











Peter Brady and his son Jude, who was stillborn on 16th June 2006
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9: Appendix: Methods and response

9.1 Method
9.1.1 Study design

The study used a postal survey design, modelled on that used for the National Maternity Surveys in 2006
and 2010,% 2 but with a number of changes to reflect the particular needs of the parents taking part in this
survey. This design is the best way to obtain responses from a large, representative sample, but there
were challenges involved in seeking information on such a sensitive and potentially distressing topic in
this way. User representatives from Sands and Bliss were involved in all aspects of the study design and
management in order to ensure that parents’ perspectives were considered throughout the study.

9.1.2 Questionnaire development and testing

The questionnaires developed for the 2006 and 2010 national surveys? ® formed the basis of this survey,
with some sections removed and others added, informed by the 2009 Sands online survey for parents
and discussions with representatives from Sands and Bliss. Two separate questionnaires were used, one
for women who had a stillborn baby and another for women whose baby died as a newborn, so that the
questionnaires addressed appropriate issues for each group.

Draft questionnaires were developed and the acceptability of these questionnaires, accompanying leaflets
and the recruitment process was tested through ‘cognitive interviews’ with ten women who had a stillborn
baby or a baby who died in the neonatal period, identified through the networks of Sands and Bliss. For
these interviews, women were asked to complete the questionnaire and comment on the questions, the
topics covered, the instructions and on how it felt to complete the questionnaire. The questionnaires and
study information were then revised. The surveys included questions relating to pregnancy, labour and
birth, and the postnatal period, as well as questions relating to neonatal care (if appropriate) and care at
the time of the baby’s death, and parental health and wellbeing since the death of their baby. Questions
were mostly structured but allowed for longer open text responses where appropriate.

9.1.3 Ethics approval

NHS Research Ethics approval for the study was obtained from National Research Ethics Service
Committee South Central — Oxford A on 10th July 2012 (REC Ref. 2/SC/0322).

9.1.4 National survey

The Office for National Statistics (ONS) identified all women (excluding those aged under 16 years)

who registered a stillbirth or neonatal death between 1st January and 31st March 2012 or between

1st June and 31st August 2012 in England. These women were sent an introductory letter and study
information between six and nine months after the death of their baby, avoiding significant dates such as
Christmas and birthdays/anniversaries. Information about the survey was also posted on the websites of
Sands and Bliss and on the Sands Facebook page. Three weeks later women received a further letter,

a questionnaire, an information leaflet about the study and a leaflet in eighteen languages other than
English giving details of how to get help with the questionnaire in different languages. Women had the
option to complete and return the questionnaire or to return it uncompleted if they did not wish to take part.
A reminder letter and a further copy of the questionnaire were sent to women who had not responded
after a further four weeks. All letters and questionnaires were sent by ONS so that the research team did
not have the names and contact details of women invited to take part in the survey. Questionnaires were
returned to NPEU.

Multiples are more likely to be stillborn or die in the neonatal period than singleton babies. Following
advice from women who took part in cognitive interviews, mothers who had more than one baby who
died were sent tailored information and sufficient questionnaires so that, if they wished, they were able to
complete one questionnaire for each baby.

54



9.1.5 Support for women invited to take part in the survey

In recognition of the potential for distress and concern caused by the survey we offered women the
opportunity to call a Freephone helpline to talk about the survey and also gave information about

support services offered by Sands, Bliss and other organisations in the survey information leaflet and

on the survey website. In addition, Sands posted information about the survey on their website and on
their Facebook page and Sands representatives responded directly to women’s concerns raised on the
Facebook page. Sands and Bliss helpline staff were also briefed about the survey and responded to calls
accordingly.

9.2 The women

9.2.1 Response

In total 2,561 women were invited to take part in the survey, 1,668 who had a stillborn baby and 893
whose baby died as a newborn (Table 1). Questionnaires for 154 women were returned by the Royal Mail
as undelivered and 132 women returned blank questionnaires or contacted the research office to say that
they did not want to take part. Overall 720 women completed questionnaires, resulting in a 30% useable
response rate.

Table 1: Response to the survey

Stillbirth survey Neonatal death survey
Questionnaires sent 1,668 893
. . . 154 (assumed to be in proportion to number sent for each
Questionnaires returned undelivered
survey)

Effective denominator 1,567 840

Returned blank or phoned/emailed declining 36 46

to participate

Returned completed 473 247

Response rate (%) 35.7 34.9

Usable response rate (%) 30.2 29.4

9.2.2 Telephone and email contacts

In total 63 women, or others calling on behalf of women invited to take part in the survey, contacted the
research office directly by phone or email. Of these contacts, 39 (62%) were from women not wanting to
take part in the survey. Other contacts were from women who wanted to talk or to ask questions about
the survey, or to give information about a change of address. Two women called to request help with the
questionnaire in their own language and subsequently completed the questionnaire over the phone with
the help of an interpreter.

9.2.3 Comparing responders and non-responders

The characteristics of the 720 women who completed a questionnaire (responders) and those 1,687 who
did not (non-responders) were provided by ONS and are shown in Table 2 below. There was no difference
in response to the survey between the two groups of women invited to take part (those whose baby was
stillborn and those whose baby died as a newborn). Compared with those who responded, women who
chose not to take part were statistically significantly more likely to have been born outside the UK, to be
aged less than 30 and to live in more deprived areas.
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Table 2: Characteristics of women who responded and did not respond to the survey

Responders Non-responders
N=720 N=1,687
n % n %

When the baby died
Stillbirth 473 65.7 1,094 64.8
Neonatal death 247 34.3 593 35.2
Country of birth of mother®
UK 581 80.7 1,100 65.2
Not UK 139 19.3 587 34.8
Country of birth of father'
UK 548 79.2 997 64.7
Non UK 144 20.8 545 35.3
Age group of mother®
16-19 32 4.4 107 6.3
20-24 108 15.0 336 19.9
25-29 170 23.6 454 26.9
30-34 236 32.8 422 25.0
35-39 139 19.3 263 15.6
240 35 4.9 105 6.2
Age group of father'
16-19 8 1.2 40 2.6
20-24 49 7.1 203 13.2
25-29 127 18.4 334 21.7
30-34 211 30.5 374 24.3
35-39 182 26.3 336 21.8
240 115 16.6 254 16.5
Index of Multiple Deprivation quint'ile1
1 (most deprived) 166 23.3 625 37.3
2 146 20.5 443 26.4
3 134 18.8 277 16.5
4 139 19.5 184 11.0
5 (least deprived) 127 17.8 147 8.8

1Signiﬁcant difference between responders and non-responders, p<0.001
Note that for some characteristics, numbers do not add up to the total of
responders or non-responders because of missing data.

9.2.4 The women who completed the survey

Reflecting the population of women who have a baby who dies during pregnancy or shortly after birth,

6% of the women whose baby was stillborn and 20% of those whose baby died as a newborn had a
multiple pregnancy. A high proportion of babies were preterm, but over 40% of the women whose baby
was stillborn and 30% of those whose baby died after birth gave birth at or after 37 weeks’ gestation. Over
60% of women in both groups were aged 30 years or older, just over half left full-time education aged

19 years or more and 10% of women were single parents. Overall, 13% of the women whose baby was
stillborn and 20% of the women whose baby died as a newborn were from a Black and Minority Ethnic
background; around a quarter in both groups (23% and 25% respectively) lived in the most deprived
areas.
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Table 3: Characteristics of the women who took part in the survey

Stillbirth survey (N=473)" Neonatal death survey (N=248)"
n % n %

Multiple births
Singletons 438 94.0 196 80.3
Twins 27 5.8 47 19.3
Triplets 1 0.2 1 0.4
Gestation at birth (weeks)
<28 108 23.4 129 54.7
29-32 61 13.2 19 8.0
33-36 95 20.6 19 8.0
> 37 196 42.7 69 29.2
Age of baby at death (neonatal death survey only)
< 24 hours - - 123 51.9
1-2 days - - 29 12.2
3-7 days - - 38 16.0
> 1 week - - 47 19.8
Maternal age (years)
16-19 12 2.6 5 2.0
20-24 64 13.7 34 13.9
25-29 100 21.4 57 23.3
30-34 151 32.3 79 32.2
35-39 99 21.2 61 24.9
240 41 8.7 9 3.7
Age on leaving full-time education (years)
<16 77 16.6 50 20.7
17-18 143 30.9 65 27.0
> 19 years 242 52.3 126 52.3
Still in FT education 1 0.2 0 0
Partnership status
Married / with partner 413 90.4 216 90.0
Single mother 44 9.6 24 10.0
Ethnicity
White 409 87.0 196 80.3
Asian 34 7.2 29 11.9
Black 18 3.8 13 53
Mixed / Other 9 1.9 6 2.5
Parity
Primiparous 276 58.6 127 52.5
Multiparous 195 41.4 115 47.5
Who completed the questionnaire”
Woman 438 94.0 233 96.7
Husband / partner 100 21.5 35 14.5
Other 15 3.2 9 3.7
Index of Multiple Deprivation quintile
1 (most deprived) 106 22.6 59 24.7
2 93 19.9 50 20.9
3 89 19.0 45 18.8
4 96 20.5 43 18.0
5 (least deprived) 84 17.9 42 17.6

" Includes one woman who had both a stillborn baby and a baby who died as a newborn
? Does not add up to 100% as respondents could give more than one answer
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