ 

Wide nasal bridge ☐ ☐ ☐ 

Hypoplastic nasal alae ☐ ☐ ☐ 

Wide nostrils ☐ ☐ ☐ 
 

Others (Nose) 

Tumors (type):  Age at onset:   
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Others:  Age at onset:   

 

Organ systems - Metabolic Systems 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Impaired glucose tolerance ☐ ☐ ☐ Age at onset:  

Impaired fasting glucose ☐ ☐ ☐ Age at onset:  

Diabetes mellitus (insulin 
resistant) ☐ ☐ ☐ Age at onset: 

 

Diabetic ketoacidosis ☐ ☐ ☐ Age at onset:  

Hypoglycemia ☐ ☐ ☐ Age at onset:  

Dyslipidemia ☐ ☐ ☐ Age at onset:  

 Type of dyslipidemia:  

Obstructive sleep apnea ☐ ☐ ☐ Age at onset:  

       Other diabetes subtypes ☐  Mody 1       ☐  Mody 2       ☐  Mody 3       ☐  Mody 4       ☐  Mody 5 
 ☐  Type 1         ☐  Gestational      ☐  Others 

 

 

 

Others (Metabolic system) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Ears & Hearing 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Large ears ☐ ☐ ☐   

Dysplastic ears ☐ ☐ ☐   

Absent ear lobes ☐ ☐ ☐   

Low set ears ☐ ☐ ☐   

Hypoacusia ☐ ☐ ☐   

Conductive:    

Sensorineuronal:    

Deafness ☐ ☐ ☐   

Conductive:    

Sensorineuronal:    
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Others (Ears & Hearing) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Mouth 
 

☐ Not examined ☐ Normal ☐ Abnormal   

If abnormal: 

 Yes No Unk 

Restricted opening of mouth ☐ ☐ ☐ 

Large mouth ☐ ☐ ☐ 

Small mouth ☐ ☐ ☐ 

Thick lips ☐ ☐ ☐ 

High-arched palate ☐ ☐ ☐ 

Cleft palate ☐ ☐ ☐ 

Dental crowding ☐ ☐ ☐ 

Loss of teeth ☐ ☐ ☐ 

Premature eruption of teeth ☐ ☐ ☐ 

Hypoplastic teeth ☐ ☐ ☐ 

Macroglossia ☐ ☐ ☐ 

Gingival hyperplasia ☐ ☐ ☐ 

 

Others (Mouth) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Heart 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk     

Dilated cardiomyopathy ☐ ☐ ☐   Age at onset:  

Hypertrophic cardiomyopathy ☐ ☐ ☐   Age at onset:  

Ischemic cardiomyopathy ☐ ☐ ☐   Age at onset:  

Conduction abnormalities ☐ ☐ ☐   Age at onset:  

Valvulopathy ☐ ☐ ☐   Age at onset:  

Cardiac procedures ☐ ☐ ☐     

Description:  Date:    

Catheterization ☐ ☐ ☐     

Description  Date:  
  

By-Pass ☐ ☐ ☐     

Description  Date:    
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Stent ☐ ☐ ☐     

Description  Date:    

Pacemaker ☐ ☐ ☐     

Description  Date:    

Defibrillator ☐ ☐ ☐     

Description  Date:    

Heart Transplant ☐ ☐ ☐     

Description  Date:    

Myocardial infarction since last visit ☐            ☐         ☐      

Number of myocardial infarctions      

 

Others (Heart) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   
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Organ systems - Vascular 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk     

High blood pressure ☐ ☐ ☐ Age at onset:    

Peripheral arteriopathy ☐ ☐ ☐ Age at onset:    

Ischemic ulcers ☐ ☐ ☐ Age at onset:    

Pulmonary hypertension ☐ ☐ ☐ Age at onset:    

Amputation:     Date:   

 

Others (Vascular) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Abdomen external, Gastrointestinal, Hepatic/Spleen, Pancreas 
 

Abdomen 

☐ Not examined ☐ Normal ☐ Abnormal   
 

If abnormal: 

 Yes No Unk   

Umbilical hernia ☐ ☐ ☐ Age at onset:  

Prominent umbilicus ☐ ☐ ☐ Age at onset:  
 

Gastrointestinal  

☐ Not examined ☐ Normal ☐ Abnormal   
 

If abnormal: 

 Yes No Unk   

Voracious appetite ☐ ☐ ☐ Age at onset:  

Hyperphagia ☐ ☐ ☐ Age at onset:  

Poor feeding ☐ ☐ ☐ Age at onset:  

Dysphagia ☐ ☐ ☐ Age at onset:  

Constipation ☐ ☐ ☐ Age at onset:  

Ileus ☐ ☐ ☐ Age at onset:  

Esophageal dilatation ☐ ☐ ☐ Age at onset:  

Esophageal dysmotility ☐ ☐ ☐ Age at onset:  

Hypertrophic pyloric stenosis ☐ ☐ ☐ Age at onset:  
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Hepatic/Spleen  

☐ Not examined ☐ Normal ☐ Abnormal   
 

If abnormal: 

 Yes No Unk   

Hepatomegaly ☐ ☐ ☐ Age at onset:  

MASLD ☐ ☐ ☐ Age at onset:  

MASH ☐ ☐ ☐ Age at onset:  

Liver fibrosis ☐ ☐ ☐ Age at onset:  

FIB4 Score ☐ Examined     ☐ Not examined 

Result of FIB4 Score  

Fibroscan/Elastography ☐ Examined     ☐ Not examined 

Results of Fibroscan/Elastography                                                                   kPa 

Results of Fibroscan/Elastography 
(F-Grading) ☐ F0/F1     ☐F2     ☐F3     ☐F4 

Liver biopsy ☐ Examined     ☐ Not examined 

Result of the liver biopsy "F" 

☐ F0-no fibrosis     ☐ F1-portal fibrosis without 

septa     ☐F2-portal fibrosis with few septa     

☐F3-numerous septa without fibrosis     ☐F4-
cirrhosis 

Result of the liver biopsy "A" 

☐ A0-no activity     ☐A1- mild activity     ☐A2 -

moderate activity    ☐A3-severe activity 

Additional findings on liver biopsy  

Cirrhosis ☐ ☐ ☐ Age at onset:  

Liver transplant ☐ ☐ ☐ 

Date of liver 
transplant:  

Splenomegaly ☐ ☐ ☐ Age at onset:  

 

Pancreas 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

Pancreatitis since last visit (number 
ever if this is the basline visit):   

 

Date of last pancreatitis:    

Type of pancreatitis    

 

Others (Abdomen external, Gastrointestinal, Hepatic/Spleen, Pancreas) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Kidney/renal function 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 
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 Yes No Unk   

Albuminuria ☐ ☐ ☐ Age at onset:  

Chronic kidney disease ☐ ☐ ☐ Age at onset:  

Glomerulopathy ☐ ☐ ☐ Age at onset:  

Type of glomerulopathy:      

Nephrolithiasis ☐ ☐ ☐ Age at onset:  

Kidney transplant ☐ ☐ ☐ Date:  

 

Others (Kidney/Renal function) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   
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Organ systems - Neuromuscular 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Calf hypertrophy ☐ ☐ ☐   

Carpal tunnel syndrome ☐ ☐ ☐   

Contractures ☐ ☐ ☐ Age at onset:  

Cranial nerves palsy ☐ ☐ ☐   

Encephalopathy ☐ ☐ ☐ Age at onset:  

Extensor plantar responses ☐ ☐ ☐   

Hypermusculation ☐ ☐ ☐   

Hyperreflexia ☐ ☐ ☐   

Hypertonia ☐ ☐ ☐   

Mental retardation ☐ ☐ ☐   

Muscle atrophy ☐ ☐ ☐   

Muscle hypertrophy ☐ ☐ ☐ Age at onset:  

Muscle rippling ☐ ☐ ☐   

Muscle weakness ☐ ☐ ☐ Age at onset:  

Muscular pain/myalgia ☐ ☐ ☐ Age at onset:  

Neurodegeneration ☐ ☐ ☐   
Percussion-induced muscle 
mounding ☐ ☐ ☐   

Polineuropathy ☐ ☐ ☐   

Seizures ☐ ☐ ☐ Age at onset:  

Speech delay ☐ ☐ ☐   

Stroke ☐ ☐ ☐ Age at onset:  

Number of strokes      

Transient ischemic attack (TIA) ☐ ☐ ☐ Age at onset:  

Number of TIA      

Reduced walking distance? ☐ ☐ ☐   

Walking distance     m 

 

Developmental Milestones 

Age when Developmental Milestones were examined: months 

 

Skills Normal  Abnormal  Details, if abnormal:  

Gross motor  ☐ ☐   

Fine Motor and Vision  ☐ ☐   

Hearing, Speech and Language  ☐ ☐   
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Skills Normal  Abnormal  Details, if abnormal:  

Social, Emotional and Behaviour  ☐ ☐   

 

Others (Neuromuscular) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Bones & Joints 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk       

Osteopenia/osteoporosis ☐ ☐ ☐ Age at onset:  Z-score:    

Advanced bone age ☐ ☐ ☐ Age at onset:      

Spinal rigidity ☐ ☐ ☐ Age at onset:      

Scoliosis ☐ ☐ ☐ Age at onset:      

Hyperlordosis ☐ ☐ ☐ Age at onset:      

Acroosteolysis ☐ ☐ ☐ Age at onset:      

Atlanto-axial instability ☐ ☐ ☐ Age at onset:      

Hyperextensibility of joints ☐ ☐ ☐ Age at onset:  Location:  

Lytic cystic lesions ☐ ☐ ☐ Age at onset:  Location:  

Joint contractions ☐ ☐ ☐ Age at onset:  Location:  

Bone resorption (phalanges, clavicle) ☐ ☐ ☐ Age at onset:  Location:  

Short stature ☐ ☐ ☐ Age at onset:      

Tall stature ☐ ☐ ☐ Age at onset:      

 

Hands 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

large hands ☐ ☐ ☐ Age at onset:  

fingertip rounding ☐ ☐ ☐ Age at onset:  

finger deformities ☐ ☐ ☐ Age at onset:  

 

Feets 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

large feet ☐ ☐ ☐ Age at onset:  

rocker-bottom feet ☐ ☐ ☐ Age at onset:  
 

Others (Bones & Joints, Hands, Feet) 
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Tumors (type):  Age at onset:   

Others:  Age at onset:   
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Complications of DM 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 Yes No Unk   

Retinopathy ☐ ☐ ☐ Age at onset:  

Nephropathy ☐ ☐ ☐ Age at onset:  

Neuropathy ☐ ☐ ☐ Age at onset:  

Macroangiopathy ☐ ☐ ☐ Age at onset:  

Other complications      

 

Organ systems - Reproductive 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk      

Precocious adrenarche ☐ ☐ ☐      

Precocious pubarche ☐ ☐ ☐      

Delayed puberty ☐ ☐ ☐ Age at onset:     

Infertility ☐ ☐ ☐      
 

Sex:   Yes No Unk 

☐ Undetermined ☐ Male    
 

Cryptorchidism ☐ ☐ ☐ 

 
Large penis ☐ ☐ ☐ 

 
Hypospadias ☐ ☐ ☐ 

 
☐ Female    

 
Age of menarche: 

  

 
Age of menopause 

  

 
Oligomenorrhea ☐ ☐ ☐ 

 
Precoccious thelarche ☐ ☐ ☐ 

 
Amenorrhea ☐ ☐ ☐ 

 
PCOS ☐ ☐ ☐ 

 Labial 
pseudohypertrophy ☐ ☐ ☐ 

 
Clitoromegaly ☐ ☐ ☐ 

 

Others (Reproductive) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   
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Organ systems – Pregnancy (this is a repeatable element!) 
If this is the baseline visit, please enter all pregnancies the patient had so far! 

Is the patient currently pregnant, or has had a pregnancy outcome since last visit? 

 

☐ No pregnancy ☐ Currently pregnant ☐ Pregnancy outcome 
 

Date of diagnosis  

Planned pregnancy Yes No 

☐ ☐ 
 

Last menstrual period date  

Current gestational age weeks 

Gestational age determination ☐ Last Menstrual Period ☐ Ultrasound 

Expected date of delivery  

 
Pregnancy complications: 

 Yes No Unk    

Preeclampsia/Eclampsia ☐ ☐ ☐    

Gestational diabetes ☐ ☐ ☐    

Other complications       

 

Pregnancy outcome: 

☐ Live Birth ☐ Abortion ☐ Miscarriage ☐ Elective termination 

☐ Fetal death ☐ Still birth ☐ Neonatal death ☐ Ectopic pregnancy 

Date of outcome:         

 

Neonatal outcome: 

Year of birth  Order of offspring      

Gestational age weeks Live birth ☐ single ☐ multiple 
 

  

Birth weight g Birth length cm     

Infant sex  Head circumference cm     

APGAR Score (1 Min) (5 Min) (10 Min)     

Neonatal complication:       

 

Breast feeding: 

Order of offspring        

Start breast feeding:  End breast feeding:     

 

Pediatric abnormalities: 

Order of offspring        

☐ Chromosomal ☐ Positional deformity ☐ Cardiac abnormality ☐ Other:________________ 

Description:  

Date of diagnosis:  Age at diagnosis weeks   
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Organ systems - Hematology 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Increased erythrocyte sedimentation 
rate ☐ ☐ ☐ Age at onset:  

Hypergammaglobulinemia 
☐ ☐ ☐ Age at onset:  

 

Others (Hematology) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   

 

Organ systems - Immune System 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 

If abnormal: 

 Yes No Unk   

Celiac disease ☐ ☐ ☐ Age at onset:  

Juvenile dermatomyositis ☐ ☐ ☐ Age at onset:  

Autoimmune hepatitis ☐ ☐ ☐ Age at onset:  

Glomerulonephritis ☐ ☐ ☐ Age at onset:  

Antibody testing abnormal?    

 
   

    

Coombs test    

Sepsis since last visit  Date of last sepsis  

Serious infection since last visit  Date of last infection  

Stem cell transplant  

Date of stem cell 
transplant  

Total body radiation  

Date of total body 
radiation  

Graft-versus-host-disease  

Age at onset (graft-
versus-host disease)  

 

Others (Immune system) 

Tumors (type):  Age at onset:   

Others:  Age at onset:   
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Psychosocial Health & Health related behaviour 
 

☐ Not examined ☐ Normal ☐ Abnormal   

 Yes No Unk  

Fatigue ☐ ☐ ☐ Age at onset: 

Pain ☐ ☐ ☐ Age at onset: 

Depression ☐ ☐ ☐ Age at onset: 

Anxiety ☐ ☐ ☐ Age at onset: 

 
Previous tobacco 
consumption 

☐Never ☐Occasional ☐Yes, regular ☐Unknown 

Current tobacco 
consumption 

☐Yes ☐No ☐Unknown  

Alcohol consumption  units/week   
     
Has the patient received 
psychological support? 

☐Yes ☐No ☐Unknown  

If yes: Start/End date of psychological 
support: 

 ☐Psychological 
support ongoing 

 

Most recent clinical laboratory values 
“not examined” can be chosen for each value individually. 

Hemoglobin g/dl  
Fasting plasma 

glucose 
mg/dl 

mmol/l 

☐ 

☐ 
Fasting serum 

triglycerides 
mg/dl 

mmol/l 

☐ 

☐ 

WBC Giga/l  Fasting insulin  
mU/l 

pmol/l 

☐ 

☐ Total cholesterol 
mg/dl 

mmol/l 

☐ 

☐ 

Platelets Giga/l  
C-peptide (insulin 

treated) 
nmol/l 

µg/l 

☐ 

☐ HDL cholesterol 
mg/dl 

mmol/l 

☐ 

☐ 

Albumin g/l  HbA1c % 
 

LDL cholesterol 
mg/dl 

mmol/l 

☐ 

☐ 

Calcium 
mg/dl 

mmol/l 

☐ 

☐ Leptin µg/l 
 

25 OH vitamin D 
mmol/l 

ng/ml 

☐ 

☐ 

Creatin kinase U/l  Adiponectin µg/ml 
 

PTH (total) pg/ml 

 

ALT U/l  hsCRP mg/l 
 

C3 complement mg/dl 

 

AST U/l  Serum creatinine 
mg/dl 

mmol/l 

☐ 

☐ C3NeF g/l 

 

Gamma GT U/l  Estimated GFR 
ml/min/ 

1.73m2 
 

TSH mU/l 

 

Bilirubin 
U/l 

mg/dl 
☐ 

☐ Serum urea 
mg/dl 

mmol/l 
 

fT3 
pmol/l 

ng/dl 

☐ 

☐ 

ALP U/l  PT sec 

☐ 

☐ fT4 
pmol/l 
pg/ml 

☐ 

☐ 

LH U/l  Testosterone 
ng/l 

nmol/l 

☐ 

☐ T4 
nmol/l 

µg/dl 

☐ 

☐ 

FSH U/l  Estradiol 
ng/l 

pmol/l 

☐ 

☐ 
Urine protein mg/24h  

mg/l 

☐ 

☐ 

     
 

Urine 
protein/creatinine mg/mmol 
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Medications and Interventions (this is a repeatable element!) 
 

Medications 

 

☐ Yes ☐ No ☐ Unknown   

 

Drug (ATC code)  

Tradename (for internal use only)  

Study medication without ATC number:  

Absolute daily dose (unit):  

Frequency:  

Start date:  

End date:  

 

Diet 

New diet recommended?  

☐ Yes ☐ No ☐ Unknown   

 

Type of diet: 
 

  

☐ Low caloric, 50-60% carbohydrate, 20-
30% fat and ~20% protein diet with 
preference for high-fiber complex 
carbohydrates 

☐ Cis-monounsaturated fats and long 
chain omega-3 fatty acids 

☐ Others, please 
specify 

☐ MCT based formula ☐ Very low fat diets 
 

 

Date of (new) diet recommendation: 
 

  

End of diet recommendation (date): 
 

  

Does the patient follow the diet?   

☐ Yes ☐ No  

☐ Sometimes ☐ Unclear  

 

Cosmetic intervention 

Did the patient receive cosmetic intervention? 

☐ Yes ☐ No ☐ Unknown   

 

Type of intervention: 

☐ (Autologous) fat transplant ☐ Facial fillers (hyaluronic acid and/or poly-L-lactic acid) 

☐ Liposuction ☐ Breast implant 

☐ Others (please specify) 
 

 

Date of intervention:  
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Metabolic and bariatric surgery (MBS) 

Has the patient undergone metabolic and bariatric surgery? 

☐ Yes ☐ No ☐ Unknown   

 

Type of intervention: 

☐ Gastric banding ☐ Gastric balloon 

☐ Sleeve gastrectomy ☐ Roux-en-Y gastric bypass 

☐ Others (please specify) 
 

 

Date of intervention:  

 

 

Did the patient receive dialysis? 

☐ Yes ☐ No ☐ Unknown 

 
Start date of dialysis:______________________________ 
End date of dialysis: ______________________________ 
 


