STUDY CO-ORDINATOR MANUAL

The role of the study coordinator may vary from centre to centre in terms of involvement with the training and supervision of research workers.

However, according to the protocol, you will have a critically important role in 

1. determining the strategy, selected household by selected household, for conducting household interviews and individual interviews of older residents of these households who were participants of previous 10/66 surveys
2. monitoring this process, and ensuring that it is carried out accurately

1. DETERMINING THE INTERVIEWING STRATEGY

For the INDEP study we have pre-selected households in four categories - incident dependence, chronic dependence, control and care exit households. For now, we are focussing on completing the interviews for the incident and chronic dependence and control households. For these interviews it is important that the research worker does not know the household category at the time when they carry out the interview. The criteria for selecting these households are described in detail in the tables at the end of this document. They depend upon the needs for care of the older people who were resident and interviewed in the 10/66 surveys at baseline and follow-up. Put simply

· incident dependence households – none of the older residents who were participants in our surveys had needs for care at baseline, but one or more had developed needs for care by follow-up

· chronic dependence households – one or more of the older residents needed care at baseline and one or more of them still had needs for care at follow-up

· control households – none of the older people interviewed at baseline or follow-up needed care

‘Care exit’ households are those in which one or more older people needed care at baseline, but they have all died before follow-up, hence there were no longer any needs for care in the household.  

The situation is a little more complicated than this since 

· more than one older survey participant in the household may have justified the household category (for example, there may be more than one older person with incident needs for care) 
· there might also be other older residents who were survey participants (for example older people with no needs for care)

· older participants might have died or moved away since the follow-up interview
This will have potential implications for fieldwork, specifically whether the

· the household interviewing should proceed as planned, or

· one or more older survey participants should be traced to their new residence which would then be designated the household of interest for the purposes of INDEP, or

· the household should be redesignated as a ‘care exit household’

· the household should be excluded, with no need for further interviewing 

In order to make these decisions, while keeping the interviewers ‘blind’ (to knowledge of the household category) we will need to follow a two-stage process

STAGE 1 

The interviewer visits the selected households with a list of the older participants that were present and interviewed at follow-up (this information is provided in a word document – participants tracing.doc – which the interviewers should take into the field when carrying out the tracing of selected households and their older survey participants). The interviewer attempts to trace these older survey participants, recording on the form whether they are 

1
still present

2
moved

3
dead

0
status not known (cannot be traced)
STAGE 2

The interviewer then consults with the study coordinator, who is not blind to the household category. The study coordinator consults another word document -  participants.doc – which includes information on household category (incident dependence, chronic dependence or control) and the needs for care of the older participants from baseline to follow-up (no care, incident needs for care or chronic needs for care). 
Your role as study coordinator would then be to consult the tables at the end of this document to decide how the interviewing should proceed and advise the interviewer accordingly. 
Your decision will depend upon the household category, and which of the older participants, interviewed at follow-up, have subsequently died or moved away. It is all clearly explained in the tables at the end of this document. 

Note that any changes in needs for care since follow-up will not have any impact on your decision. These will, however, be ascertained and recorded in the interviews. 

Note that you should NOT tell the research worker the household category, unless it is to be redesignated as a ‘care exit’ household. 
As above, there are one of four outcomes

OUTCOME 1. continue with this household according to protocol - interview all available older participants (section BB or proxy interview CC for those that cannot provide reliable information), and an informant for each (section AA), and complete the household interview (sections A-I)

OUTCOME 2. continue with the current household but redesignate it as a ‘care exit’ household, hence completing the household interview only, sections A-I
OUTCOME 3. redesignate the household to a new address (and household) to which one or more specified older participants have moved. As for outcome 1, you would then interview all available older participants of the 10/66 surveys that have moved to this household, and an informant for each, and complete the household interview with respect to this new household
OUTCOME 4. exclude the household – no need for any interviewing

Put  more simply, from the perspective of the research worker, there are three pieces of information that you will need to convey

1. whether they should proceed with the current household or approach a new household into which one or more of the older participants have moved, or exclude the household
2. assuming the household is not excluded, whether they need only to complete a household interview, or whether they also need to complete index older participant and informant interviews

3. if older participant interviews need to be completed, which older participant or participants need to be interviewed

It may be most efficient and convenient to carry out this consultation by mobile phone in order to minimise the delays between the tracing visit by the research worker, and the research worker feeding back information to the household regarding plans for interviewing.
2. MONITORING THE INTERVIEWING PROCESS

The decision and the outcome of the interviewing needs to be recorded on an epidata data entry file that we shall provide (outcome.rec). The details of all of the older participants will be pre-entered.
Recording the decision

For each older participant, based upon your decision you will need to enter under {DECIDE} one of the following six options
1
present (not to be interviewed)

2
moved away (not to be interviewed)

3
dead

4
status not known

5 
present (to be interviewed) 

6
moved away (to be traced and interviewed)
Hence, 
· Under Outcome 1, above, you would code all those still present as 5. You would code those that had moved away as 2. 

· Under Outcome 2, you would code those still present as ‘1’ and those who had moved away as ‘2’.

· Under Outcome 3, you would code those to be followed to the new household as ‘6’. You would code any still present at the original household as ‘1’.

· Those who had died, and those whose status was not known (could not be traced) would be coded accordingly. Note that Outcome 4 only occurs if all older participants in a control household had died.

Recording the outcome

You will then need to ensure that all of those who are designated to be interviewed (given codes of 5 and 6) are interviewed, or the reason for not being interviewed is recorded. Under variable {STATUS} once the interviewing is complete, please code
1
 interviewed

2
 refused

3
 died before they could be interviewed

4
 could not be traced

You also need to ensure that a household interview has been completed, where indicated. Under {HHSTATUS} please code
1
household interview completed

2
household interview refused

3
household interview not required (all older people in control household dead, and household excluded)

Note that the HHSTATUS code will be the same for all older participants within a given household.

EXERCISE
Look at the scenarios presented for the seven households on the last sheet of this manual. Work out which of the {DECIDE} codes you would apply for each of the participants, and what advice you would give the research worker for the household. Check your answers with the principal investigator 

	
	Required
	Allowed within the definition
	Possible changes since FU interview
	Action

	Incident dependence
	none of the older people had needs for care at baseline and one or more have developed needs for care by follow-up
	Other older people in the household may never have had needs for care.


	At least one of the older people with incident needs for care present
	Continue as per protocol. It does not matter if others have died or moved away. It also does not matter if one, or more, or all of those still present, who did not have needs for care, have developed needs for care since the FU interview. This will be ascertained and recorded, and addressed in the analysis.

	
	
	
	All those surviving with incident needs for care have moved to another household
	Survey the household to which the person or persons with incident needs for care has moved. If two or more have moved to separate households, follow the older person with the highest level needs for care at FU interview. If none of those with incident needs for care can be traced, record as non-response, specifying the reason.

	
	
	
	All those with incident needs for care have died
	Reclassify as ‘care exit’ household


	
	Required
	Allowed within the definition
	Possible changes since FU interview
	Action

	Chronic dependence
	at least one of the older people had needs for care at baseline and still have needs for care at follow-up
	Other older people in the household may never have had needs for care, may have developed needs for care, or (rarely) have had needs for care at baseline but have become independent again at follow-up
	At least one of the older people with chronic  needs for care present
	Continue as per protocol. It does not matter if others have died or moved away. It also does not matter if one, or more, or all of those still present, who did not have needs for care, have developed needs for care since the FU interview. This will be ascertained and recorded, and addressed in the analysis.

	
	
	
	All those surviving with incident needs for care have moved to another household
	Survey the household to which the person or persons with chronic needs for care has moved. If two or more have moved to different households, follow the older person with the highest level needs for care at FU interview. If none of those with incident needs for care can be traced, record as non-response, specifying the reason.

	
	
	
	All those with incident needs for care have died
	Reclassify as ‘care exit’ household


	
	Required
	Allowed within the definition
	Possible changes since FU interview
	Action

	Control
	none of the older people had needs for care at baseline, and none of them still present at follow-up had needs for care
	All older household participants must meet the required criteria
	At least one of the older people with no needs for care at baseline or FU is still present
	Continue as per protocol. It does not matter if others have died or moved away. It also does not matter if one, or more, or all of those still present have developed needs for care since the FU interview. This will be ascertained and recorded, and addressed in the analysis.

	
	
	
	All those surviving have moved to another household
	Survey the household to which the person or persons with no needs for care has moved. If two or more have moved to different households, follow the youngest. If none can be traced, record as non-response, specifying the reason.

	
	
	
	All older participants, present at baseline and FU, have died
	Do not proceed. Record among non-response, specifying the reason


EXERCISE

	houseid
	particid
	name
	gender
	age
	Household category
	Participant needs for care
	Door-knock tracing
	DECIDE*
	WHAT WILL YOU TELL THE RESEARCH WORKER?

	1
	1
	Ernesto
	male
	72.00
	control
	no care
	DIED
	
	

	1
	2
	Sebastiana
	female
	70.00
	control
	no care
	DIED
	
	

	2
	1
	Cornelio
	male
	80.00
	chronic dependence
	chronic
	DIED
	
	

	3
	1
	Isidoro
	male
	70.00
	control
	no care
	MOVED AWAY
	
	

	3
	2
	Porfiria
	female
	65.00
	control
	no care
	PRESENT
	
	

	4
	1
	Marciana
	female
	77.00
	incident dependence
	incident needs for care
	PRESENT
	
	

	5
	1
	Anastacia
	female
	80.00
	control
	no care
	MOVED AWAY#
	
	

	5
	2
	Rosa
	female
	75.00
	control
	no care
	MOVED AWAY#
	
	

	6
	1
	Eutiquia
	female
	76.00
	incident dependence
	incident needs for care
	DIED
	
	

	6
	2
	Miguel
	male
	80.00
	incident dependence
	no care
	PRESENT
	
	

	7
	1
	Jacoba
	female
	85.00
	chronic dependence
	chronic
	PRESENT
	
	

	7
	1
	Jose
	male
	83.00
	chronic dependence
	chronic
	DIED
	
	

	7
	1
	Epifania
	female
	66.00
	chronic dependence
	no care
	PRESENT
	
	


# Anastasia and Rosa have moved away to two separate addresses

*{DECIDE} CODES

1
present (not to be interviewed)

2
moved away (not to be interviewed)

3
dead





4
status not known

5 
present (to be interviewed) 


6
moved away (to be traced and interviewed)

EXERCISE – ANSWER SHEET
	houseid
	particid
	name
	gender
	age
	Household category
	Participant needs for care
	Door-knock
	DECIDE*
	WHAT WILL YOU TELL THE RESEARCH WORKER?

	1
	1
	Ernesto
	male
	72.00
	control
	no care
	DIED
	3
	No interviewing required

(Outcome 4)

	1
	2
	Sebastiana
	female
	70.00
	control
	no care
	DIED
	3
	

	2
	1
	Cornelio
	male
	80.00
	chronic dependence
	chronic
	DIED
	3
	‘Care exit’ – HH interview only

(outcome 2)

	3
	1
	Isidoro
	male
	70.00
	control
	no care
	MOVED AWAY
	2
	Stick with original household – interview Porfiria and carry out HH interview

(Outcome 1)

	3
	2
	Porfiria
	female
	65.00
	control
	no care
	PRESENT
	5
	

	4
	1
	Marciana
	female
	77.00
	incident dependence
	incident needs for care
	PRESENT
	5
	interview Marciana and carry out HH interview

(Outcome 1)

	5
	1
	Anastacia
	female
	80.00
	control
	no care
	MOVED AWAY
	2
	Moved to separate households. Follow Rosa to her new household as the younger of the two. Interview Rosa and conduct HH interview on new household

(Outcome 3)

	5
	2
	Rosa
	female
	75.00
	control
	no care
	MOVED AWAY
	6
	

	6
	1
	Eutiquia
	female
	76.00
	incident dependence
	incident needs for care
	DIED
	3
	‘Care exit’ – HH interview only

Outcome 2)

	6
	2
	Miguel
	male
	80.00
	incident dependence
	no care
	PRESENT
	1
	

	7
	1
	Jacoba
	female
	85.00
	chronic dependence
	chronic
	PRESENT
	5
	interview Jacoba and Epifania and carry out HH interview

(Outcome 1)

	7
	1
	Jose
	male
	83.00
	chronic dependence
	chronic
	DIED
	3
	

	7
	1
	Epifania
	female
	66.00
	chronic dependence
	no care
	PRESENT
	5
	


*{DECIDE} CODES

1
present (not to be interviewed)

2
moved away (not to be interviewed)

3
dead





4
status not known

5 
present (to be interviewed) 


6
moved away (to be traced and interviewed)
