IDI Guide-Parent-Child Death

Key Informant In-depth interview guide

Parent(s) of child who died

1.

Basic demography

1.1. Demographic information (age, education, type of residence, religion, origin- state)
1.2. Family structure (composition, children, original residence)

1.3. Occupation — Mother and father, other family members

Events that led to death of the child
(Please document as the event were told by the respondent)
2.1. Could you tell me about the illness/events that led to her/his death?

Hospitalisation period

Now we would request you to tell us something about the period of hospitalisation for
your child?

(Probe: hospital, ward, duration of stay, course of illness)

Could you please describe you overall experience about the hospital care?
(Probe: investigations, treatment given, involvement/ participation in decision making,
satisfaction level, quality of care, cost of care)

Could you please describe your experience about communication by the various hospital
staffs during hospital stay?

(Probe: who all communicated, who was the primary communicator, nurses, doctors,
other staffs, frequency of communication, mode of communication, details, completeness
of information, skill of communicator, consistency in communication)

Death and post death period

We would like to know about the events around death and after death of your child.

| your view what caused death of your child?

(Probe: who declared death, cause of death explained, preceding events before death,
meeting with any senior doctor/member, attitude/body language/expression/skill of the
communicator, expression of empathy/sympathy, language and simplicity, perceived
completeness of information)

What was your and your family member’s reaction to the death of your child?
(Probe: what was the reaction of mother, father, other family members who were
present, did someone try to console you or your family member)

How was your experience about the procedure after death till handover of the body to
you?

(Probe: processes asked to follow, documentation and papers given, interaction and
behaviour of the staffs, respect for religious norms, time taken, cost/payment, assistance
from the staffs)
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10.

11.

12.

13.

14.

15.

16.

17.

Who all from your family and community/neighbourhood were present at the hospital
and how they supported you during this period?
(Probe: who informed them, who all came, what type support given)

Post death procedures and coping mechanism

What all rituals and procedures did you follow after death of your child?

(Probe: body preparation, who prepared, burial/ cremation, other rituals and timings;
who performed them according to the rituals)

How did you, your spouse (wife/husband) and immediate family members cope with the
difficult phase?

(Probe: any change in the psychological state, physical state, engagement in daily work,
spiritual/religious activities)

Is/was there any change in the interpersonal relationships between you and your spouse
and other family members after the event?

(Probe: relation between husband and wife; relation and attachment with other children,
is present; relationship with other family member who are physically present; contact
with members who are physically not present but contacted over phone)

How did the family members support you and your wife during the difficult phase?
(Probe: burial/cremation rituals, community norms/rituals, coping with the phase,
financial)

What were the reactions/ counselling and suggestions given by the
relatives/neighbours/community after the episode?

(Probe: what to do after death, following the rituals, knowing the cause of death, any
other)

Do you think and/or discuss with your spouse/ family member(s) about the death and
related events and blame someone/something or feel guilty for the same?

(Probe: with whom; how frequently; the context of discussion; contents of discussion;
whom do you/others blame for the death or what about you feel guilty)

When did father and mother (if working) returned to work after the death of the child?
(Probe: father, mother, loss of job/ resignation from job/change of job, was there any
change in the mode of functioning)

How your and your family’s life has changed after the death of the child?

(Probe: what has changed, what is the major change, what do you care more now than
before; plans for future pregnancy, any substance abuse- new behaviour or increase in
the existing behaviour)
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18.

19.

20.

21.

22.

23.

24,

25.

Knowing cause of death in detail — autopsy and MITS

What was the cause of death of your child and what is your perception about the value of
knowing the cause?

(Probe: knowledge about the cause of death, willingness to know the detailed cause,
potential factors that led to the illness/death, potential impact on the other family
members or next pregnancy)

Many children die in our community due to various causes and in several instances the
detail cause of death is not identified. We need to know the causes of death in detail. We
want your views on the options of knowing the causes of death in detail.

In your view, what more could have been done to know the exact cause of death and the
reasons causing the disease?

(Probe: investigation, autopsy, any other)

Are you aware of any method for identifying the exact cause of death?

(Probe: autopsy, investigations, etc.)

In several instances, doctors advise for autopsy/ post-mortem to find out the causes of
death in children so that improvement in treatment and something can be done to prevent
the deaths of children.

What are your views about the autopsy/ post-mortem for identifying the cause of death?
(Probe: necessity, religious aspect, time needed, disfigurement, etc.)

In some instances, autopsy/ post-mortem is not possible due to various reasons. To find
out the exact cause of death and underlying disease, some tissue biopsy (collection of very
small sample using needles, known as biopsy) and fluids (blood, urine, CSF, etc.) from the
body of the child after they die, as done for investigation to identify and treat the diseases.
But these samples are to be collected as soon as possible after death in the hospital.

What are your views about collection of the tissue (like done for biopsy to diagnose
diseases) and body fluid samples for identifying the cause of death?
(Probe: necessity, religious aspect, time needed, disfigurement, etc.)

How parents and family members can be approached for the tissue and fluid sampling?
(Probe: who should approach, whom, when and how should approach; what should be
told and in what detail; should some picture of the method be used to explain)

In your view, what factors are important for acceptance of the tissue sampling by the
parents and family members?
(Probe: desire to know the cause, trust, confidence on the health care provider)

Summarisation
Now, we are completing the interaction/ interview. Would you like to add anything?

Thank the respondent(s) for their critical contribution.



IDI Guide-Parent-Stillbirth

Key Informant In-depth interview guide

Parent(s) of stillbirth

1.

Basic demography

1.1. Demographic information (age, education, type of residence, religion, origin-state)
1.2. Family structure (composition, children, original residence)

1.3. Occupation (mother and father, other family members)

Events that led to the stillbirth

Please let us know the course of pregnancy and events around the delivery/

termination.

(Please document as the event were told by the respondent)

2.1. Can you please let us know about the problems, illness and events immediately
before the delivery?

2.2. Where did you go or whom did you consult for any problem during the last
pregnancy?

Hospitalisation period

Now we would request you to tell us something about the period of hospitalisation for
the pregnancy, delivery or termination?

(Probe: hospital, ward, duration of stay, course of iliness)

Could you please describe your overall experience about the hospital care?
(Probe: investigations, treatment given, involvement/ participation in decision making,
satisfaction level, quality of care, cost of care)

Could you please describe your experience about communication by the various hospital
staffs during hospital stay?

(Probe: who all communicated, who was the primary communicator, nurses, doctors,
other staffs, frequency of communication, mode of communication, details,
completeness of information, skill of communicator, consistency in communication)

Stillbirth

We would like to know about the events around delivery and after that in the hospital.
Could you please tell us about the declaration of the event/outcome (stillbirth)?
(Probe: who declared the outcome, cause explained, the body language and expression,
preceding events before delivery, meeting with any senior doctor/member,
attitude/body language/expression/skill of the communicator, expression of
empathy/sympathy, language and simplicity, perceived completeness of information)

What was your and your family member’s reaction when you were told about the
stillbirth?

(Probe: what was the reaction of mother, father, other family members who were
present, did someone try to console you or your family member)
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10.

11.

12.

13.

14.

15.

16.

How was your experience about the procedure after death till handover of the body to
you?

(Probe: processes asked to follow, documentation and papers given, interaction and
behaviour of the staffs, respect for religious norms, time taken, cost/payment,
assistance from the staffs)

Who all from your family and community/neighbourhood were present at the hospital
and how they supported you during this period?
(Probe: who informed them, who all came, what type support given)

Post event procedures and coping mechanism

What all rituals and procedures did you follow after stillbirth?

(Probe: body preparation, who prepared, burial/ cremation, other rituals and timings,
who performed them according to the rituals)

How did you, your spouse (husband/wife) and immediate family members cope with the
difficult phase?

(Probe: any change in the psychological state, physical state, engagement in daily work,
spiritual/religious activities)

Is/was there any change in the interpersonal relationships between you and your spouse
and other family members after the event?

(Probe: relation between husband and wife; relation and attachment with other children,
is present; relationship with other family member who are physically present; contact
with members who are physically not present but contacted over phone)

How did the family members support you and your spouse (husband/wife) during the
difficult phase?
(Probe: burial rituals, community norms/rituals, coping with the phase, financial)

What were the reactions/ counselling and suggestions given by the
relatives/neighbours/community after the episode?

(Probe: what to do after death, following the rituals, knowing the cause of death, any
other)

Do you think and/or discuss with your spouse/ family member(s) about the loss and
related events and blame someone/something or feel guilty for the same?

(Probe: with whom; how frequently; the context of discussion; contents of discussion;
whom do you/others blame for the death or what about you feel guilty)

When did father and mother (if working) returned to work after the event?
(Probe: father, mother, loss of job/ resignation from job/change of job, was there any
change in the mode of functioning)
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17.

18.

19.

20.

21.

22.

23.

How your and your family’s life has changed after the event?

(Probe: what has changed, what is the major change, what do you care more now than
before; plans for future pregnancy, any substance abuse- new behaviour or increase in
the existing behaviour)

Knowing cause of stillbirth in detail — autopsy and MITS

Many pregnancies in our community end with stillbirth due to various causes and in
several instances the exact cause is not identified. We need to know the causes of
stillbirth in detail. We want your views on the options of knowing the causes of stillbirth
in detail.

What was the cause of stillbirth mentioned to you and what is your perception about
the value of knowing the cause?

(Probe: knowledge about the cause of stillbirth, willingness to know the detailed cause,
potential factors that led to the illness/death, potential impact on the other family
members or next pregnancy)

In your view, what more could have been done to know the exact cause of stillbirth and
the reasons causing it?
(Probe: investigation, autopsy, any other)

Are you aware of any method for identifying the exact cause stillbirth?
(Probe: autopsy, investigations, etc.)

In several instances, doctors advise for autopsy/ post-mortem to find out the causes of
stillbirth so that appropriate action can be taken to prevent recurrence of such event.
What are your views about the autopsy/ post-mortem for identifying the cause of
stillbirth?

(Probe: necessity, religious aspect, time needed, disfigurement, etc.)

In some instances, autopsy/ post-mortem is not possible due to various reasons. To find
out the exact cause of stillbirth and underlying disease, some tissue biopsy (collection of
very small sample using needles, known as biopsy) and fluids (blood, urine, CSF, etc.)
from the body, as done for investigation to identify and treat the diseases. But these
samples are to be collected as soon as possible.

What are your views about collection of the tissue (like done for biopsy to diagnose
diseases) and body fluid samples for identifying the cause of stillbirth?
(Probe: necessity, religious aspect, time needed, disfigurement, etc.)

How parents and family members can be approached for the tissue and fluid sampling?
(Probe: who should approach, whom, when and how should approach; what should be
told and in what detail; should some picture of the method be used to explain)
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24. In your view, what factors are important for acceptance of the tissue sampling by the
parents and family members?
(Probe: desire to know the cause, trust, confidence on the health care provider)

Decision making dynamics

25. In routine day to day operation who takes decision about the major activities (purchases,
treatment, spending money) about the family?
(Probe: involvement of the mother/women in the family, any other family member,
consultation with any other member)

26. During the hospital stay who discussed with the doctors/ nurses to make the decision(s)
about treatment and other procedures.
(Probe: father, mother, any other family member, did you/your spouse talk to someone
in your family like elders or relatives to take critical decisions)

27. After the delivery, who decided about the burial and other post-death activities and
rituals?
(Probe: father, mother, any other family member; did you/your spouse talk to someone
in your family like elders or relatives to take critical decisions)

Summarisation
28. Now, we are completing the interaction/ interview. Would you like to add anything?

Thank the respondent(s) for their critical contribution.



IDI Guide-Community Member

Key Informant In-depth interview guide

Community Leader or Member

1. Basic demography
1.1. Designation/ Role
1.2. Occupation
1.3. Period

2. Care seeking practices
2.1. Where do people from your community/ locality usually go or whom do you consult
for healthcare (all types of patients/illnesses)?
2.2. Which all health facilities are usually accessed? Which ones are mostly accessed?
2.3. Which health providers are usually accessed? Which ones are mostly trusted?

3. Where do people from your community/ locality usually go or whom do you consult
during illness of children and newborn?
3.1. Which ones are usually accessed for non-critical illnesses and why?
3.2. Which ones are usually accessed for critical or severe illnesses and why?

4. Where do people from your community/ locality usually go or whom do you consult
during pregnancy and delivery?
4.1. Which ones are usually accessed for routine pregnancy check-ups?
4.2. Which ones are usually accessed for delivery or pregnancy with complications?

llinesses and causes of death
5. Inyour view, what are the common illnesses and causes of child death in your locality?

6. We are trying to identify the causes of death in children, so that something can be done
to prevent and reduce the number of deaths in children.
In your view, would this information be valuable?
(If valuable/ useful, why? If not, why not?)

Knowing cause death and implications of procedures
In some cases the children die before even the exact cause of illness and death is
identified/ investigated. In such cases, doctors suggest autopsy/ post-mortem to identify
the cause(s) of death.

7. How autopsy/post-mortem is viewed by you and community members for knowing the
cause of death?
(Probe: explore the views, concerns and believes in the community regarding autopsy)

8. In some instances, autopsy/ post-mortem is not possible due to various reasons. To find
out the exact cause of death and underlying disease, some tissue biopsy (collection of
very small sample using needles) and fluids (blood, urine, etc.) from the body of the child
after they die, as done for investigation. But these samples are to be collected as soon as
possible after death.
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How do you view minimal tissue sampling procedure as a method for knowing the cause
of death?

(Probe: explore the views, concerns and believes, religious aspects, comparison with
autopsy)

9. How the parents/ families are likely to view the minimal tissue sampling procedure as a
method for knowing the cause of death?
(Probe: anticipated views, concerns and believes, religious aspects, rituals, comparison
with autopsy)

10. How the parents/families of a child/newborn who has died, should be approached by
the hospital doctors/staffs for the minimal tissue sampling procedure?
(Probe: who, when and how and whom should approach, who can be key influencer)

11. In your view, what factors are important for acceptance of the minimal tissue sampling
by the parents and family members?
(Probe: desire to know the cause, trust, confidence on the health care provider, who can
be key influencer)

12. In your view, what would be the most suitable method(s) of educating the community
about the minimal tissue sampling?
(Probe: medium, methods, place and target audience)

13. In your view, what are the challenges for conducting the minimal tissue sampling at the
hospitals?
(Probe: acceptance by community and families, religious aspects, burial/cremation
related)

14. In your view, how the community leaders/influencers like you can contribute/ participate
in such activity?
(Probe: who or what is it, what did you do in this context)

15. Any other specific comments/ observations.

Thank the respondent(s) for their critical contribution.



IDI Guide- Religious leader

Key Informant In-depth interview guide

Religious Leader/Practitioner (from different religions- Hindi, Muslim, Sikh, Christian)

1.

Basic demography

1.1. Religion served/ followed

1.2. Designation

1.3. Total years of service

1.4. Total years in current position

Death and related practices

Please describe the rituals and practices followed around and after death (Please describe
these day-wise and duration).

(Probe: for adults, children, neonates aged < 1 month, still birth and abortions)

Please describe the differences in rituals and practices according to the place of death and
natural versus premature death like a child and at the time of delivery/birth.
(Probe: death at home versus death at hospital)

Please tell us about the requirements for burial or post death rituals in the religion.
(Probe: death certificate, timing, presence of relatives, cost of the procedure)

In your view, what happens to the spirit, when a child/newborn dies? What is usually done
by the family and/or community to help this happen?

(Probe: what happens, what things are done, what are not done, what happens if they are
not done)

People are usually sad when child dies. How do people in the community show their
sadness?

(Probe: what is done by the parents, immediate family members, how does the community
and relatives support in this)

People are usually sad when a pregnancy ends with birth of a dead child (still birth). How do
people in the community show their sadness?

(Probe: what is done by the parents, immediate family members, how does the community
and relatives support in this)

How do the parents and families cope after death or loss of pregnancy/death of the child at
birth?
(Probe: behavior, spiritual practices, family and relatives role)

Is there any social stigma or taboo related to family or woman in relation to her child’s
death or stillbirth?
(Probe: blame, spiritual factors, effect on family or children or subsequent pregnancy)
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Knowing cause death and implications of procedures
10. In your view, how important is to know the cause of death?
(Probe: how this can help the parents/family and others, how is seen in the community)

11. What are the beliefs about post mortem (or autopsy) in your religion?
(Probe: acceptance, religious and spiritual concerns)

12. After a post-mortem is done, are there any modifications in the rituals done in the funeral
process?
(Probe: body preparation, mode of burial/cremation, post burial/cremation practices,
related cost implications)

In some instances, autopsy is not possible due to various reasons. To find out the exact cause
of death and underlying disease, some tissue biopsy (collection of very small sample using
needles) and fluids (blood, urine, etc.) from the body of the child after they die, as done for
investigation. But these samples are to be collected as soon as possible after death. This
does not cause any disfigurement of the body.

13. What are your views about collection of the tissue and body fluid samples for identifying
the cause of death?
(Probe: necessity, religious aspect, time needed, etc.)

14. How parents and family members can be approached for the tissue sampling?
(Probe: who, when and how should approach and whom)

15. In your view, what factors are important for acceptance of the tissue sampling by the
parents and family members?
(Probe: desire to know the cause, trust, confidence on the health care provider)

16. In your view, is there any modifications in the rituals done in the funeral process needed
with the minimal tissue sampling procedure?
(Probe: body preparation, mode of burial/cremation, post burial/cremation practices,
related cost implications)

17. Any other opinion/ suggestions.

Thank the respondent for his critical contribution.
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Focus Group Discussion guide

Number of participants:

llinesses, death and care seeking practices
You are aware that several of the children in the area/ community fall ill/become sick and
some of them die.

1.

In your opinion, how and why the children fall ill/ become sick? Why some of them die?
(Probe: the microbial causes, rituals, religious aspects, spiritual and other issues)

Where do people from your community/ locality usually go or whom do you consult for
healthcare (all types of patients/illnesses)?

2.1. Which all health facilities are usually accessed? Which ones are mostly accessed?
2.2. Which health providers are usually accessed? Which ones are mostly trusted?

Where do people from your community/ locality usually go or whom do you consult
during illness of children and newborn?

3.1. Which ones are usually accessed for non-critical illnesses and why?

3.2. Which ones are usually accessed for critical or severe illnesses and why?

Pregnancy, outcome and care seeking practices
You are aware that several of the pregnancies in the area/community terminate with
stillbirth (death during delivery) or intrauterine death (death inside womb).

4.

In your opinion, how and why some of the pregnancies terminate with stillbirth or
abortion?
(Probe: care, diseases, rituals, religious aspects, spiritual and other issues)

Where do people from your community/ locality usually go or whom do you consult
during pregnancy and delivery?

5.1. Which ones are usually accessed for routine pregnancy check-ups?

5.2. Which ones are usually accessed for delivery or pregnancy with complications?

What are the rituals and practices observed by the family and community when a child

dies?

6.1. What practices are followed when a child dies before completion of first month (or
21 days)?

6.2. What practices are followed when a child dies before fifth birth day?

6.3. What practices are followed when a child dies during delivery and declared born
dead?

How does the parents and family members cope with the death of their child?
(Probe: coping by mother/pregnant woman, father/ husband, family members, support
from relatives and community)
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Causes of death and knowing the cause

8.

9.

10.

11.

12.

13.

14.

15.

In your view, what are the common illnesses and causes of child death in your locality?

In your view, what are the common causes of stillbirth and intrauterine death in your
locality?

We are trying to identify the causes of death in children and stillbirths, so that something
can be done to prevent and reduce the number of deaths in children and stillbirths.

In your view, would this information be valuable?
(Probe: If valuable/ useful, why? If not, why not?)

In some cases the children die before even the exact cause of illness and death is
identified/ investigated. In such cases, doctors suggest autopsy/ post-mortem to identify
the cause(s) of death. Similarly for the stillbirths and intrauterine deaths, doctors suggest
autopsy/post-mortem of the baby to identify the cause(s) of death.

How autopsy/post-mortem is viewed by you and community members for knowing the
cause of death?
(Probe: views, concerns and believes in the community regarding autopsy)

In some instances, autopsy/ post-mortem is not possible due to various reasons. To find
out the exact cause of death and underlying disease, some tissue biopsy (collection of
very small sample using needles) and fluids (blood, urine, etc.) from the body of the child
after they die, as done for investigation. But these samples are to be collected as soon as
possible after death.

How do you view minimal tissue sampling procedure as a method for knowing the cause
of death?
(Probe: views, concerns and believes, religious aspects, comparison with autopsy)

How the parents/ families are likely to view the minimal tissue sampling procedure as a
method for knowing the cause of death?

(Probe: anticipated views, concerns and believes, religious aspects, rituals, comparison
with autopsy)

How the parents/families of a child/newborn who has died, should be approached by
the hospital doctors/staffs for the minimal tissue sampling procedure?
(Probe: who, when and how and whom should approach, who can be key influencer)

In your view, what factors are important for acceptance of the minimal tissue sampling
by the parents and family members?

(Probe: desire to know the cause, trust, confidence on the health care provider, who can
be key influencer)
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16. In your view, what would be the most suitable method(s) of educating the community
about the minimal tissue sampling?
(Probe: medium, place and target audience)

17. In your view, how the community leaders/influencers like you can contribute/ participate
in such activity?

(Probe: who or what is it, what did you do in this context)

18. Any other specific comments/ observations.
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1. JUid: 3MIgHd 2. UTST 3 8Hd 3. (YT 4. T8Hd 5. TUId: TgHd

26. 7 3T A § BI A Siifdd § WR St Ta! X8 5, oId 9 al TR
1. JUIG: 3MEHd 2. UTST 3 8Hd 3. YT 4. T8Hd 5. TUId: YgHd

27. T 9gd 3l Heq™ B I8! § SUD Jqd & dIG |
1. qufd: 3rIeHd 2. ST SRIEHA 3. AT 4. UEHd 5. Yuid: Tgdd

28. H gl & o H ot e P 3rchall Hegy HR @1 &
1. JUid: 3MgHd 2. UTST 3 8Hd 3. 3IHIYd 4. Y8Hd 5. TUId: YgHd

29. UH 9 BT TGT 3BT 8 |
1. Quid: SRIgHd 2. UTST 3RTgHd 3. 31 4. gHd 5. gufd: TgHd



30. H Tl a1 & H3A1E Hegy el
1. Quid: SRIEHd 2. UTST 3RTgHd 3. 31 4. gHd 5. gufd: TgHd

31. YIS ®Y AR | fRifad § &1 oo g
1. Quid: SRIgHd 2. UTST 3RTgHd 3. 31 4. TgHd 5. gufd: Tgud

32. RIY P JJ9 & HRUTH U 379 B! FHS § 1 ey Bl § |
1. Quid: SRIEHd 2. UTST 3RTgHd 3. 31 4. TgHd 5. gufa: Wgdd

33. ToraT X SYfd <aT B |
1. Quid: SRIEHd 2. UTST 3RTgHd 3. 313 4. TgHd 5. gufa: Wgdd



SCORING INSTRUCTIONS

The total PGS score is arrived at by first reversing all of the items EXCEPT 11 AND 33. By
reversing the items, higher scores now reflect more intense grief.

Then add the scores together. The result is a total scale consisting of 33 items with a possible
range of 33-165.

The three subscales consist of the sum of the scores of 11 items each, with a possible range of
11-55.

Subscale 1 Subscale 2 Subscale 3
Active Grief Difficulty Coping Despair

1 2 9

3 4 15

5 8 16

6 * 11 17

7 21 18

10 24 20

12 25 22

13 26 23

14 28 29

19 30 31

27 * 33 32

* Do not reverse.
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