REGISTRATION FORM FOR TTP or HUS

REFERRING PHYSICIAN:

Surname: 




Name:

Hospital address:



Division:

Telephone number 



Fax number: 




E-mail:

PATIENT DATA:

Surname




Name:




Sex:

Birth date: 




Birth place: 



Country: 

Telephone number: 



Address:

History of HUS/TTP?

NO

YES     If yes, please specify: 
HUS 

TTP 


both HUS and TTP

EPISODE
DATE
ONGOING
DATE OF REMISSION



YES
NO


First episode





Last episode





Relapse























Total number of episodes:

Family history of  HUS/TTP: 
NO

YES

(If the answer is YES please specify the affected relatives and the disease)



Family history of systemic diseases
(If the answer is YES please specify the affected relatives and the disease)

· autoimmune disease                                                    
NO

YES

· antiphospholipid syndrome                                       
NO

YES

· hypocomplementemia                                                
NO

YES

· diabetes mellitus                                                        
NO

YES

· malignant hypertension                                             
NO

YES

· neoplasia                                                                    
NO

YES

· other: __________________________________________________________
 __________________________________________________________


 FAMILY PEDIGREE:

BLOOD SAMPLES REQUIRED FOR OUR CENTER:

Please first look the Sample Collection Protocol (See page 16)
Please specify how the sample has been collected and kept before expedition (kept at -20°C / -80°C):

- Plasma with EDTA:

- Plasma with Sodium citrate:

- DNA (ng/(l):

- Whole blood:

DATE of collection: 

STATE of the TTP at the time of blood collection: 
Acute









Remission

Patient’s TREATMENT at the time of collection:

DATE of EXPEDITION:

CLINICAL DATA COLLECTION INFORMATIONS REGARDING THE

FIRST EPISODE 

Date (Please, specify): 

TRIGGERING AGENTS
NO
YES
COMMENTARY (if yes please specify)

Verotoxin producing E.Coli




Other gastrointestinal infection




Viral infection




Other, specify




PRODROMES
NO
YES
COMMENTARY (date of onset )

Diarrhea:

bloody









Vomiting




Abdominal pain




Upper respiratory tract infections




Fever




Other, specify




CLINICAL  MANIFESTATIONS
NO
YES
COMMENTARY (if yes please specify how many days)

  Purpura




  Jaundice




Other, specify




RENAL SIGNS




  Anuria




  Need for dialysis




  Others, specify




CLINICAL  MANIFESTATIONS
NO
YES
COMMENTARY (if yes please specify how many days)

NEUROLOGICAL SIGNS




  Coma




  Convulsion




  Other, specify




COMPLICATIONS
NO
YES
COMMENTARY (if yes please specify)

Severe hypertension




Sepsis




Bleeding




Splenectomy




Neurological sequel




Other, specify




LABORATORY DATA AT HOSPITAL ADMISSION AND DISCHARGE

(if NOT AVAILABLE please complete with N.A.. If  NOT DONE please complete with N.D..)

IMPORTANT: the test labeled with (*) must be completed


measure unit
Hospital admission
Hospital discharge
Last Follow up 
Normal / Abnormal value



Date: 
Date:
Date:


Blood pressure
mmHg












HEMATOLOGY






Hemoglobin (*)
g/dl





Hematocrit (*)
%





RBC
1012/L





MCV






MCH






MCHC
g/dl





WBC (*)
109/L





Platelet count (*)
109/L





Reticulocytes (*)
%o





Schistocytes (*)













Serum Haptoglobin (*)
mg/dl












BIOCHEMISTRY






Total protein
g/dl





Albumin
g/dl





Electrophoresis






Glycemia
mg/dl





Urea
mg/dl





Creatinine
mg/dl





Uric acid
mg/dl





Total bilirubin
mg/dl





Direct bilirubin
mg/dl





AST
IU/L





ALT
IU/L





CPK
IU/L





LDH (*)
IU/L





Gamma GT
IU/L





Alkaline phosphatase
IU/L





Na
mEq/L





K
mEq/L












CLOTTING & HEMOSTASIS






Prothrombin time
INR





Partial thromboplastin time
Ratio





Thrombin time
Ratio





Fibrinogen
mg/dl





Lupus anticoagulant













IMMUNOLOGY






C3
mg/dl





C4
mg/dl





IgA
mg/dl





IgM
mg/dl





IgG
mg/dl





RA test






W.ROOSE






Coombs direct (*)






Coombs indirect (*)






ANA






ANTI DNA
U/ml





ANCA






Sedimentation rate 1h (VES)
mm/h





Antistreptolysine title






PCR






anticardiolipine Ab
GPL












URINE






special weight






pH






Hemoglobin
mg/dl





glucose
mg/dl





ketones
mg/dl





protein
mg/dl





sediment






VIROLOGY






STOOL COLTURE:

Not Done:







Done:
1st Sample
Date:
Negative:

Positive for:


2nd Sample
Date:
Negative:

Positive for


3rd Sample
Date:
Negative:

Positive for

DETECTION OF SHIGA-TOXIN IN STOOLS:

Not Done







Done
Date: 
Results:

SERUM ANTIBODIES TO SHIGA-TOXIN:

Not Done







Done
Date: 
Results:

SERUM ANTIBODIES TO E-COLI 0157 LIPOPOLYSACCHARIDES (LPS):

Not Done







Done
Date: 
Results:

OTHER SPECIFIC DETERMINATIONS:

Type of determination
Date
Result





























PATIENT’S HISTORY

PREDISPOSING CONDITIONS
NO
YES
COMMENTARY (if yes please specify)

Autoimmune disease




Antiphospholipid syndrome




Hypocomplementemia




Pregnancy




Drugs:

Birth control

Cyclosporin

Mitomycin C

other, specify
























Systemic disease




Malignant hypertension




Transplant




Cancer




Other, specify









TREATMENT
(please specify commercial nomination of the drug, dose, route and way of administration duration)

- Antibiotics: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Antihypertensive agents: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Anticoagulants: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Thrombolytic agents: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Steroids:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

-Vincristine:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Immunoglobulins:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Whole blood transfusion:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Packed cell transfusion:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Plasma infusion:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

- Plasma exchange: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

- Plasma cryosupernatan: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

- Other: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

MAINTENANCE THERAPY: 

(please specify commercial nomination of the drug, dose, route and way of administration duration)
- Anticoagulants: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Thrombolytic agents: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Steroids:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

- Plasma infusion:_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

- Other: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

CLINICAL DATA COLLECTION INFORMATIONS REGARDING THE

FIRST RELAPSE 

Date (Please specify): 

TRIGGERING AGENTS
Verotoxin producing E.Coli:

Viral infection:

Other:

CLINICAL INFORMATION:

Diarrhea:

Vomiting:

Abdominal pain:

Fever:

Purpura:

Renal disorder:

Neurological disorder:

Other:



COMPLICATIONS



LABORATORY TEST

Hemoglobin (g/dl):

Hematocrit (%):

Platelet count (109/L):

WBC (109/L):

Schistocytes:

Reticulocytes:

Haptoglobin (mg/dl):

LDH (UI/L):

Coombs test:

direct: 



indirect:

Stool examination:                



positive for: 

Other:

TREATMENT of episode and MAINTENANCE THERAPY

(please specify commercial nomination of the drug, dose, route and way of administration duration)



ASSOCIATED DISEASE
Autoimmune disease:

Cancer:

Systemic disease:

Other:

CLINICAL DATA COLLECTION INFORMATIONS REGARDING THE

SECOND RELAPSE 

Date (Please specify): 

TRIGGERING AGENTS
Verotoxin producing E.Coli:

Viral infection:

Other:

CLINICAL INFORMATION:

Diarrhea: 

Vomiting:

Abdominal pain:

Fever:

Purpura:

Renal disorder:

Neurological disorder:

Other:



COMPLICATIONS



LABORATORY TEST

Hemoglobin (g/dl):

Hematocrit (%):

Platelet count (109/L):

WBC (109/L):

Schistocytes:

Reticulocytes:

Haptoglobin (mg/dl):

LDH (UI/L):

Coombs test:

direct: 



indirect:

Stool examination:                



positive for:

Other:

TREATMENT and MAINTENANCE THERAPY

(please specify commercial nomination of the drug, dose, route and way of administration duration)



ASSOCIATED DISEASE
Autoimmune disease:

Cancer:

Systemic disease:

Other:

CLINICAL DATA COLLECTION INFORMATIONS REGARDING THE

THIRD RELAPSE 

Date (Please specify): 

TRIGGERING AGENTS
Verotoxin producing E.Coli:

Viral infection:

Other:

CLINICAL INFORMATION:

Diarrhea: 

Vomiting:

Abdominal pain:

Fever:

Purpura:

Renal disorder:

Neurological disorder:

Other:



COMPLICATIONS



LABORATORY TEST

Hemoglobin (g/dl):

Hematocrit (%):

Platelet count (109/L):

WBC (109/L):

Schistocytes:

Reticulocytes:

Haptoglobin (mg/dl):

LDH (UI/L):

Coombs test:

direct: 



indirect:

Stool examination:                



positive for:

Other:

TREATMENT and MAINTENANCE THERAPY

(please specify commercial nomination of the drug, dose, route and way of administration duration)



ASSOCIATED DISEASE
Autoimmune disease:

Cancer:

Systemic disease:

Other:

SAMPLE COLLECTION PROTOCOL

1- SAMPLE FOR PHENOTYPE CHARACTERIZATION 

· 15 ml of whole blood sample collected into Sodium Citrate (3.8 % or 3.2%) (1/9 V/V)) as anticoagulant (for ADAMTS-13 activity and VWF:Ag).

· 10 ml of whole blood sample collected into EDTA as anticoagulant (for multimeric analysis of VWF).

Blood samples have to be prepared by centrifugation at 1500g for 15’ at room temperature and then make aliquots of:

· 500  (l of the plasma collected into Sodium Citrate

· 250  (l of the plasma collected into EDTA

· Please distinguish the tubes with Sodium Citrate from EDTA

· Store the samples at –80° C

· Please send them by dry ice to our center: 

2- SAMPLE FOR GENETIC CHARACTERIZATION
· The cells of tubes prepared in the first section could be transferred in plastic tubes and then store at –80° C.

·  Please send them by dry ice to our center:
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