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SURVEY FOR MOTHERS ON THEIR EXPERIENCES IN THE SPANISH
HEALTHCARE SYSTEM FOLLOWING AN INTRAUTERINE FETAL DEATH

ENGLISH TRANSLATED VERSION - NOT TESTED

ABOUT THE SURVEY:

The objective of this study is to better understand the experiences of parents in the hospital during and after an
intrauterine death between 16 weeks and up to and including during labour.

The questionnaire has been developed with the support of Umamanita, a charity that supports parents following
perinatal death.

WHO SHOULD FILL IN THE QUESTIONNAIRE?

Although we understand that the number of weeks gestation at which a death occurs is often not important for
parents, for reasons to do with care processes, this questionnaire is only for mothers who have experienced an
intrauterine death from 16 weeks gestation and up to and including during labour. If your baby was born alive
(neonatal death) the questionnaire is not applicable. The questionnaire is designed for the following classes of
death: spontaneous intrauterine death (stillbirth), medical termination of pregnancy due to threat to the mother’s
life or incompatibility with life of the fetus and selective reduction in multiple pregnancies.

Although the questionnaire is only applicable for mothers that does not preclude the possibility that your partner
or other family member might be able to help you fill it in, we understand that in many instances they will handle
paperwork or arrangements for disposition, or have clearer memories of certain aspects of care.

If you have had more than one pregnancy loss, please answer the questionnaire only in relation to the last loss.

If you have experienced multiple losses in the same pregnancy (e.g. twins or triplets), you should only answer the
questionnaire once.

IMPORTANT! PLEASE READ BEFORE FILLING IN THE QUESTIONNAIRE:

We are conscious that the questionnaire deals with an emotionally difficult subject and we are very grateful for
your participation. Our commitment is to use the information that you provide to promote care improvement.

It is important to remember that there are no right and wrong answers, only your personal opinion, therefore it is
very important for the reliability of the questionnaire that your answers reflect only your personal experiences.

If there is a question that you don't understand or that you think you cannot answer accurately, don't worry, leave
it blank and continue to the next question.

The questionnaire should take about 45 minutes to complete and it is better that you complete it in one sitting,
however, if you have to stop, don't worry, just leave the questionnaire open in your internet browser.

The questionnaire is anonymous. Remember that all your answers will only be used for statistical purposes and
never individually. We guarantee absolute confidentiality in accordance with the Spanish Data (Personal)
Protection Law 15/99.

If you have any doubts or questions about the research, please get in touch with Paul Cassidy by email:
investigacion@umamanita.es



Before we start we'd like to ask you some questions to
help us classify your answers.

1

Please select the province where you currently live?

Drop down list |

2

Please select the province where you lived at the time
of the loss?

Drop down list |

3A

3B

Was the hospital you attended public or private?

Public hospital..............ccccccoiimiiiiiiieieieaeae P3C
Private hospital ...............c.ccccecuinininns P3C
First private and then public

First public and then private
If the respondent was transferred to another hospital

When were you transferred to the second hospital
After the diagnosSis ............cccccciiveeiisiiieeciiceee e 1
Afterthe Dirth ............oococoeeiieiee e 2
Other, please SPeCify .........cccuuuaevoeieeeeieeeeeee e, 3

3C

What is the name of the hospital where you were
admitted? If you were admitted to more than one hospital,
state the hospital where you spent more time (nights spent
in the hospital)

Open-ended text field |

4

5
6

Number field

Drop down list |

How old are you?

What is your nationality? |

Which of the following options best describes your
education level?

Unable to read or write (help with answering the
QUESHIONNAIE) ...

5 or less years of schooling

5 or more years of schooling but without completing
the lower second level exams............cccccoveeveecnnencnn.

Lower second level

Upper second [eVel ............cooeuvueeeeeeeeiiiiiiiiiiiaaeaaaaas
Professional/vocational level I.......................cccccuu...
Professional/vocational level Il......................c.............
Third level diploma..............cccooeoeiiiiieieeeeeeee
Third level degree ..............cccoeveimncceieiieecieee e
Master Or dOCIOrate. ............coceeeeeeeeeeeeeeeeeeeeeeereeeeaen 0

N =

= © 0O NO O b W

Which of the following options best describes your
occupation?

Professional or technical...............ccccccooviioiiiieeniinenn.
Executive/director of a public body or a company ........
Administrative WOrKer ................coooiieiiiiiiiiiiiinne
Merchant or SalesSperson ..........ccccccceeeeeeeieiiiiieieieennnn,
Service Sector WOrker ............occccooeeeeaecciiiieeeiieaee,
Agricultural or fisheries sector worker..............cc..c.......

Production worker, transport equipment drivers and
labourers (non-agricultural) ..............cccoovieeiiieieenee

7
Member of the armed fOrces ............coovevevevevevevevenean. 8
R 7o = T 9
HOME WOIKEF ...t 10
Pensioner, retired or in receipt of an annuity ................ 11
Person who can't be classified.................ccccccvevevevnnr.. 12

o O~ WN -

10

11

12

13

14A

14B

15

What is your current marital status?

Married, civil union or cohabiting with a partner........... 1
SiNGIE ..o 2
WIQOW ...t 3
Separated 4
DiVOrced..........ccooociiiiiiieeee e 5
Divorced and newly married, civil union or cohabiting

WIth @ PAITNET ..........ueiiiiiiieeieeeeeee e 6

What was your marital status at the time of the loss?

Married, civil union or cohabiting with a partner........... 1
SiNGIE ..o 2
WIQOW ...t 3
Separated ...........ccooiiiiii e 4
DiVOrced............coovciiiiiiieee e 5

What type of pregnancy did you have?

SiNGIE ..o 1
TWIN ..., 2
Triplets 3
Quadruplets or more 4

Which of the following options best describes the type
of loss you had?

Spontaneous intrauterine death.................ccccoceee. 1
Medical termination due to problems with the baby's
REAIN ... 2
Medical termination due to a threat to the mother's
REAMN ... 3
Selective reduction of a multiple pregnancy ............... 4
Neonatal............cccooveeveiieieeeieeeeeeeee e, 5
Death during labour 6
Other, please specify 7

Open text (short) |

How many weeks pregnant were you when your baby
died?

Between 16 and 19 weeks 1
Between 20 and 21 weeks 2
Between 22 and 25 weeks 3
Between 26 and 29 weeks 4
Between 30 and 33 weeks 5
Between 34 and 36 weeks 6
Between 37 and 41 weeks 7
Between 42 y birth (not during the birth)...................... 8
During the birth/labour ..............cccccoovevioiiiiiieeiiieee. 9
How many babies did you lose?
Boys [ Nomeertela ] Girs

In what month and year did you lose your baby/s?

Month [Dropsewmist] -~ Vear
When did the death occur?
During the last SiX WEEKS ...........cccceeeivicieeiiiecieaeee 1
During the last 3 months (90 days) 2
Between 4 and 6 months @go ............cccccevvvveescenennnen. 3
Between 7 and 12 months @go ..........c.cccevvvveescenennnen. 4
More than a year ago (12 months)............ccccceecveene.. 5

Did you have fertilization treatment/assistance (IVF)
during the conception?



16 Had you ever had any of the following types of

pregnancy loss or perinatal death prior to the last
loss/death?
Please tick all that apply

INO e 1
Early miscarriage (up to 12 weeks gestation) .............. 2
Late miscarriage (between 13 and 19 weeks

GESILALION) ... 3
Spontaneous intrauterine death after 20 weeks
GESTALION ... 4
Selective reduction of a multiple pregnancy ................ 5
Medical termination due to problems with the baby's
REAIER ... 6
Medical termination due to a threat to the mother's
REAIER ... 7
Neonatal death up to 28 after birth 8
Death of a child after 28 days ............. 9
Other, please SPECIfY ........cccueeiievieieeeeeeae e 10

Open text (short) |

If the loss/death occurred more than three months ago...

17

18

This questionnaire is about your last loss between 16

weeks and birth. Since that loss have you had an earlier

loss (up to 15 weeks)?

INO o 0
Yes, I've had one early 0SS .........ccccovuuumeemeveveiniinanaae. 1
Yes, I've had more than one early loss........................ 2

Did you have any children before this loss?

If the loss/death occurred more than six weeks ago...

19

20

21

Are you pregnant at the moment or have you had any
children born alive since your last loss at 16 weeks of
more?

Tick all that apply

I'm pregnant at the moment .................ccccoveeevecnneenn. 1
Yes, I've had a child/children born alive....................... 2
INO e 3

Did you know the gender of your baby before you
received the diagnosis that your baby had died?

If you knew your baby's gender before the diagnosis,
had you given him/her a name?

22 Did you have any of the following complications

during the pregnancy?

Tick all that apply

| didn’t have any complications during the pregnancy 1
Gestational diabetes: excess sugar in the blood ........ 2
Mellitus diabetes type I: insulin dependent ................. 3

Hyperemesis gravidarum (Hyperemesis gravidarum,
HG): Nausea and intense and persistent vomiting
during pregnancy, more extreme than "morning
SICKNESS" ..o 4

Hypertension (pregnancy-related): Hypertension that
begins after 20 weeks of pregnancy and disappears

after childbirth ..., 5
Anemia: Lower level of healthy red blood cells than
[2Le (= T 6

Placental abruption: The placenta separates from the
uterine wall before delivery, which may mean that the

baby is not getting enough oXygen ...........cccccccceveuune.. 7
Placenta previa: The placenta covers the entire

opening of the cervix inside the uterus or part of it ..... 8
Intrauterine growth restriction ...................ccccccovvvnne. 9
Reduced amniotic fluid (oligohydramnios) ................... 10

Chorioamnionitis (infection of the placental
membranes and amniotic fluid)
Maternal thyroid problems ..............cccooecveeeeieccieneen.

Maternal obesity or significant weight problems .......... 13
Threat of premature birth ...............cccccoeveviiieiieee. 14
Premature rupture of membranes.................c.ccc........ 15
Incompetent CeIrViX..........cooovummmmmmimiiiiiiaaeeeieieieee 16
Threat of misscarriage (up to 20 weeks).............c........ 17

Vaginal bleeding/ spotting
Cholestasis (Pregnancy) ........c.cccoccueeeeeceeeeeeeaicieeaen.
Excess amniotic fluid

Other, please SPECIfy ..........couuiieeoeiiaieiieeeeeeee e
Open text (short) |

23 Where were you when the told you that your baby had

died or that the diagnosis was not very good?

Emergency room................ 1
Doctor's office .................... 2
Family room ....................... 3
Surgical reanimation 4
Neonatal unit / neonatal intensive care....................... 5
INtENSIVE CAr€.........ceeeeeeeeeeeeeeeeeeeeeeeee e, 6
LabouUr FOOM...........ceeeeeeeeeeeeeeeeee e, 7
Ultrasound roOm ...........cccouueeeeeeueeeeeieeeeeeeeeeeeeeae, 8
Health centre 9
Room in the hospital .................cocoevevveeieeeeeeiaeieeinann, 10
SUIGEOIY .. 11
Dilation room... 12
By telephone.... 13
Athome.........ccccceeevvenennnn. 14
Other, please specify 15

| Open text (short) |

24 Who communicated the bad news to you?

A AOCION ... 1
A midwife ora nurse .............c.ccccceeo...
My partner or other family member

Other, please SPECIfy .......cccccocovvevvivercveennnen
Open text (short) |

If a doctor, midwife or nurse communicated the bad
news...

25 Were you accompanied by anyone or were you alone

when they told you your baby had died or that the
diagnosis was not good?

Yes, by my partner...........cccooceeeveciieieinncnnn. 1
Yes, by a family member or a friend ............... 2
No, Iwas alone ..........ccccceeeveeeeeeeeeeeaeeaeiaan, 3 —» P27



26

27

If the mother was accompanied during the diagnosis
Did they offer you a private place to be with your
partner or family after they gave you the diagnosis?

Now, we'd like you to think about your interactions

30 What type of birth did you have?

Eutocic or spontaneous labour (vaginal delivery that
starts spontaneously, i.e., without medication and
ends spontaneously, i.e., it is not necessary to
perform surgical procedures to facilitate the delivery
OF the DabY) ......oeveeeeeieeee e
Dystocia (vaginal delivery in which physical

with the health professionals around the time they told
you your baby had died or that the diagnosis was not
good.

manoeuvres or surgery is used to completion the
delivery, that is, instruments are needed to facilitate

the delivery of the baby, usually suction, spatulas or
FOTCOPS) ...t 2
Stimulated-induced labour (vaginal delivery in which

it is necessary to induce contractions of labour by
medication: prostaglandins and / or oxytocin).............. 3
Stimulated-induced and dystocia labour (vaginal
childbirth in which contractions of labour are induced

by prostaglandins and / or oxytocin and the birth

ends with surgical manoeuvres to facilitate delivery of

Choose the number which best reflects your current
level of agreement or disagreement with each of the
following statements. If you are not sure, use the
category 'neither agree nor disagree’. Please only use
this category when you definitely don't have a clear
opinion.

; - : completely agree the baby, usually suction, spatulas or forceps). ........... 4

- agree . Planned CeSAIrEaN .............cooceeeeeeeeeeeeeeeeeeeeeeeeeeeeen. 5
3 = | neither agree nor disagree E 6
4 = | disagree mergency cesarean.............................

5 = | completely disagree Cesarean due to failed induction 7
When | arrived at the hospital or health Other, please SpecCify ........ccccoccvveveennnnn. - p.).e.r.{i(.e;t“('s.i.{c;r"(.). | 8
centre | was treated with priority .................. 12345
I could tell by the reaction of the health 31 Were you accompanied by anyone during the birth?
professional that the news was bad............ 12345 Vos. b p o33

. . €S, by my partner............cccceeeeiioiesennne.n
I could tell by looking at the monitor that 12345 Yes, by a family member or friend . P33
the news was bad ..., NO, I Was @lone ...........cccceeeeeeceeeeeeeannnn.
The doctor took a long time to come and
SEE IME ..o 2345 32 You indicated that you were alone during the birth,

. . could you tell us why?
| received a clear explanation of the y y

diagnosis in easy to understand language... 12345 I wanted it that Way ..........ccccooveeioeeiiiiieeeese e 1
| had an opportunity to ask questions There wasn't anyone to be with me ..........cccccccccc......... 2
about the diagnosis................co.coveveevereereen... 12 3 45 My partner didn't want to come in ..............cc.ccccoeeueee. 3
The person who gave me the bad news Th;ey didn't let my partner / family member / friend 4
, . ENEE ..o

was emp athetlc. and understanding ............. 12345 Because | was under general anaesthetic................... 5
I felt accompanied by the health Other, please SPECIfY ..........cccccevvvvevvreereeseeseerinns, 6
professionals in the time immediately after Open text (short) |
receiving the bad NEWS ...............cococoouvue.... 1 3 45

33 Apart from the loss, was there any complication

28 Which of the following best describes your during the birth?

accommodation?

Private room (not Shared) ................... 1 Y S e ;
Shared room with an obstetric/ maternity . 2 P30 INO o
Shared room with a non-obstetric/

maternity patient 34 How many nights did you spend in the hospital?
General ward ................... o ,

Emergency ward %e;s _than 1 day, | didn't spend the night...................... ;
Dilation room/ delivery room ..................... 6 w< nig hts

First a shared room and then private 7 3-4 n/_ghts 3
Room shared with another mother who 2'7_”,’79;’7’3 2 P 4
had had a pregnancy I0SS...........c.ccccccuue. 8 mgnts - 2wee S 5
Not admitted for an overnight.................... 9 More than 2 weeks 6
Other, please SPeCify ........ccccccovvevvcvrnnnn. 10

35 Were you given tranquilizers or sedatives at any stage
during the hospital stay? (medication to sedate or
tranquilize NOT medication for pain or anaesthetics
related to labour or sleeping pills)

Open text (short)

29 Could you hear babies in the maternity ward crying
from your room?

Tick all that apply
INO o 1
SOMEWANAL ...t 2 NO ---------- e e T —» P43
YOS ottt 3 Yes, after the diagnosis or during the

initial stages of the labour ......................... 2

Yes, during the labour (either just before

or after the birth/expulsion) ....................... 3

Yes, after the birth..................ccccooevvvvvunn... 4



If sedatives were administered after diagnosis and/or during
the initial stages of labour
36 You have indicated that you were given sedatives

If the mother didn't see the baby...
45 You have indicated that you didn't see your baby.
Please choose the number which best reflects your

37

after the diagnosis or during the initial stages of
labour, which of the following options best describes
the reason why they gave you sedatives, at that time?

current level of agreement or disagreement with each
of the following statements. If you are not sure, use
the category 'neither agree nor disagree’'. Please only
use this category when you definitely don't have a

| asked them to give me something to relax me ......... 1 clear opinion.
They told me it would be better if | took something to
help Me relax ... 2

They gave me sedatives without consulting with me.. 3

Did they explain the effects of the sedatives before
they gave them to you?

1 =1 completely agree

2 =| agree

3 = | neither agree nor disagree
4 = | disagree

5 = | completely disagree

Yes, they explained it very well.............c.ccccocvveeeucun... 1 I received enough information about the
YES, BUL NOL UMY ..., 2 decision to see or not see my baby/ies........ 12345
LAY o 3 They advised me that it would be better to © 2345
If sedatives were administered during the birth not see my baby/ies .........c.cccoceevccierscncnnnn,
38 You have indicated that you were given sedatives Even though I decided to not see my baby
during the labour, either just before or after the | felt pressured to do SO ............cocoeveeee..... 12345
birth/expulsion, which of the fo"oWing Options best My par[ner and | had different Opinions
describes the reason why they gave you sedatives, at about seeing the baby/ies............................ 2345
that time? | regret not seeing my baby/ies.................... 12345
| asked them to give me something to relax me ......... 1 . . .
They told me it would be better if | took something to 46 At any time did a health professional tell you that you
REID M FEIAX .o 2 couldn’t see your baby?
They gave me sedatives without consulting with me.. 3
39 Did they explain the effects of the sedatives before

they gave them to you?

If the respondent was told she couldn't se her baby

47 Please indicate who told you that you couldn't see

Yes, they explained it very well 1 .
your babylies:
Yes, but not fully 2 Tick all that apply.
INO e, 3
Y AW o [0 To1 (o) NSO 1
If sedatives were administered after the birth A midwife ora nurse........... 2

40

41

42

You have indicated that you were given sedatives
after the birth, which of the following options best
describes the reason why they gave you sedatives, at
that time?

Other, please specify
Open text (short)|

48 What reason did they give for saying that you

couldn’t see your babyl/ies?

| asked them to give me something to relax me ......... 1 Please use the space below to tell us
They told me it would be better if | took something to
help me relax ... 2 Open text (long)

They gave me sedatives without consulting with me.. 3

Did they explain the effects of the sedatives before
they gave them to you?

If the mother didn't see her baby/ies...

49 Is there anything else related to not seeing your baby,

which we haven’t asked about, that you would like to

Yes, they explained it very well 1 tell us?
I\\(Iis, but not fully g Please use the space below to tell us

Do you feel that the sedatives affected your memories
of the time in the hospital?

Yes, a lot (I feel that | don't remember important
FRINGS) e 1

Open text (long)

If the mother saw her baby..

50 You indicated that you saw your baby after the birth,

where did you see him/her?

Yes, a little (but | feel that | remember most important 2 Tick all that apply
FRINGS) oo
|/ don't think the Sedat,ves affected my memory .......... 3 In the room Where / was Stay’ng .................................. 1
In the emergency room/intensive care unit.................. 2
43 After the birth, did you or your partner see your baby? In the doctor's office/ consulting room.......................... 3
In the delivery room .............ccccoecoieeeieiciieeeeeeee e 4
NO . 1 In the room just off the delivery room................c.......... 5
Yes, but not me, only my partner ...... 2 In the family roOm ...........ccccovevvieeiiiiieie e 6
Yes, butonlyme ............ccoooveininins 3 —» P44t P50 In the neonatal unit ...............ccccoevveeeeeeiieeeiieeeaeeaee, 7
Yes, but only my partner.................. 4 —» P44 tP50 SUIGEIY oo 8
Surgical reanimation ................cccccceeiiiiiiiieeieee e 9
44 Did another family member or friends see the Other please SPECIfY .........cccowvvverevieisiieecieeee e 10
babylies? Open text (short) |
Tick all that apply
No, nooneelse..........cccooocoeeiiiicciiiiiecee e 1
Yes, a grandparent or other family member .............. 2

YOS @ffieNd......ccooovveeeeeeeeeeeeeeeeeeeee e 3




If the mother saw her baby...
51 Please indicate if you or you partner did any of the
following when you saw your babyl/ies:

Tick all that apply
Me
and my My
Me partner partner

Touch him/her....................... 1 2 3
Hold him/her..............cccc........ 1 2 3
Dress or wrap him/her........... 1 2 3
Wash him/her........................ 1 2 3
Spend some time with him
orher (Vigil) ........cocoveevcnvenne. 1 2 3
Take photographs................. 1 2 3

If the mother saw her baby...

52 In total how much time, approximately, did you spend

with your baby?

T-2 MUNUEES ..ot
S5 MINULES ...
6-20 MUNULES ..ottt
21-60 minutes
THO 2 NOUIS et
More than 2 NOUIS............ceeeeeeeeeeeeeeeeeeeeeeeeee
I don't know/ 1 can't SAY .........cccoveeveivenceiiiiieeee e

If the mother saw her baby...

53 You indicated that you saw your baby after the birth.

Please choose the number which best reflects your

current level of agreement or disagreement with each

of the following statements. If you are not sure, use

the category 'neither agree nor disagree’'. Please only

use this category when you definitely don't have a
clear opinion.

1 =1 completely agree

2 =| agree

3 = | neither agree nor disagree
4 = | disagree

5 = | completely disagree

| received enough information about the
decision to see or not see my baby/ies........ 123 4

They advised me that it would be better to

not see my baby/ies .........ccccocuevecvienceeennn, 1

| felt pressured to see my baby/ies .............. 1

My baby was presented to me in a

respectful and affectionate manner.............. 1.2 3 4
The place where | saw my baby/ies was

T 1z L= O 1.2 3 4
| felt that | could spend as much time with

my baby/ies as | wanted .................c........... 1.2 3 4
The professionals were respectful in their

physical treatment of my baby/ies................ 12 3 4
The professionals participated in the

process of seeing / holding / spending 1.2 3 4

time with my baby/ies..........c.cccccccoviveeninnnn.

My partner and | had different opinions
about seeing the baby/ies............................ 12 3 4

It was a good decision to see my babylies.. 1 2 3 4

If the mother saw her baby...

54 Is there anything else related to seeing your baby that
we haven’t asked about and that you would like to tell

us?
Please use the space below to tell us

Open text (long)

55 When the midwives or nurses spoke to you about the

baby, how did they refer to him/her?

Tick all that apply

By hiS/Rername. .............ccccoeevveeesciienceieieeee e 1
The baby .......ccccccovecueenn.. 2
The fetus......... 3
Him or her 4
I don't know /| can't remember ...............c..ccccvevuuu.... 5

56 When the doctors spoke to you about the baby, how

57

58

59

60

did they refer to him/her?

Tick all that apply

By hiS/Rername..............cccccueemveeesciiinciciieeee e 1
The baby......... 2
The fetus......... 3
Him or her 4
I don't know / | can't remember 5
Which of the following items did you keep from the
hospital?

Tick all that apply

NONE .o 1
Photographs...........c..ooeeieeciieiiieeeee e 2
Hand and/or foot prints 3
Lock of hair .............cccc....... 4
Identification bracelet......... 5
Ultrasound..............cccc....... 6
Clothing, blankets .............. 7
Umbilical cord clamp.......... 8
Medical paperwork.............. 9
Other, please SPECify ........ccoouvcoeiieiaiciiieee e 10

Open text (short) |

Do you have any object or physical memory from the
hospital or from during the pregnancy that is
especially important to you and your relationship with
your baby?

Please use the space below to tell us

Open text (long)

Were you asked about religious or spiritual beliefs at
any time during the hospital stay?

| don't know / | can't remember

Were you asked if you would like to talk to
psychologist, trained in intrauterine/neonatal grief,
while you were in the hospital?

YOS e 1

NO oo 2 —» P62
If the mother was offered the possibility of seeing a
psychologist...
61 Did you accept the offer to see a psychologist?

YOS e 1

NO .. 2



62 Now, we'd like you to think about your interactions If someone explained the possibility of having pathology

with the doctors, midwives and nurses. studies conducted..

65 Please indicate when you were spoken to about the
Please choose the number which best reflects your possibility of having pathology tests conducted:
current level of agreement or disagreement with each Tick all that apply

of the following statements. If you are not sure, use

the category 'neither agree nor disagree'. Please only Befqre the birth ...... D s 1
use this category when you definitely don't have a During the_labour/blrth ................................................. 2
clear opinion. Afterthe Dirth .............occoooeeeieee e 3
1 = | completely agree 66 We asked you what pathology tests were offered, now
2 =| agree we'd like you to tell us which studies/tests were
3 = | neither agree nor disagree conducted:
4 = | disagree Tick all that apply
5 = | completely disagree
| felt that the professionals listened to me...... 123 45 Eetneral a;n;zpsyl/ necrtopsy ............................. 1 .
n
A =g
in front of th? professionals...............cc.c...... 12345 Phenotypic study (Genetic test) ................... 4 —»p75
The professionals were always respectful None, no pathology study was conducted ...... 5 > p75
to me and my family ............c.ccocovveeveceecnnnnn, 12345
They gave me/ us sufficient information to I a general autopsy was conducted...
help make the decisions we had to make....... 12345 67 Did you or your partner sign a consent form for the
?
The professionals were sensitive in their autopsy?
USE OF ANGUAYE w.coscoscvrcrrrrrrrrnscvsvnscnn 12345 YOSt 1
Although I lost my baby | was treated like a NO oo, 2
MOLNEK ... 12345 Don't know / can't remember 3
| felt emotionally supported by the doctors )
(e.g. gynaecologists and obstetricians).......... 12345 If & general autopsy or biopsy was conducted...
. 68 How long did it take for the autopsy or biopsy results
| felt emotionally supported by the nurses 12345 to arrive?
and MIAWIVES ........ccoooiiiiiiiiiiee e, If both an autopsy and biopsy were conducted, answer in
I felt | could ask questions if | wanted fo ........ 12345 relation to the autopsy
They helped me/ us to keep physical
memories of the baby, such as Lessthan 1 month ..............cccccovvveveveveeeennnnn... 1
photographs, identification bracelet, efc. ....... 123405 1-3 months
Some of the professionals treated me well 4-6 months
and others poor[y ........................................... 12345 More than 6 months............cccceeeveeeeeeeeeeeeenn. 4

The nurses and midwives seemed to know Still haven't arrived.............cccceeeeeeeieeeeernnn... 5 —»P75

i 12345
how to deal with cases of pregnancy [0ss...... If the results of the autopsy / biopsy have arrived...

The doctors seemed to know how to deal 12345 69 Which of the following best describes how the results
with cases of pregnancy l0SS .............cccc....... arrived or were delivered?

63 Which of the following pathology studies or tests were BY POSE ..o 1
you offered (later we'll ask about which studies were By appointment in the hospital/During a revision.......... 2
conducted)? BY €M@l ... 3
Tick all that apply Going and asking/ making a complaint......................... 4

Other, please SPeCify ........cccuuueoveeeeeeiiie e, 5

Open text (short) |

If the results of the autopsy / biopsy have arrived...

BIOPSY ettt 4 70 P]!etzse indicate W'l‘)°’ if anyone, explained the results
; ; of the autopsy or biopsy:
Phenotypic study (genetlc teSt) oo 5 Tick all that apply

Other, please SPeCify .........cccouueooeeiieeeiiaeeeeee e, 6

Open text (short) NO ONE et 1

Y A0 [0 o (o) N 2

64 WhO, if anyone’ explained the possibilities of A pathologlst ..... SRR L L L L L TE 3

conducting pathology studies or tests? A nurse or a midwife 4

Tick all that apply Other, please specify 6

Open text (short) |

NO ONE et 1
A doctor........cceeeeeeeeeaaann, 2
A pathologist 3
A Nurse or a MiAwife ..............cccccooveeeeeeeeeeeecccrinaenn, 4
Other, please SPECIfy ........cccceuiecvieieeieeeeeeeee e 5

Open text (short) |




71

72

73

74

75

If the results of the autopsy were explained...
With respect to the explanation of the results of he
autopsy or biopsy, please choose the number which
best reflects your current level of agreement or
disagreement with the following statement.

If you are not sure, use the category 'neither agree nor
disagree'. Please only use this category when you
definitely don't have a clear opinion.

1 =1 completely agree

2 =| agree

3 = | neither agree nor disagree
4 = | disagree

5 = | completely disagree

| received a clear and understandable
explanation of the results of the autopsy or

If the results of the autopsy / biopsy have arrived...
Did the autopsy or biopsy identify a cause of death?

If the results of the autopsy (not biopsy) have arrived...
Which of the following best describes your current
feelings about the decision to authorize the autopsy?

It was a good decCiSion ................cccoveeeeeecieiiieecieeen. 1
I'm undecided, I'm not sure if it was a good decision.... 2
| wish that it hadn't been done ............cccccoeeeeeeiiiennnnn. 3

If a general autopsy or biopsy was conducted...
Is there anything in relation to the autopsy or biopsy
that we haven't asked that you'd like to tell us about?
Please use the space below

Open text (long)

Who explained the procedures and options for the
disposition of the body?

Tick all that apply

NO ONE ..ot 1
A doctor...........cceeeeeeeuunnn.. 2
A midwife or a nurse 3
Someone from the funeral home 4
Social WOrker ..........cccceeeeeceeeeeaaanaann. 5
Hospital porter. 6
AdMINISIrator..........couueveeeeeeeeieeeeeeeeeeeeeeeeeeeee, 7

Don't know, my partner or other family member took 8
charge of the arrangements for disposition..................

Other, please SPECIfY ........cccueeiievieieeeeeeae e 9
Open text (short)|

76 Which of the following options best describes the

funeral procedure or the method of disposition of the
body?

The body was donated to research.............. 1 —» P78
Private burial .2 —»P78
Private cremation througha funeral home

(ashes recovereq)...........ccccevveeevverevereeanen, 3 ~>prs
Cremation in the hospital (no ashes
reCOVEred).....cccccueeeeeriieiieseeeee e 4

They didn't return the body to us as it was

AN arlY 10SS......ceeeeeeeeeeeeeeeeeeeeeeeeeann 5 —»p78
They told us tat if there was an autopsy

that we couldn't recover the body ................ 6 —» P78
Burial in a common plot (managed by the

hOSPItal) ..ooveeeee e 7

Private cremation (no ashes recovered)...... 8

| don't know / no options given

Other, please SpecCify ...........cccccevvurennne.
| Open text (short)

77 You have indicated that you chose to have the body

cremated in the hospital, without possibility of
recovering the ashes, why did you choose that
option?

Please use the space below

Open text (long)

78 Now, thinking about the procedures related to care in

the hospital, please choose the number which best
reflects your current level of agreement or
disagreement with each of the following statements.

If you are not sure, use the category 'neither agree nor
disagree'. Please only use this category when you
definitely don't have a clear opinion.

1 =1 completely agree

2 =| agree

3 = | neither agree nor disagree
4 = | disagree

5 = | completely disagree

They explained the birth process in cases
of loss in a clearly understandable way ......... 12 345

They presented me/us with the official

forms and paperwork (e.g. related to the
death, autopsy, statistics) at an appropriate

B et 12 345
The room where | was accommodated was

peaceful and quiet place ............c.cococeeeeenn... 12345
All the personnel on the ward were aware

OF MY SHUALON .......ocvvveviiereeieriereeeieeareearennn, 12 345

In general they kept informed me/us well
informed about all the steps and

procedures during the hospital stay ............... 12 345
The doctors seemed competent in their

o S 12345
The nurses and midwives seemed

competent in their Work................c..ccceveeuea... 12 345
The doctors and nurses/midwives seemed

to work well as ateam ...........ccccccovvvveeeeeen.n. 12345
There was one professional who guided

me/us through the whole process.................. 12 345

| felt that | was in control of the decisions
related to medical aspects of care (e.g. the
birth, sedatives/medication) ........................... 12 345

| felt that | was in control of the decisions
related to ritual (e.g. seeing/ holding)............. 12 345



79 Please, using the scale below, indicate how much
information you received (verbally or in writing) for

each of the following areas, during the hospital stay:

1 = None
2 = Little
3 = Quite a bit
4 =Alot

Information about the possibility of

keeping physical mementos of the baby,

such as photographs, identification

bracelet efC.. .......oooeeeeiiiiiiiiiee 1 2 3
Information about the grief process ............ 1 2 3
Information about where to find useful

information about perinatal bereavement

(e.g. web pages, bOOKS)..........ccccvcveeeennennn. 1 2 3
Information about self-care for lactation
and after discharge ............cccccccovevccvennnnn. 1 2 3

Information about the disposition of the
corpse (e.g. the funeral arrangements,

cremation €fC.) .......cccovceeeinceiiniiieeeee 1 2 3
Information about the autopsy and other
medical/pathology tests ..........ccccceevvvennuen. 1 2 3

80 Thinking about the hospital stay, what was the thing

that helped you most (something someone said or
did), if anything?

Open text (long)

81 Thinking about the hospital stay, what was the thing

that helped you least (something someone said or
did), if anything?

Open text (long)

82 Each of the items is a statement of thoughts and
feelings that some people have concerning a loss

such as yours. There are no right or wrong responses

to these statements.

Choose the number which best reflects your current

level of agreement or disagreement with each of the
following statements. If you are not sure, use the

category 'neither agree nor disagree'. Please only use this

category when you definitely don't have a clear opinion.

IMPORTANT: These questions are related to how you
feel now, not at the time when you suffered the loss.

1 =1 completely agree

2 =| agree

3 = | neither agree nor disagree
4 = | disagree

5 = | completely disagree

| feel depressed ..........cccovevvvevereeveieaeaaaaan., 12 3 4
I find it hard to get along with certain people 1 2 3 4
| feel empty inSide ..........ccccvevcieevsiiinienn, 12 3 4
| can’t keep up with my normal activities ....... 12 3 4
| feel a need to talk about the baby ............... 12 3 4
| am grieving for the baby ...........cccccccoooene... 12 3 4
I am frightened ............c.cccocoveviiiiiniiciee, 12 3 4
| have considered suicide since the loss ....... 12 3 4
| take medicine for my nerves ....................... 12 3 4
| very much miss the baby .........ccccccoeeeeei.. 12 3 4
| feel | have adjusted well to the loss ............ 12 3 4
It is painful to recall memories of the loss ..... 12 3 4
| get upset when | think about the baby ........ 12 3 4
| cry when | think about him/her .................... 12 3 4
| feel guilty when | think about the baby ........ 1 2 3 4
| feel physically ill when | think about the

DADY e 12 3 4
| feel unprotected in a dangerous world

since he/she died ..........cccccoeeeeeeeeeereeieaeaaan.n. 12 3 4
| try to laugh, but nothing seems funny

ANYIMOLE ... 12 3 4
Time passes so slowly since the baby died...1 2 3 4

GO O OO OO OorTOoTor O 01 11 On
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The best part of me died with the baby ......... 12345
I have let people down since the baby died...1 2 3 4 5
| feel worthless since he/she died ......... 2345
I blame myself for the baby’s death 2345
| get cross at my friends and relatives more

than I should ..o 12345
Sometimes | feel like | need a professional

counsellor to help me get my life back

together again ............ccoccovveeiieccieceeenee. 12345
| feel as though I'm just existing and not

really living since he/she died ....................... 12 345
| feel so lonely since he/she died .................. 12345
| feel somewhat apart and remote, even

among friends ........cccccoceeeeciiinciiiiiieeeiee e, 12345
Its safer not to IOVe ..........cceevveeeiiieeee 12345
| feel depressed. ...........ooccoooeiieiiiciiiaeee. 12345
I find it hard to get along with certain people 1 2 3 4 5
| feel empty inSide ............cccoevcvieiciiiniean, 12345
| can’t keep up with my normal activities ....... 12345

If the death occurred at 22 weeks gestation or later

83

Before you were discharged did they give you (or your
partner) the Birth Registration/Statistics Form (the
BEP)?

The BEP is a document from the Civil Register, that
contains the details of the birth, the mother and father, the
gender of the baby, number of weeks gestation, etc. It is a
document that the gynaecologist should give you filled in
and signed.

INO e 1
Yes, completely filled in .............c.ccooeeemeiiiiiiieee 2
Yes, partially filled in .......... 3

Yes, but it wasn't filled in
| don't know / | don't remember

If BEP has been received

84

85

Have you, or another person, taken the BEP to the
Civil Registry in your municipality?

Yes, l/we took it to the civil registry .............cccccoccveene. 1
Yes, the funeral home took charge..............cccccccoueen.. 2
I/we still haven't gotten round to it 3
No I/we forgot to dO it........cocevveeeeiiiiiiiieeee 4
No, we didn't know that you had to take it to the civil

FEGUSTY e 5
I don't know /| don't remember............cccccocovevvcenanen. 6

After being discharged from the hospital, which of the
following options best describes the follow-up care
that you had?

Tick all that apply

| haven't had any follow-up since discharge/ not yet 1
because it's to0 €arly ...........cccoceeeveeciieeeiieiciieeeeee

| went for a check-up in the same hospital................. 2
I had a house call from the health centre midwife...... 3
| had an appointment with the midwife in the health 4

| had a follow-up with mental health services ............ 6
| had a follow-up appointment with the 7
gynaecologist at 6 WEeKS...........ccccuuuemireeririieiaaaaaae,

| had a follow-up appointment with the 8
gynaecologist 1-3 weeks after discharge...................

| had a check-up with a private gynaecologist ........... 9
| had follow-up appointments with specialist 10
AIAGNOSLICS ..o

| had to emergencies because of complications........ 11

| had continued periodic check-ups

Other, please SPeCify ........cccccuuioieriieiiieieeecieeae
Open text (short) |




86 Thinking about how you feel at present, which of the
following options best describes how you are coping

with the death of your baby?

Very bad (every day seems bad) ...........cccoocvveeeecnnnn..
Quite bad (more bad days than good days)
Neither good nor bad (good days and bad days

about the SAMEe) ...........cceevvveeiiiieeee e
Quite good (more good days than bad days)................
Very good (most days are good, but maybe with the
0dd bad ONE)......ccccueeieiieiieeee e
1 don't Know/ €an't SAY .........ccceevcuvievceeeiiiieesiieeeee

87 Have you received any psychological help, support or

therapy at any of the following times?
Tick all that apply

After being discharged from the hospital ................
During a subsequent pregnancy.............ccccccceeeuu.
Both after discharge and during a subsequent

PrEGNANCY ..ot

88 Where did you go for psychological support or
therapy?
Tick all that apply

Psychologist / psychiatrist public mental health
L=/ (o= 2N

Private psychologist / psychiatrist - specialist in grief .
Private psychologist / psychiatrist - specialist in

perinatal Qrief ............ccccooveveiiiiisiseesee e
General grief SUPPOIt Qroup ............ccccceeeeeeseiieeeeen.
Perinatal grief Support group...........cccccocceeeeeeeeeenen..
Alternative/natural therapy ..............ccccooovieeiiciinneean.
Psychologist / psychiatrist public mental health

service - specialist in perinatal grief............................

Other, please SPeCify ........cccouuivoeiieiiiciiee e
Open text (short) |

If the respondent is still married/ civil union/ cohabiting with

partner

89 Has your partner received any psychological help,
support or therapy at any of the following times?
Tick all that apply

After being discharged from the hospital......................
During a subsequent pregnancy ..............cccccceeeeveunee..
Both after discharge and during a subsequent

PLEGNANCY ..o a e

4

90 Where did your partner go for psychological support

or therapy?
Tick all that apply

Psychologist / psychiatrist public mental health

Private psychologist / psychiatrist - specialist in grief ...
Private psychologist / psychiatrist - specialist in
perinatal Qrief ............ccccovcveiciiiiiiese e
General grief SUPPOIt GQroup ..........cccccceeeeeeecieeeaeeee
Perinatal grief support group...........cccccoeeeceeeeeesecienen
Alternative/natural therapy ..............cococeeeeeeeiiciiieeaes
Psychologist / psychiatrist public mental health
service - specialist in perinatal grief
Other, please SPeCify .........cccuuueevoeeieeieiiiieeeeee e,
Open text (short) |

1

3

91

92

93

94

95

If the pregnancy was singleton
If the possibility had existed would you have donated
your breast milk to a bank?

YeS, definitely........ccccuveriiiiiiieeeeeee e
Yes, probably.....................
| don't know, I'm not sure ...
No, definitely NOt ............coccceeieeieeee e

Please indicate if you thought there was any medical
negligence in your case?

INO e 1
Yes, we made aclaim..........ccccoceeeeeeeueeeeiiaaaaeiraaann, 2
Yes, but we didn't make a claim/ reportit..................... 3
I don't know, I'm not SUre ..............coeeveeeeeeeeeaeaeaa, 4
Have you ever looked for information on perinatal
death on the Internet?

Tick all that apply

NO, NEVEN ...t 1
Yes, during the hospital Stay.............ccccccceveiivnccinncnn. 2
Yes, after being discharged .............cccccoocvevcivincrecnnn. 3

Have you had any contact with other parents or a
support group/association that helps parents who
have experienced a perinatal death?

Tick all that apply

INO e 1
Yes, I've been in contact with a support association

by telephone oremail..............cccooccvveeiiiciciieciie. 2
Yes, I've participated in an online support group or
FOTUM oo 3
Yes, I've attended or participated in a support group/
SeIf-help Qroup ...........oooo v 4
Yes, I've been in contact with other mothers/fathers,

but not in a formal support group ..............cccceeeeecenee... 5
Yes, I've attended a commemoration event................. 6

How would you rate the level of support that you have
received from the following people?

No support = 1

A little support= 2

Quite a bit of support = 3

A lot of support = 4

Not relevant (don't know any such person) =5

1) Nurses and/or midwives .................. 1.2 3 4 5
2) DOCEOLS ..o 1.2 3 4 5
3) Your partner/husband.... 1.2 3 4 5
4) Close family ................... 1.2 3 4 5
5) Family in general ..............ccccovnee.. 1.2 3 4 5
6) Close friends............cccccovevcceennnecnn. 17 2 3 4 5
7) Friends in general.................c.......... 1.2 3 4 5
8) A psychologist/psychiatrist............... 1.2 3 4 5
9) Other mothers/fathers who have

experienced a perinatal death.............. 17 2 3 4 5
10) An online support group................. 17 2 3 4 5
11) A support group/ self-help group 17 2 3 4 5
(physically attend) ............ccccocvvevnnecnne

12) Work colleagues 1.2 3 4 5
13) A support association .................... 17 2 3 4 5



96 Thinking about how you feel now about the care that
you received in the hospital choose the number which
best reflects your current level of agreement or
disagreement with each of the following two
statements.

If you are not sure, use the category 'neither agree nor
disagree'. Please only use this category when you
definitely don't have a clear opinion.

1 =1 completely agree
2 =| agree
3 = | neither agree nor disagree
4 = | disagree
5 = | completely disagree
Despite the circumstances | feel satisfied
with the care that | received in the hospital..... 1 2 3 4 5

| would recommend this hospital to other

DAIENES ..., 12345
97 Which of the following best defines your religious
beliefs?
CatNONIC ... 1
Evangelic or protestant ..............cccccccooveeoieeeieeccenee. 2
JEOWISH . 3
Muslim........... 4
Mormon......... 5
Orthodox 6
Buddhist.........ccccooeeeen. 7
Jehovah’s Witness........... 8
Non-believer / agnostic 9
ALREIST ... 10
At the moment | have strong doubts about my 11
religious DelIErS ...........cccouveeeciiiiiiiiieee e
(01 1= U 12

If the respondent is married/ civil union/ cohabiting with
partner
98 Which of the following best describes your partner's
educational level?

5 or less years of SCROONNG ...........c.cccoeeveveeeeeeeerannn, 1

5 or more years of schooling but without completing
the lower second level exams............cccccoveeevecnneecnn.

Lower second level ...............ccooeeeeeruuceeeeeeeaieeien,
Upper second Vel .............ooouvueeeeeeeeeeiiiiiiiiiiiiiaaeaaaaas
Professional/vocational level I.......................cccccuu...
Professional/vocational level Il......................c.c...........
Third level diploma..............ccccoeocciiiiiieeeeeeeeeee
Third level degree ..............cccoeveemcoiieiieeceee e
Master or doctorate

© o ~NOoO OB~ WN

If the respondent is married/ civil union/ cohabiting with
partner
99 Which of the following best describes your partner's
occupation?

Professional or technical...............cccccooviociiiiieniinenn. 1
Executive/director of a public body or a company ........ 2
AdMiniStrative WOrKer..............coccoveveveereeeeerereeeeeerrnnnn 3
Merchant or SalesSperson ...........ccccocceeeeeeieieiieeieiennnnn, 4
5
6

Service SeCIOr WOIrKEr ...........cccocueveeeeisieieeiiisieene
Agricultural or fisheries sector worker...............cc.c.......
Production worker, transport equipment drivers and

labourers (non-agricultural)................c.ccccceeeeeeeeeennn. 7
Member of the armed forces .. 8
SHIAENL ... 9
HOME WOTKEF ... 10
Pensioner, retired or in receipt of an annuity ................ 11
Person who can't be classified............ccccoeevvererene... 12

Professional Of teCANICAL ............coceeeeeeeeeeeeeseereseerrenen 13

100 Which of the following social classes would you say
you belong to?

HIGR e 1
Middle to high.. 2
Middle 3
Middle to lower 4
Lower 5

101 Which of the following best describes where you live?

In the provincial capital .............cccccovviiiiiiiiiiiiiiiiii, 1
In the suburbs of the provincial capital......................... 2
In a small city or large town 3
Inasmall town ..., 4
Inavillage...........ccovvveiiiiieeeee e 5
On a farm or in a house in the countryside.................. 6

102 Currently, between all members of the family and
including all income sources, which of the following
categories best describes your family's total monthly
income?

Less than or equal to 300 €
Between 301 and 600 €.............coooueeeeeeeeeeeaaeeeeiernnnnn.
Between 601 and 900 €.............oooveveeeeeeeeeaeeeeeiennnn,
Between 901 and 1.200€......................

Between 1.201 and 1.800 €
Between 1.801 and 2.400 €
Between 2.401 and 3.000 €
Between 3.000 and 4.500 €
Between 4.501 and 6.000 €
More than 6.000 €............ccccceeeeeeeeeieeeeeeeeeeeeeenn

103 You've reached the end of the questionnaire!
Would you be interested in participating in other
research projects?

Yes, | would like to participate .................... 1
Maybe, but I'd like to receive more
information before committing...................... 2

No, thank you...........cccceeociiiiiieieieieaeee 3 —p P105

104 You have indicated that you would like to participate
in other research studies, please leave your name,
telephone number and email address and we will be in
contact.

Please remember that your personal details are strictly
confidential and will never appear in relation to the
research.

If the respondent answered that they don't wish to
participate in further research...
105 Would you like to receive information about the
results of the research?

3 —p P107

If the respondent has indicated that they would like to
received information about the results of the research...
106 You have indicated that you would like to receive
information about the results of the research, please
leave your name, telephone number and email
address and we will be in contact.
Please remember that your personal details are strictly
confidential and will never appear in relation to the
research.




107 If there is anything about the survey that you would
like to tell us, something that we have forgotten to ask
or a suggestion for improvement, please use the
space below.

Open text (long)

Thank you very much for all your help, we promise to
use the information that you have provided to promote
improvements in the care that parents receive after a
perinatal death.

HELP US TO CONTACT OTHER MOTHERS

It's very important for the research that we contact as
many mothers as possible. If you know a mother or
family that have experienced a loss your pregnancy
after week 16 we would be very grateful if you could
copy the link below and send it to them by email or
communicate it by other means.

Link to send the survey to other mothers:

XXXXX

INFORMATION ABOUT THE SURVEY:

If you have any doubts or questions about the research,
please get in touch with Paul Cassidy by email:

investigacion@umamanita.es

INFORMATION ABOUT PERINATAL GRIEF AND
SUPPORT

If you would like to receive more information about
perinatal grief or support, please visit Umamanta's
webpage or facebook page:

http://www.umamanita.es
https://www.facebook.com/uma.manita?fref=ts

For information about group support, click here:

Group support Facebook page

We can also recommend the following associations that
also support mothers and fathers after pregnancy loss
and perinatal death:

Petits am llum
http://www.petitsambllum.org/

Superando un aborto (SUA)
http://superandounaborto.foroactivo.com/




