MESA Manual of Operations:
Informant Interview
Appendix D.11, Page 8

D.11
Informant Interview 

D.11.1
Introduction

The purpose of the Informant Interview is to better define the factors associated with the onset of a fatal event, including the participant’s location and activity at onset, circumstances related to the onset, symptoms, history of medical treatment, and use of various medical services. This form is required for out-of-hospital deaths for which the cause is suspected to be a cardiovascular endpoint of interest to MESA. This form is to be utilized on an “If  Needed” basis for hospitalized cardiovascular events.

The interview with the informant is potentially very emotional because, in most cases, it will be with a close relative or friend of the decedent. Care should be taken to be aware of the sensitive nature of the interview and the informant’s response to the questions. No interview should take place less than 30 days following the participant’s death. On the other hand, very distant events may be difficult to recall.  The need to provide time for grieving should be balanced with the idea that the sooner the interview takes place, the more details the informant is likely to accurately relate.

The person to whom the Informant Interview is administered will generally be identified through one of three ways:

1. The person is listed as the “next of kin” on the participant’s death certificate.

2. The person had been designated by the participant as a “contact” or “proxy.”

3. The person is indicated by a previous informant as someone who has additional information regarding the participant’s death.

The questionnaire is divided into six sections. 

· The Informant Information section is concerned with the relationship of the informant to the decedent. 

· Circumstances Surrounding Death addresses the details immediately surrounding the fatal event. 

· The History section is concerned with the decedent’s medical history. 

· The Symptoms section is concerned with any acute symptoms the deceased may have experienced at the time of death.

· Emergency Medical Care addresses any emergency medical services the decedent may have received just prior to death. 

· Reliability asks the interviewer to assess the dependability of the information obtained during the interview.

D.11.2
Item-by-Item Instructions

Most questions have multiple-choice responses; however, if necessary, in all instances, please feel free to write in the margins any additional information or comments that may be important to understanding the reply. In these instances, write word-for-word (in short phrases and/or abbreviations) the response of the informant, being careful to ensure that additional comments do not affect the proper scanning of the form by infringing upon “bubbles” or text boxes. These details may be helpful if there are any questions later about how to “code” a response. For questions asking the informant to provide names or other specific information, if more than one answer is given, write all responses.

When reading questions to the informant, fill in the blanks with the name of the decedent. For example, the question, “ I would like to ask you about the circumstances surrounding [the participant’s] death,” should be read, “I would like to ask you about the circumstances surrounding your father’s, or your wife’s, or John’s death,” etc., as appropriate.

The interviewer should be familiar with skip patterns and the nature of each question. Several questions are similar, with only slight differences. Such questions may sound repetitive and to ensue that the informant understands the distinctions and provides the most accurate response possible, the interviewer must make the distinction clear to the informant when necessary.

If the informant contradicts a previous answer, probe to clarify and correct the previous response if necessary.

If the informant says at the start of the interview that s/he does not know anything about the death, try to persuade the informant to start the interview and complete as much as possible. The interviewee may know more than s/he realizes. If the informant is obviously not helpful, gracefully end the interview.

Ask the informant for access to medical records during the interview, if appropriate, but request written permission only if needed.

Finally, the interviewer is responsible for thoroughly reviewing the Informant Interview form following the interview and editing as needed. Review every question and the skip patterns carefully.  Every question must be answered unless skip patterns indicate otherwise.

NOTE: In order to accurately complete the informant interview, the interviewer needs to thoroughly understand the MESA definition of death. “Death” is defined as the point at which the decedent stopped breathing on his or her own and never recovered. Thus, the onset of death for someone who is resuscitated or ventilated is the point at which s/he last breathed spontaneously. [S/he may recover several times after resuscitations, but the last cessation of breathing is considered death.] Death is not the time “pronounced dead.” If the participant is “found dead,” the time of death may be estimable if the time since last seen alive was short. However, if long, the exact time of death may remain unknown.

Record the participant’s date of death in the designated field in the upper right corner of the form.  Confirm the date entered matches the actual date-of-death as indicated on the participant’s death certificate.

D.11.2.1
Informant Information

(Question 1)  

(Question 1a)  Record the relationship of the informant to the decedent.  Take care not to reverse this. For example, “She was my mother” should be answered “daughter/son.”  “Other relative” includes aunt, uncle, cousin, in-law, grandchild, etc. “Other” includes any relationship not listed. This can be completed in advance of the interview, if known.

(Question 1b)  Record the name of the informant in the manner in you will address him or her throughout the interview.
D.11.2.2
Circumstances Surrounding Death

(Question 2)  Ask the informant to provide details regarding the circumstances surrounding the participant’s death. Allow the informant to recount what happened in his/her own words. Transcribe this narrative as close to word-for-word as possible, using short phrases, abbreviations, etc., where appropriate. If the informant does not offer this information on his/her own, probe neutrally for symptoms, order, and timing of relevant occurrences, medical care, etc. Record the narrative on the separate Informant Interview Narrative sheet. The description of the incidents preceding the death is extremely important for diagnostic and Event review purposes. Therefore, pay particular attention in recording the following information:

Circumstance

· General/usual health of decedent prior to final events, major chronic illnesses, including whether or not there was a history of MI or coronary disease.  

· Nursing home or other care?  What changed, if anything, before death?

· Was the death witnessed?  Or could have decedent been heard if s/he had cried out?

· Any emergency actions taken.

Symptoms

· Symptoms, particularly whether or not there was pain, and signs.

· Specifically ascertain whether or not there was pain and, if so, where.

· When describing the occurrences surrounding the death itself, be sure to differentiate between the onset of the last symptoms, the death (recalling MESA definition of death), and the participant’s being “pronounced dead.”  

· Don't ask about risk factors (smoking, diabetes, hypertension).  

Timing

· Timing around death. Timing should be clear, in terms of minutes/hours between steps.  Key is the timing from onset of symptoms or last seen alive until cessation of breathing.

· If decedent was found dead, note as clear as possible the timing since last known alive and death.

· Make sure the description includes the timing of relevant occurrences and the symptoms experienced.

· Timing between incidents should be clear in minutes or hours.

Record the narrative on the separate Informant Interview Narrative sheet; if the interview produces no narrative information at all, you should still write that fact on the Informant Interview Narrative sheet. Be sure to scan the Narrative sheet, regardless of whether it contains a narrative or not.
(Question 3)  Indicate whether or not someone was present at the time of the participant’s death. This question should be answered “yes” whether the person present was the informant or someone else.  “Present” is defined as being within sight of the deceased at the time of death. For example, someone was lying next to the decedent in bed, sitting in a chair in the room, etc. “Not Present” would be the correct response if no one was in the decedent’s room at the time of his/her death, or someone left the decedent alive and returned to find him or her deceased, etc.
If the informant indicates someone was present at the time of death, skip to Question 6. If not, continue with Question 4.

(Question 4)  Indicate whether, though no one was physically present (i.e., in the same room) when the participant died, someone was close enough to have heard the participant if s/he had called out just before his/her death.

(Question 5)  Ask the informant how long it was between when the participant was last known to be alive and when s/he was found dead. Do not initially read the choices aloud to the informant. If the informant answers, mark the bubble appropriate to the informant’s response. If the informant hesitates, read the intervals in order, starting with the shortest. Record “Unknown” if the participant does not know or refuses to answer.

Skip to Question 7.

(Question 6)  If the informant indicated in Question 3 that someone was present when participant died, ask the informant who was present, wait for response, and mark appropriate answer. If the informant hesitates, read the list and mark correct answer

If the informant indicates an “other lay person” (an individual without medical training) was present at the time of the participant’s death, obtain more information about this person at Question 21 (i.e., name, relation to participant). Consider whether an additional Informant Interview is needed with this person.

If the informant indicates s/he was present at the time of death, skip to Question 8.  If not, continue with Question 7.
(Question 7)  Ask the informant how much time passed between when s/he last saw the participant alive and the time of the participant’s death. Do not initially read the choices aloud. If the informant answers, mark the bubble appropriate to the informant’s response. If the informant hesitates, read the intervals in order, starting with the shortest. Record “Unknown” if the informant does not know or refuses to answer.

D.11.2.3
History

(Question 8)  Ask the question as written: “Was s/he restricted to home, able to leave home only with assistance or great effort, or was his/her activity unrestricted?”  Mark the bubble appropriate to the informant’s response.

This question refers to any history of restriction from the decedent’s usual day-to-day activities and excludes the circumstances immediately surrounding the participant’s death.
(Question 9)  Ask the informant if the decedent was hospitalized for any reason within the four weeks prior to his/her death. 

If the informant indicates the participant was not hospitalized for any reason within four weeks of his/her death, skip to Question 12a. Otherwise, continue with Question 10.
(Question 10)  Ask the informant the reason for the hospitalization. Do not read the list. You may need to probe to obtain pertinent details. Mark the most appropriate answer based on the informant’s response. If “Other” is indicated, specify in informant’s own words.

(Question 11)
Question 11a)  Enter the date of the hospital admission. If decedent was hospitalized more than once in the four weeks preceding his/her death or stayed in more than one hospital, record the most recent on the form and then list all dates, names, cities, and states of other hospitalizations on a separate piece of paper. If exact days are unknown, fill in month and year and enter 15 for the day.

Complete an Initial Notification of Potential Event/Death form for each new hospitalization indicated. Commence events investigation procedures to see if an event eligible for classification occurred prior to the participant’s death. See Section D.2, “Initial Notification of Potential Event/Death,’ for more information about completing this form.
(Question 11b)  Record the name, city, and state of the hospitalization recorded in Question 11a, or enter the MESA Hospital Code*.

* Prior to the start-up of events data collection, each MESA field center provided the Coordinating Center with a list of area hospitals and other health care institutions where their participants are likely to be having overnight stays. The Coordinating Center assigned each of these institutions a four-digit MESA Hospital Code. This is the value you may enter here if available/desired. To see a list of valid hospital codes for your site, you can run the Hospital Code report from the MESA database to see all institutions, sorted by institution name or hospital code. If a participant reports a stay at a hospital that has not been assigned a hospital code, the MESA database allows you to enter a new institution name, which will be automatically assigned the next (sequentially) available MESA Hospital Code.
(Question 12)

(Question 12a)  Ask the informant if the participant was seen by a physician for any reason in the four weeks prior to his/her death.

If yes, continue with Question 12b.  If not, skip to Question 13.

(Question 12b)  Ask the informant the name and address of the physician the participant saw within the four weeks prior to his/her death. If more than one, record the additional names/addresses on a separate sheet of paper or in the “Notes” section on page 3 of the form.


Determine if it is appropriate to send the physician(s) indicated in Question 12b a Physician Questionnaire: Cardiovascular Death form. 
D.11.2.4
Symptoms

(Question 13)  Ask the informant if the participant experienced pain, discomfort or tightness in the chest, left arm, or jaw.  This includes symptoms that were part of or followed the final episode of acute symptoms. Record response.

If yes, continue with Question 14.  If not, skip to Question 20.
(Question 14)  Ask the informant if the pain, discomfort or tightness specifically involved the chest. Record response.

(Question 15)  Ask the informant if this episode of pain, discomfort or tightness was new or if the participant had previously experienced similar symptoms.

If the informant indicates the participant previously had similar symptoms, continue with Question 16.  If not, skip to Question 20.
(Question 16)  Ask the informant if the episodes of pain, discomfort, or tightness had been getting longer or more frequent. Record response.

(Question 17)  Ask the informant if the episodes of pain, discomfort, or tightness had been getting more severe.  Record response.  

If the informant answers “no” or “unknown” to both Question 16 and Question 17, continue with Question 18.  Otherwise, skip to Question 20.

(Question 18)  Ask the informant over what period of time these episodes became longer, more frequent, or more severe. Do not initially read the responses aloud to the informant. If the informant answers, mark the bubble appropriate to the informant’s response. If the informant hesitates, read the intervals in order starting with the shortest. Record “Unknown” if the informant does not know or refuses to answer.

(Question 19)  Ask the informant to indicate the interval of time between the participant’s last episode of pain, discomfort, or tightness and his/her death. Mark the shortest interval known to be reliable. Do not initially read the choices aloud to the informant. If the informant hesitates, read the intervals in order starting with the shortest. Record “Unknown” if the informant does not know or refuses to answer.

D.11.2.5
Emergency Medical Care

(Question 20)  Ask the informant if the decedent was taken to the hospital, to the emergency room, or to another emergency care facility because of his/her condition.

· This includes visits to a hospital emergency room whether or not it resulted in an inpatient visit.

· This excludes instances when the participant went to a clinic or physician’s office or was already hospitalized when the event occurred.

(Question 21)  This question asks if there is any person who may be able to provide additional information about the events leading up to the death or the death itself. For example, a spouse may know most about the three days prior to death, while a co-worker may have actually witnessed the death.
If the informant indicated in Question 6 that someone other than him/herself or medical personnel was present at the time of the participant’s death, probe here for more information about that person, if it was not offered.

If the informant does indicate that another person may be able to provide additional details about the participant’s death, determine if an additional Informant Interview with that individual is warranted.

(Question 22)  This question asks for the relationship of the person indicated in Question 21 to the decedent. “Other relative” includes aunt, uncle, cousin, in-law, grandchild, etc. “Other” includes any relationship not listed.

(Question 23)  Ask the informant for the name and address of the person identified in Question 21.
Close the interview by thanking the informant for his/her time and reiterating how much the quality of our research depends on the cooperation of people like him/her. Ask the informant if s/he has additional questions. If s/he does, answer as best possible or refer the informant to additional resources if appropriate. Thank the informant again for his/her time.  

D.11.2.6
Reliability

(Question 24)  Immediately after completing the interview, record your assessment of the informant’s reliability:

· Select Good when it is your opinion that the interview provided accurate and complete information to be used in evaluating the death, history, and symptoms.

· Select Fair when it is your opinion that the interview provided reasonably accurate and reasonably complete information to be used in evaluating the death, history, and symptoms.

· Select Poor when it is your opinion that the interview did not provide accurate or complete information to be used in evaluating the death, history, and symptoms.

Write any comments about the interview in the “Notes” section. This will help the Physician Reviewers understand how the interview went.

D.11.3
Action Required When Form is Complete

Review the form for completeness and accuracy. Enter your Interviewer ID and the date of the interview in the boxes provided at the bottom of the final page of the form. 

In the “Sequence ID” field on the upper right corner of page 1, enter the sequence number appropriate to this form. The “Sequence ID” is determined by the number of a particular form completed for a given event. If this is the first Informant Interview sent, the Sequence ID is “01”; The second (if any) Informant Interview sent is Sequence ID “02,” etc. The Sequence ID is necessary to distinguish each Informant Interview sent as a unique form within the MESA database.
Transcribe (type) the narrative from Question 2 on the separate Informant Interview Narrative sheet; if the interview produces no narrative information at all, you should still type that fact on the Informant Interview Narrative sheet. Be sure to scan the sheet, regardless of whether it contains a narrative or not. The Informant Interview narrative is saved in the MESA database as an “image file” in the same manner as all other non-TELEForm documents (e.g., discharge summaries, ECG tracings, etc.).  Affix an appropriate document label (showing the Investigation ID, document type, page number, and Sequence ID) to the upper left corner of the typed narrative and submit the form for data entry as part of the final events package for this investigation. (See the MESA Events Database Manual for information on scanning image files.) 

Make sure your data manager changes the participant’s status to deceased in the “MESA Administration Participant Data” screen. This will cause the participant to “fall off” all MESA communication lists, such as the “Follow-Up Calls Due” report.

[image: image1.emf]11/09/2004

Multi-Ethnic Study of Atherosclerosis

Informant Interview

Informant Information

Public reporting burden for this collection of information is estimated to average 10 minutes per

response, including the time for reviewing instructions, searching existing data sources,

gathering and maintaining the data needed, and completing and reviewing the collection of

information.  An agency may not conduct or sponsor, and a person is not required to respond to,

a collection of information unless it displays a currently valid OMB control number.  Send

comments regarding this burden estimate or any other aspect of this collection of information ,

including suggestions for reducing this burden, to: NIH, Project Clearance Branch, 6705

Rockledge Drive, MSC 7974, Bethesda, MD, 20892-7974, ATTN: PRA 0925-0493.  Do not

return the completed form to this address.

Circumstances Surrounding Death

I would like to ask you about the circumstances

surrounding (  )'s death.  If you have any questions as we

go along, please ask me.

Where there is a blank (  ) in the text of a question, insert the name of the participant.

2.   Please tell me about his/her general health, health on

the day s/he died, and about the death itself.

     Record a brief synopsis of the events surrounding the death as

     related by the informant.  Append a typed copy of this account to

     this questionnaire.

If "Self," skip to Question 8.

1b.   Name of informant  (for interviewer use):

1a .  Relationship of informant to deceased:

Spouse

Daughter/Son

Parent

Friend

Workmate

Other Relative:

Other:

11/09/2004

Date of

Death:

page 1  of 3

Skip to Question 7.

4.   Was anyone close enough to hear (  ) if s/he had

     called out?

Yes No Unknown

Less than 5 minutes

5 minutes to 1 hour

1 to 24 hours

Longer than 24 hours

Unknown

5.   How long was it between the time (  ) was last known

     to be alive and the time s/he was found dead?

Self

Nursing staff, physician or paramedic

Other lay person

6.   Please tell me who was present:

Less than 5 minutes

5 minutes to 1 hour

1 to 24 hours

Longer than 24 hours 

Unknown

7.   When was the last time you saw (  ) prior to his/her

     death?

/ /

Month  Day Year

3.   Was anyone present when s/he died?

Yes No Unknown

If "Yes," skip to Question 6.

Some of the remaining questions may repeat information

already provided, but it helps us to ask these items

specifically.

8000028  02

Participant ID:

Sequence Num:

OMB #0925-0493  Exp: 10/31/07

8000028  02

3196209437
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History

11a.   What was the date of the hospital admission?

11b.   What was the name and location of the hospital?

12a.   Was (  ) seen by a physician at any other time in

the last four weeks prior to death?

12b.   What is the name and address of this physician?

9.   Was s/he hospitalized within the four weeks prior to

death?

If "No" or "Unknown," skip to Question 12a.

Symptoms

The next set of questions deals specifically with acute

symptoms such as pain, discomfort or tightness that (  )

may have experienced at the time of his/her death (i.e.,

starting at the time s/he noticed the symptoms that

caused him/her to stop or change what s/he was doing).

/ /

Month  Day Year

Unknown

Other:

Diagnostic procedure(s)

Other surgical procedure(s)

Heart surgery

Other non-cardiovascular disease

Other cardiovascular disease

Cerebrovascular disease or stroke

Coronary heart disease, heart attack, angina, or

cardiac arrest

10.   What was the reason for the hospitalization?

Yes No Unknown

The next few questions concern (  )'s medical history.

8.   Was s/he restricted to home, able to leave home only

with assistance or great effort, or was his/her activity

unrestricted?

Unrestricted

Able to leave home only with assistance or great

effort

Restricted to home

Yes No

13.   Did s/he experience pain, discomfort or tightness in

the chest, left arm or jaw?

page 2  of 3

Unknown

14.   Did the pain, discomfort or tightness specifically

involve the chest?

No Yes Unknown

15.   Were these episodes new, or had they occurred

previously?

If "New symptoms," skip to Question 20.

If "No" or "Unknown," to Questions 16  and  17,

skip to Question 19.

Yes No Unknown

If "No" or "Unknown," skip to Question 20.

16.   Were the episodes getting longer or more frequent?

Yes No Unknown

18.   Over what period of time did these episodes become

longer, more frequent, or more severe?

Days

Weeks

Months

Unknown

17.   Were the episodes getting more severe?

Yes No Unknown

19.   You may not be able to answer this:  How long was it

from (  )'s last episode of symptoms to the time that s/he

stopped breathing on his/her own?

Less than 5 minutes

Less than 1 hour

Less than 24 hours

Greater than 24 hours

Unknown

New symptoms

Previous symptoms

Unknown

If "No" or "Unknown," skip to Question 13.

Informant Interview (Page 2)
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6033209430
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Emergency Medical Care

22.   How is s/he related to the deceased?

Spouse

Daughter/Son

Parent

Friend

Workmate

Other Relative:

Other:

21.   Is there anyone else we could contact who might

be able to provide additional information about the

circumstances surrounding (  )'s death or his/her usual

state of health?

Yes No Unknown

Interviewer ID:

Yes No Unknown

20.   Was (  ) taken to the hospital, emergency room, or

any other emergency care facility ?

page 3  of 3

Closing Script:  Thank you very much for your

assistance in this important study.  Do you have

any questions?  (Pause, and continue if there are

no questions.)  Thanks again for your help.

Reliability

24.   What is your rating of reliability of the interview?

Good

Fair

Poor

/ /

Month  Day Year

23 .  What is the name and address of this person?

If "No" or "Unknown," skip to "Closing Script."

Informant Interview (Page 3)

Data Entry ID:

Notes

8000028  02

2372209432
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