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                Calciphylaxis Registry
   Patient Criteria
   Does your patient have both of the following criteria?
   Yes No Subcutaneous ischemia with infarcted or necrotic skin lesions
   AND
   History of secondary hyperparathyroidism with persistently
   elevated calcium x phosphorus product greater than 50 mg2/dl2
   Preliminary Information
   What is your profession? Physician
   Nurse Practioner
   Physician Assistant
   Nurse research coordinator
   Medical student
   Other: ______________
   How was the case of calciphylaxis Clinical suspicion
   diagnosed? Histological diagnosis
   Bone scan findings suggestive of soft tissue calcification
   Other: ______________
   Is the calciphylaxis resolved? Yes No
   Treatments Attempted for Calciphylaxis
   □ Local wound care
   Please describe the dressing type (barrier cream, antibiotic ointment,
   etc, if applicable): _________________________________
   How many dressing changes per day? □ 1 per day
   □ 2 per day
   □ 3 per day
   □ 4 or more per day
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Parathyroidectomy
   □ total □ subtotal
   How long after the diagnosis of calciphylaxis Did the surgery lead to
   improvement or resolution?
   was parathyroidectomy performed? □ Yes
   □ < 1 months □ No
   □ 1 – 3 months
   □ 4 – 6 months
   □ 7 – 12 months
   □ > 12 months
   □ Hyperbaric O2
   Time after diagnosis that Number of sessions Is the treatment ongoing?
   this treatment was initiated utilized □ Yes □ No
   □ < 1 month □ < 10
   □ 1 – 3 months □ 10 – 30 Did the treatment lead to
   □ 4 – 6 months □ 31 – 50 improvement or resolution?
   □ 7 – 12 months □ 51 – 100 □ Yes □ No
   □ > 12 months □ > 100
   □ Steroids
   Initial dose: ___________mg
   Current dose: ___________mg
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Thiosulfate
   Initial dose: ___________grams
   Current dose: ___________grams
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Bisphosphonates
   Drug name: __________
   Initial dose: ___________mg
   Current dose: ___________mg
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Additional Treatment
   ____________________
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Additional Treatment
   ____________________
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   □ Additional Treatment
   ____________________
   Time after diagnosis that Duration that this treatment Is the
   treatment ongoing?
   this treatment was initiated was utilized □ Yes □ No
   □ < 1 months □ < 1 months
   □ 1 – 3 months □ 1 – 3 months Did the treatment lead to
   □ 4 – 6 months □ 4 – 6 months improvement or resolution?
   □ 7 – 12 months □ 7 – 12 months □ Yes □ No
   □ > 12 months □ > 12 months
   Patient Demographics/Basic Information
   Initials: __________
   Month/year of Birth: __________
   Origin of country: __________
   Race/Ethnicity: □ European Descent (eg Caucasian or White)
   □ African Descent (eg African American or Black)
   □ Central or South American Descent (eg Mexican, Hispanic, or
   Caribbean)
   □ Asian/Pacific Islander Descent
   □ Native American (eg American Indian)
   Height ____○ centimeter ____○ inches
   Weight ____○ kilogram ____○ pounds
   Approximate date of calciphylaxis diagnosis: month/year: __________
   Location of primary (largest) calciphylaxis lesion
   □ chest/breast □ abdomen □ back/buttock
   □ arm □ thigh
   □ proximal (above elbow) □ proximal (above knee)
   □ distal (below elbow) □ distal (below knee)
   Was there more than 1 lesion? □ Yes □ No
   Lesion(s) Debrided □ Yes □ No
   Is the patient currently alive?
   □ Yes □ No
   If no, did calciphylaxis lead directly to death or contributed
   substantially to death?
   □ Yes □ No
   Approximate date of death: month/year: __________
   Was the patient ever hospitalized for calciphylaxis?
   □ Yes □ No
   Did the patient ever experience infection, bacteremia, or sepsis
   attributed to calciphylaxis?
   □ Yes □ No
   Patient Dialysis
   Current Dialysis Access
   □ AV fistula □ AV graft □ Tunneled catheter □ PD catheter
   Mode of Dialysis at the time of diagnosis
   □ Hemodialysis □ Peritoneal dialysis
   ↓ ↓
   Duration of current mode of dialysis – HD Duration of current mode of
   dialysis – PD
   □ < 3 months □ < 3 months
   □ 3 – 6 months □ 3 – 6 months
   □ 6 – 12 months □ 6 – 12 months
   □ 1 – 3 years □ 1 – 3 years
   □ 4 – 6 years □ 4 – 6 years
   □ > 6 years □ > 6 years
   ↓ ↓
   Hemodialysis Schedule Was the patient previously
   □ 3x/week on hemodialysis
   □ 4x/week □ Yes □ No
   □ 5x/week
   □ 6x/week or more
   ↓ ↓
   Did calciphylaxis prompted a switch Approximate duration on
   from peritoneal dialysis to hemodialysis? hemodialysis
   □ Yes □ No □ < 3 months □ 4 – 6 years
   ↓ □ 3 – 6 months □ > 6 years
   Was the patient previously on □ 6 – 12 months
   peritoneal dialysis? □ 1 – 3 years
   □ Yes □ No
   ↓
   Approximate duration on peritoneal dialysis
   □ < 3 months □ 4 – 6 years
   □ 3 – 6 months □ > 6 years
   □ 6 – 12 months
   □ 1 – 3 years
   Adequacy of Dialysis at or near the Time of Diagnosis
   □ Hemodialysis □ Peritoneal Dialysis
   Kt/V _______ Kt/V _________ per week
   URR _______ CrCl _________ per week
   Kidney Transplant
   Did the patient have a previous kidney transplant? □ Yes □ No
   Approximate duration of the functioning kidney transplant
   □ < 3 months
   □ 3 – 6 months
   □ 6 – 12 months
   □ 1 – 3 years
   □ 4 – 6 years
   □ > 6 years
   How long ago did the kidney transplant show evidence of stage IV or V
   Chronic Kidney Disease by NKF/KDOQI criteria?
   □ < 3 months
   □ 3 – 6 months
   □ 6 – 12 months
   □ 1 – 3 years
   □ 4 – 6 years
   □ > 6 years
   Primary Cause Endstage Renal Disease
   □ Diabetes Mellitus
   □ Type I □ Type II
   □ Hypertension
   □ Glomerular Disease: ____________________
   □ Polycystic Kidney Disease
   □ Obstructive Uropathy
   □ Tubulointerstitial Nephritis
   □ Other/unknown: _______________________
   Medical Co-Morbidities
   Cardiac □ Coronary Artery Disease:
   Diagnostic criteria of one or more of the following
     * 
       Left heart catheterization with any vessel abnormalities
     * 
       Coronary Artery Bypass Surgery
     * 
       Reversible or nonreversible ischemia on nuclear cardiac study
     * 
       History of myocardial infarction (MI)
   □ Valvular calcifications
   Diagnostic criteria of one or more of the following
     * 
       Echocardiography or other imaging study
     * 
       Valve replacement
   □ Cerebrovascular disease
   Diagnostic criteria of one or more of the following
     * 
       Clinical diagnosis of stroke
     * 
       Old infarct by computer tomography (CT) or magnetic resonance
       imaging (MRI)
     * 
       Cerebrovascular disease by magnetic resonance angiography (MRI)
     * 
       Carotid stenosis ≥ 70% by ultrasonography
     * 
       Clinical diagnosis of transient ischemic attack (TIA)
   □ Peripheral Vascular Disease (PVD)
   Diagnostic criteria of one or more of the following
     * 
       Surgical revascularization of lower extremities
     * 
       Angiography demonstrating PVD
     * 
       Abnormal ankle brachial index (ABI)
     * 
       Amputation (not due to trauma)
     * 
       Symptom of claudication
   Endocrinology □ Type I Diabetes Mellitus
   □ Type II Diabetes Mellitus
   Liver □ Clinical End Stage Liver Disease or Radiographic findings
   consistent with cirrhosis
   (eg, CT scan or Ultrasound)
   Gastroenterology □ Inflammatory Bowel Disease (eg, Crohn Disease or
   Ulcerative Colitis)
   Rheumatology □ Systemic Lupus Erythematosus
   □ Rheumatoid Arthritis
   □ Scleroderma
   □ Other vasculitis (eg, mixed connective tissue disease, polymyositis,
   dermatomyositis)
   Hematology □ Hypercoagulable state documented by abnormal lab work,
   for example
   Protein C and S deficiency
   Antithrombin III deficiency
   Lupus anticoagulant
   Anticardiolipin antibodies
   Laboratory Studies at or near the Time of Diagnosis
   Calcium _____ SI (mmol/L) ______Imperial/English (mg/dL)
   Phosphorus _____ SI (mmol/L) ______Imperial/English (mg/dL)
   Parathyroid Hormone _____ SI (ng/L) ______Imperial/English (pg/ml)
   Albumin _____ SI (g/L) ______Imperial/English (g/dL)
   Ferrtin _____SI (pmol/L) ______ Imperial/English (ng/ml)
   Total cholesterol _____ SI (mmol/L) ______ Imperial/English (mg/dL)
   HbA1C _____SI (proportion of total hemoglobin)
   _____Imperial/English (%)
   Medication at time of diagnosis
     * 
       Anticoagulation
         * 
           Warfarin (Coumadin)
     * 
       Vitamin D analogues
         * 
           Paricalcitol (Zemplar®)
         * 
           Calcitriol (Rocaltrol®)
         * 
           Doxercalciferol (Hectorol®)
         * 
           Maxicalcitol
         * 
           Alfacalcidol (Alfa®, ONE-ALPHA®)
     * 
       Phosphate binders
         * 
           Calcium Carbonate (Tums®)
         * 
           Calcium Acetate (Phoslo®)
         * 
           Sevelamer (Renagel®)
         * 
           Lanthanum (Fosrenol®)
     * 
       Calcium Sensing Recptor Agonist
         * 
           Sensipar (Cinacalcet®)
     * 
       Intravenous Iron
         * 
           At time of diagnosis
   Within 1 year prior to diagnosis
     * 
       Erythropoietin Analogs
         * 
           Epoetin alfa (Procrit®)
         * 
           Darbepoetin alfa (Aranesp®)
     * 
       Lipid lowering meds
         * 
           HMG CoA/Statins, eg Simvastatin (Zocor®), Atorvastatin
           (Lipitor®)
         * 
           Ezetimibe (Zetia®)
         * 
           Niacin
         * 
           Fenofibrate (Tricor®)
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