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Sands, the stillbirth and neonatal death charity, response to the 
NHS White Paper Equity and excellence: Liberating the NHS consultation


17 babies are stillborn or die shortly after birth every day in the UK, devastating the lives of 6,500 families every year. Stillbirth rates have improved very little over the past decade, and many of these deaths could potentially be avoided.

 The NHS White Paper, Equity and excellence: Liberating the NHS, highlights choice and equality as key drivers in the reformed NHS.  The first choice of every parent is for a healthy baby and the greatest inequality of all is the unnecessary death of a child. 
“It has left a huge space in our lives that we cannot fill. It feels like an isolated and private grief. It feels like we can’t talk about what happened, or him, or say his name as nobody wants us to.”  
Bereaved parent

RECOMMENDATIONS: OVERVIEW
The reorganisation of maternity and newborn services is an opportunity to put perinatal health (including stillbirth) on the agenda, to reduce inequalities in health care, and to promote equality of outcome for all patients.  

We urge that the following recommendations are taken into consideration:
· The death of a baby in utero, during labour, or shortly after birth, must be included in outcomes for measuring health services alongside other health outcomes, such as maternal and infant mortality and morbidity. 
· Maternity services must be adequately resourced if they are to be safe and high quality.

· Services must be commissioned to meet the demands of the increasing birth rate and the changing, more complex, pregnancy population. The most vulnerable women also carry the highest risk of their baby dying.
· Adequate funding to meet minimum standards of neonatal care must be made available and maternity and neonatal services seamlessly co-ordinated. 
· A standardised review of all perinatal deaths must be developed, to learn lessons, improve services and minimise inequality. 

· Good bereavement care must be embedded in the commissioning, culture and audited outcomes of maternity and neonatal units. 
· Access to specialist pathology services and training for staff undertaking consent for post mortem are essential if parents are to have informed choice about whether to have a post mortem carried out on their baby or not, and lessons learnt to prevent future deaths.
· Bereaved parents must be included in reviews and surveys of services.

BACKGROUND: ABOUT SANDS 

Sands, the stillbirth and neonatal death charity, was founded in 1978 by a small group of bereaved parents devastated by the death of their babies, and by the total lack of acknowledgement and understanding of the significance and impact of their loss. Since that time, Sands has supported many thousands of families whose babies have died, offering emotional support, comfort and practical help. 
Today Sands operates throughout the UK and focuses on three main areas: 
· supporting bereaved families 

· working in partnership with health professionals to promote awareness of perinatal mortality and provide professional training in bereavement care. (Our widely acclaimed publication Pregnancy Loss and the Death of a Baby: Guidelines for Professionals is now in its third edition.)

· funding research that could help to reduce the loss of babies’ lives. 
The key facts:
· 17 babies die every day in the UK, affecting the lives of 6,500 families every year
.
· The stillbirth rate is ten times that of cot death. 

· There has been very little change in the stillbirth rate in the past decade. In 2008 the stillbirth rate was 5.1 per 1,000
, compared to 5.3 per 1,000 in 1999
. 

· In 50% of all stillbirths the cause is unknown
 – in other words the deaths of seemingly healthy babies. These deaths are generally shrugged off as “just one of those things”, but “unexplained” does not mean “unavoidable”.

· 500 babies die every year during labour. In his 2006 annual report the Chief Medical Officer, Sir Liam Donaldson, described these deaths as “500 missed opportunities”
. These are arguably the most avoidable perinatal deaths of all.

· Each year in England around 70,000 babies are born in need of specialist neonatal care
, and with an increasing birth rate and more babies being born prematurely, this figure is set to rise. This puts additional strain and pressure on already overstretched services.
· Post mortem rates – crucial to understanding and preventing perinatal mortality - have declined since the Alder Hey organ retention scandal in the late 1990s, and little effort has been made to improve them. In 2008 the stillbirth post mortem consent rate was 40% (compared to 62% in 1997), and the neonatal post mortem rate was 19.5%
 (compared to 41% in 1997
). 
· Only 45% of maternity units have bereavement midwives: bereavement midwives often only carry out this role part-time
. Their hours are currently being cut further. 

RECOMMENDATIONS: SUPPORTING INFORMATION

The death of a baby in utero, during labour, or shortly after birth, must be included in outcomes for measuring health services alongside other health outcomes, such as maternal and infant mortality and morbidity. 

The organisation of maternity services has generally highlighted choice of birth place and satisfaction with the birth experience. Little or no attention has been paid to the fact that that not all pregnancies end happily. 6,500 babies die at or within four weeks of life every year in the UK. 
Although stillbirths account for the largest proportion of perinatal and infant deaths, there has been only slight statistical change in stillbirth rates in the past decade. 

Perinatal mortality persists as a health inequality because there is a lack of awareness about how large the problem is, what the risks are, how it affects families, and that many of these deaths could be avoided. 

Maternity services must be adequately resourced if they are to be safe and high quality.
Problems of safety in maternity services in the UK are well documented through confidential enquiries. 
Confidential enquiries into unexplained stillbirth during the late 1990s, conducted by CEMACH, reported that “sub-optimal” care contributed to up to 40% of unexplained stillbirths and to up to 75% of intra-partum deaths
. In other words, if care had been better, those babies might have survived. 
The areas of care which were described as sub-optimal were inadequate staffing levels on labour wards; failure to act in high-risk situations, and poor record keeping and communication.
The stillbirth rate has only seen a slight improvement since these confidential enquiries were carried out a decade ago. The problems cited ten years ago persist today. 

While neonatal mortality rates have steadily declined over the past 20 years
, the deaths of some babies in the neonatal period are linked to failures of care either antenatally or during labour.
An alarming study published in 2010 in the British Medical Journal concludes that babies are at a higher risk of dying soon after delivery if they are born outside normal working hours
. Furthermore the study suggests that similar factors may be affecting the rate of stillbirths during labour. At nights and weekends staffing levels are lower than they are during normal working hours.
The implications of these findings cannot be ignored in the organisation of maternity and newborn services. Staffing levels must reflect the fact that 70% of babies are born during the night
 and that women also give birth on Saturdays and Sundays.
Services must be commissioned to meet the demands of the increasing birth rate and the changing, more complex, pregnancy population. The most vulnerable women also carry the highest risk of their baby dying. 
The birth rate is rising
 and the needs of the pregnant population are becoming more complex. The numbers of high-risk women and the consequent demands on services are increasing. Teenage mothers, older mothers, obesity, diabetes, smoking are all associated with increased risks of stillbirth and neonatal death. Mothers who are socially disadvantaged, poor, excluded or vulnerable in other ways, as well as black and minority ethnic mothers, have a significantly increased risk of stillbirth and neonatal death
. 

Targeting antenatal care at these most vulnerable women can help to reduce their risk, but requires financial commitment. So does the recruitment of midwives, which is currently not keeping pace with the increasing birth rate, thus further compromising safety and the quality of care.

Maternity services must keep up the momentum of funding and resourcing to meet the needs of all women, and to ensure that perinatal mortality rates do not rise further.

Adequate funding to meet minimum standards of neonatal care must be made available and maternity and neonatal services seamlessly co-ordinated.
Each year around 70,000 babies are born in need of specialist neonatal care in England. The birth rate is increasing, and more babies are being born prematurely and surviving than ever before. This puts additional strain and pressure on already overstretched services. Recommended staffing levels are still not met, and babies are often being transferred very long distances to find a hospital that can accommodate them, with families being put under enormous stress at an already traumatic time
.

The NHS Neonatal Taskforce
 group, which was set up in 2008 to review neonatal care services in England, has outlined much needed improvements. One of the Taskforce’s key principles includes a minimum standard of one-to-one nursing care provided to babies in intensive care. This standard is still not being universally met
.

No additional funding has been committed to underwriting the Taskforce’s principles of standards of care. Lack of funding will make it impossible for these standards to be met.

A standardised review of all perinatal deaths must be developed to learn lessons, improve services and minimise inequality. 
There is standardisation in the review of maternal and child deaths but not of perinatal deaths. A standardised review of all perinatal deaths, which would include senior staff and the parent perspective, would provide further insight into why babies are dying. It would help foster a more transparent, open process where lessons are learnt and mistakes and litigation costs avoided.

Good bereavement care must be embedded in the commissioning, culture and audited outcomes of maternity and neonatal units. 
We know from listening to parents that the negative effects of poor quality care for bereaved parents can continue for many years. Despite the fact that thousands of families are devastated by the death of a baby every year in the UK, bereavement services are the Cinderella of maternity service care, with midwives specialising in bereavement support fighting for adequate resources.

Not only is there is no recommended bereavement care pathway for supporting bereaved parents, but the jobs of bereavement midwives, who are responsible for ensuring high quality seamless care for these parents, are currently under threat.  A number of hospitals are also asking senior midwives to re-apply for their jobs in lower paid roles to cut costs. 

“I am continually frustrated by the lack of importance within the NHS regarding Bereavement Care. It always gets brushed aside and is not seen as a priority.
“I have undertaken lots of Bereavement Training and courses within the UK over the past 10 years. I tend to meet the same faces from various trusts and we are all continually battling for women to get the support they deserve.”  Midwife
A care pathway for bereaved parents would improve inequalities for this vulnerable group. 

Access to specialist pathology services and training for staff undertaking post mortem consent are essential if parents are to have informed choice about whether to have a post mortem carried out on their baby or not, and lessons learnt to prevent future deaths.

There is significant variation in the quality of care after perinatal death throughout the UK, particularly the availability of perinatal pathology services and the lack of standardisation in the post mortem consent form, which in some units runs up to 25 pages long. 

While the decision to consent to post mortem is a personal one, high quality pathology and bereavement services are essential to ensure parents have informed choice, and are not needlessly discouraged from consenting. Every parent, after all, wants to know why their baby died. The information has personal implications, not least in planning future pregnancies.
Potential learning from post mortem may help reduce future perinatal deaths. Research has established that, contrary to received opinion, a perinatal post mortem provides a change of diagnosis or additional important information about a baby’s death in 22% to 76% of cases
. 
As part of the bereavement care pathway, all parents must be sensitively offered the choice of a post mortem by well-trained senior hospital staff who fully understand the post mortem process. 

Bereaved parents must be included in reviews and surveys of services.
 While national studies of maternity services are regularly commissioned by the health service, they do not include the views of bereaved parents. This must change. Bereaved parents, although a minority group, have a valuable voice to add to the analysis and improvement of services. It is important that the NHS learns from their experiences of care – good and bad - and use their input to improve services for the future.

As a parent representative organisation, Sands would greatly appreciate being involved in developing commissioning guidelines for the NHS Commissioning Board. We would also like to be a stakeholder in the development of the new Maternity Networks, as we can offer valuable insight and recommendations based on over thirty years experience working with parents and health professionals.
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