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Background

Multiples make up approximately 1.5% of
pregnancies in UK with numbers rising
significantly over the past 20 years due to
the increasing use of assisted conception
techniques such as IVF. Recent figures
from the ONS show that multiples
accounted for 7.2% of all stillbirths in the
UK in 2014, a 13.6% rise from 2013.
Stillbirths occurred in 1.07% of all multiple
births, more than twice the rate for
singletons. Neonatal death rates are also
significantly higher at 11.5 / 1000 live
birth in 2013 compared with 2.4 / 1000
for singletons. Infant death rates are
14.5/1000 compared with 3.4/1000 for
singletons. Multiple births account for
around 10% of all stilloirth maternity
litigation claims in England, which cost
the NHS £72m between 2005 and 2014.
The risk of preterm birth is also
considerably higher occurring in at least
50% of twin pregnancies, with twins
facing six times the risk of cerebral palsy.

These figures clearly show that outcomes
for multiple pregnancies compare poorly
to singletons. NICE antenatal care
guidelines and quality standards
introduced in 2011 aimed to tackle these
inequalities and improve quality of care
and outcomes for multiple pregnancies.

The Survey

This report describes the findings of the
Maternity Services survey distributed by
Tamba to parents of multiples in the UK
between April and July 2015. The survey
covered a variety of topics including place
of birth, quality of antenatal and postnatal
care, neonatal care arrangements,
feeding support, sleeping arrangements
and input from Tamba and the Multiple
Births Foundation (MBF). |

Studies have shown that stillbirth rates,

: caesarean rates, late admission to

i neonatal units and patient safety incidents
: are all reduced as a result of setting up

: and delivering services in accordance

¢ with the NICE guidance. Unfortunately

: NICE guidance is still not fully or equally
implemented across the UK (only fully

¢ implemented in 10-18% of units) and

: there is no specific guidance for
intrapartum care for multiples. Therefore
i outcomes for multiple pregnancies and

i patient satisfaction with care remain low.
: Furthermore, reducing still births and

i neonatal deaths, and health inequalities,
: are national policy objectives.

: Unfortunately specific steps to achieve

i these objectives among multiple

: pregnancies are consistently absent from
: service reviews, commissioning

: documents, inspection frameworks and
: more recently the still birth care bundle.

: This report seeks to measure parent
experiences of maternity care and how

¢ well NICE guidelines for multiple

i pregnancies are being implemented

: across the UK. In particular it looks at

¢ variation by region and home nation of

: the UK and variations in compliance over
- time. W
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The Sample

The survey was completed by a total of
1338 respondents. 95.1% were mothers
of twins, 3.9% mothers of triplets and
0.2% mothers of quads and 2.4% by
fathers. 35.5% had given birth within the

(Gestation

Survey results show that gestation times
for multiple pregnancies are considerable
shorter than the average of 40 weeks for
singleton pregnancies. Average gestation
times given by the NHS are 37 weeks for
twin pregnancies and 33 weeks for
tripletstil. The figures shown in the by
parents completing the survey are slightly
lower at 35.3 weeks for twins and 31.8
weeks for triplets.

Distribution of gestation times for twins,
triplets and quads are shown in Figure 1
below. The graph shows that for twin
births frequency rises until a peak of 37
weeks, when 24.4% of twins are born.
Frequency falls sharply after 38 weeks
with only 4.8% of twins born after 39

FIGURE 1

: last year, 58.5% within the last two years
: and 91.4% within the last six years.

i 73.7% had given birth in England, 14.4%
: in Scotland, 7.6% in Wales and 4.3% in

: Northern Ireland. Il

: weeks and just 0.4% after 41 weeks. For
: triplet births, frequency rates peak at 33

: weeks (15.3% of pregnancies) and fall

: sharply after 35 weeks, with no triplet

¢ births recorded after 38 weeks of
pregnancy. Numbers for quadruplet births
: are too low to draw accurate data (n=7)

: but show all births occurring between 32

: and 38 weeks with an average gestation

: of 34.8 weeks.

Rates of preterm birth (pre 37 weeks) for
multiples are considerable higher than the

: UK average of 8%2. Survey data shows
: that 55.2% of twins and 94.9% of triplets
: were born pre 37 weeks, with 15% of
twins and 41.9% of triplets born before

: 32 weeks (very preterm). Il
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Due to the high likelihood of premature
birth and birth complications amongst
multiples, 52.8% of parents completing
the survey had an elective birth, meaning
they were delivered on a pre-planned
date and were either medically induced or
delivered through caesarean section,
whilst 47.2% had a spontaneous birth.
This compares with national averages for
all births of 39.1% elective and 60.9%

spontaneous birth in 2013/14 1,

Rates of caesarean birth are also
considerably higher in multiple
pregnancies, estimated at around 60% by
the NHS for twin pregnanciest' compared
with the national rate of 26.2%1@. The
survey reported that 68.1% of all births
were by caesarean and 31.9% were

vaginal. For twins these rates were 66.9%

caesarean and 33.1% vaginal, whilst for
triplets rates were much higher at 88.1%
caesarean and 11.9% vaginal.

Multiple births are also much more likely
to have low birthweight babies (under
2.5kg) or very low birth weight babies
(under 1.5 k@), particularly for second or
subsequent babies and as the numbers
of multiples increase. Nationally low birth

FIGURE 2

Weights of multiples

60%

: rate babies account for 7% of live birthskl.
: The survey shows that 60.9% of multiples
: were born under 2.5kg and 12.8% were

¢ born under 1.5kg.

Figure 2 below shows that for twins, both
: babies are generally above 1.5kg at birth,

with the second twin tending to be slightly
: smaller than the first. For triplets the third

i baby is very unlikely to be over 2.5kg

: (6.6%) and much more likely to be of very
i low birth weight (47.5%). Data for

: quadruplets seems a little anomalous,

5 though this may be due to the very small

numbers involved (n=7).
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Parents received antenatal care in all
regions of the UK. Numbers were
unevenly distributed with the South East
(17.6%), Scotland (14.4%), Greater
London (11.8%) and North West (9.6%)
accounting for approximately half of all
care (see Figure 3 below). This is most
likely due to relative size and population
density of the regions.

Certain hospitals across the UK had
relatively higher proportions of parents
giving birth to multiples or receiving their
postnatal care there. These tended to be
located in large population centres or be
regional referral units to which mothers of
multiples or babies requiring neonatal
care may be referred. Four hospitals
(Addenbrookes, Royal Infirmary of
Edinburgh, Royal Victoria Infirmary and

University Hospital of Wales) saw over 2%

of cases, whilst a further 24 of the 318
hospitals listed saw over 1% of cases. Il

FIGURE 3
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Antenatal Care

NICE antenatal care guidelines for : about mother’s antenatal care. Figures in
multiple pregnancies introduced in 2011 this section show results compiled from
list eight quality standardsts! (see below) : all those completing the survey, whilst
intended to improve quality of care and ~ : Subsequent sections seek to measure
outcomes for multiple pregnancies. The  : differences in NICE compliance over time
current survey sought to measure many ~ : and by region. Il

of these indicators through questions

NICE Quality Standards (QS46)
Multiple Pregnancy: Twin and Triplet Pregnancies

Statement 1 monitored for foetal complications
Women with a multiple pregnancy have  according to the chorionicity and
the chorionicity and amnionicity of their = amnionicity of their pregnancy.
pregnancy determined using ultrasound

and recorded between 11 weeks 0 days Statement 6

and 13 weeks 6 days. Women with a higher-risk or
complicated multiple pregnancy have
Statement 2 an obstetrician from a tertiary level

Women with a multiple pregnancy have  foetal medicine centre involved in their
their foetuses labelled using ultrasound care.
and recorded between 11 weeks 0 days

and 13 weeks 6 days. Statement 7

Women with a multiple pregnancy have
Statement 3 a discussion by 24 weeks with one or
Women with a multiple pregnancy are more members of the multidisciplinary
cared for by a multidisciplinary core core team about the risks, signs and
team. symptoms of preterm labour and

possible outcomes of preterm birth.
Statement 4
Women with a multiple pregnancy have a Statement 8
care plan that specifies the timing of Women with a multiple pregnancy have
appointments with the multidisciplinary ~ a discussion by 32 weeks with one or
core team appropriate for the chorionicity more members of the multidisciplinary

and amnionicity of their pregnancy. core team about the timing of birth and
possible modes of birth so that a birth
Statement 5 plan can be agreed.

Women with a multiple pregnancy are
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Ultrasounad

The NICE guidelines on multiple : more closely, with extra growth scans
pregnancy state that all women should be offered at regular intervals, depending
offered an ultrasound scan by 14 weeks : upon the chorionicity, complexity of the
at which the foetuses should be labelled : pregnancy and the number of multiples.

and the chorionicity and amnionicity of The majority of mothers included in the
their pregnancy determined. 92% of i study (81.7%) had had at least 6 scans
mothers surveyed had been given an during their pregnancy, with 39.1%

ultrasound scan by 14 weeks and 81.6% : having over 10 and 7.1% of mothers

had had the chorionicity and amnionicity i having more than 20 scans. The

of their pregnancy determined (with a : distribution is shown in Figure 4 below. i
further 4.9% unsure whether this had :
been done). Of these 27.5% had a
monochorionic pregnancy (where both
babies are dependent on a single shared
placenta) and 69.1% had a dichorionic
pregnancy (where each baby has its own
placenta). 78.6% of parents had the :
chorionicity and amnionicity of their babies :
explained to them, most commonly by :
their obstetrician or sonographer.

In the UK hospitals routinely offer women :
at least two ultrasound scans during their :
pregnancy, the first ‘dating scan’ at :
around 12 weeks and a second ‘anomaly
scan’ between 18 and 21 weeks, with
further scans performed where required.
Multiple pregnancies are monitored much

FIGURE 4
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Screening, Testing and Advice

Pregnant women in the UK (with the

screening test for Downs Syndrome
generally involves an ultrasound

a blood test. Mothers receiving a higher-
risk result are offered further diagnostic

offered screening for Down’s Syndrome,
although some stated they were only
offered the ultrasound testing as blood
testing would give a false positive result
with multiple pregnancies.

test (which can include a possible risk of
miscarriage) had been discussed with
them, showing a clear need for further

: education in this area.

exception of Northern Ireland due to their :

strict abortion laws) are routinely offered a : General advice regarding diet, lifestyle

and nutritional supplements during
between 10-14 weeks of pregnancy. This i Pregnancy is given at the first antenatal
appointment and throughout the
measurement of nuchal translucency and : Pregnancy as required. Only 60.6% of

: women in the study reported being given
general advice during pregnancy, though
testing. 81.7% of mothers surveyed were : it is possible that this advice may have

i been given very briefly or forgotten.

: NICE guidelines recommend that full

: blood counts are performed at 20-24
weeks pregnant and again at 28 weeks to
i screen for anaemia and other blood

Only 52.1% of mothers who had received : problems. 76.4% of women said that they

a high risk result said that the options and : had received these blood tests, with a

implications of proceeding to a diagnostic : further 10.9% unsure whether they had.
: Such blood tests may be particularly
important with multiple pregnancies

: where anaemia is more common. Il

Multi-Disciplinary Core Team

NICE guidance for twins and triplets
states that mothers expecting multiples
should be cared for by a multi-disciplinary
core team with a specialist knowledge of

multiple pregnanciesl. This team should

midwife and specialist sonographer,
providing continuity of care across
hospital and community settings and
offering information and support to those
with multiple pregnancies. The survey
showed mixed results regarding access
to such care. Roughly two thirds of

with specialist knowledge of multiple
pregnancies, whilst only 20.1% had seen
a specialist midwife and 28.1% a
specialist sonographer (although 23.7%
were unsure if the sonographer had

: specialist knowledge). Such statistics
show that many health authorities are

i Clearly failing to provide the required care,
i particularly in community settings, and

: provision of much of the specialist advice
include a specialist obstetrician, specialist : and knowledge rests with obstetrician

: Obstetricians, meaning that parents may
: be missing out on midwife led care and

i advice.

NICE guidelines again require that

: members of the multidisciplinary team
discuss the risks, symptoms and signs of
mothers (67.7%) had seen an obstetrician : Pré-term labour and the potential need for
: steroids for foetal lung maturation in a

: multiple birth. 64.8% of parents had

: discussed these risks, most commonly

¢ with their obstetrician. The multi-
disciplinary team are also required to

: discuss the likelihood of a caesarean or
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vaginal birth and timing of birth. 86.6% of
women had had the opportunity to
discuss this with one or more members of :
their team, most often the obstetrician
and / or midwife, although some felt that
they had not really been given a choice
and had been pushed into a caesarean or :
vaginal birth against their wishes. :

30.5% of hospitals where respondents
i gave birth ran multiple-specific parent

education sessions, most often in the

: form of a one off session run by a twin
specialist midwife/s. These were most
i likely to be in larger regional hospitals

which had the resources and numbers of

: multiple pregnancies to make such

: sessions viable. [l

Satisfaction with Care

Parents were asked about their
satisfaction with advice and care provided. :
Table 1 overleaf shows satisfaction with
advice from obstetricians and midwives
and access to screening and prenatal
education.

Figure 5 below shows satisfaction with
obstetrician advice, comparing positive
(good or very good) ratings with negative
(poor or very poor) ratings. Neutral ratings :
are not included. The figure shows that
parents are generally satisfied with advice
from the obstetrician to prepare for birth,
with 56.5% of parents rating this
positively. Advice on admission to a
neonatal unit is rated fairly equally
positively and negatively, whilst over 40%
of parents rated advice from their

FIGURE 5

obstetrician on preparing for postnatal

care and caring for babies after discharge

as ‘poor’ or ‘very poor’, showing a clear
i need for better advice in these areas.

: Such findings reflect other studies which
show that mothers often feel under

prepared for the postnatal period'3l,

: Figure 6 shows satisfaction with midwife
: advice, showing that again advice on

: preparation for birth was rated the most
positively, with around a third of mothers
¢ (85.5%) rating this as good or very good.
: All other areas showed higher rates of
negative satisfaction than positive, with

i over a third of parents rating midwife

: advice on admission to neonatal units,
postnatal care, and care for the baby

: after discharge and feeding your babies

Satisfaction with obstetrician advice
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TABLE 1

Parent satisfaction with advice / care provided

SURVEY VERY GOOD REASON- POOR

RESPONSES GOOD ABLE

Advice given by your doctor /

obstetrician to prepare you 30.4% 26.1% 24.9% 11.3% 5.3% 2%
for birth

Advice given by your doctor /

obstetrician to prepare you 11.3% 13.5% 27.6% 28.3% 12.7% 6.6%

for postnatal care

Advice given by your doctor /

obstetrician to prepare you 15% 16.8% 22.3% 19.2% 13.7% 13.1%

for neonatal unit admission

Advice given by your doctor /

obstetrician to prepare you 8.8% 10.5% 21.3% 29.2% 20.2% 10%

for caring for your babies
after hospital discharge

oo goniooin e 16.3%  19.2%  25.8%  17.5%  10.3%  10.9%

Advice given by your midwife

to prepare you for postnatal 13.2% 16.5% 23% 23.6% 13.1% 10.6%

care

Advice given by your midwife

to prepare you for admission 9.6% 14.7% 18.1% 22.2% 14.3% 21.2%

to at neonatal unit

Advice given by your midwife

o prepare you for caring for 14 1o 16.9% 21.7% 22.3% 17.7% 10.4%

your babies after hospital
discharge

Advice given by your midwife 43 goy, 18.4% 20.8% 20.9% 18.7% 7.4%

on feeding your babies

Access to screening 20.4% 26.8% 24.1% 10.2% 8.8% 9.8%

BLEEERS (9 [ i/ 8.8% 14.9% 22.5%, 22.3% 22.6% 9%

prenatal sessions
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as poor or very poor. Once again this on the area and hospital in which the
shows a clear need for further advice and : parents received their care and the
support, particularly in the postnatal facilities available. |l

period, and better training for midwives
on supporting parents of multiples.

Satisfaction with access to screening was :
rated positively, with 47.2% of parents
rating this as good or very good and just

19% as poor or very poor. Parents were :
less satisfied with access to parent craft / :
prenatal sessions, with just 23.7% rating

this positively, whilst 44.9% rated this :
negatively. Again this was likely to depend

FIGURE 6

Satisfaction with midwife advice
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Conditions During Pregnancy

Women with multiple pregnancies may be 16%6), 15.8% developed pre-eclampsia
at higher risk of developing certain : (compared with an average of 2-5%)s.
conditions during pregnancy such as high : go, g ffered from gestational diabetes,
blood pressure, pre-eclampsia, diabetes : st 16.4% suffered from hyperemesis

and hyperemesis gravidarum (extreme : gayiqarum, compared with an average of
morning sickness). They are also : just 1% of pregnancies”. 9% of mothers

susceptible to conditions which only -+ o 54ed twin-twin transfusion syndrome.
develop in multiple pregnancies, including :

: This can only occur in monochorionic
twin-to-twin transfusion syndrome. 27% Y

, pregnancies, which make up under a
of mothers surveyed suffered from high 4§ (97 59%) of those surveyed, therefore
blood pressure during their pregnancy

(compared with a national aver ; rates are again higher than suggested
compare a national average o : prevalence of 10-15%.
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Neonatal Care

Multiple births are far more likely to
require neonatal care than singletons, due :
to high levels of prematurity, low
birthweight and other complications. This
is reflected in the survey findings with
over half (51.5%) of respondents stating
that one of more of their babies required
some kind of additional care in a neonatal
unit after birth. Of these 42.2% were in a
Level | Special Care Baby Unit (SBCU),
25% were in Level Il High Dependency
Unit and 28.4% were in Level lll Neonatal
Intensive Care Unit (NICU).

The majority of parents whose babies
required neonatal care (84.2%) were all
able to stay together at the same
hospital. The survey comments show that :
those parents who were separated from
one or more of their babies often found it
very traumatic and difficult to divide their
time between the babies, particularly if
the hospitals were geographically distant
or they themselves were still hospitalised
and too ill to travel, making this a priority
for care wherever possible. In most cases
(82.5%) parents reported that the hospital
automatically offered to keep all their
babies together, although 3.2% had to
argue for places for all of their babies. A

FIGURE 7

: further 6.5% had been told that they

: would be spilt up, but luckily places

5 became available at the right time, whilst
i afurther 3.5% had been told they would
: be spilt up and places did not become
available. For 4.4% clinical needs meant
: that all the relevant services and

: treatments services could not be

: provided at a single hospital. Over half

: (55%) of parents who had to be in a

: separate hospital from one of more of
their babies were separated for less than
: one week and a further 22.5% for

: between one and two weeks. 7.5% of

i parents were separated from their one of
: more of their babies for over 8 weeks.

: 21.4% of babies were transferred to a

secondary or primary level neonatal unit

§ nearer to home prior to discharge.

60.2% of parents of multiples receiving

: neonatal care (in a NICU) were able to

: stay at the hospital or nearby in
temporary lodging such as a hotel,

: Ronald McDonald house or similar

: overnight accommodation. Many other

. parents stated that they were offered this
: option, but chose to stay at home after

: they were discharged from hospital as

: they lived nearby. Il
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Feeding multiples provides additional
challenges and mothers may find that

they are unable to feed their babies in the :
way that they intended. 29.6% of parents :
: that women often feel pressure and guilt

: regarding their feeding decisions!19, which
: may be intensified in the case of multiples
: and those with premature or sick babies

: who often feel their choice is taken away

: from them.

said they had not been able to feed their
babies as planned, often due to lack of
breastfeeding support, pressure to
supplement with formula, difficulties with
feeding premature babies, separation
from one/more babies, or the sheer
demand of breastfeeding multiples.
33.2% were able to breastfeed, whilst
27.3% were able to express feed. 21.5%
decided to mixed feed, 20.3% to use
formula milk and 2.8% to use donor milk.

Babies born at an early gestation are
often unable to breastfeed straightaway
and need assisted feeding. 68.7% of
mothers whose babies were unable to
feed said that they had been taught and
given help with expressing breastmilk.
Others said that they had been offered a
breast pump, but not shown how to use
it adequately, or their babies had been
given formula milk and they had not been
given the option. For those whose babies
were able to breastfeed at birth, only 57%
were given advice about expressing,
sometimes only upon their own request.
Some mothers reported being
pressurised to top up with formula milk,

Co-Bedding and
Sleeping Arrangements

Advice on safe sleeping for multiples is
similar to that for singletons, in that they
should be placed on their back, feet to
the foot of the crib and share a room with
their parents for the first six months of
their lives. However it is also advised that
‘co-bedding’ (placing two or more babies

whilst others reported being ‘bullied’ to
: breastfeed when they did not want to.

Such findings correspond with current
research on infant feeding which shows

: Parents were asked whether they were

: supported to achieve their feeding

: preference, with around a third (35.1%)

: saying they were not supported in any

: way. Around two-thirds (62%) said that

i they had been supported by health

: professionals, with smaller numbers

: supported by various voluntary

i organisations including the Breastfeeding
: Network (5.9%), NCT (3.9%), Tamba peer
: supporters (2.3%), La Leche League

i (2.2%), Twinline volunteers (1.1%) and the
: MBF (0.5%). Such figures clearly show

: scope for further support for

i breastfeeding multiples, both from health
professionals and voluntary organisations,
: who may have more expertise and time

i available to support mothers with

: establishing feeding and overcoming

¢ difficulties.

: together in the same cot / crib) is safe
: while space permits and may help to
: soothe the babies and regulate body
temperatures and sleep cycleslil,

Only 42.1% of parents completing the
survey had been given advice on safe
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sleeping for multiples, showing room for
improvement in this area.

The majority of families had their babies
all discharged from the hospital at the
same time (87.9%), although this was not
always possible where one multiple
required further medical treatment.

Over half of multiples were co-bedded in
the hospital with 49.5% placed in the
same cot and 4.5% placed in the same
incubator at birth. 22.6% were
undergoing treatment and could not be
placed together, whilst 16.8% were
placed in different cots in the same ward
and 23% were placed in separate
incubators in the same ward. This
seemed to depend upon the preferences
of the parents or those providing the
care, although the small numbers co-
bedded in incubators may be due to the
lack of availability of suitable facilities.
Clear guidance on best practice in this
area would be useful.

The majority of parents co-bedded their
infants when they got home, with 57. 7%
placing them in the same cot / crib and
19.8% placing them in the same Moses
basket / bassinet. 32.6% placed them in
separate Moses baskets / bassinets and
8.2% placed them in separate cots /

cribs, with many parents moving between 5

FIGURE 8

different forms of sleeping arrangements
: as their babies grew, or placing them
differently during the day / night.

: The majority of parents (95%) slept in the
same room as their babies for some

i period of time, most commonly for the

: recommended 6 months (27.5%). The

: amount of time babies spent in the

i parents room is shown in Figure 8 below,
: with 8.4% of parents sharing a room with
: their babies for over 12 months.

: Only 21% of parents reported that their

. babies had shared a bed with them

: during the first 6 months of their lives,

: with many stating that this was only

: occasionally when they were having

i trouble sleeping. Such numbers seem

: low compared to other studies with Ball

: (2002) reporting that approximately 50%
: of UK infants had shared a bed with their
: parents at some point during the first 3

: months of their livesl2. This may be due

: to the self-report nature of the survey

¢ (with parents not wishing to be seen to be
i engaging in ‘unsafe’ sleeping practices),
the fact that many multiples are born

i preterm (a risk factor for bed-sharing), or

: the additional practical challenges of bed
: sharing with more than one infant. [l
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28.4% of multiples born to parents
completing the survey were monozygotic
(identical), 66.65 were dizygotic (fraternal)
and 6.7% did not know the zygosity. The
majority of parents said that they knew
this either from looking at the physical
features of their babies (41.6%) or
because the team at the hospital had
confirmed it from the scan as they shared :
one placenta (40.4%). A further 6.4% had :
the zygosity confirmed by the hospital

Over Time

The report seeks to measure change over :
time in terms of compliance with NICE
guidelines for multiple pregnancies, which
were introduced in September 2011. In
order to do so we compare three time
points — current 2014/15, data from
2013/14 and data from 2010/11 (pre
NICE guidelines). The measures of NICE
implementation used are shown below:

team from a shared placenta in the

i afterbirth, 5.8% had a DNA test

: performed privately, 2.6% had a test

i during pregnancy for medical reasons,

i 3.6% had studied the behaviour of their

: babies and 18.4% were unsure how they
i knew the zygosity. 3.9% of parents had

: been told at birth that their multiples were

one type of zygosity, only to be confirmed
later by DNA testing that they were the

other. Il

The results show that average levels of

: compliance with NICE measures have

increased from 58.8% in 2010/11, to

: 64.9% in 2013/14 and 69.1% in 2014/15,
: showing a 10% improvement over the

i past four years. Whilst this is a positive

: step, rates of improvement are slow and

: at current levels it could potentially take

: another twelve years to achieve full

: compliance, with associated negative

1. Ultrasound by 14 weeks of pregnancy
2. Chorionicity of pregnancy determined
at first ultrasound
Full blood count taken at 20-24 weeks
and again at 28 weeks
4. A multidisciplinary core team with a
specialist knowledge of multiple
pregnancy
a) An obstetrician with a specialist
knowledge of multiple pregnancy
a) A midwife with a specialist
knowledge of multiple pregnancy
a) A sonographer with a specialist
knowledge of multiple pregnancy
. Discussion of the risks, symptoms and
signs of pre-term labour and potential
need for steroids for foetal lung
maturation
. Discussion of the likelihood of
caesarean / vaginal birth

3.

outcomes and experiences for parents
i and babies during this time.

¢ All measures of NICE implementation

: have shown an improvement in

: compliance over time with the exception
: of ultrasound at 14 weeks, which was

: already at high rates of compliance

1 (92.1%) pre 2011. All other standards

: have shown a steady improvement of

: +10-15% over the four year period that

: the guidelines have been in operation,

: with smaller improvements over the last
year, although two standards maintain

: very low levels of compliance — the

. availability of a midwife with specialist
knowledge of multiple pregnancies

: (23.9%) and the availability of a
sonographer with specialist knowledge of
: multiple pregnancies (33.1%). Discussion
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of the signs of pre-term labour also
remains relatively low at 67.3%
compliance, whilst the availability of an
obstetrician with specialist knowledge of
multiple pregnancies stands at 72.8%.
Ultrasound before 14 weeks pregnancy
(93.2%) and discussion of the likelihood

FIGURE 9

of vaginal / caesarean birth (90%) both
: are both above 90%, whilst chorionicity
determined at first ultrasound (85.5%)

: and full blood counts at 20-24 and 28

: weeks (83.9%) show greatly improved
compliance (see Figure 9 below).

Percentage compliance with NICE guidelines
2010/11, 2013/14 and 2014/15
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multiple multiple preterm vaginal /

weeks at and 28  obstetrician  midwife  sonographer labour/  caesarean
ultrasound weeks steroids birth
B 2010711 [ 2013/14 2014/15

Satisfaction with quality of care also
generally shows improvement over time
(see Figure 10 overleaf), although positive
ratings of satisfaction remain below 50%
except for obstetrician advice to prepare
parents for birth (62.7%) and access to
screening (54.6%), which have both seen
significant improvements in satisfaction
over time, most likely linked to the
implementation of NICE guidelines. Al
other measures of satisfaction have seen
some improvements, with the exception

of midwife advice on neonatal care, which :
. (see Figure 11 overleaf) particularly with
Satisfaction with obstetrician and midwife : regard to obstetrician advice on baby

: care (47.6%) and access to pre-natal
education (44.1%). Most areas had seen
: some small improvements over time,

: although these tended to be by only a
few percentage points and perhaps
feeding and access to prenatal education : highlight the areas where NICE standards
: are not being met (e.g. lack of midwives

has remained static at around 25.5%.

advice in preparation for birth have both
increased by more than 10% over time,
whilst obstetrician and midwife advice on
postnatal care has seen modest
improvements, as has midwife advice on

/ parent craft classes. However, overall

i levels of positive (good or very good)

. satisfaction remain relatively low, with

: much further room for improvement,

¢ particularly with regard to obstetrician

i advice on post-natal and practical baby

: care and midwife advice on neonatal

: care. It is possible that these areas are

: seen as the domain of the other specialist
: (midwife / obstetrician) so little advice is

i provided.

: Levels of negative satisfaction (poor or

very poor ratings) remain relatively high
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with specialist knowledge of multiple midwife advice in preparation for birth and
pregnancies). Such high levels of negative : access to screening scoring below 30%
satisfaction show there is clearly room for for negative satisfaction (meaning more
further improvements in many areas of i than a third of parents are dissatisfied
antenatal care with only obstetrician / : with most areas of their care). I}

FIGURE 10

Positive satisfaction with antenatal care 2010/11, 2013/14
and 2014/15
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FIGURE 11
Negative satisfaction with antenatal care 2010/11, 2013/14
and 2014/15
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Variation Across the UK

In addition to variations over time, care
can also vary according to location. The
six measures of NICE implementation
were measured across the four home
nations of the UK (England, Scotland,
Wales and Northern Ireland). Overall
scores for implementation of NICE
standards were found to be broadly
similar across England (63.7%), Wales
(63.7%) and Northern Ireland (64.1%) and
significantly higher in Scotland who
scored an average of 70.8% overall.
Looking at the NICE recommendations
individually, scores were broadly similar
for all four nations across five of the
measures, with Northern Ireland scoring
highest for ultrasound by 14 weeks
(95.7%), full blood counts at 20-24 and
28 weeks (83.3%) and discussion of the
signs and symptoms of preterm labour
(74.5%) and England for determining
chorionicity at the first scan (82%) and
discussion of the likelihood of vaginal /
caesarean birth (87.1%). However
Scotland scored significantly higher on

FIGURE 12

: the measures relating to care by a

: specialist multidisciplinary team, with

: 84.9% of Scottish parents seen by an
obstetrician with specialist knowledge of
: multiple pregnancies (compared to a low
: of 59.6% in Northern Ireland), 37.8 %

i seen by a specialist midwife (compared

: with 10.4% in Northern Ireland) and
35.9% seen by a specialist sonographer
: (compared with 25.8% in Wales).

! Parent satisfaction with care /advice also
: varied across the UK, with Scotland and
: Northern Ireland scoring consistently

: higher on all measures of satisfaction

i (except access to screening in Northern
¢ Ireland) and Wales scoring consistently

: the lowest. The highest satisfaction

: scores were for obstetrician advice to

: prepare parents for parents for birth in

: Scotland (61.6%), Northern Ireland

: (568.4%) and England (56.4%), whilst

: satisfaction in Wales was only 48.9%.
Access to screening also scored highly in
: Scotland (55.1%) and England (49%).

Implementation of NICE guidelines for multiple
pregnancies across the UK
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Lowest levels of satisfaction were with : laws, which prevent abortion for foetal
obstetrician advice on practical baby : abnormalities, therefore screening for
care, midwife advice on neonatal care Down’s syndrome was only offered to
and access to prenatal education, with i 21.3% of parents compared with 81.7%

lowest levels of satisfaction all occurring @ across the UK.

in Wales. The exception to this was :

satisfaction with access to screeningin  : Negative satisfaction with care / advice
Northern Ireland which scored only : showed a similar pattern, with higher
20.5%. This is likely due to strict abortion ' levels of negative satisfaction occurring in

FIGURE 13

Positive satisfaction with care and advice across the UK
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FIGURE 14

Negative satisfaction with care and advice across the UK

60%

50%

40%

30%

20%

10%

0%

Obstetrician Obstetrician Obstetrician Obstetrician ~ Midwife Midwife Midwife Midwife Midwife Accessto  Access to
advice advice advice advice advice advice advice advice advice screening  pre-natal
about about post aboutneo about care about about post aboutneo about care about education

delivery natal care  natal care of baby delivery natal care  natal care of baby feeding
Bl England [l Scotland | |wales [l Northern Ireland




Maternity Services and Multiple Births | A Tamba - NCT Joint Report

Wales (and to a lesser extent England)
across almost all indicators (with the
exception of access to screening in
Northern Ireland). Satisfaction scores can
partly be explained by higher overall rates
of NICE compliance in Scotland, although
it is unclear why Northern Ireland shows
much higher rates of satisfaction than
England / Wales and why Wales has the
lowest rates of satisfaction overall,
showing a need for further investigation in
this area. l

Variation by English Region

In addition to variation across the UK,
rates of NICE compliance and parent
satisfaction also vary across the regions
of England, showing a ‘postcode lottery’
in access to care. The North East is the
highest performing regions with overall
71.5% compliance, whilst the South East
and West Midlands are the lowest both
with 61.1% (see Table 2 overleaf), a

of overall lowest compliance were
availability of a specialist multiple midwife
(seen just 7.8% of parents in the East
Midlands compared with 47.9% in the
North East) and a specialist multiple
sonographer (seen by just 21.3% of
parents in the South West compared with
51.1% in the North East). Discussion of
the signs and symptoms of pre-term
labour and possible need for steroids for
foetal lung maturation also scored
relatively lowly across the board.

Examples of particularly good or bad
practice can be seen at individual trust level:

The Newcastle upon Tyne Hospital
Trust is performing particularly well
across all markers. With one of the
highest amounts of multiples births in

of multiple birth related patient safety
incidents (22). The NICE compliance was
also at the top end with an overall
average of 84.7%, with three being over
90%. Ultrasound by 14 weeks gestation

: 93.3%, full bloods at 20-24 weeks and
again at 28 weeks gestation, 93.33%,

i and discussion of the risks, symptoms

i and signs of preterm labour and the need
: for steroids for foetal lung maturation

: 93.8%. This third marker is typically one

: of the lowest scored NICE guidelines

: across the board so such a high
compliance is doubly commendable.
difference of ten percentage points. Areas :
dominated by a much larger positive than
: negative feedback on all 6 measures.

Patient satisfaction scores were also

. Leeds Teaching Hospital Trust is

: also performing very well. With a high
multiple birth rate of 180 in 2014, there

i was only 36 multiple pregnancy related

: patient safety incidents. NICE compliance
: was an overall 84.4%, with five at 90% or
i above, two of these at 100% (ultrasound
: by 14 weeks gestation and full bloods at
: 20-24 weeks and again at 28 weeks

: gestation). An impressive 60% even

: reported having a specialist multiples
sonographer, one of the highest scores

: for this NICE guideline. Patient

: satisfaction was also high, with a far

: greater level of positive feedback than

: negative feedback across all 6 measures,
: and 0% negative feedback for

2014 (152), they only had a small number : opstetrician at birth.

St Georges Hospital NHS Trust has a
¢ high overall NICE compliance 89.9%, with
: 100% compliance for ultrasound at 14 weeks
: and discussion of the likelihood of vaginal



Maternity Services and Multiple Births | A Tamba - NCT Joint Report

TABLE 2

Compliance with NICE standards by English region

EAST YGR‘I‘(:[I;IIHE
MIDLANDS HUMBER

Ultrasound at

95.5% 89.9% 93.4% 98.3% 88.1% 93% 85.6% 91.9% 93.7%
14 weeks

Chorionicity
determined at 75.6%  83.6% 88% 83.3% 81.2% 79% 783%  78.1% 83.4%
ultrasound

Full bloods at 20-

87.5% 70.4% 75.9% 84.1% 77.4% 76.3% 77.2% 70.6% 74.5%
24 and 28 weeks

Specialist
obstetrician for 64.6% 721% 63.3% 67.7% 73% 57.6% 72.8% 60.8% 55.1%
multiples

Specialist midwife

. 47.9% 25.2% 25% 7.8% 18.5% 10.2% 8.6% 19% 12.8%
for multiples

Specialist
sonographer for 51.1% 36.5% 27.8% 22.6% 30.2% 29.1% 21.3% 24.5% 17.7%
multiples

Discussion
preterm labour / 66.7% 67.2% 67% 57.8% 60.1% 71.2% 61.7% 59.4% 63.8%
steroids

Discussion
vaginal / 83.3% 94.9% 82.9% 90.5% 78.5% 87.7% 88% 84.2% 87.7%
caeserean birth

Overall NICE

. 71.5% 67.5% 65.4% 64% 63.4% 63% 61.7% 61.1% 61.1%
compliance
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/ caesarean birth and 92% discussing

preterm labour and steroids for foetal lung :
: trend, the patient satisfaction data shows
i no aspects where positive feedback is

: greater than negative, with most being a
50% split and one being more negative

: feedback than positive. Neonatal death

: rates were at the higher end of the

: spectrum at 6.02 per thousand births.

maturation. The trust recently introduced
a specialist antenatal clinic for multiple
births and integrated care pathways
delivered by a core interdisciplinary team
with specialist knowledge of multiple
pregnancies and multiple antenatal
education sessions. This is reflected in
the high numbers of women seeing a
specialist obstetrician (84.6%), a
specialist midwife (92.3%) and specialist
sonographer (77.8%) and high levels of

patient satisfaction. An audit pre and post :
i a neo-natal unit. This trust also scored

: poorly on several of the other satisfaction
¢ of care situations; midwife postnatal

: (71.4% negative), midwife after discharge
: and returning home (85.71% negative)

: and midwife feeding (85.7% negative).

i NICE compliance from this trust tells an

¢ interesting story with only 51.7% total

: compliance and severe deficits in all three
: of the ‘professionals with specialist

: knowledge of multiple pregnancies’

: (obstetrician 33.3%, midwife 0% and

i sonographer 0%). In addition the NICE

: guideline surrounding the ‘discussion of

implementation 4 showed that stillbirth
rates for multiples had fallen dramatically
from 10/1000 twins to 3/1000 twins, a
level comparable with that for singletons
and rates of caesarean section had also
fallen below 50% for twins, significantly
lower than other equivalent services.

In contrast to these positive accounts,
there are some trusts who are
unfortunately performing significantly
worse. One trust in particular had 34
multiple births in 2014, and 32 multiple
related patient safety incidents. The

overall NICE compliance scores were also
i labour and potential need for steroid use
notably with 0% compliance to any of the : for foetal lung maturation’ was also

: critically low at 12.5%. There were 31

i multiple births in this foundation in 2014,

: and 15 patient safety incidents. i

one of the lowest at only 37.5%, most

three markers for a specialist
multidisciplinary team. None of the
respondents reported having an

obstetrician, midwife or sonographer with

: specialist knowledge of multiple

pregnancy and birth. Continuing with this

Another trust has one of the highest rates
i of negative feedback rates (71.43%)
regarding satisfaction with obstetrician

care and advice given upon admission to

risks, signs and symptoms of preterm
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Conclusions

The report shows that parents of
multiples still face additional challenges in
preparation for labour and birth, antenatal
and postnatal care. Multiples make up
3% of pregnancies in UK, 7% of stillbirths,
and 14% of neonatal deaths. They
account for around 10% of all stillbirth
maternity litigation claims in England

which cost the NHS £72m between 2005 :
and 2014. The risk of preterm birth is also : With 47.2% of parents rating this as

i ‘good’ or ‘very good’. 92% of parents

: nationally had received an ultrasound by

: 14 weeks of pregnancy and 81.6% had

¢ the chorionicity and amnionicity of their

: pregnancies determined at the first
ultrasound. Multiple pregnancies are

: monitored much more closely than

: singletons, with 81.7% of parents having
: at least six scans and 7.1% having more
i than twenty. 81.7% were offered

: screening for Downs Syndrome and

: 76.4% were offered full blood tests at 20-
i 24 and 28 weeks pregnancy.

considerably higher, occurring in at least
50% of twin pregnancies, with twins
facing six times the risk of cerebral palsy.
These outcomes compare poorly to
singleton births and the discrepancy has
existed for decades.

Rates of preterm birth are considerably
higher for multiples, with the survey
showing average gestation times of 35.3
weeks for twins and 31.8 weeks for
triplets. Multiples are more likely to be
born by elective birth (52.8% compared
with 39.1% nationally) and caesarean
section (68.1% compared with 26.25
nationally) and parents may feel they are
given little choice over their birth
experience. Multiples are also more likely
to be born at low birthweight (73.7%
compared with just 7% nationally) and to
require some form of additional neonatal
care (51.5% of babies in this survey).
Parents may also be more likely to
experience problems with feeding their
babies due to difficulties of prematurity,
illness, separation, lack of feeding

multiples, with 29.6% of parents saying
they were unable to feed their babies as
planned.

Such additional challenges have been
recognised in the NICE guidelines for
multiple pregnancies introduced in
September 2011, which aim to provide
parents with a level of care suitable for
the complexity of their pregnancy,
including additional monitoring, advice
and care by a multidisciplinary core team

: with specialist knowledge of multiple
pregnancies. However parent

: experiences of antenatal care remain

: mixed and unevenly distributed across
the UK, with variable implementation of
¢ NICE guidelines.

Parent satisfaction with access to

antenatal screening is generally good,

Access to care by a specialist multi-

: disciplinary core team is much more

: limited, with approximately two-thirds

i (67.7%) of mothers seeing an obstetrician
: with a specialist knowledge of multiple
pregnancy, but just 20.1% a specialist

: midwife and 28.1% a specialist

: sonographer. Such statistics show that
many health authorities are clearly failing
: to provide the required level of care, and
: identify a clear need for further availability
and training of suitable staff.

support, or the sheer demands of feeding : , , , _ ,
: Parent satisfaction with advice provided

by the healthcare team is also generally
: low. Advice from both obstetricians and
: midwives in preparation for birth is rated
i positively, with 64.8% of parents

: reporting that they discussed the risks,
signs and symptoms of pre-term labour
i and 86.6% that they had the opportunity
: to discuss the timing of birth and

: likelihood of vaginal / caesarean birth.

: However advice on postnatal issues

i including preparation for admission to a
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neonatal unit, post-natal care, caring for
the babies after discharge and advice on
feeding the babies were all rated
negatively, reflecting previous studies
which show that parents often feel
unprepared for the realities of the early
post-natal period and abandoned by

health professionals at this timel'3.

Such findings show a clear need for
further advice and preparation for
potential postnatal complications (which
are more common in multiple
pregnancies) and general postnatal
advice and support. Over a third of
parents (35.1%) said that they were not
supported in any way to achieve their
feeding preference and 57.9% had not
received advice on safe sleeping for
multiples. Such figures show a need for
further postnatal input from health
professionals, but also a possible role for
voluntary organisations such as Tamba
who may have more time and expertise
to dedicate to such issues. The survey
shows that health professionals are poor

over half (55.4%) of parents not informed
about Tamba or the MBF’s services and
just 24.5% attending their parent
education sessions. Feeding support is
another area where voluntary
organisations may play a key role, with
only a minority of parents (15.9%)
currently accessing support in this way.

The report shows some positive
improvements in access and satisfaction
with services over time. Overall
measurements of NICE implementation

69.1% in 2014/15, showing a 10%
improvement over the past 4 years.
However progress is slow and at current
rates of improvement it could be
estimated to take a further 12 years to
achieve full compliance, with associated
risks of continued negative outcomes for
multiple births and patient safety
incidents. Access to a specialist midwife

particularly low, showing clear needs for
further improvements. Rates of
satisfaction with care / advice have also
shown some improvement over time,

: although satisfaction with post-natal
: advice and access to pre-natal education
: remain particularly low.

: The report also shows variations in

i access to care across the four nations of
: the UK. Scotland has considerably higher
overall scores for NICE implementation

i (70.8%) than the rest of the UK, with

: England (63.7%), Wales (63.7%) and

: Northern Ireland (64.1%) all broadly

: similar. Scotland also shows highest

: levels of satisfaction with care / advice,
followed closely by Northern Ireland, with
: Wales scoring consistently lowest on

: satisfaction, despite similar levels of

: compliance. Parents in Northern Ireland

: were particularly dissatisfied with their

i access 1o screening, whilst scoring highly
in all other areas, due to their strict

¢ abortion laws.

: The study also shows variations NICE

: compliance and parent satisfaction
across the regions of England, revealing a
. ‘postcode lottery’ in access to care. The
at signposting to such organisations, with : North Eastis the highest performing

: region with overall 71.5% compliance,

: whilst the South East and West Midlands
: are the lowest with 61.1%. Examples of

: particularly good practice can be seen in
: certain healthcare trusts, including the

: Newcastle upon Tyne Hospital Trust, the
: Leeds Teaching Hospital Trust and St

i Georges Healthcare NHS Trust.

: Overall the report shows that

i implementation of NICE guidelines is
: slowly beginning to address the
inequalities of care experienced by
have increased from 58.8% in 2010/11 to : Parents of multiples and recognise their
: additional needs, however much further
progress is required. Parents generally
: have good access to screening and

i advice in preparation for birth, but have
: further needs in terms of post-natal

: advice and support and access to a

i multi-disciplinary team with specialist
knowledge of multiple pregnancy.

. Access to an appropriately trained team
(0] 0, M
(23.9%) and sonographer (33.1%) remain  during both pregnancy and birth would
improve quality of care, patient safety and
i outcomes for multiple pregnancies and

¢ ensure that all families were able to
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access the range of options available to
them. Studies have shown that, where
services are implemented in compliance
with NICE guidance stillbirth rates,
caesarean rates and patient safety

studyt'sl showed that after the
implementation of a specialist twin clinic,
caesarean rates, late preterm births (34-
37 weeks) and maternal inpatient stay
were all reduced.

We would therefore call for more full and

rapid implementation of NICE guidance to
i and neonatal care and provide families

families. This involves acknowledging that : With the additional support they require in

multiples (along with other distinct groups caring for their multiples. Il

drive improvement for multiples and their

e.g. women from some ethnic

backgrounds) have specific needs that

: are easily overlooked, which can result in
poorer outcomes and should be explicitly
i addressed through national, regional and
: local policy initiatives.

incidents are reduced. A recent Australian :

: Planned extension of NICE guidelines to
cover the intrapartum period would also

i help to ensure continuity of care and

: improve outcomes for babies and parents
during this time, when the majority of

i clinical negligence claims occur. Clear

: guidelines for the postnatal period would

help to ensure best practice in postnatal

This summary report was prepared by Rebekah Fox (Senior Research and Evaluation Officer, NCT),
Keith Reed (CEO, Tamba) and Sarah McMullen (Head of Research, NCT) with background supplied
by Hazel Windmill \Windmill Research).

We would like to thank all the parents who took part in the survey.

For further enquiries about the research, or any other enquiries about NCT / Tamba research and
policy, please contact enquiries@nct.org.uk or enquiries@tamba.org.uk .
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