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GEOLPREP – End of Life Preparations Module

                      Graduate Instrument 2004, Phone
OVERVIEW 
This module is new in 2004, as is the companion “End of Life – Death” module.  Note that beneficiaries of life insurance are listed in the “Assets” module, not in this module.
The EOL questions were administered to a randomly selected 70% subsample to reduce the overall length of the survey.  However, all graduate who were Wiscville residents were asked these questions, because, in the mid-1990s, major health care organizations in this area implemented a large-scale advance directive education program.  Respondents were considered to be in the Wiscville sample if they lived in the Wiscville area 1) at the time of the 1992-93 survey, or 2) at the time of the 2003-2005 survey.  

BRIEF VARIABLE DESCRIPTIONS

gy001re:  Wiscville resident flag (100% of Wiscville residents 


 will get this module).  
gy002re:  EOLFLAG for sample selection (70% of respondents will 


 get this module, except for Wiscville residents, who 
          are sampled at 100%, as mentioned).

gy003re:  Has R made *any* preparations for end of life?  (I.e., 

          positive response to at least one of gy004re, gy010re, 

          gy020re, and gy030re.)

gy004re:  Has R made medical plans in case of future serious 
          illness?

gy010re-gy021re:  R’s discussion of health care plans and 
                  preferences (With anyone?  Spouse?  Kids?                  

                  Whom?  How well does person understand?).

gy022re-gy026re:  Legal arrangements for someone to make 



         decisions about R’s medical care (Any?  Who 
                  has, or would have, that authority?  Spouse?   

                  Kids?).

gy030re-gy038re:  R’s living will or advance directive (Exists?  
                  Given to spouse?  To kids?  To whom?).

gy040re-gy046re:  Inheritance plans (Who would get R’s assets, or 

                  spouse’s?  Does R have will?  Etc.).

gy060re-gy064sp:  Hopes/plans for last days or weeks of life 



 (Where spent?  Discontinue treatments?  For R 
                  and spouse).

gy065re,gy066sp:  How strictly to follow wishes for end of life 
                  medical care (for R and spouse).

gy070rec:  At what stage in the Terri Schiavo case did R complete 
           the WLS phone survey?

CODING

In general, please read all NOTES associated with variables in this module before using them.  They repeat some of the information below, but sometimes also provide additional detail.

All variables in this module begin with “gy”.  Following the general naming convention for the 2004 survey, variables end in “re” or “sp” if they are simple variables, and in “rec” if they are constructed.

Many questions in this module had response categories that included a “specify” option (e.g., “CHILD/CHILD-IN-LAW/GRANDCHILD (ENTER NAME FOLLOWED BY //) [specify]”, “OTHER RELATIVE (ENTER RELATIONSHIP FOLLOWED BY //) [specify]”, or “OTHER  (ENTER RESPONSE FOLLOWED BY //) [specify]”).  To code such “open-ended” responses, we created three sets of categories (known as codesets), described fully in the document opEOLPrepCodeSetsFINAL.doc.  We read through each open-ended response and categorized it into the most specific appropriate category listed in the appropriate codeset.  Items coded into the “End of Life Relationship Codes” codeset were gy016re, gy018re, gy020re, gy025re, gy026re, gy034re, gy035re, gy036re, gy037re, gy038re, and gy046re.  Items coded into the “Inheritors of Assets” codeset were gy040re, gy140re, gy041RE, and gy045sp.  The item coded into the “Site of Last Days of Life” codeset was gy060re.  
In addition, even for items not containing a “specify” option, if multiple respondents volunteered a response not anticipated by the instrument, we added this response category during data preparation.  Thus, since many respondents volunteered the response “in the process of doing this” for items gy022re, gy030re, gy042re, and gy043re, this response category was added and now appears in the final data.
Some constructed variables could be created in multiple ways.  The exact technique for creating such constructed variable is described in the NOTE for that variable –- please read before using.  

Note that, as agreed upon for all 2004 modules, when missing data in simple variables prevented us from creating constructed variables, those constructed variables are set to “-2 INAPPROPRIATE”.  
PROBLEMS

We had substantial problems with items that included the response category “CHILD/CHILD-IN-LAW/GRANDCHILD (ENTER NAME FOLLOWED BY //) [specify]”.  This is because even when respondents provided a name, we did not know whether the name referred to a child, a child-in-law, or a grandchild.  Furthermore, in some cases we did not know if the person mentioned was a male or a female (if the name was gender-ambiguous, e.g., Chris or Robin).  Despite this, we made every effort to identify the person mentioned in as much detail as possible, e.g., to specify whether the person was a son, a daughter, a son-in-law, a daughter-in-law, etc.  We did this by reading the interviewers’ other-specify notes and comments, by listening to the interview audio, and by trying to match the names given by the respondent with names in the respondent’s child roster.  However, we were not always able to identify the most specific open-end category.  In such cases, the response is either left in “CHILD/CHILD-IN-LAW/GRANDCHILD (M OR F)” or in some other less-than-optimally specific answer category (e.g., “GRANDCHILD (GENDER UNSPECIFIED)”).  

This lack of specificity posed challenges in creating constructed variables that indicate whether the respondent gave instructions/information to a child (namely, gy014rec, gy024rec, and gy033rec).  Detailed NOTES for each of these variables explain exactly how they were constructed.
The problem with the “CHILD/CHILD-IN-LAW/GRANDCHILD” items also means that the child pattern variables (gy116rec, gy118rec, gy120rec, gy125rec, gy126rec, gy146rec) are NOT guaranteed to capture all cases in which R named a child.  See NOTES for each of these variables for more detail.
Another problem with items that asked respondents to name relatives or others who had received information/instructions is that respondents often named multiple people in a single response.  Furthermore, interviewers differed in whether they permitted multiple people to be listed in a single response.  Thus, our open-end coding system includes a mix of single responses (e.g., “SON”) and multiple responses (e.g., “MULTIPLE CHILDREN, MIXED SEX”).
An unrelated problem was that, due to instrument error, the distinction between a “-3 REFUSAL” and a “-2 INAPPROPRIATE” was lost in the wpc2_a-j loop (pertaining to gy034re through gy038re in the final data).  Because true refusals were expected to be very rare, we decided to code all these responses as “-2 INAPPROPRIATE”.
Sometimes (very rarely) respondents who, according to our records, are not married, nonetheless answered “spouse” to a question.  These cases were retained.  (Audio files in some cases suggest that the “spouse” is a common-law spouse or live-in partner.)  Similarly, sometimes respondents who, according to our records, have no children, nonetheless name a child in response to a question.  Again, such cases were retained.  
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Hanna Grol-Prokopczyk checked notes, supervised open-ended coding, wrote variable creation code, and wrote this COR.

Hanna Grol-Prokopczyk and JeongHwa Ho, in consultation with Debby Carr, created the open-ended coding system for this module.

Debby Carr is principal investigator for this module, and provided feedback throughout the variable creation process.

Jay Yonker wrote code to create the 6 pattern variables (which identify which children received or would receive various kinds of health care/end of life instructions).

Open-ended coding was done by Hanna Grol-Prokopczyk, Evan Sherlock, Jay Yonker, Justin Resnick, Rachel Malec, Mandy Lauber, Erica Wollmering, Kelly Baker, Erin Wicke, and Shane Peterson.
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