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Annotations key: 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
Notes: 
 

SubjectID is a randomly generated ID number that uniquely identifies a child or participating family. It 
does not contain any identifying information about the original site or participant.  Because multiple 
caregivers within a family could respond to the surveys, SubjectID + PersonSurveyFor will uniquely 
identify a given survey respondent.  
 
The variable StudyPhase provides the time point at which the survey is completed (i.e., 6 or 18 months). 
This variable is part of the unique identifier for the two surveys administered at both time points: 
Inventory of Complicated Grief and Grief Avoidance. 
 
Sensitive and/or identifying information entered in free text fields have been removed from the public 
use datasets. 
 
 
 

Table name 

Column name followed by # 
(numeric field) or $ (character  
field)  

Format   (name) 
Code list 

Calculated / Derived variable 

Value not provided 

Table name_Child table name 

Variable in Question Group
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Relationship Scales Questionnaire: 

 
Unique ID = SubjectID + PersonSurveyFor 

 

 
 
 
 
   
 
 
 

RSQ (1 of 2) 

RelScalesQ1 #

RelScalesQ2 #

RelScalesQ3 #

RelScalesQ4 #

RelScalesQ5 #

RelScalesQ6 #

RelScalesQ7 #

RelScalesQ8 #

RelScalesQ9 #

RelScalesQ10 #

RelScalesQ11 #

RelScalesQ12 #

RelScalesQ13 #

RelScalesQ14 #

RelScalesQ15 #

RelScalesQ16 #

RelScalesQ18 #

RelScalesQ17 #

DV6497G 
1 = 1 Not at all like me 
2 = 2 
3 = 3 Somewhat like me 
4 = 4 
5 = 5 Very much like me 
6 = 6 Not Asked/Not Answered 

PersonSurveyFor #

Value not provided

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female 

SubjectID # 
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Relationship Scales Questionnaire: 
 

Unique ID = SubjectID + PersonSurveyFor 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
Calculated / derived variables included in the RSQ dataset:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

 
 
 
 
 

RelScalesQ30 #

RelScalesQ29 #

RelScalesQ28 #

RelScalesQ27 #

RelScalesQ26 #

RelScalesQ25 #

RelScalesQ24 #

RelScalesQ23 #

RelScalesQ22 #

RelScalesQ21 #

RelScalesQ20 #

RelScalesQ19 #

DV6497G 
1 = 1 Not at all like me 
2 = 2 
3 = 3 Somewhat like me 
4 = 4 
5 = 5 Very much like me 
6 = 6 Not Asked/Not Answered 

RSQ (2 of 2) 
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Inventory of Complicated Grief:  

 
 
 
Unique ID = SubjectID + PersonSurveyFor + StudyPhase 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

ICG (1 of 2) 

PersonSurveyFor #

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female 

Value not provided

InvCompGrfQ1 #

InvCompGrfQ 2 #

InvCompGrfQ3 #

InvCompGrfQ4 # 
ll lik

InvCompGrfQ5 #

InvCompGrfQ 6 #

InvCompGrfQ7 #

InvCompGrfQ8 #

InvCompGrfQ9 #

DV6491G 
0 = Never 
1 = Rarely 
2 = Sometimes 
3 = Often 
4 = Always 
5 = Not Asked/Not Answered 

SubjectID # StudyPhase # 
PHASE 
1 = 6 Months 
2 = 18 Months 
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Inventory of Complicated Grief:  
 

Unique ID = SubjectID + PersonSurveyFor + StudyPhase 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
Calculated / derived variables included in the ICG dataset:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

StudyPhase Follow-up time point PHASE # 

 
 
 
 
 
 
 

InvCompGrfQ 10 #

InvCompGrfQ11 #

InvCompGrfQ 12 #

InvCompGrfQ 13 #

InvCompGrfQ14 #

InvCompGrfQ 15 #

InvCompGrfQ16 #

InvCompGrfQ17 #

InvCompGrfQ18 #

InvCompGrfQ19 #

ICG (2 of 2) 

DV6491G 
0 = Never 
1 = Rarely 
2 = Sometimes 
3 = Often 
4 = Always 
5 = Not Asked/Not Answered 
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Grief Related Avoidance Questionnaire:  

 
Unique ID = SubjectID + PersonSurveyForm + StudyPhase 

 

 
 
 
 
 
Calculated / derived variables included in the GRIEFAVOID dataset:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

StudyPhase Follow-up time point PHASE # 

 
 
 
 

GRIEFAVOID (1 of 1) 

PersonSurveyFor # 
DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female

Value not provided

GrfRelAvoidQ1 #

GrfRelAvoidQ2 #

GrfRelAvoidQ3 #

GrfRelAvoidQ4 #

GrfRelAvoidQ5 #

GrfRelAvoidQ6 #

GrfRelAvoidQ7 # 

DV6499G 
1 = 1 Almost never 
2 = 2 Sometimes 
3 = 3 Moderately often 
4 = 4 Very often 
5 = 5 Almost constantly 
6 = 6 Not Asked/Not Answered 

SubjectID # StudyPhase # 

PHASE 
1 = 6 Months 
2 = 18 Months 
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The Caregiving Questionnaire:  

 
Unique ID = SubjectID + PersonSurveyFor 

 
 
 

 
 
 
 
 
 
 

CAREGIVING (1 of 2) 

CareGivingQ1 # 

CareGivingQ2 #

CareGivingQ3 #

CareGivingQ4 # 

CareGivingQ5 #

CareGivingQ6 #

CareGivingQ7 #

CareGivingQ10 #

CareGivingQ8 # 

CareGivingQ9 #

CareGivingQ11 #

CareGivingQ12 # 

CareGivingQ13 #

CareGivingQ14 # 

CareGivingQ15 #

CareGivingQ17 #

CareGivingQ16 #

CareGivingQ18 #

PersonSurveyFor #

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female

Value not provided 

DV6498G 
1 = 1 Not at all like me 
2 = 2 
3 = 3 
4 = 4  
5 = 5 
6 = 6 Very much like me 
7 = 7 Not Asked/Not Answered 

SubjectID # 
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The Caregiving Questionnaire:  

 
Unique ID = SubjectID + PersonSurveyFor 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
Calculated / derived variables included in the CAREGIVING dataset:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

 
 

CareGivingQ19 #

CareGivingQ20 #

CareGivingQ21 #

CareGivingQ22 # 

CareGivingQ23 # 

CareGivingQ24 #

CareGivingQ25 #

CareGivingQ26 #

CareGivingQ32 #

CareGivingQ31 #

CareGivingQ30 #

CareGivingQ29 # 

CareGivingQ28 #

CareGivingQ27 #

CAREGIVING (2 of 2) 

DV6498G 
1 = 1 Not at all like me 
2 = 2 
3 = 3 
4 = 4  
5 = 5 
6 = 6 Very much like me 
7 = 7 Not Asked/Not Answered
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Social Support Questionnaire:  
 

SUPPORT: Unique ID = SubjectID + PersonSurveyFor  
 

SUPPORTCONTACTS: Unique ID = SubjectID+PersonSurveyFor+Question+Repeat_Instance 
 

 
 
Please note: For entries with no relationship specified in the SUPPORTCONTACTS dataset, only the initials 
were provided in the original entry. 
 

 
 
 
 
 

SUPPORT (1 of 3) 

PersonSurveyFor #

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female 

Value not provided

SocSupportQ1a #

SocSupportQ1b # 

SocSupportQ2a # 

SubjectID  # 

DV6495G 
1 = No one 
2 = There is someone 
3 = Not Asked/Not Answered

DV6494G 
1 = 6 very satisfied 
2 = 5 fairly satisfied 
3 = 4 a little satisfied 
4 = 3 a little dissatisfied 
5 = 2 fairly dissatisfied 
6 = 1 very dissatisfied 
7 = 0 Not Asked/Not Answered 

Value not provided 

Value not provided 

SSQRelation $ 

SSQRelation $ 

Repeat_Instance  # 

SUPPORTCONTACTS 

SUPPORTCONTACTS 

Question  # 
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Social Support Questionnaire:  
 

SUPPORT: Unique ID = SubjectID + PersonSurveyFor  
 

SUPPORTCONTACTS: Unique ID = SubjectID+PersonSurveyFor+Question+Repeat_Instance 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

SUPPORT (2 of 3) 

SocSupportQ4a #

SocSupportQ3b # 

SocSupportQ3a #

SocSupportQ2b # 

SocSupportQ4b # 

DV6495G 
1 = No one 
2 = There is someone 
3 = Not Asked/Not Answered 

SSQRelation $ 

SSQRelation $ 

Value not provided 

Value not provided 

DV6494G 
1 = 6 very satisfied 
2 = 5 fairly satisfied 
3 = 4 a little satisfied 
4 = 3 a little dissatisfied 
5 = 2 fairly dissatisfied 
6 = 1 very dissatisfied 
7 = 0 Not Asked/Not Answered 

SUPPORTCONTACTS 

SUPPORTCONTACTS 
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Social Support Questionnaire:  
 

SUPPORT: Unique ID = SubjectID + PersonSurveyFor  
 

SUPPORTCONTACTS: Unique ID = SubjectID+PersonSurveyFor+Question+Repeat_Instance 
 
 

 
 
 
 
 
 
 
Calculated / derived variables included in the SUPPORT and SUPPORTCONTACTS datasets:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

Question Question Number (1-6)  # 

SocSupportQ5a #

SocSupportQ5b # 

SocSupportQ6a #

SocSupportQ6b # 

DV6495G 
1 = No one 
2 = There is someone 
3 = Not Asked/Not Answered 

DV6494G 
1 = 6 very satisfied 
2 = 5 fairly satisfied 
3 = 4 a little satisfied 
4 = 3 a little dissatisfied 
5 = 2 fairly dissatisfied 
6 = 1 very dissatisfied 
7 = 0 Not Asked/Not Answered 

SSQRelation $ 

SSQRelation $ 

Value not provided 

Value not provided 

SUPPORT (3 of 3) 

SUPPORTCONTACTS 

SUPPORTCONTACTS 
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Parent Information & Child Information:  

 
Unique ID = SubjectID + PersonSurveyFor 

 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 

PARENT (1 of 3) 

SubjectID # PersonSurveyFor # 

Age # 

Qgender # 

Qrace #  

Ethnicity #  

 DV6483G 
0 = Black or African American 
1 = White or Caucasian 
2 = American Indian  / Alaska Native * 
3 = Asian 
4 = Native Hawaiian or Other Pacific Islander 
5 = Not Asked/Not Answered 
 
* Combined  with 5 = Not Asked/Not Answered 

DV6484G 
-1 = Hispanic or Latino 
0 = Not Hispanic or Latino 
1 = Unknown

DV3005G 
1 = Male 
2 = Female 
3 = Not Asked/Not Answered 

MaritalStatus  # 

MaritalOther $

DV743G 
1 = Married 
2 = Widowed 
3 = Separated 
4 = Divorced 
5 = Never married 
6 = Other 
7 = Not Asked/Not Answered 

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female

Value not provided
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Parent Information & Child Information: 
 

Unique ID = SubjectID + PersonSurveyFor 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 

PARENT (2 of 3) 

RelationToChild #

RelationOther $

HowManyChildren  # 

DV6485G 
1 = Elementary School or none at all* 
2 = High school 
3 = Apprenticeship 
4 = Some college or junior college 
5 = College Education 
6 = Postgraduate degree 
7 = Other 
8 = Not Asked/Not Answered 
 
*Combined responses for Elementary school and 
none at all 

DV6489G 
1 = Biological mother 
2 = Biological father 
3 = Other

DV6490G 
1 = None 
2 = One 
3 = Two 
4 = Three or more 
5 = Not Asked/Not Answered

GenderChild #

AgeUnit #

AgeAtDeathChild # 

DV3005G 
1 = Male 
2 = Female 
3 = Not Asked/Not Answered 

DV6496G 
1 = Days 
2 = Months 
3 = Years 
4 = Not Asked/Not Answered 

death 
1 = Cardiac 
2 = Malignancy 
3 = Multiple organ failure/sepsis 
4 = Neurologic 
5 = Respiratory failure 
6 = Trauma 
7 = Other 
8 = Unknown 

CauseOfDeath # 

TimeToInitialSurvey  # Timeto18MonthSurvey  # 

Education #

Value not provided



 
 

Bereavement Phase II Annotated PUDS eCRF 
 

BPII_Annotated CRF_FINAL_03Jan2013    Page 16 of 17 
   

 
 
 
Parent Information & Child Information: 
 

Unique ID = SubjectID + PersonSurveyFor 
 

 
 
 
 
 
 
 
 
 
Calculated / derived variables included in the PARENT dataset:  
 
Variable Algorithm / Notes Format Type 

SubjectID 
Unique child (family) ID - 
masked 

 # 

TimeToInitialSurvey 
Time from child death to 6 
month survey completed 
(days) 

 # 

Timeto18MonthSurvey 
Time from child death to 18 
month survey completed 
(days) 

 # 

PersonSurveyFor Individual completing survey DV6608G # 

CauseOfDeath Cause of death (PI review) death # 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

PARENT (3 of 3) 

MayWeContactYou  # 

DV256G 
1 = Yes 
2 = No 
3 = Not Asked/Not Answered 
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Survey Scores: 
 
Please note: Algorithms for each of the survey scores are available in separate documentation 
 

 
 
Unique ID = SubjectID + PersonSurveyFor 
 
 
 
 
 

 
Calculated / derived variables included in the SURVEYSCORES dataset for 6 and 18 month Survey 
Responses:  
 
Variable Algorithm / Notes Format Type 

SubjectID Unique child (family) ID - masked  # 

PersonSurveyFor Individual completing survey DV6608G # 

ICGScore Inventory of Complicated Grief Score  # 

GAScore Grief Avoidance Score  # 

RSQSecure RSQ Secure  # 

RSQFearful RSQ Fearful  # 

RSQPreoccupied RSQ Preoccupied  # 

RSQDismissing RSQ Dismissing  # 

CGproximity Proximity vs. Distance  # 

CGSensitivity Sensitivity vs. Insensitivity  # 

CGcooperation Cooperation vs. Control  # 

CGcompulsive Compulsive Caregiving  # 

CGresponsive Responsive Caregiving (combine 3 subscales)  # 

SSQNavg Social Support Number Average  # 

SSQavg Social Support Satisfaction Average  # 

ICGScore18 Inventory of Complicated Grief Score (18 months)  # 

GAScore18 Grief Avoidance Score (18 months)  # 

 

 SURVEYSCORES (1 of 1) 

DV6608G 
1 = Mother 
2 = Father 
3 = Other guardian – male 
4 = Other guardian - female

SubjectID # PersonSurveyFor # 

ICGScore #

RSQDismissing # 

RSQPreoccupied #

RSQFearful #

RSQSecure #

GAScore #

GAScore18 #

ICGScore18 #

SSQavg #

SSQNavg #

CGresponsive # 

CGcompulsive #

CGcooperation #

CGSensitivity # 

CGproximity # 


