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A. Introduction
The aim of the PURE follow-up study is to estimate the number and cause of fatal and non-fatal events. Once a death has occurred it is important to find the cause of death. Some of these deaths may have occurred in an health care institution and some outside of it. And of these deaths, varying proportions may be certified by a medical practitioner as due to a particular illness. Due to the differences in availability of medical personnel, health care utilization, reporting and certifying practices prevalent in various regions, it is important to have a standardized method of obtaining information on the cause of death. Hence the method called Verbal autopsy has been introduced in the PURE study.

As a Research Assistant, you will conduct the verbal autopsy, which will be used to determine the cause of death.

This manual provides information on conducting a verbal autopsy, and instructions for filling up a verbal autopsy Questionnaire.
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Verbal autopsy has been introduced in the PURE study as:

It is feasible and practical

It gives good cause of death information if undertaken in a systematic manner

It has been used successfully earlier in India and other countries
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B. Instructions for completing the Verbal Autopsy Questionnaire
The verbal autopsy information collected by you from the family members of the deceased will be used by a physician to assign a cause of death. Therefore, you should devote sufficient time to canvass verbal autopsy questionnaire and gather information in great detail. The instructions for filling in the verbal autopsy questionnaire are as follows.

Verbal Autopsy Questionnaire for adult death

Pre-requisite: A pre-requisite to obtaining a high-quality verbal autopsy report is the Symptom List which is a separate sheet that has key features to ask about the symptoms that the respondents report. The Research Assistant should become very familiar with this symptom list and carry this on each household visit

The verbal autopsy form has 2 parts:

Part I is a structured questionnaire to probe about the onset of illness, nature of symptoms and the course of illness that led to death.

Part II is the written narrative. You will write the detailed verbal autopsy report in this section of the questionnaire after collecting detailed information from the spouse/close associates of the deceased/ neighbours, including information from hospital reports, death certificate, etc., if

available.

Respondent:

The respondent refers to the principal person from whom you are collecting information on all the questions. She/he should be the one who has been with the deceased during the illness, especially the terminal phase of the illness and at the time of death. The best respondent is usually an adult spouse. The choice of the respondent should be done in the following order.

· Spouse

· Parents

· Son/ daughter

· Son- or daughter-in-law

· Close relative

· Friend/ associate / neighbour or the informant

More than one respondent may be interviewed in case the death is due to a stigmatizing condition such as AIDS, suicide, or homicide, etc. In such conditions, family members may not reveal full details of the illness. The village health/nutrition worker or other social worker or an associate/ neighbour may provide additional information in such cases (N.B.: please remember to fill in two VA narratives in such cases).

Section I: 

This is a structured questionnaire to find out about the onset of illness, nature of symptoms and course of illness that led to the death.

How did this person die? (Write an account of final illness in respondent’s own words)

Ask the respondent -- what do you think the deceased died of? The reported reply

should be recorded exactly as stated, using the local term and language. Do not probe further at this stage. The respondent may relate the death to supernatural or evil spirit, etc. 

Q1. Ask if the deceased died all of a sudden?

Q1a.Ask if there was any one with the deceased when he/she died suddenly?

Q2.Ask if the deceased was well 12 hours before his/her death?

Q2a.Find how long was he/she ill before he/she died.

Some individuals may be suffering from specific physical complaints but may not have had a diagnosis made by a doctor or may not recall the exact diagnosis by a doctor. Hence it is important to ask for specific symptoms and record the details as below:

Q3.Ask if they had any breathing difficulty?

Q3a.Find if there was breathing faster than normal?
Q3b.Ask if there was difficulty to breath normally?

Q3b(i).Find if there was difficulty in performing daily activities due to breathlessness?

Q3b(ii) Find out how the breathlessness was associated with exertion or physical activity and grade accordingly.

Q3b(iv) Ask if there was breathlessness at night causing the person to wake up after few hours of sleep? 


Q4.Was there wheezing or a whistling sound in the chest?

Q5.Was there chronic (long-lasting) cough daily lasting for more than 3 months a year over two years?

Q6. Find out if there was swelling of both feets?
Q7. Ask if he/she had loss of conscious for more than 24 hours?

Q7a. Find if the loss of consciousness started suddenly/quickly (at least within a single day).

Q8. Ask if there was noticeable weight loss?

Q9. Ask if they had to drink lot more water than usual?

Q10.Ask if there was any urine problem?

Q10a. Ask if he/she did not pass urine at all?

Q11. Did the deceased report/experience chest pain?

Q11a.How long did the chest pain last?

Q11b. Where exactly was the chest pain located? Mark accordingly

Q11c. Was the chest pain accompanied by following?

  (i) Was the chest pain accompanied by any sweating?

  (ii)Was the chest pain accompanied by any loss of consciousness?

  (iii)Was the chest pain accompanied by any vomiting?






  (iv)Was the chest pain accompanied by any other specific problems?

Q11d. Find out how the chest pain was associated with exertion or physical activity and grade accordingly.

Q12. Ask if the deceased report/experience paralysis (or weakness) of any part of the body (one-half of the body) in the month preceding death?

Q12a. if yes, was it associated with the person losing consciousness also?

These questions relate to any diagnosed heart condition before the death and specific details about the diagnosed condition.

Q13.Find out if ‘heart disease’ was diagnosed as a health problem at any time before death or at the time of death.

Q13a. If yes, record the exact diagnosis.

Q14.Find out if any of the below listed as diagnosis verbally or with medical certificate? 

         a. Heart attack (Myocardial infarction)


         b. Angina (chest pain)

         c. Heart failure (or cardiac failure or congestive cardiac failure or CHF/ CCF)

         d. Heart beat abnormality (irregular heart beat) or arrhythmia


         e. Heart valve defect (stenosis or regurgitation)

         f. Birth defect of heart or blood vessels (congenital problem)

         g. Fluid around the heart (pericardial effusion or pericarditis)

         h. Undergone any heart/cardiac surgery

         i. Any other heart conditions
Section II (Narrative): contains a narrative history of the symptoms of illness and events leading to the death.

· While recording history of illness for adults with long-standing illness, the description should include details that occurred in the month preceding death, with other information recorded as past history.

· Use the symptom list to probe on the reported symptoms; mention both positive and negative symptoms

· Write a good story of the onset, sequence, duration & severity of symptoms

· Write details of health care sought – place of treatment, investigations ordered or done, reports of tests, diagnosis, advice given by the health professional, treatments advised, prognosis (outcome) offered by the health professional; and referrals to other hospitals or higher centres

· Regularity of treatment taken

· Any other medical or surgical treatment offered, declined or accepted

· Details of terminal illness – onset of symptoms, severity and other characteristics (as detailed in the symptom list)

· DO NOT PUT YOURSELF UNDER PRESSURE TO MAKE A DIAGNOSIS; simply state the problems as experienced by the patient and narrated by the respondent

C. Instructions for use of the Symptom List
The symptom list should be used for probing the details of symptoms so as to write the verbal autopsy report. 
The symptom list has 12 main symptoms or conditions called ‘lead’ or ‘filter’ symptoms. 

· If the respondent is able to give the major symptoms and circumstances leading to death, you should ask additional probing questions about the other symptoms using the symptom/sign list. For each symptom, the duration of the symptom, any treatment received (type of treatment received), if admitted in the hospital (e.g. tuberculosis hospital, cancer hospital, coronary care unit etc), name and location of the hospital and duration of hospitalization should be recorded. If a death certificate has been issued, its information should be recorded.

· If the respondent is not able to give sufficient information on the symptoms prior to death or has difficulty in remembering any major symptom, you should use the following procedure to obtain more information:

· Read out the filter symptom/sign of each module in the symptom/sign checklist

· Check responses to each, and note down positive responses

· Where there is a positive response, then additional details on that symptom and associated symptoms, if any, should be obtained.

· Details on any treatment received (type of treatment received), if admitted in the hospital (e.g. tuberculosis hospital, cancer hospital, coronary care unit etc), name and location of the hospital and duration of hospitalization should be recorded.

· If the history is vague, then go symptom by symptom and include negative symptoms (e.g., “no fever”, “no cough”, “no diarrhoea”).

· Also, wherever necessary, research assistant should collect information from other family members who may have more detailed information regarding the symptoms / treatment etc. In other words, collateral sources of information may be used to obtain as detailed and accurate information as possible on the illness
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Write complete name of person completing the Verbal Autopsy.
Date of interview: Write date in the yyyy/mm/dd format.
Signature of the physician reviewing the verbal autopsy.

Date of reviewing: Write date in the yyyy/mm/dd format.

Verbal Autopsy is an investigation of the train of events, circumstances, symptoms


and signs of illness leading to death through an interview of relatives or associates of


the deceased.
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Tips for a successful Interview


Always ask about duration, type of problem, treatment sought or received


Always probe for each key symptom provided


Note down key points, and then explore for all positive symptoms


If the history is unclear (e.g., he just died), then list all negative symptoms (e.g. no fever, no cough, no diarrhoea, etc, just died in his sleep)


Focus on the end-stage (terminal phase) of the illness


Always write the name of the hospital/clinic visited


Always read back the history to the respondent at the end to confirm if what you wrote is their understanding of what happened
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