Several of the cells have drop down menus with them – if you see an arrow next to the cell you can see your choices 

Patient identifier: Your institution 1, 2,3, ( ie 3 Stanford patients would be Stanford 1, Stanford 2, Stanford 3)

Month/Year of birth (self explanatory)

Type of Heart Disease: 
DCM = dilated cardiomyopathy





CCHB = congenital complete heart block, no structural disease

CHD/Single RV = congenital heart disease with a single right ventricle

CHD/SingleLV = congenital heart disease with a single left ventricle

CHD/BiV = congenital heart disease with 2 ventricles and a systemic LV

CHD/Biv Systemic RV = congenital heart disease with 2 ventricles and a systemic RV

Congenital Heart Disease Diagnosis: Actual diagnosis

Previous Pacemaker:  
None





AAI = atrial pacemaker





VVI  = ventricular pacemaker





DDD = dual chamber pacemaker





VVI-ICD = single chamber ICD





DDD-ICD = dual chamber ICD

Month/Year of Biv implant (self explanatory)

Pre BiV Clinical Status  Asymptomatic





      Heart failure symptoms, but an outpatient




       Heart failure symptoms, inpatient

Type of BiV pacer: 
Epicardial




Transvenous




Mixed (epicardial and transvenous components)




Epicardial/ICD –with ICD capability




Transvenous/ICD – with ICD capability




Mixed/ICD – with ICD capability

Pre BiV medications: List all cardiac medications EXCEPT DIURETICS in the 24 hours  prior to Biv placement

Pre BiV Furosemide TDD (mg/kg-day): Total daily dose in mg/kg/day of furosemide in the 24 hours prior to BiV placement

Pre BiV Spironolactone TDD (mg/kg-day): Total daily dose in mg/kg/day of spironolactone in the 24 hours prior to BiV placement

Pre BiV HCTZ TDD (mg/kg-day): Total daily dose in mg/kg/day of hydrochlorothiazide in the 24 hours prior to BiV placement

Pre BiV other diuretics & TDD: Total daily dose in mg/kg/day and name of any other diuretic in the 24 hours prior to BiV placement

Pre BiV transplant status (Not listed, 1a,1b,2,7): Listed or not and status in 24 hours prior to BiV placement

Duration of Data Collection Period Pre BiV: We would like to review clinical events for a maximum of 1 year prior to biV.  In some cases, due to patient age, referral date or onset of disease, this may be less than 1 year.  Please indicate the actual duration for which a review of records has been performed.

Number of  hospitalizations Pre BiV: This refers to the number of distinct hospital admissions for any cause except congenital heart disease surgery or biv implant in the time period defined above. 

Number of ER visits Pre BiV:  In the time period defined above,  any cause

Pre BiV total ventilatory days/year In the time period defined above, Total number of days on ventilator.

Pre QRS duration:  Longest QRS duration in msec on last ECG prior to implant (including paced rhythm)

Pre Echo EF:  Please try and send a copy of the last echo prior to biV placement and at last follow-up.  Also please add actual data here  Ejection fraction at last echo prior to biV placement

Pre Echo SF:  Pre Biv shortening fraction

Pre Echo LVESV: Pre Biv LV end systolic volume (mls/m2)

Pre Echo LVEDV: Pre Biv LV end diastolic volume (mlms/m2)

Pre Echo MR : mitral regurgitation 

pre TDI measurement - maximium time difference to peak velocity of any tissue doppler site in the LV: In patients who have tissue Doppler indices measured, please calculate this measurement as follows: From onset of QRS measure the time interval to the peak of the sustained S wave.  The maximum time difference from QRS to peak between any 2 tissue Doppler measurements should be recorded in this field.

Pre BiV NYHA class: NYHA Classification prior to BiV

Pre BiV Ross Classification: 

	I
	Asymptomatic

	II
	Mild tachypnea or diaphoresis with feeding in infants.  Dyspnea on exertion in older children.

	III
	Marked tachypnea or diaphoresis with feeding in infants.  Prolonged feeding times with growth failure due to HF.  In older children, marked dyspnea on exertion.

	IV
	Symptoms such as tachypnea, retractions, grunting or diaphoresis at rest.


Last follow-up date: Self explanatory  - if transplanted or died, date of transplantation or death

Duration of follow-up: How long post BiV has patient been followed – If transplanted or died, that is extent of follow-up.

Post BiV medications: List all cardiac medications EXCEPT DIURETICS at last follow-up 

Post BiV Furosemide TDD (mg/kg-day): Total daily dose in mg/kg/day of furosemide at last follow-up

Post BiV Spironolactone TDD (mg/kg-day): Total daily dose in mg/kg/day of spironolactone at last follow-up

Post BiV HCTZ TDD (mg/kg-day): Total daily dose in mg/kg/day of hydrochlorothiazide at last follow-up

Post BiV other diuretics & TDD: Total daily dose in mg/kg/day and name of any other diuretic at last follow-up

Last follow-up transplant status: Status at last follow-up 

Number of hospitalizations in the last year, or since BiV placement if < yr: Number of hospitalizations for any reason in the last year if BiV implanted more than 1 year ago, or since BiV placement in placed < 1 year ago  Exclude any follow-up after transplant.  Exclude hospitalization related to transplant unless patient hospitalized while awaiting transplant.
Number of ER visits last year or  since implant if <1 yr: Number of ER visits for any reason in the last year if BiV  implanted more than 1 year ago, or since BiV placement in placed < 1 year ago. 
post total ventilatory days/year last year or since placement if < yr: Total number of days on ventilator over the year prior to BiV implant Exclude any follow-up after transplant.

last QRS duration: Longest QRS duration in msec on last follow-up 

Last echo EF:  Please try and send a copy of the last echo prior to biV placement and at last follow-up.  Also please add actual data here 

Last Echo SF:  Last follow-up echo shortening fraction

Last echo LVESV: Last follow-up  LV end systolic volume (ml/m2)

Last LVEDV: Last follow-up LV end diastolic volume (ml/m2)

Last MR : mitral regurgitation at last follow-up

Last TDI measurement - maximium time difference to peak velocity of any tissue doppler site in the LV: In patients who have tissue Doppler indices measured, please calculate this measurement as follows: From onset of QRS measure the time interval to the peak of the sustained S wave.  The maximum time difference from QRS to peak between any 2 tissue Doppler measurements should be recorded in this field.

Last NYHA class: NYHA Classification prior to BiV

Last Ross Classification: 

	I
	Asymptomatic

	II
	Mild tachypnea or diaphoresis with feeding in infants.  Dyspnea on exertion in older children.

	III
	Marked tachypnea or diaphoresis with feeding in infants.  Prolonged feeding times with growth failure due to HF.  In older children, marked dyspnea on exertion.

	IV
	Symptoms such as tachypnea, retractions, grunting or diaphoresis at rest.


Vital Status: Status at last follow-up – alive, pump failure death, arrhythmia death, other death or transplanted

Date of death or transplant: (self explanatory)

V-V and/or AV Optimization: Was the AV delay or VV timing optimized

How often optimized? (self explanatory)
