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17 babies are stillborn or die shortly after birth every day in the UK, devastating the lives of 6,500 families every year. Whilst neonatal survival rates have improved over the last decade, stillbirth, including intrapartum stillbirth, rates have improved very little.

Yet, despite how prevalent perinatal death is across the UK, in each individual trust, it is a rare event. There is a tendency therefore to see the death of such a baby as ‘just one of those things’. Parents feel answers for these deaths are not rigorously pursued; and the frustration for parents of not knowing why their baby died can last for years:

“We didn’t go through the complaints process because at the time we were too overwhelmed by grief.  It’s nine years since my daughter died but I wish I had pursued answers to all the questions I’d had, and not been intimidated by the medical professionals. I would feel I had been a better parent to her and would have answers for the rest of my family.”  
Bereaved mother

“Because of the involvement of independent experts litigation delivers something parents do not get during the complaints process – an idea of what might have gone wrong and a sense of how things might have been better.”  
 Lawyer acting on behalf of parents

A. 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. 
B: OVERVIEW
1. Parents and advisors acting on their behalf describe the NHS complaint system as ‘defensive’, ‘protracted’ and a ‘paper pushing exercise’. Staff ‘close ranks’ and there is not full and ready disclosure. 

2. It is often the case that parents go through this difficult and lengthy complaints process for the Trust to state there was no sub-standard treatment, only for that subsequently to be shown not to be the case when the claim is investigated. One UK law firm, who receive one case enquiry a week relating to perinatal death and pursue around 25 cases a year, are successful in 90% of those cases. 

“The NHSLA act more like litigants than clinicians trying to learn lessons.  Why does the NHSLA pursue cases that they cannot defend? Why are they not settling them sooner?”
Lawyer acting on behalf of bereaved parents.

3. Parents of a baby who has died rarely pursue litigation for financial compensation. They litigate because:

3.1 perinatal reviews undertaken by hospital often contain conflicting or inaccurate information and parents see litigation, which involves an external and independent review of their case, as the only means to achieve full answers to events leading up to the death of their baby;

3.2 if the trust is to blame, they see it as a way of gaining a recognition of accountability and an apology for the death of their baby;
3.3 and they see it as a way of gaining an assurance that the necessary changes to protocol and retraining programmes will be initiated to minimise the risks of such a tragedy being experienced by another family.

4. Parents feel language used by those responding to complaints is patronising, inappropriate, dismissive and insensitive. One parent was told in a letter that her grief had made it hard for her to properly remember events. 

5. Letters contain jargon, explanations are superficial and actions taken are so broad brush as to be meaningless. Trusts commit to changes in care for which parents are never given any proof.  

6. Parents naturally begin from a low-information base. Therefore, mediation can only work if parents are informed and have the support of an independent expert who will enable them to ask the right questions and determine whether questions are answered accurately. There will always be an imbalance of understanding and information unless parents are fully supported.


7. Because there is sometimes a lack of scientific information about why some babies die, clinicians can use this knowledge gap as a screen for system and care failures that require greater scrutiny. If services are to be improved and unnecessary deaths avoided, the review process for perinatal deaths must be more rigorous.


8. We believe one of the reasons there is a sharp rise in litigation is because families are dissatisfied with the information they receive from Trusts. The complaint system is seen as ineffective and there is a feeling that the death of their baby is not taken seriously but dismissed as ‘just one of those things’. 

9. Yet, such is the frustration with the system and the process, that even successful litigation does not satisfy many parents. 
“Many parents come to me with some hope that they can effect change. But the apology comes so late, after so much heartache and defensiveness that it means nothing anymore to parents.”  Lawyer acting on behalf of bereaved parent.
10. Far from feeling confident in the NHS, the process of litigating against the NHS exacerbates existing psychological damage experienced by parents whose baby dies. Lawyers report that when clients undergo assessment for psychological damage, a consistent consequence of going through the complaints and litigation process is a lack of trust in the NHS as a health service provider.

C: MATERNITY LITIGATION – THE FACTS

1. The NHSLA receive around 350 maternity claims a year. After surgery, obstetrics and gynaecology receives the most number of negligence claims within the health service. 

2. Since 1995, 61% of all negligence payments have related to claims arising out of birth.

3. Total cost of Clinical Negligence Scheme for Trusts maternity claims in 2007/8 was £163 million.

4. The most expensive negligence cases to the NHS are cerebral palsy claims which account for a massive 66% of all payments. While stillbirths in comparison only account for 2% of costs, because the baby has died and does not require specialist care, these cerebral palsy claims - which arise from failure to manage intrapartum care - are in fact near-miss stillbirths. Negligence issues relevant to cerebral palsy cases are also relevant to stillbirth. 

In an NHSLA study
 of 100 stillbirth cases which were settled by the NHSLA between January 2003 and July 2007, it was found that the most frequent example of clinical negligence, occurring in 34% of cases, was misinterpretation of cardiotocography (CTG) trace. The frequency of this failure over several years would suggest there is much further to go in ensuring the lessons in understanding CTG traces are learnt. There is only a very slight (from 5.2 to 5.1 per 1,000 births)
 fall in the stillbirth rate in the past decade.

D: RECOMMENDATIONS FOR IMPROVEMENT

1.  There is currently no standardised perinatal review of a baby’s death. Each Trust conducts this review differently although usually once a month. It is unclear who attends these meetings. We believe the process requires scrutiny and analysis to establish minimum standards of review with minimum time frames. 
2. When parents have complaints, the often poor quality of information available makes the process flawed and protracted by definition. Yet there is currently no move to improve this review process.
3.  A rigorous, fair and accountable review process must include the parent perspective of their care, when appropriate.

“Parents are good historians.”  Lawyer acting on behalf of bereaved parents.
4. Parents are rarely medics themselves; they therefore start from a low-information base and need specialist support and advice. Every effort should made to explain events leading up to the death of the baby by clinicians treating the mother/baby whether it relates to antenatal, intrapartum or neonatal care, including a copy and explanation of the baby’s CTG up to its death and a explanation of recognised guidelines/protocols specific to the case. 
5. The process should be open and transparent; parents should be able to see the hospital review of their care once it is written, and if they so wish.
6. A review process which is rigorous, fair and open will answer questions for parents. It is not to apportion blame for blame’s sake, but to gain some measure of ‘truth and reconciliation’, to learn lessons and improve quality and safety of care for the future.

7. If parents remain unhappy with the response they receive, hospitals should initiate an external review of their case. This is supposed to happen but it is hard to know for certain whether 
E: CASE STUDIES/PERSONAL EXPERIENCES

1. Baby J
Baby J died on 5th November 2008 ten days after he was born due to complications arising from sepsis infection as a result of being exposed to the pneumonia virus, a bacteria for which his mother was treated with antibiotics after she collapsed within an hour of giving birth. 
The Trust produced an external report five months after J’s death, admitting liability for failures to overview J’s care adequately and said they would initiate retraining in the Trust. J’s parents settled out of court, but took their case further when details of the hospital’s external and Local Supervisory Authority (LSA) investigations came to light. 
After his birth, baby J was transfer to the post natal ward to be ‘monitored’ following his mother’s collapse. However, all of baby J’s medical notes from this period up until he was transferred into special care were (and are still) missing, despite a police investigation. Parents were originally told their version of events and the version in staff statements for the investigations were the same, but it was clear from the LSA report they diverged in key areas. In December 2010, the Strategic Health Authority issued an apology with regards to the quality of the LSA report. The SHA has now initiated a review of the LSA reporting system in the North West. 

“The Trust has admitted broad system failures but we have so many questions that are not answered about J’s care. We feel people have lied. Parents need the truth to move on through their grief. Without it, grieving is 100 times harder.” J’s father

Two years on, J’s parents still have many unanswered questions relating to J’s care. 

In February 2010 the Ombudsman declined to investigate because missing medical records meant the family were unlikely to get a ‘worthwhile’ response. 

Initially, despite the family’s request, the coroner refused to open an Inquest on the grounds that the medical cause of baby J’s death was not in doubt. However, in April 2010 the Coroner did agree to open an Inquest into the case. Since there are few medical records for J’s care during his first day of life, witnesses will be required but staff are unlikely to remember events given the time lapse, and will rely on notes that have been taken retrospectively, which already conflict with the parents’ account of events.

“The whole system is set up for you to give up as a parent. There’s no mechanism for ensuring there’s a proper investigation, that’s independent, rigorous and fair. You have to fight for it and why should we be put in this position? There should be minimum standards of investigation.”

2. Baby R 

Baby R died in late October 2009, due to placenta abruption while her mother was in hospital in early labour. Mother had presented in pain at hospital on and off for previous two days. 
Mother asked for a copy of her notes after discharge from hospital. She also asked for a meeting of with the hospital for a copy of the hospital’s internal review of her case. She took a friend who’d worked in Accident and Emergency with her to the internal review meeting for support. Internal review stated R had died at home in utero. This conflicted with the mother’s pregnancy notes recording both mother and baby’s heart rate in hospital shortly before the placenta abruption.
“If we hadn’t had the notes we would have been fobbed off and they’d have told us she’d died at home.” R’s mother

 A meeting was organised with the Chief Executive of the Trust who initiated an external review. As a result of this conflict the family received an ‘unreserved apology’ for the quality of care they received but not an admission that the care resulted in the death of their daughter.

“ We knew and they knew that they’d been responsible but we will never get them to admit as much because of the legal implications. But we don’t want the money. It will not bring our daughter back.”

Family are pursuing an investigation of staff members at the Trust, through the General Medical Council and Nursing and Midwifery Council.
“I personally don’t think going through the complaints system makes any difference. I can’t ever see things changing. It’s just not considered a high priority. There’s an acceptance that so many babies will die every year and our baby is just one of those statistics.”
3. Baby L 

Baby L died on 29th June 2009. One of a twin her heart rate was lost during labour. Baby L was stillborn, revived and died two days later in special care. 

In the second week after Baby L died, parents organised a meeting with the hospital to answer questions around L’s death. But after two meetings with the Trust, there was still conflicting information and unanswered questions. Parents decided to pursue their case through litigation. 

“We felt that if we went through the complaints procedure we just weren’t going to get anywhere. The hospital has been so obstructive and unhelpful. We have no faith in them at all.” L’s mother
The litigation process has been protracted. On L’s anniversary a year later parents requested a third meeting with the hospital . At this meeting they were informed that a Serious Untoward Incident report had been conducted eight days after L had died which answered some of the questions they had been asking the Trust for months, but also conflicted with their version of events. They were not asked for their input or informed that an SUI was being conducted at the time.

“She was our daughter and we were on the distribution list for the SUI report, but we were completely disregarded.”

Despite assurances from the Trust that they will make the necessary changes to procedures at the trust, L’s parents are continuing to pursue their case through the courts.

“It’s easy for them to say that they’ll change procedures but for 17 months they didn’t communicate with us and every time they have we’ve seen different people. It’s only paper work being pushed back and forth.  Litigation is the only way they will take us seriously.

4.     Baby W 

Baby W died in utero at 33 weeks on 26th December 2008 as a result of obstetric cholestasis (OC) in mother. Mother’s poor history of dealing with complaint system previously led her to bypass complaints process and file for medical negligence at two Trusts. Case still pending. 

Mother had symptoms of OC at 30 weeks but was tested and told tests were clear. Symptoms worsened while staying with her parents away from her Trust, and she was admitted to hospital. She arrived at hospital at 10.30am and informed staff of her OC symptoms; her bloods were taken at 1pm but the baby’s heart rate was not monitored all day. At 6.30pm she was told that her liver function tests  and bile acids were 10 times higher than the normal value and she would have to be delivered by emergency C-section. By this time CTG confirmed W had died. Mother was diagnosed with acute fatty liver in pregnancy, was seriously ill and kept in high dependency unit for a week.

A midwife at the hospital privately urged her to file for negligence. Mother asked for her medical records at both Trusts, her home Trust and the Trust where W had been born. There were inaccuracies in both: no record of her mentioning her symptoms for OC at the Trust where baby W died, and no record of her OC test results at her home Trust. 

W’s mother was given information about the Patient Liaison Association but had experience of the complaint system when her first daughter was born, because a midwife had been “aggressive and rude”. She’d found at that time that staff closed ranks and denied the sequence of events. 

“I had no faith in the complaints system after my first experience so I felt I had no choice but go straight to litigation when W died....I don’t want money. All I want is for the people responsible to be held responsible and to know that this won’t happen to another family.”

IN CONCLUSION: 

We believe a more robust, open, fair and speedy response to complaints, where parents are much better supported and advised in going through the system, would result in parents feeling included in a process which concerns a personal tragedy the implications of which will last for years. We believe the NHS will also gain both financially and in the quality of service it provides, as a swift, responsive, accountable system will result in less litigation, more lessons learnt, fewer deaths and improved quality of care. 
Sands would welcome any role it may be able to have in improving the way hospital complaints are managed. 
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