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Good morning/afternoon/evening, could I please talk to ^2?

Good morning/afternoon/evening, my name is ^I from Research New Zealand. I am following up on a letter the Ministry of Health sent you about a survey we are doing on maternity services with women who have experienced the loss of a baby. This survey is not to determine what happened to your baby specifically, but rather how the process was for you and your family.  The Ministry wants to know how to support families through this ordeal, and your insight and hindsight are invaluable. 
This research takes about 15-30 minutes, depending on your answers. When would suit, or is now a good time?

If person not available, ask: 

When would be a good time for me to call back to speak to her?

Make appointment

Reintroduce as necessary

Good morning/afternoon/evening, my name is ^I from Research New Zealand. I am following up on a letter the Ministry of Health sent you about a survey we are doing on maternity services with women who have experienced the loss of a baby. This survey is not to determine what happened to your baby specifically, but rather how the process was for you and your family.  The Ministry wants to know how to support families through this ordeal, and your insight and hindsight are invaluable.
This research takes about 15-30 minutes, depending on your answers. When would suit, or is now a good time?

Background information only if needed: 

· This is genuine research. I’m not selling anything.

· As you may be aware, your child’s passing was reviewed in great detail at the time by the team involved, by their peers within a couple of weeks of the event, at the DHB level after that, and finally by the PMMRC after that.  

· The results to this survey will be used to assess the standard of care that is provided to women during pregnancy and birth, and the care for those who have experienced a loss during or soon after their pregnancy, to see if there is any way in which those services could be improved. 

· Information provided is confidential. We report summary results about groups; we do not identify which individuals have said what. There will be no way that anyone will be able to identify you or your answers.
· You may stop the interview at any stage if you wish.

Read

Just to let you know, this call is being recorded for training and quality control purposes, but any information you provide is strictly confidential.

Knowing a bit about you and your experience helps us work out who services work well or not so well for. This will help the Ministry to know where to make changes to make sure services work well for all women.

Q1 Before we begin I just need to confirm something. Can you please tell me when your baby passed away?  If lost more than one baby, code then ask: For the purpose of this survey, could you please tell us about your most recent loss? (note, they can chose to tell us about an earlier loss as long as it occurred after 2000).  Code many
1.
Yes (specify month/year)
2
Lost more than one baby
99
Refused

Q2 Can you please tell me …Read
1
if your pregnancy was terminated for medical or health reasons
2
did baby die during pregnancy
3
during labour
4
Or after he or she was born?
Q3 Was this your first pregnancy?

1
Yes

2
No

99
Refused

Q3a What is your ethnicity? Code many
1
NZ European

2
Māori

3
Samoan

4
Cook Island Māori

5
Tongan

6
Niuean

7
Chinese

8
Indian

96
Other

99
Refused

When hapū/pregnant, women can choose a Lead Maternity Carer (LMC) to be responsible for co-ordinating their maternity care, or they may get their antenatal care from the hospital. 

Q4 Who did you get antenatal care from for most of your pregnancy? Please select one answer
If necessary: By ‘antenatal care’ we mean the care you received while you were hapū/pregnant but before you went into labour.
1
Midwife LMC or group of midwives (community-based/self-employed)

2
Hospital midwife or hospital midwife team 

3
Obstetrician/Specialist LMC

4
Doctor (GP) LMC

5
Doctor (GP) and a midwife/midwife team (shared care)

97
I didn’t have any antenatal care

98
Don’t know 

Q5 If Q4=2, 5 or 97 Which was the main reason you did not have a community-based Lead Maternity Carer (LMC)? Read
1
There was a shortage of LMCs in my area

2
I didn’t know I needed a LMC or I didn’t know how to get a LMC 

3
I wanted to use the hospital team

4
I did not want antenatal care

96
Other Specify  **Do not read**
Q6 If Q4=97 skip, else ask Thinking about the antenatal care that you received while you were hapū/pregnant, so before the birth, on a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how satisfied were with the following…?  Read
If necessary: If any of these do not apply to you, you can say ‘Not applicable’. 

	 
	Very dissatisfied
	
	
	
	Very satisfied
	Not applicable

	a. How well informed you were of the care you were entitled to while you were hapū/pregnant (e.g. a LMC, screening tests, antenatal classes)
	1
	2
	3
	4
	5
	97

	b. The care you received from your LMC or midwife while you were hapū/pregnant
	1
	2
	3
	4
	5
	97

	c. The care you received from any specialists while you were hapū/pregnant (e.g. hospital obstetrician, diabetes clinic)
	1
	2
	3
	4
	5
	97

	d. That the people involved in your care while you were hapū/pregnant were responsive to your needs (e.g. met your physical, mental, emotional, cultural or spiritual needs)
	1
	2
	3
	4
	5
	97

	e. That the people involved in your care while you were hapū/pregnant listened to you 
	1
	2
	3
	4
	5
	97

	f. The people involved in your care while you were hapū/pregnant spent enough time with you 
	1
	2
	3
	4
	5
	97

	g. That appointment times and places were convenient for you
	1
	2
	3
	4
	5
	97

	h. With how easy it was for you to get the care that you needed while you were hapū/pregnant 
	1
	2
	3
	4
	5
	97

	i. That you knew who would care for you if your LMC or midwife was not available
	1
	2
	3
	4
	5
	97


Q7 How satisfied were you with the overall standard of maternity care that you received while you were hapū/pregnant? 
1
Very dissatisfied

2
Dissatisfied

3
Neutral

4
Satisfied

5
Very satisfied

98
Don’t know

99
Refused

Women whose pregnancy was terminated due to fetal abnormality
If Q2=1 ask, else go to Q44 The next few questions cover the stage leading up to the birth.
Q8 About how many weeks into your pregnancy was it first suspected that there was a problem? 

1
Answer  Specify weeks
98
Don’t know

99
Refused

Q9 During your pregnancy, did you have screening for Down syndrome and other conditions, to see if there were any signs that your baby might have a health condition or birth defect? If necessary: Screening tests involve a scan and blood tests.
1
Yes

2
No

98
Don’t know

99
Refused

Q10 If Q9>1 ask: Were you given the opportunity to have a screening test?
1
Yes

2
No

98
Don’t know

99
Refused

Q11 Did you have an anatomy scan? 

1
Yes

2
No

98
Don’t know

99
Refused

Q12 If Q9=1 or Q11=1 ask: Did either of these screening tests identify that there was a possible problem? If yes: probe for clear answer
1
Yes, pre-screening
2
Yes, anatomy scan
3
Neither of these detected a possible problem

4
Both tests detected a problem

98
Don’t know

99
Refused

Q13 What diagnostic testing was done to help confirm that there was a problem? By this I mean … Read. Code many
1
Diagnostic ultrasound

2
Amniocentesis (sample of amniotic fluid)

3
CVS (sampling of placental tissue)

96
Other diagnostic tests  Specify
98
Don’t know  **Do not read**
99
Refused  **Do not read**
Q14 When making a decision about diagnostic testing, do you feel you were given enough information about what would be involved and what the potential risks were? 
1
Yes

2
No

98
Don’t know

99
Refused

Q15 Afterwards, do you feel you were given all the information and explanations you needed about what the test results meant, and what options were available to you? 
1
Yes

2
No

98
Don’t know

99
Refused

Q16 Who was involved or provided information, support or advice to help you make your decision after you got your diagnostic test results?  Code many. Probe to no.
1
Midwife
2
GP
3
Obstetrician
4
NZ Down Syndrome Association
5
Family/friends
96
Other  Specify
97
No-one go to Q19
98
Don’t know go to Q19
99
Refused go to Q19
Q17 If more than one response coded at Q16 ask: Which one of them provided you with the most helpful information, support or advice when you were making your decision?  Code many
1
Midwife

2
GP

3
Obstetrician

4
NZ Down Syndrome Association

5
Family/friends

96
Other  Specify
97
None of them were helpful go to Q19
98
Don’t know go to Q19
99
Refused go to Q19
Q18 If more than one response coded at Q17, randomly select one and say: Thinking specifically about [If Q17=1,2,3,5 your xxx, If Q17= 4 the xxx], …
Read to all: On a scale of 1 to 5, where 1=Strongly disagree and 5=Strongly agree, how much do you agree or disagree that they …   Read
	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Was understanding and supportive
	1
	2
	3
	4
	5
	98
	99


Q19 Do you feel you were given all the information you needed to make an informed decision? 
1
Yes

2
No

98
Don’t know

99
Refused

Q20 Do you feel you were given enough time to make your decision? 
1
Yes

2
No

98
Don’t know

99
Refused

Q21 What, if any, additional information or support would have been helpful at that time? 
1
Answer  Specify
97
Did not need any additional information or support at the time

98
Don’t know

99
Refused

Now I would like to talk to you about the birth.

Q22 Thinking about where the birth took place, how suitable or appropriate do you feel the surroundings were? Please rate this on a scale of 1 to 5 where 1 means ‘Not at all suitable or appropriate’, and 5 means ‘very suitable or appropriate’. 

1
Not at all suitable/appropriate
2


3
Neutral

4


5
Very suitable/appropriate

98
Don’t know

99
Refused

Q23 If you could change anything at all about the location or surroundings, to make it easier or more appropriate for women in the same situation, what would you change? 

1
Answer   Specify
97
Would not change anything about the location or surroundings

98
Don’t know

99
Refused

Q24 Do you feel you received all of the care and support that you needed at that time? 
1
Yes

2
No

98
Don’t know

99
Refused

Q25 Following the birth, do you feel you were you given all of the information you needed about what would happen next? For example, what would happen with your baby’s body, who you could go to if you had any questions etc. 

1
Yes

2
No

98
Don’t know

99
Refused

Q26 Looking back, what additional information would have been useful at that time? 
1
Answer   Specify
97
No additional information was needed

98
Don’t know

99
Refused

Q27 Who provided you with the most helpful information or support at that time?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

7
Family/friends

96
Other   Specify
97
No-one go to Q29
98
Don’t know go to Q29
99
Refused go to Q29
Q28 If more than one response coded at Q27 randomly select one and say: Thinking specifically about [If Q27=1,2,3,7 your xxx, If Q27= 4,5,6 xxx], ...
Read to all: How much do you agree or disagree that they…  Read
If necessary: On a scale of 1 to 5 where 1 means strongly disagree and 5 means strongly agree.

	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Were understanding and supportive
	1
	2
	3
	4
	5
	98
	99


Q29 Were you given the opportunity to take hand and footprints of your baby, a lock of hair, photographs or anything else to keep as memories of your baby? 

1
Yes

2
No

98
Don’t know

99
Refused

Q30 If Q29=1 ask: Did you do this? 

1
Yes

2
No

98
Don’t know

99
Refused

Q31 Were you asked if you wanted further diagnostic testing or a post-mortem carried out?  Code many
1
Yes, diagnostic
2
Yes, post-mortem
97
No, neither  ;E
98
Don’t know  ;E
99
Refused  ;E
Q32 If Q31 ≠ 1 ask: Would you have liked further diagnostic testing to have been done?
1
Yes

2
No

98
Don’t know

99
Refused
Q33 If Q31 = 1 ask: Did you decide to have further diagnostic tests done? 
1
Yes

2
No

98
Don’t know

99
Refused
Q34 If Q31 ≠ 2 ask: Would you have liked a post-mortem to have been done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q35 If Q31 = 2 ask: Did you decide to have a post-mortem for your baby? 
1
Yes

2
No

98
Don’t know

99
Refused
Q36  If Q35 = 2 ask: Can you tell me the reasons for this? 
1
Answer   Specify
98
Don’t know

99
Refused
Q37 Thinking about your overall hospital experience, on a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how satisfied would you say you were with each of the following…? Read
If necessary: If any of these do not apply to you, you can say ‘Not applicable’. 

	 
	Very dissatisfied
	
	
	
	Very satisfied
	Not applicable

	a. The help and support that was available to you during your stay (e.g. SANDS)
	1
	2
	3
	4
	5
	97

	b. The care and attention you got from staff
	1
	2
	3
	4
	5
	97

	c. The way in which your decisions, views and choices were respected
	1
	2
	3
	4
	5
	97

	d. The way in which your background, culture, beliefs and values were respected
	1
	2
	3
	4
	5
	97

	e. The amount of rest that you were able to get
	1
	2
	3
	4
	5
	97

	f. The amount of privacy you had
	1
	2
	3
	4
	5
	97

	g. How clean the facilities were
	1
	2
	3
	4
	5
	97

	h. The food
	1
	2
	3
	4
	5
	97

	i. Your visitors or support people being able to be with you whenever you wanted them
	1
	2
	3
	4
	5
	97

	j. The overall care you received at the hospital 
	1
	2
	3
	4
	5
	97


Q38 About how long after the birth did you leave the hospital?

1
Answer  Specify hours/days
98
Don’t know

99
Refused

Q39 When you left, did you feel ready to leave?

1
Yes

2
No

98
Don’t know

99
Refused

Q40 If Q39=2 ask: Were there any particular reasons why you left before you felt you were ready?  Code many
1
Didn’t like the hospital environment

2
I was discharged/sent home 

3
I had other responsibilities 

96
Other  Specify
95
Not applicable

The next few questions are about the days and weeks that followed.

Q41 After you left the hospital, did you receive any contact from your LMC, other health professionals or support agencies?  Code many 
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
No, did not receive any contact from these people/organisations go to Q43
98
Don’t know go to Q43
99
Refused go to Q43
Q42 If more than one response coded at Q41 ask: And which of them was the most helpful or supportive during that time?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
None of them were helpful

98
Don’t know

99
Refused

Q43 Was there any additional contact, information or support you would have liked to have received at that time? 
1
Answer  Specify
97
Did not need any additional information or support at the time

98
Don’t know

99
Refused

Women whose baby was stillborn during pregnancy

If Q2=2 ask, else go to Q81 The next few questions cover the stage leading up to the loss of your baby. 

Q44 Before your baby’s death, was there any indication that there may have been a problem? 

1
Yes

2
No

99
Refused

Q45 If Q44=1 ask: At what point was this?

If necessary: How many weeks into your pregnancy?
1
Answer  Specify weeks
98
Don’t know

99
Refused

Q46 During your pregnancy, did you have screening for Down syndrome and other conditions, to see if there were any signs that your baby might have a health condition or birth defect? If necessary: Screening tests involve a scan and blood tests.

1
Yes

2
No

98
Don’t know

99
Refused

Q47 Did you have an anatomy scan? 

1
Yes

2
No

98
Don’t know

99
Refused

Q48 If Q46=1 or Q47=1 ask: Did either of these screening tests show that there could be a problem? If yes: probe for clear answer

1
Yes, pre-screening

2
Yes, anatomy scan

3
Neither of these detected a possible problem

4
Both tests detected a problem

98
Don’t know

99
Refused

Q49 Did you have any diagnostic testing done to help confirm this? By this I mean … Read. Code many. 

1
Diagnostic ultrasound

2
Amniocentesis (sample of amniotic fluid)

3
CVS (sampling of placental tissue)

96
Other diagnostic tests  Specify
97
No, did not have any diagnostic testing  **Do not read**
98
Don’t know  **Do not read**
99
Refused  **Do not read**
Q50 If Q49>96 ask: Did anyone discuss or suggest diagnostic testing with you?  

1
Yes

2
No

98
Don’t know

99
Refused

Q51 If Q50=1 or Q49<97 ask, else go to Q53: When making a decision about diagnostic testing, do you feel you were given enough information about what would be involved, and what the potential risks were? 

1
Yes

2
No

98
Don’t know

99
Refused

Q52 If Q49<97 ask, else go to Q53 Do you feel you were given all the information and explanations you needed about what the diagnostic test results meant, and what options were available to you? 

1
Yes

2
No

98
Don’t know

99
Refused

Now I’d like to talk to you about what happened when you found out that your baby had died.

Q53 How many weeks into your pregnancy did your baby die?

1
Answer  Specify weeks
98
Don’t know

99
Refused

Q54 Who was involved or provided information, support or advice to help you understand what had happened and what decisions needed to be made with regard to the delivery of your baby? Code all that apply

1
Midwife

2
GP

3
Obstetrician

4
Family/friends

96
Other  Specify
97
No-one go to Q57
98
Don’t know go to Q57
99
Refused go to Q57
Q55 If more than one response coded at Q54 ask: Who provided you with the most helpful information, support or advice?  Code many
1
Midwife

2
GP

3
Obstetrician

4
Family/friends

96
Other  Specify
97
None of them were helpful go to Q57
98
Don’t know go to Q57
99
Refused go to Q57
Q56 If more than one response coded at Q55 randomly select one and say: Thinking specifically about your [xx],..
Read to all: On a scale of 1 to 5, where 1=Strongly disagree and 5=Strongly agree, how much do you agree or disagree that they…  Read

	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Was understanding and supportive
	1
	2
	3
	4
	5
	98
	99


The next few questions are about the information and care you received during and immediately following your baby’s birth.

Q57 Where did you give birth?   Read
1
At home

2
At a birthing unit
3
At the maternity unit of a hospital
96
Other Specify  **Do not read**
Q58 And how suitable or appropriate were the surroundings? Please rate this on a scale of 1 to 5 where 1 means ‘Not at all suitable or appropriate’, and 5 means ‘very suitable or appropriate’. 

1
Not at all suitable/appropriate

2


3
Neutral

4


5
Very suitable/appropriate

98
Don’t know

99
Refused

Q59 If you could change anything at all about the location or surroundings, to make it easier or more appropriate for women in the same situation, what would you change? 

1
Answer   Specify
97
Would not change anything about the location or surroundings

98
Don’t know

99
Refused

Q60 Do you feel you received the care and support that you needed at that time? 

1
Yes

2
No

98
Don’t know

99
Refused

Q61 Following the birth, do you feel you were you given all of the information you needed about what would happen next? For example, what would happen with your baby’s body, who you could go to if you had any questions etc? 

1
Yes

2
No

98
Don’t know

99
Refused
Q62 Looking back, what additional information would have been useful at that time? 

1
Answer   Specify
97
No additional information was needed

98
Don’t know

99
Refused

Q63 Were you given the opportunity to take hand and footprints of your baby, a lock of hair, photographs or anything else to keep as memories of your baby? 

1
Yes

2
No

98
Don’t know

99
Refused

Q64 If Q63=1 ask: Did you do this? 

1
Yes

2
No

99
Refused

Q65 Were you asked if you wanted further diagnostic testing or a post-mortem carried out? Code many
1
Yes, diagnostic

2
Yes, post-mortem

97
No, neither

98
Don’t know

99
Refused

Q66 If Q65 ≠ 1 ask: Would you have liked further diagnostic testing to have been done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q67 If Q65 = 1 ask: Did you decide to have these tests done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q68 If Q65 ≠ 2 ask: Would you have liked a post-mortem to have been done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q69 If Q65 = 2 ask: Did you decide to have a post-mortem for your baby? 

1
Yes

2
No

98
Don’t know

99
Refused

Q70 If Q69 = 2 ask: Can you tell me the reasons for this? 

1
Answer   Specify
98
Don’t know

99
Refused
Q71 Do you feel you received enough information or explanation about why your baby died? 

1
Yes

2
No

98
Don’t know

99
Refused

Q72 Of all the people who provided you with support and information at that stage, who would you say was the most helpful?  Code many
1
Midwife

2
GP

3
Obstetrician

4
Family/friends

5
SANDS

96
Other  Specify
97
None of them were helpful go to Q74
98
Don’t know go to Q74
99
Refused go to Q74
Q73 If more than one response coded at Q72 randomly select one and say: Thinking specifically about [If Q72=1,2,3,4 your xx, If =5 xxx],..
Read to all: How much do you agree or disagree that they…  Read

If necessary: On a scale of 1 to 5 where 1 means strongly disagree and 5 means strongly agree.

	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Was understanding and supportive
	1
	2
	3
	4
	5
	98
	99


Q74 If Q57≠2 or 3 go to Q78 Thinking about your overall hospital/birthing unit experience, on a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how satisfied would you say you were with each of the following…?  Read

If necessary: If any of these do not apply to you, you can say ‘Not applicable’. 

	 
	Very dissatisfied
	
	
	
	Very satisfied
	Not applicable

	a. The help and support that was available to you during your stay (e.g. SANDS)
	1
	2
	3
	4
	5
	97

	b. The care and attention you got from staff
	1
	2
	3
	4
	5
	97

	c. The way in which your decisions, views and choices were respected
	1
	2
	3
	4
	5
	97

	d. The way in which your background, culture, beliefs and values were respected
	1
	2
	3
	4
	5
	97

	e. The amount of rest that you were able to get
	1
	2
	3
	4
	5
	97

	f. The amount of privacy you had
	1
	2
	3
	4
	5
	97

	g. How clean the facilities were
	1
	2
	3
	4
	5
	97

	h. The food
	1
	2
	3
	4
	5
	97

	i. Your visitors or support people being able to be with you whenever you wanted them
	1
	2
	3
	4
	5
	97

	j. The overall care you received at the hospital/birthing unit 
	1
	2
	3
	4
	5
	97


Q75 About how long after the birth did you leave the hospital/birthing unit?

1
Answer  Specify hours/days
98
Don’t know

99
Refused

Q76 When you left, did you feel ready to leave?

1
Yes

2
No

98
Don’t know

99
Refused

Q77 If Q76=2 ask Were there any particular reasons why you left before you felt you were ready? Code many

1
Didn’t like the hospital environment

2
I was discharged/sent home 

3
I had other responsibilities 

96
Other  Specify
97
Not applicable

The next few questions are about the days and weeks that followed.

Q78 After you left the hospital/[if Q57≠2 or 3 say: In the days and weeks that followed], did you receive any contact from your LMC, other health professionals or support agencies?   Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
No, did not receive any contact from these people/organisations go to Q80
98
Don’t know go to Q80
99
Refused go to Q80
Q79 If more than one response coded at Q78 ask: And which of them was the most helpful or supportive during that time?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
None of them were helpful

98
Don’t know

99
Refused

Q80 Was there any additional contact, information or support you would have liked to have received at that time? 

1
Answer  Specify
97
Did not need any additional information or support at the time

98
Don’t know

99
Refused

Women whose baby was stillborn during labour

If Q2=3 ask, else go to Q116 The next few questions are about what happened before the loss of your baby. 

Q81 Before you went into labour, was there any indication that there may have been a problem, or that there may be difficulties with the birth? 
1
Yes

2
No

98
Don’t know

99
Refused

Q82 If Q81>1 go to Q83: At what point was this? 
If necessary: How many weeks into your pregnancy?
1
Answer  Specify
98
Don’t know

99
Refused

Q83 During your pregnancy, did you have screening for Down syndrome and other conditions, to see if there any signs that your baby might have a health condition or birth defect? If necessary: Screening tests involve a scan and blood tests.

1
Yes

2
No

98
Don’t know

99
Refused

Q84 Did you have an anatomy scan? 

1
Yes

2
No

98
Don’t know

99
Refused

Q85 If Q83=1 or Q84=1 ask: Did either of these screening tests identify that there was a possible problem? If yes: probe for clear answer

1
Yes, pre-screening

2
Yes, anatomy scan

3
Neither of these detected a possible problem

4
Both tests detected a problem

98
Don’t know

99
Refused

Q86 Did you have any diagnostic testing before the birth? By this I mean …  Read. Code many. 
1
Diagnostic ultrasound

2
Amniocentesis (sample of amniotic fluid)

3
CVS (sampling of placental tissue)

96
Other diagnostic tests  Specify
97
No, did not have diagnostic testing  **Do not read**
98
Don’t know  **Do not read**
99
Refused  **Do not read**
Q87 If Q86>96 ask: Did anyone discuss or suggest diagnostic testing with you? 
1
Yes

2
No 

98
Don’t know

99
Refused

Q88 If Q87>1 go to Q90: Do you feel you were given enough information about what would be involved in diagnostic testing, and what the potential risks were? 
1
Yes

2
No

98
Don’t know

99
Refused

Q89 If Q86<97 ask: Do you feel you were given all the information and explanations you needed about what the test results meant, and what options were available to you? 
1
Yes

2
No

98
Don’t know

99
Refused

Now I’d like to talk to you about what happened during, and immediately following the birth.

Q90 Where did you give birth?   Read
1
At home

2
At a birthing unit

3
At the maternity unit of a hospital

96
Other  Specify  **Do not read**
Q91 Is this where you had originally planned to give birth? 
1
Yes

2
No

98
Don’t know

99
Refused

Q92 If Q91=2 ask: Where were you planning to give birth?

1
At home

2
At a birthing unit

3
At the maternity unit of a hospital

96
Other  Specify
98
Don’t know

99
Refused

Q93 How suitable or appropriate were the birthing surroundings? Please rate this on a scale of 1 to 5 where 1 means ‘Not at all suitable or appropriate’, and 5 means ‘very suitable or appropriate’. 

1
Not at all suitable/appropriate

2


3
Neutral

4


5
Very suitable/appropriate

98
Don’t know

99
Refused

Q94 If you could change anything at all about the location or surroundings, to make it easier or more appropriate for women in the same situation, what would you change? 
1
Answer  Specify
97
Would not change anything about the location or surroundings

98
Don’t know

99
Refused

Q95 Do you feel you received the care and support that you needed, both during and immediately after the delivery of your baby? 

1
Yes

2
No

98
Don’t know

99
Refused

Q96 Following the birth, do you feel you were given all of the information you needed about what would happen next? For example, what would happen with your baby’s body, who you could go to if you had any questions etc?

1
Yes

2
No

98
Don’t know

99
Refused

Q97 Looking back, what additional information would have been useful at that time? 
1
Answer  Specify
97
No additional information was needed at the time

98
Don’t know

99
Refused

Q98 Were you given the opportunity to take hand and footprints of your baby, a lock of hair, photographs or anything else to keep as memories of your baby? 

1
Yes

2
No

98
Don’t know

99
Refused

Q99 If Q98=1 ask:  Did you do this? 

1
Yes

2
No

99
Refused

Q100 Were you asked if you wanted further diagnostic testing or a post-mortem carried out? Code many
1
Yes, diagnostic testing

2
Yes, post-mortem

97
No, neither

98
Don’t know

99
Refused

Q101 If Q100 ≠ 1 ask:  Would you have liked for further diagnostic testing to have been done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q102 If Q100 = 1 ask:  Did you decide to have these tests done? 
1
Yes

2
No

98
Don’t know

99
Refused

Q103 If Q100 ≠ 2 ask:  Would you have liked a post-mortem to have been done? 

1
Yes

2
No

98
Don’t know

99
Refused

Q104 If Q100 =2 ask:  Did you decide to have a post-mortem for your baby? 
1
Yes

2
No

98
Don’t know

99
Refused
Q105 If Q104=2 ask: Can you tell me the reasons for this? 
1
Answer  Specify
97
No particular reason

98
Don’t know

99
Refused

Q106 Do you feel you received enough information or explanation about why your baby died?

1
Yes

2
No

98
Don’t know

99
Refused

Q107 Of all the people who provided you with support and information at that stage, who would you say was the most helpful?  Code many
1
Midwife

2
GP

3
Obstetrician

4
Family/friends

5
SANDS

96
Other  Specify
97
None of them were helpful go to Q109
98
Don’t know go to Q109
99
Refused go to Q109
Q108 If more than one response coded at Q107, randomly select one and say: Thinking specifically about [If Q107=1,2,3,4 your xxx, If Q107=5 xxx],..
Read to all: On a scale of 1 to 5 where 1 means strongly disagree and 5 is strongly agree, how much do you agree or disagree that they…   Read
	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Were understanding and supportive
	1
	2
	3
	4
	5
	98
	99


Q109 If Q90≠ 2 or 3, go to Q113 Thinking about your overall hospital/birthing unit experience, on a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how satisfied would you say you were with each of the following…?  Read

If necessary: If any of these do not apply to you, you can say ‘Not applicable’. 

	 
	Very dissatisfied
	
	
	
	Very satisfied
	Not applicable

	a. The help and support that was available to you during your stay (e.g. SANDS)
	1
	2
	3
	4
	5
	97

	b. The care and attention you got from staff
	1
	2
	3
	4
	5
	97

	c. The way in which your decisions, views and choices were respected
	1
	2
	3
	4
	5
	97

	d. The way in which your background, culture, beliefs and values were respected
	1
	2
	3
	4
	5
	97

	e. The amount of rest that you were able to get
	1
	2
	3
	4
	5
	97

	f. The amount of privacy you had
	1
	2
	3
	4
	5
	97

	g. How clean the facilities were
	1
	2
	3
	4
	5
	97

	h. The food
	1
	2
	3
	4
	5
	97

	i. Your visitors or support people being able to be with you whenever you wanted them
	1
	2
	3
	4
	5
	97

	j. The overall care you received at the hospital/birthing unit 
	1
	2
	3
	4
	5
	97


Q110 About how long after the birth did you leave the hospital/birthing unit?

1
Answer  Specify hours/days
98
Don’t know

99
Refused

Q111 When you left, did you feel ready to leave?

1
Yes

2
No

98
Don’t know

99
Refused
Q112 If Q111=2 ask: Were there any particular reasons why you left before you felt you were ready? Code many

1
Didn’t like the hospital environment

2
I was discharged/sent home
3
I had other responsibilities 

96
Other  Specify
95
Not applicable

The next few questions are about the days and weeks that followed.

Q113 After you left the hospital/[if Q90≠2 or 3 say: In the days and weeks that followed], did you receive any contact from your LMC, other health professionals or support agencies? Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
No, did not receive any contact from these people/organisations go to Q115
98
Don’t know go to Q115
99
Refused go to Q115
Q114 If more than one response coded at Q113 ask: And who was the most helpful or supportive during that time?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
None of them were helpful

98
Don’t know 
99
Refused

Q115 Was there any additional contact, information or support you would have liked to have received at that time? 
1
Answer  Specify
97
Did not need any additional information or support at the time

98
Don’t know

99
Refused

Women whose baby died within 28 days of being born

If Q2=4 ask, else go to Q152 The next few questions are about the stage leading up to and including the birth of your child.

Q116 Before your baby’s birth, was there any indication that there might be a problem? 
1
Yes

2
No

98
Don’t know

99
Refused

Q117 If Q116=1 ask: At what point was this? 
If necessary: How many weeks into your pregnancy?
1
Answer  Specify
98
Don’t know

99
Refused

Q118 During your pregnancy, did you have screening for Down syndrome and other conditions, to see if there were any signs that your baby might have a health condition or birth defect? If necessary: Screening tests involve a scan and blood tests.

1
Yes

2
No

98
Don’t know

99
Refused

Q119 Did you have an anatomy scan? 

1
Yes

2
No

98
Don’t know

99
Refused

Q120 If Q118=1 or Q119=1 ask: Did either of these screening tests identify that there was a possible problem? If yes: probe for clear answer

1
Yes, pre-screening

2
Yes, anatomy scan

3
Neither of these detected a possible problem

4
Both tests detected a problem

98
Don’t know

99
Refused

Q121 Did you have any diagnostic testing before the birth? By this I mean … Read. Code many.
1
Diagnostic ultrasound

2
Amniocentesis (sample of amniotic fluid)

3
CVS (sampling of placental tissue)

96
Other diagnostic tests  Specify
97
No, did not have diagnostic testing  **Do not read**
98
Don’t know  **Do not read**
99
Refused  **Do not read**
Q122 If Q121>96 ask: Did anyone discuss or suggest diagnostic testing with you? 

1
Yes

2
No

98
Don’t know

99
Refused

Q123 If Q121>96 go to Q125: When making a decision about diagnostic testing, do you feel you were given enough information about what would be involved, and what the potential risks were? 
1
Yes

2
No

98
Don’t know

99
Refused

Q124 Do you feel you were given all the information and explanations you needed about what the test results meant, and what options were available to you? 

1
Yes

2
No

98
Don’t know

99
Refused

Q125 Where did you give birth?   Read
1
At home

2
At a birthing unit

3
At the maternity unit of a hospital

96
Other  Specify  **Do not read**
98
Don’t know **Do not read**
99
Refused **Do not read**
Q126 Is this where you had originally planned to give birth? 

1
Yes

2
No

98
Don’t know

99
Refused

Q127 If Q126=2 ask: Where were you planning to give birth?

1
At home

2
At a birthing unit
3
At the maternity unit of a hospital
96
Other  Specify
98
Don’t know

99
Refused

Q128 If Q125 ≠ 2 or 3 go to Q132: Thinking about your actual hospital/birthing unit experience, on a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how satisfied would you say you were with each of the following…?

If necessary: If any of these do not apply to you, you can say ‘Not applicable’. 

	 
	Very dissatisfied
	
	
	
	Very satisfied
	Not applicable

	a. The help and support that was available to you during your stay (e.g. SANDS)
	1
	2
	3
	4
	5
	97

	b. The care and attention you got from staff
	1
	2
	3
	4
	5
	97

	c. The way in which your decisions, views and choices were respected
	1
	2
	3
	4
	5
	97

	d. The way in which your background, culture, beliefs and values were respected
	1
	2
	3
	4
	5
	97

	e. The amount of rest that you were able to get
	1
	2
	3
	4
	5
	97

	f. The amount of privacy you had
	1
	2
	3
	4
	5
	97

	g. How clean the facilities were
	1
	2
	3
	4
	5
	97

	h. The food
	1
	2
	3
	4
	5
	97

	i. Your visitors or support people being able to be with you whenever you wanted them
	1
	2
	3
	4
	5
	97

	j. The overall care you received at the hospital/birthing unit 
	1
	2
	3
	4
	5
	97


Q129 About how long after the birth did you leave the hospital/birthing unit?

1
Answer  Specify hours/days
98
Don’t know

99
Refused

Q130 When you left, did you feel ready to leave?

1
Yes

2
No

98
Don’t know

99
Refused

Q131 If Q130=2 ask: Were there any particular reasons why you left before you felt you were ready? Code many

1
Didn’t like the hospital environment

2
I was discharged/sent home 

3
I had other responsibilities 

96
Other  Specify
97
Not applicable

Now I’d like to talk to you about what happened immediately following your baby’s death.

Q132 How old was your baby when he or she passed away?

1
Answer  Specify
98
Don’t know

99
Refused

Q133 Did your baby die in hospital or at home? 

1
In hospital

2
Home

3
Other

98
Don’t know

99
Refused

Q134 Do you feel you received the care and support that you needed at that time? 
1
Yes

2
No

98
Don’t know

99
Refused

Q135 Immediately following the loss of your baby, were you given all of the information you needed about what would happen next? For example, what would happen with your baby’s body, who you could go to if you had any questions etc? 
1
Yes

2
No

98
Don’t know

99
Refused

Q136 Looking back, what additional information would have been useful at that time? 
1
Answer  Specify
97
No additional information was needed at the time

98
Don’t know

99
Refused

Q137 Were you given the opportunity to take hand and footprints of your baby, a lock of hair, photographs or anything else to keep as memories of your baby? 
1
Yes

2
No

98
Don’t know

99
Refused

Q138 If Q137=1 ask: Did you do this? 
1
Yes

2
No

98
Don’t know

99
Refused

Q139 If Q133=2 ask: Was your baby’s death referred to a coroner?
1
Yes

2
No

98
Don’t know

99
Refused

Q140  If Q133=2 go to Q146 Were you asked if you wanted further diagnostic testing or a post-mortem carried out? 
1
Yes, diagnostic testing

2
Yes, post-mortem

3
No, neither

98
Don’t know

99
Refused

Q141 If Q140 ≠ 1 ask: Would you have liked further diagnostic testing to have been done? 
1
Yes

2
No

98
Don’t know

99
Refused

Q142 If Q140 = 1 ask: Did you decide to have these tests done?  

1
Yes

2
No

98
Don’t know

99
Refused

Q143 If Q140 ≠ 2 ask: Would you have liked a post-mortem to have been done? 
1
Yes

2
No

98
Don’t know

99
Refused

Q144 If Q140 = 2 ask: Did you decide to have a post-mortem for your baby? 
1
Yes

2
No

98
Don’t know

99
Refused
Q145  If Q144=2 ask: Can you tell me the reasons for this?
1
Answer  Specify
97
No particular reason

98
Don’t know

99
Refused

Q146 Do you feel you received enough information or explanation about why your baby died?

1
Yes

2
No

98
Don’t know

99
Refused
Q147 Of all the people who provided you with support and information at that stage, who would you say was the most helpful?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

96
Other  Specify
97
None of them were helpful go to Q149
98
Don’t know go to Q149
99
Refused go to Q149
Q148 If more than one response coded at Q147 randomly select one and say: Thinking specifically about [If Q147=1,2,3 your xxx, If Q147= 4,5 xxx],..
Read to all: On a scale of 1 to 5 where 1 means very dissatisfied and 5 is very satisfied, how much do you agree or disagree that they…  Read 

	 
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree
	Don’t know
	Refused

	Appeared to know what they were talking about
	1
	2
	3
	4
	5
	98
	99

	Used words that you could understand
	1
	2
	3
	4
	5
	98
	99

	Made you feel like you could trust them
	1
	2
	3
	4
	5
	98
	99

	Were understanding and supportive
	1
	2
	3
	4
	5
	98
	99


The next few questions are about the days and weeks that followed.

Q149 In the days and weeks after your baby’s death, did you receive any contact from your LMC, other health professionals or support agencies? Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
No, did not receive any contact from these people/organisations go to Q151
98
Don’t know go to Q151
99
Refused go to Q151
Q150 If more than one response coded at Q149 ask: And which of them was the most helpful or supportive during that time?  Code many
1
Midwife

2
GP

3
Obstetrician

4
SANDS

5
TABS

6
Miscarriage support

96
Other  Specify
97
None of them were helpful 

98
Don’t know 
99
Refused

Q151 Was there any additional contact, information or support you would have liked to have received at that time? 
1
Answer  Specify
97
Did not need any additional information or support at the time

98
Don’t know

99
Refused

Overall satisfaction

Q152 Ask of all Taking everything into account, how satisfied are you with the overall standard of care that you received prior to, during, and following the loss of your baby? 

1
Very dissatisfied

2
Dissatisfied

3
Neutral

4
Satisfied

5
Very satisfied

98
Don’t know

99
Refused

Closing Questions

Q153 Thank you very much for your time, we really do appreciate it. Do you have any final comments you’d like to make about your experience or any aspects of your care that you feel could be improved?

1
Comments Specify
2
No

Q154 May I please confirm your name in case my supervisor needs to check on the quality of this interview? Record first and last name
Those are all the questions I have. Thanks again. If you would like to talk to someone about your loss, please contact Sands New Zealand. They are a voluntary organisation who support parents and families who have experienced the death of a baby. Information and contact details are available on their website - www.sands.org.nz

My name is Q0IV from Research New Zealand. If you have enquiries about this survey, please ring the Project Manager, Katrina Magill on our toll-free number: 0800 500 168. (Wellington respondents 499-3088).
Updated   01 September 2015
4

