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The purpose of this guideline is to deliver gold standard care in the management of women experiencing a second trimester pregnancy loss.  This is defined as a loss (miscarriage or termination for fetal abnormality) after the 12th and before the 24th completed week of pregnancy (13+0 weeks to 23+6 weeks).

Spontaneous miscarriage is the commonest complication of pregnancy, occurring in about one fifth of clinical pregnancies[endnoteRef:1]. The miscarriage rate is reduced to approximately 1% if a live fetus has been identified by ultrasonography at 10 weeks gestation in a normal population.[endnoteRef:2]   Miscarriages occurring in the second trimester of pregnancy are less common and often unexpected. The incidence of miscarriage in the second trimester varies depending on the gestational age in weeks that is used in definitions and also whether the pregnancy has been dated and evaluated using ultrasound. In low risk women the risk is approximately 0.5%[endnoteRef:3]. [1:  	Michels TC and Tiu AY (2007). Second trimester pregnancy loss. American Family Physician, 76, 1341-1346.  
]  [2:  	Tong S, Kaur A, Walker SP, Bryant V, Onwude JL and Permezel M (2008). Miscarriage risk for asymptomatic women after a normal first trimester prenatal visit. Obstet Gynecol, 111 (3), 710-714.
]  [3:  	Westin M, Kallen K, Saltvedt S, Amstrom M, Grunewald C and Valentin L (2007). Miscarriage after a normal scan at 12-14 gestational weeks in women at low risk of carrying a fetus with chromosomal abnormalities according to nuchal translucency screening. Ultrasound Obstet Gynecol, 30 (5), 720-736.
] 


The loss of a pregnancy at any gestation is traumatic for the parents, who deserve to be cared for with empathy and compassion. Commenting about mid-trimester loss a Sands report noted:
 
“Poor or insensitive care at this traumatic time adds significantly to parents’ distress. Good care should be universal and should not depend on where a mother happens to live or to be cared for.” [endnoteRef:4],[endnoteRef:5] [4:  	Confidential Enquiry into Maternal and Child Health (CEMACH). Perinatal Mortality 2006: England, Wales and Northern Ireland. CEMACH: London, 2008
http://www.cmace.org.uk/getattachment/4cc984be-9460-4cc7-91f1-532c9424f76e/Perinatal-Mortality-2006.aspx
]  [5:  	Sands Bereavement Care Report 2010 
www.uk-sands.org/sites/default/files/SANDSBEREAVEMENT-CARE- REPORT-FINAL.pdf
] 


This guideline has been written by a multidisciplinary team of professionals working in maternity units across the North West. In the absence of a national guideline, Clinical Practice Guideline 29, The Management of Second Trimester Miscarriage from the Institute of Obstetricians and Gynaecologists and Royal College of Physicians of Ireland was reviewed, along with the relevant sections of the RCOG Green Top Guideline No 55, Late Intrauterine Fetal Death and Stillbirth.[endnoteRef:6],[endnoteRef:7] [6:  	Clinical Practice Guideline 29, The Management of Second Trimester Miscarriage. Institute of Obstetricians and Gynaecologists and Royal College of Physicians of Ireland, July 2014. 
]  [7:  	Late Intrauterine Fetal death and Stillbirth. RCOG Green top guideline Number 55, October 2010
] 


This guideline is written to support an integrated care pathway to enable optimal care to be given from the point of diagnosis of second trimester pregnancy loss.  Whilst this guideline does not cover the management of threatened miscarriage or preterm pre-labour rupture of membranes (PPROM), it would be appropriate for use should either of these conditions result in pregnancy loss before 24 weeks gestation.  It is also relevant to situations where maternal well-being is compromised and delivery indicated in the second trimester before 24 weeks gestation. In these cases, particularly between 22 weeks and 23+6 weeks where it is uncertain whether the baby will be born alive, a flowchart for the management of babies born at the threshold of viability is included on page 9. 
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In women who present with abdominal pain and vaginal bleeding or spontaneously miscarry, the diagnosis may be clinical.  However, many do not present in this way in the second trimester.  Women may present with a history of ruptured membranes or very subtle signs such as increased vaginal discharge or feeling pressure in the vagina.  In some circumstances the woman may be asymptomatic and the diagnosis made during a routine ultrasound examination.

A thorough clinical history and physical examination are important in the assessment of women presenting with symptoms or signs suggestive of late miscarriage.  A past obstetric history should be obtained as well as any previous history of miscarriage or cervical surgery (including cervical suture).

Clinical examination should include the woman’s vital signs and careful abdominal examination assessing for any uterine tenderness. Sterile speculum examination should be performed by a trained individual in an appropriate environment, ensuring the woman’s privacy and dignity.  Assess the cervix, look for any vaginal bleeding or pooling of liquor. A high vaginal swab should be sent for microbiological culture and sensitivity. If the membranes are ruptured, digital vaginal examination should be avoided to minimise the risk of ascending infection. If the cervix needs to be assessed with a view to induction, vaginal examination in the presence of ruptured membranes should be deferred until induction so that the examination to delivery interval is minimised.

When fetal demise is suspected and the woman is not actively miscarrying this must be confirmed by two-dimensional ultrasound at the earliest opportunity. If the diagnosis is suspected in the community setting then the woman should be referred to hospital for confirmation. 

The optimal method to confirm fetal demise is an ultrasound scan performed by trained sonographers.  However, out of hours a practitioner with appropriate training may use a portable ultrasound machine.  The fetal chest should be imaged in the transverse plane.  Ideally, a four-chamber view of the heart should be identified, though this may be difficult at earlier gestations. Colour flow Doppler is useful to verify the absence of heart activity. 

It is advisable to obtain a second opinion from a suitably trained person whenever possible although it is recognised that this may not always be possible in emergency situations. 

Following the diagnosis and confirmation of a miscarriage the parents must be given time to absorb and accept this news.  A clear, sensitive and honest explanation should be given as to what has happened by experienced staff.  The language used should be clear.  

Below is an example statement: 

“I’m terribly sorry, I can see your baby’s heart clearly and it is not beating, which means your baby has died.”

If the mother has attended on her own, an immediate offer to contact her partner or a family member or friend should be made and support given.  Many parents are surprised and shocked that they will still have to give birth vaginally and it is vital that they are fully informed. Questions should be welcomed and encouraged. The Miscarriage Association patient information leaflet “Late Miscarriage: Second Trimester Loss” should be offered (see appendix 1).[endnoteRef:8]   Parents should be included in discussions about management options and their wishes should be taken into account. Some mothers will want to go home and see family members before delivery whilst others will want the induction process to commence as soon as possible. If the mother had been feeling fetal movements before diagnosis, then the possibility of passive movements should be discussed with her and contact numbers should be given. [8:  	Miscarriage Association patient information leaflet “Late Miscarriage: Second Trimester Loss”. 
] 


Although care should be taken not to overload the parents with too much detail initially, it is important to give adequate information. Where possible, it is good practice to have an early discussion about what to expect in terms of induction, analgesia, delivery, appearance of baby, memory boxes and other mementos. Parents also want to know about investigations which may be offered (page 18) and funeral arrangements (pages 22).



[bookmark: _Toc505006122][bookmark: _Toc507688570]3. Psychological Support Following Pregnancy Loss[endnoteRef:9]  [9:  	Judith Schott, Alix Henley (2007) Guidelines for professionals: pregnancy loss and death of a baby, Sands 
] 



Pregnancy loss can be associated with short term and chronic anxiety and depression not only in the mothers but also fathers, siblings and other family members. Feelings of grief and loss (bereavement reactions) are very common and expected. It is important to ensure that the family are well supported throughout the hospital stay and beyond, with as much continuity of care as possible. Every woman who suffers a pregnancy loss is at risk of depression, but those with psychiatric illness or from a vulnerable social group are at particular risk.  As soon as practically possible involve your Trust’s Bereavement Midwife, Specialist Midwife or Counsellor to provide ongoing support. 

Place of care
Whilst in hospital the parents should be cared for with respect and dignity, if possible in a single room to ensure privacy during this difficult time. Ideally, these parents should be cared for in a different environment from mothers with healthy babies. Efforts should be made to provide continuity of care. The partner/family should be able to remain with the mother as long as she wishes. 


Spiritual care 
Parents may want the opportunity to see their own religious leader or a member of the local chaplaincy service. This should be facilitated by staff, and offered to all families even if they do not have a specific faith. Some Trusts hold an annual remembrance service, which parents should be informed about and may wish to attend. 

See page 32 for the contact details of relevant support organisations.
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Multiples make up approximately 3% of pregnancies in the UK with numbers rising significantly over the past 20 years due to the increasing use of assisted conception techniques such as IVF. Clinicians should be aware that fetal loss occurs more frequently in multiple pregnancies than singleton pregnancies. At gestations less than 24 weeks the fetal loss rate for monochorionic twins is estimated to be 14.2% compared with 2.6% for dichorionic twins [endnoteRef:10],[endnoteRef:11] [10:  	Sperling L. Detection of chromosomal abnormalities, congenital abnormalities and transfusion syndrome in twins. Ultrasound Obstet Gynecol 2007;29:517–26.
]  [11:  	Office for National Statistics. Birth Characteristics in England and Wales: 2014. Available at http://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/livebirths/bulletins/birthcharacteristicsinenglandandwales/2015-10-08#multiple-births
] 


Clinicians should appreciate the complexity and mixed emotions of couples who experience miscarriage, termination or selective reduction of one fetus with a surviving twin or higher order multiple. The timing and mode of delivery will depend on chorionicity, gestation, the position of the fetuses and the wellbeing of the surviving baby/babies. Specialist advice should be sought in complex cases (e.g. local multiple pregnancy lead). 

Parents will require support through delivery and bereavement care.  Parents want to talk about the baby that has died and to acknowledge that they were twins. Some parents may wish to take photographs of the babies together so this should be discussed and offered. The Butterfly Project supports families who have lost a baby from a multiple pregnancy. Their guideline for professionals ’Bereavement from a multiple pregnancy’ was published in May 2016. http://www.neonatalresearch.net/butterfly-project.html.
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When it appears that a mother will deliver her baby at a very early gestation, the obstetric history and antenatal course must be considered carefully with particular attention to ultrasound scan(s) to accurately calculate gestation.  Wherever possible antenatal management decisions should involve both parents and the clinical staff who will be responsible for the family before and after the delivery. (See figure 1.)

23+0 weeks to 23+6 weeks
If gestational age is certain at 23+0–23+6 weeks and the fetal heart is heard during labour, a professional experienced in resuscitation should be available to attend the birth.  A decision not to start resuscitation may be appropriate in the best interests of the baby, particularly if the parents have expressed this wish following antenatal counselling.  However, if following counselling by the neonatal registrar/consultant, the parents wish their baby to be resuscitated (or where there is no time for discussion with the parents), the neonatal team should be present at delivery.  The EPICure 2 study (2006) showed that at this gestational age, only 66/416 babies alive at the onset of labour survived to discharge (15%), whilst only 23% of survivors had no major morbidities[endnoteRef:12]. [12:  	Costeloe KL, Hennessy EM, Haider S, et al. Short term outcomes after extreme preterm birth in England: comparison of two birth cohorts in 1995 and 2006 (the EPICure studies). BMJ 2012; 345: e7976.
] 


22+0 weeks to 22+6 weeks
If the gestational age is certain and less than 23+0 weeks it is considered in the best interests of the baby, and standard practice, for resuscitation not to be carried out. In the EPICure 2 study survival remained extremely rare at this gestational age (less than 1% at 22 weeks, as only 3 out 478 survived to discharge and of those, only 1 survived without major morbidity).  The obstetric team should discuss this with the parents and document the discussion.  The parents should be informed that their baby may attempt to gasp and move when born, will be kept comfortable, treated with respect, dignity and love. If, after discussion, the parents do want their baby to be resuscitated, the neonatal team should be informed and an individual plan made.  

Less than 22+0 weeks
Parents should be counselled by the obstetric team that their baby cannot survive at this gestation thus it is standard practice for resuscitation not to be carried out. Parents should be informed that their baby may attempt to gasp and move when born, will be kept comfortable and treated with respect, dignity and love. 

Uncertain gestation
If the gestation is uncertain, or where there is parental request for resuscitation, they should be given the opportunity to discuss management with the neonatal team.  A plan of care should be agreed and documented including the implications of signs of life being seen and any decision to attempt resuscitation.  This would not automatically mean that the baby is resuscitated; the final decision lies with the neonatologist present at delivery after careful assessment of the baby.  Resuscitation may be appropriate if baby is born vigorous and of an apparently good birth weight. 
	

[bookmark: Figure1]Figure 1: Care during Induction and Delivery
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Delivery at gestations from 16 weeks onwards may result in the baby being born with signs of life. Signs of life include spontaneous breathing, spontaneous heartbeat, pulsation of the umbilical cord or definite movement of voluntary muscles. The WHO definition of a live birth is:

“Live birth refers to the complete expulsion or extraction from its mother of a product of conception, irrespective of the duration of the pregnancy, which, after such separation, breathes or shows any other evidence of life - e.g. beating of the heart, pulsation of the umbilical cord or definite movement of voluntary muscles - whether or not the umbilical cord has been cut or the placenta is attached. Each product of such a birth is considered live born.” [endnoteRef:13] [13:  	World Health Organization. International statistical classification of diseases and related health problems. Tenth Revision. Vol 2. Geneva, Switzerland: World Health Organization, 1993:129.
] 


Babies born with signs of life should be seen by a doctor at the earliest opportunity, so that in the event of subsequent death a neonatal death certificate may be issued to the mother after discussion with the coroner.

The Greater Manchester coroners request that any baby born with signs of life should be referred to the relevant coroner for the Trust in the event of subsequent death, regardless of gestation[endnoteRef:14]. If using the guideline outside of the Greater Manchester area please check local coroner reporting criteria.  The referral should be made electronically or by telephone depending on local policy. An example of a Coroners Referral form can be found in appendix 2. The coroner will advise on an individual case basis regarding cause of death, if a death certificate can be issued, or whether a post mortem is required. The outcome of the discussion should be documented in the appropriate section on page 11 of the ICP. [14:  	Nuffield Council on Bioethics. Critical care decisions in fetal and neonatal medicine: ethical issues. 2006. http://nuffieldbioethics.org/wp-content/uploads/2014/07/CCD-web-version-22-June-07-updated.pdf
] 



[bookmark: _Toc505006126][bookmark: _Toc507688574]7. Management of a Baby Born with Signs of Life Which Is Not For Resuscitation 

The baby should be treated with dignity, respect and love and comfort care should be provided.  Wrap the baby to keep the baby warm and provide the option of family holding the baby. If the family do not wish to see or hold the baby place the baby in an appropriate size Moses basket.
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By law, two registrations are required for a baby born with signs of life who subsequently dies, regardless of gestation; a live birth and subsequent neonatal death.[endnoteRef:15]  [15:  	Personal communication with Greater Manchester Coroners.
] 


If a baby is delivered without exhibiting signs of life this should be classified as a miscarriage.  In the absence of signs of life, legal certification is not required however the parents may wish to have a certificate of birth to commemorate their baby and this should be offered.  Sands has several certificates for use, the relevant one should be chosen depending on whether it is to be issued to a single parent (mother or father), a heterosexual couple or a same sex couple (see available certificates in appendix 3). 

Multiple Pregnancies
When fetal demise in a multiple pregnancy has been confirmed by ultrasound before 24 weeks but delivery is after 24 weeks, such as in the case of a single twin demise, fetus papyraceus or multifetal pregnancy reduction, the demised fetus should NOT be registered as a stillbirth with the registrar even though it was delivered from the mother after 24 weeks.’  [endnoteRef:16] [16:  	The Birth and Deaths Registration Act 1953. http://www.legislation.gov.uk/ukpga/Eliz2/1-2/20
] 


MBRRACE-UK
MBRRACE-UK is national collaborative programme of work involving the surveillance and investigation of maternal deaths, stillbirths and infant deaths. Under 24 weeks, deaths eligible for notification at: www.mbrrace.ox.ac.uk are: 

· Late fetal losses – the baby is delivered between 22+0 and 23+6 weeks of pregnancy showing no signs of life, irrespective of when the death occurred. Both date of delivery and date of confirmation of death should be reported for these cases.
· Terminations of pregnancy - resulting in a pregnancy outcome from 22+0 weeks gestation onwards, plus any terminations of pregnancy from 20+0 weeks which resulted in a live birth ending in neonatal death. 14
· Early neonatal deaths – death of a live born baby (born at 20 weeks gestation of pregnancy or later or 400g or more where an accurate estimate of gestation is not available) occurring before 7 completed days after birth.

Each delivery unit will have a designated person responsible for reporting relevant fetal losses to MBRRACE-UK, for example the pregnancy loss co-ordinator.  

Neonatal Death
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[bookmark: _Toc505006128][bookmark: _Toc507688576]9. Second Trimester Medically Indicated Termination of Pregnancy for Fetal Abnormality

Termination of pregnancy is legal at any gestation following a diagnosis of a severe abnormality. Parents should be cared for with the same compassion as with an unexpected fetal loss. Good communication with the parents and between all health care professionals involved is of primary importance.

The RCOG recommends that “for all terminations at a gestational age of more than 21 weeks + 6 days, the method chosen should ensure that the fetus is born dead”. Termination of Pregnancy (TOP) at this late gestation requires administration of intra-cardiac potassium chloride (KCl) to the fetus, prior to induction.[endnoteRef:17] This is a rare event and will be arranged in liaison with a tertiary fetal medicine unit (where the feticide will be performed). Clause E of the Abortion Act form (HSA4) will need to be completed by two doctors prior to performing this procedure. [17:  	RCOG Good Practice Point 4. Registration of stillbirths and certification for pregnancy loss before 24 weeks of gestation. Jan 2005.  
] 


Feticide is performed under ultrasound control with 15% KCl solution injected into either the umbilical cord vein or heart. A further ultrasound scan is performed after 30 minutes to ensure fetal demise.  In certain specific situations where the fetus would be expected to die in the immediate neonatal period from the abnormality (anencephaly, limb body wall complex, renal agenesis and lethal skeletal dysplasias) feticide may not be necessary.

The timing of medication for induction will need to be agreed with the fetal medicine unit. Mifepristone 200mg can be given prior to or after the procedure, then the woman would return to the local unit for induction with misoprostol 48 hours after mifepristone.  Ensure that the woman has a 24 hour contact number for the relevant ward or clinical area, should she need advice prior to her planned admission. 

The recommended misoprostol dose for second trimester termination is higher than that used for induction for fetal demise. FIGO recommends 400 micrograms vaginally every 3 hours, one course being a total of 5 doses.[endnoteRef:18] The safety of misoprostol in women with a previous Caesarean section is unknown. Therefore, consideration should be given to halving the dose to 200 micrograms for these women. At earlier gestations, surgical termination may be an option; refer to local trust guidance. [18:  	Report of a Working Party. Termination of pregnancy for fetal abnormality. RCOG 2010.
] 


Parents should be provided with the ARC (Antenatal Results and Choices) information booklet. A list of contact numbers and website addresses for other local and national support groups can be found in (page 27). 

Parents should be informed that at gestations below 21+6 weeks, the baby may be born with signs of life (spontaneous breathing, spontaneous heartbeat, twitching or other active body movement). The baby should be wrapped and treated with respect and dignity. The parents should be given the opportunity to hold their baby if they wish.  See page 15 onwards for care during delivery and postnatal care. As explained on page 10, any baby born with signs of life who subsequently dies must be referred to the coroner and registered as a live birth and neonatal death irrespective of gestation.

[bookmark: _Toc505006129][bookmark: _Toc507688577]10. Spontaneous Second Trimester Miscarriage 

For women who spontaneously miscarry, please see page 18 onwards for care during delivery and postnatal care. 
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Purpose and Scope
This section is designed to assist nurses, midwives, obstetricians and gynaecologists in the medical management of second trimester miscarriage. This section should not be implemented until a robust diagnosis of miscarriage has been made.

In certain clinical situations the maternal medical condition will necessitate expediting the delivery. Problems related to delayed delivery are intrauterine infection if the membranes are ruptured or disseminated intravascular coagulopathy if the fetus is dead for more than 4 weeks.[endnoteRef:19],[endnoteRef:20] [19:  	WHO/RHR. Safe abortion: technical and policy guidance for health systems (2nd edition) 2012.
]  [20:  	Goldstein DP, Reid DE. Circulating fibrinolytic activity – a precursor of hypofibrinogenemia following fetal death in utero. Obstet Gynecol 1963;22:174–80.
] 


Timing
Urgent delivery may be required if there is sepsis, significant bleeding or in some cases of ruptured membranes.

The method of induction under these circumstances should be customised to the presenting condition and other patient factors including past obstetric and past medical history. 

Investigations to be performed at presentation
· Check FBC, clotting screen, consider Group and Save. 
· Consider Kleihauer (irrespective of maternal blood group) after 20 weeks, to assess for and quantify feto-maternal haemorrhage if clinical suspicion eg history of trauma to the abdomen, antepartum haemorrhage, known vasa praevia. 
· Infection screen (HVS, endocervical swabs, MSU, CRP, blood cultures) should be performed if maternal infection is suspected, particularly in the presence of pyrexia, flu-like symptoms, abnormal liquor or prolonged rupture of membranes.  
· Infection is more likely to occur when the cervix is dilated, if the membranes are ruptured or if the uterine contents have protruded through the cervix.
· Antibiotic administration should be considered on an individual basis.



If the above have been excluded, a senior clinician should discuss the timing and process with the mother and offer a choice of induction of miscarriage or expectant management. If the mother chooses expectant management, then arrangements for review should be made.

· If delivery is delayed >48 hours repeat FBC and clotting screen weekly
· Also advise that if expectant management is performed the appearance of the baby may deteriorate
· All mothers should be given a 24 hour contact number for the relevant ward or clinical area if they are managed as an outpatient for any time between diagnosis and delivery
· Advice should be given to return to hospital should the mother experience symptoms such as abdominal pain, vaginal bleeding or have any concerns about her well-being
· Recommendations about delivery should be discussed taking into account the mother’s preferences as well as her medical condition.
· Vaginal birth is the recommended mode of delivery at gestations under 24 weeks. Extremely rarely a hysterotomy may need to be considered due to:
· Failed attempts at induction of miscarriage
· Deteriorating maternal condition (eg. haemorrhage or sepsis)
· Other obstetric indications such as multiple previous Caesarean sections, placental site, morbidly adherent placenta or previous trachelectomy with trans-abdominal cerclage.

The decision regarding mode of delivery in such complex cases should be made in consultation with a Consultant Obstetrician. 

Consent 
Written or verbal consent should be obtained and documented in line with local trust guidance prior to commencing the induction process. 
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A combination of mifepristone and misoprostol is recommended as the first-line pharmacological intervention for induction in second trimester miscarriage. One report found that the combined use of mifepristone and misoprostol was not only safe but also had an average time-to-delivery interval less than other induction regimes.[endnoteRef:21]  [21:  	Parasnis H, Raje B, Hinduja IN. Relevance of plasma fibrinogen estimation in obstetric complications. J Postgrad Med 1992;38:183–5.
] 


Mifepristone
An anti-progestogenic steroid is used as pre-treatment. It facilitates uterine response to subsequent administration of a prostaglandin and takes time to work so is usually given before prostaglandin. 

Contraindications include – uncontrolled or severe asthma, chronic adrenal failure and acute porphyria.

Cautions – asthma, risk factors for cardiovascular disease, prosthetic heart valves or endocarditis and haemorrhagic disorders.

This drug can only be administered in maternity units. Women should be observed when taking this medication.

Misoprostol (prostaglandin E1)
In the second trimester of pregnancy this is as effective as other prostaglandin preparations.[endnoteRef:22]0  Its advantages over other synthetic prostaglandin analogues are its low cost, long shelf-life, lack of need for refrigeration and worldwide availability. [22:  	Wagaarachchi PT, Ashok PW, Narvekar N, Smith NC, Templeton A. Medical management of early fetal demise using a combination of mifepristone and misoprostol. Hum Reprod 2001;16: 1849–1853.
] 


Cautions – inflammatory bowel disease, conditions that are exacerbated by hypotension (e.g. cerebrovascular or cardiovascular disease)

Side effects include fever, nausea, vomiting, abdominal cramping, and diarrhoea. These are less common if the tablets are given vaginally.

Serious complications, including uterine rupture, major haemorrhage and cervical tear are rare.
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At all gestations, regardless of whether there is a uterine scar, a single dose of 200 milligrams oral mifepristone is given after which the mother should be allowed home wherever possible.

Arrangement should be made for admission to hospital 24 hours to 48 hours later (or sooner) if:
· the woman experiences pain or bleeding or has concerns
· she develops an indication for urgent delivery 

There is no evidence against earlier induction of labour following mifepristone – induction can occur anytime from 6 hours to 48 hours after administration.
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The required amount of misoprostol not only decreases with increasing gestational age but has also been found to be lower in women where the fetus has died in utero.[endnoteRef:23],[endnoteRef:24] [23:  	Dodd JM and Crowther CA. Misoprostol for induction of labour to terminate pregnancy in the second or third trimester for women with a fetal anomaly or after intrauterine fetal death. Cochrane Database of Systematic Reviews, Issue 4, 2010. Art. No.: CD004901. DOI: 10.1002
]  [24:  	Gómez Ponce de León R, Wing D, Fiala C. Misoprostol for intrauterine fetal death. Int J Gynaecol Obstet 2007;99 Suppl 2:S190–S193.
] 


Vaginal assessment should be performed prior to commencing oral or vaginal misoprostol. The vaginal route is preferred due to the lower incidence of side effects.

Misoprostol is available as 200 microgram scored tablet. 

Misoprostol should be given 24 hours to 48 hours after mifepristone or earlier when there is an urgent need to deliver.

Induction Regime Table

	
	Fetal Loss 13+0 – 23+6 week
	Termination of pregnancy, 13+0 – 23+6 weeks

	
	[bookmark: _Toc456860687][bookmark: _Toc456867062][bookmark: _Toc456867654][bookmark: _Toc456867993][bookmark: _Toc456868308][bookmark: _Toc456868331][bookmark: _Toc456868489][bookmark: _Toc456868649][bookmark: _Toc456868741][bookmark: _Toc456868885]Unscarred & scarred uterus
	Unscarred
uterus 
	Scarred 
uterus

	[bookmark: _Toc456860689][bookmark: _Toc456867064][bookmark: _Toc456867655][bookmark: _Toc456867994][bookmark: _Toc456868309][bookmark: _Toc456868332][bookmark: _Toc456868490][bookmark: _Toc456868650][bookmark: _Toc456868742][bookmark: _Toc456868886][bookmark: _Toc456876862]Pre-Induction
	[bookmark: _Toc456860690][bookmark: _Toc456867065]Mifepristone
200 milligrams once only
	Mifepristone
200 milligrams once only

	[bookmark: _Toc456860692][bookmark: _Toc456867067]Normal interval between mifepristone and misoprostol is 24 hours to 48 hours though this can be shortened if clinically needed.

	[bookmark: _Toc456860693][bookmark: _Toc456867068][bookmark: _Toc456867656][bookmark: _Toc456867995][bookmark: _Toc456868310][bookmark: _Toc456868333][bookmark: _Toc456868491][bookmark: _Toc456868651][bookmark: _Toc456868743][bookmark: _Toc456868887][bookmark: _Toc456876863]Induction 
	[bookmark: _Toc456860694][bookmark: _Toc456867069][bookmark: _Toc456867657][bookmark: _Toc456867996][bookmark: _Toc456868311][bookmark: _Toc456868334][bookmark: _Toc456868492][bookmark: _Toc456868652][bookmark: _Toc456868744][bookmark: _Toc456868888]Misoprostol 200 micrograms, 6 hourly, for 4 doses

	Misoprostol 400 micrograms, 3 hourly, for 5 doses
	Consider halving the dose of misoprostol to 200 micrograms, 3 hourly, for 5 doses

	[bookmark: _Toc456860696][bookmark: _Toc456867071]Vaginal route preferable due to lower incidence of side effects.
 (Avoid vaginal route if bleeding or signs of infection)
Misoprostol can be given per oral, sublingual (under the tongue) or buccal (in the cheek).

	[bookmark: _Toc456860697][bookmark: _Toc456867072]
If delivery not achieved after the recommended doses above, discuss with Consultant.
A second course of misoprostol can be given after a 12 hour interval.


	If there is a delay in delivery of the placenta by more than 30 minutes after delivery of the fetus, an additional dose of misoprostol can be given.



[bookmark: _Toc456860700][bookmark: _Toc456867075]If membranes ruptured consider oxytocin infusion as the method of induction. 

If delivery of the fetus is not achieved after the maximum dose of misoprostol, further management should be discussed with the Consultant Obstetrician / Gynaecologist and a repeat course of misoprostol considered 12 hours after the last dose.  


Scarred uterus: 
The risk of uterine rupture with misoprostol, although small, is increased in women with a second trimester fetal loss and one or more previous Caesarean sections or other uterine scars. This should be discussed with the parents. The misoprostol doses above should be used with caution. 

All staff should be vigilant to clinical features that may suggest uterine scar dehiscence or rupture. 

•	maternal tachycardia, atypical pain, vaginal bleeding, haematuria and maternal collapse

Women with ruptured membranes
There is no evidence in the literature as to an optimal regime for induction when the cervix is dilated and/or the membranes are ruptured. Although logically in such situations avoidance of multiple digital examinations may reduce the risk of ascending infection, there is a lack of evidence to guide practice. In such circumstances, and if the clinician wishes to avoid the use of vaginal misoprostol, intravenous oxytocin may be considered after discussion with a Consultant Obstetrician / Gynaecologist. A recent randomised prospective trial has shown that oxytocin is as efficient as misoprostol in inducing delivery of second trimester miscarriages. However, the oxytocin regime has a longer mean time to delivery. [endnoteRef:25] [25:  	Elami-Suzin M, Freeman MD, Porat N, Rojansky N, Laufer N and Ben-Meir, A. Mifepristone followed by misoprostol or oxytocin for second-trimester abortion: a randomized controlled trial. Obstet Gynecol. 2013, 122 (4), 815-820. 
] 
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Women with a second trimester pregnancy loss (miscarriage or termination) should be admitted to a place of care where their emotional and practical needs can be taken into account without compromising safety.

Care should be given by an experienced midwife or nurse depending on gestation and a Consultant Obstetrician / Gynaecologist should be aware of the admission. 

Blood tests including full blood count (FBC), clotting screen and group and save should be performed.

Analgesia
Adequate analgesia should be offered. All usual modalities should be made available. If opiate analgesia is chosen then diamorphine should be used in preference to pethidine. 

Sepsis
Women with sepsis should be treated with intravenous broad spectrum antibiotics including cover for Chlamydia (if clinically high risk) after sepsis screening investigations have been performed.

e.g. I.V cefuroxime 1.5g + metronidazole 500mg 8 hourly + azithromycin stat dose 1g orally

If allergic to penicillin, give I.V clindamycin 900mg 8hourly.

Women with a second trimester loss and GBS colonisation of the vagina do not require antibiotic prophylaxis in labour.

Third stage 
The third stage should be managed actively in accordance with local delivery guidance. 

Women should be informed that there is a higher incidence of retained products of conception (RPOC) compared to first trimester miscarriage especially at gestations of 13-20 weeks. A low threshold for evacuation of retained products of conception (ERPC) should therefore be adopted if the placenta or membranes appear incomplete or if the woman experiences excessive bleeding.

If there is a delay in delivery of the placenta by more than 30 minutes after delivery of the fetus, an additional dose of misoprostol can be given. If there is a delay in completion of the third stage of more than one hour, the bladder should be emptied and surgical intervention considered. Informed written consent should be sought from the woman after explaining uncommon surgical risks including uterine perforation (1%), cervical tears, intra-abdominal trauma (0.1%), haemorrhage and infection.

Thromboprophylaxis
A thromboprophylaxis risk assessment should be performed. Whilst miscarriage and termination do not increase the risk of venous thromboembolism per se, associated complications may increase the risk eg haemorrhage, sepsis. Low molecular weight heparin should be prescribed if required as per local guidance.

If DIC is present then discuss thromboprophylaxis with a haematologist.

Anti-D Prophylaxis
Anti-D should be administered to non-sensitised Rhesus negative women after delivery as per national guidance.


[bookmark: _Toc505006135][bookmark: _Toc507688583]16. Care of Baby

Each family’s individual needs should be identified and accommodated. Assistance should be given to facilitate the grieving process including empathic care, appropriate literature and contact telephone numbers. 

Contact with baby 

Parents should be given the option of seeing and holding their baby whatever the gestation. Some parents may wish to see and hold their baby immediately after birth, others may prefer to wait and some will decline; their decision should be respected. At earlier gestations parents should be prepared for their baby’s appearance. Parents are free to change their minds and can ask for their baby to be brought to them whenever they feel ready. Parents may wish other family members to be given opportunity to see/hold baby. 

Parents should be offered the use of a cooling cot if available/appropriate.

Staff should also make the couple aware that the gender of the baby may not be easily identified at this gestation. Hence, in cases of uncertainty, the fetal gender should not be assigned.  The parents may decide to choose a neutral name for baby.

Mementos 

Mementos include hand and foot prints (though these may not be possible at earlier gestations), cord clamp, identity band. Most parents welcome these tokens and they can be presented in memory boxes.

Child Bereavement Trust UK offer memory boxes to record and store mementos obtained. If mementos and/or photographs are not taken home by parents these can be stored in the hospital records should the parents wish to access them at a later date.

Photographs of baby 

Photographs of the baby are valuable and can be taken with the parents’ own camera, with the hospital digital camera, or by medical photography. If there is a multiple birth, offer to take photographs of the babies together and/or separately.  If parents own film/disposable camera is used, it is advisable that parents inform film developers that the film is of a sensitive nature. 

Taking photographs with the hospital digital camera requires parental verbal or written consent. Identification of the start and end of a series of photographs must be performed. Similarly, verbal or written consent is required for photographs to be taken by medical photography.

An additional option is http://www.remembermybaby.org.uk, a charity who have volunteer professional photographers who photograph babies for parents losing their baby before, during or shortly after birth.

The Butterfly Project - supporting parents who have lost a baby from a multiple pregnancy

Parents who have suffered a bereavement from a twin pregnancy (or higher order multiple) face the difficult challenge of dealing with the bereavement, while often simultaneously feeling anxious about the prognosis for surviving multiples. They differ from parents who have lost a singleton in many ways, but one important difference is that parents who have lost a twin delivered prematurely and often remain in hospital for weeks or months while the surviving twin is cared for on SCBU. 

Staff attitudes, behaviours and actions have a huge impact on parents both in the short and longer term.  Generally parents appreciate it when staff acknowledge that a surviving baby is a twin, and value the importance of knowing about the circumstance of the loss (e.g. when did it occur) as well as the name of the baby who died.


The Neonatal Research Network www.neonatalresearch.net/butterfly-project have developed two concepts:

1. A small sticker of a butterfly that can be put on the front of the mother’s notes, including hand held notes, where the loss happens before birth. Where the loss happens after delivery the butterfly could be placed on the medical notes of the surviving twin. However, check with your hospital that this is allowed. 

2. A butterfly symbol that is placed inside of, or next to the incubator or cot of any surviving babies. We have found that most parents like to write the name of the baby who died on the card. Remember to individualise care – some parents may not wish for this. 

See appendix 8.

[bookmark: _Toc505006136][bookmark: _Toc507688584]17. Postnatal Care of Mother

Psychological support

All parents and siblings should be offered bereavement support and counselling; this could be from a Bereavement Support Midwife, Specialist Screening Midwife or counsellor who can provide support from diagnosis of the miscarriage until well into the postnatal period. They will also be able to offer continuity and psychological support in subsequent pregnancies. Information of support organisations and groups should be offered.   If the woman has ongoing psychological concerns or a known psychiatric disease the General Practitioner and Health Visitor should be made aware of this.

As soon as practically possible, involve your Trust’s Bereavement Midwife, Specialist Midwife or Counsellor to provide ongoing support. 

Lactation suppression

Suppression of lactation should be discussed. Offer Cabergoline 1mg as a single dose from 18 weeks gestation unless contra-indicated or there is maternal hypertension or puerperal psychosis. For rarer contraindications see the ICP. 

Contraception 

Contraception should be discussed before discharge home.



[bookmark: _Investigation_of_Miscarriage][bookmark: _Toc505006137][bookmark: _Toc507688585]18. Investigation of Miscarriage

The aim of investigation is to determine the cause of miscarriage. Investigations are closely aligned with the investigations following a stillbirth. There should be clarity as to who is responsible for reviewing and acting upon the results of tests ordered. Establishing a cause and effect relationship may be difficult. Causation is well established for chromosomal and fetal structural problems. However, depending on how extensively the woman wishes to be investigated, the cause of second trimester loss may remain unexplained in up to half of cases.1  

Causes include fetal structural abnormalities, chromosomal abnormalities, maternal uterine abnormalities and cervical insufficiency or incompetence.[endnoteRef:26]  Many studies have shown weak associations between pregnancy loss after 20 weeks gestation and Factor V Leiden mutation, protein S deficiency and the prothrombin G2021 mutation.[endnoteRef:27] Antiphospholipid antibodies can cause placental thrombosis resulting in an increased risk of second and third trimester pregnancy loss.[endnoteRef:28] However, there is debate regarding performing full thrombophilia screening routinely at a cost of £250, when the result would not change management as there is insufficient evidence to support the use of LMWH in a subsequent pregnancy.[endnoteRef:29] , [endnoteRef:30], [endnoteRef:31], [endnoteRef:32] [26:  	Lin PC, Bhantnagar KP, Nettleton GS and Nakajima ST (2002). Female genital tract anomalies affecting reproduction. Fertility and Sterility. 78 (5), 899-915.
]  [27:  	Rey E, Kahn SR, David M, and Shrier I (2003). Thrombophilic disorders and fetal loss: a meta-analysis. Lancet, 361 (9361), 901-908.
]  [28:  	Wilson WA, Gharavi AE, Koike T et al. (1999). International consensus statement on preliminary classification criteria for defining Anti-phospholipid Syndrome. Arthritis and Rheumatology, 42 (7), 1309-11.
]  [29:  	Martinelli I, Ruggenenti P, Cetin I, Pardi G, Perna A, Vergani P, et al. HAPPY Study Group. Heparin in pregnant women with previous placenta-mediated pregnancy complications: a prospective, randomized, multicenter, controlled clinical trial. Blood 2012;119:3269–75.
]  [30:  	De Vries JI, vanPampus MG, Hague WM, Bezemer PD, Joosten JH; FRUIT Investigators. Low-molecular-weight heparin added to aspirin in the prevention of recurrent early-onset pre-eclampsia in women with inheritable thrombophilia: the FRUIT-RCT. J Thromb Haemost 2012;10:64–72.
]  [31:  	Rodger MA, Hague WM, Kingdom J, Kahn SR, Karovitch A, Sermer M, et al. TIPPS Investigators. Antepartum dalteparin versus no antepartum dalteparin for the prevention of pregnancy complications in pregnant women with thrombophilia (TIPPS): a multinational open-label randomised trial. Lancet 2014;384:1673–83.
]  [32:  	Unterscheider J, Kane SC, Cutts B, Savoia H, Said JM. The role of thrombophilia testing in women with adverse pregnancy outcomes. TOG volume 19, issue 2, p163-172.
] 


Infection has been implicated in 10-25% of second trimester pregnancy losses.[endnoteRef:33]  Many infectious agents have been suggested, including bacteria, spirochetes, protozoa, viruses and fungi.[endnoteRef:34]  Bacterial vaginosis has been associated with second trimester pregnancy loss and treating it may reduce risk of late miscarriage in women with a history of preterm delivery.[endnoteRef:35], [endnoteRef:36], [endnoteRef:37] [33:  	Unterscheider J, Kane SC, Cutts B, Savoia H, Said JM. The role of thrombophilia testing in women with adverse pregnancy outcomes. TOG volume 19, issue 2, p163-172.
]  [34:  	Heller DS, Moorehouse-Moore C, Skurmick J. and Baeregan RN (2003). Second trimester pregnancy loss at an urban hospital. Infect Dis Obstet Gynecol. 11 (2), 117-120.
]  [35:  	Hay PE (2004). Bacterial vaginosis and miscarriage. Curr Opin Infect Dis. 17 (1), 41-44.
]  [36:  	McDonald HM, Brocklhurst P and Gordon A (2007). Antibiotics for treating bacterial vaginosis in pregnancy. Cochrane Database of Systematic Reviews, Issue 1. Art. No. : CD000262. DOI: 10.1002/14651858.CD000262.pub4.
]  [37:  	Brocklehurst P, Gordon A, Heatley E and Milan SJ (2013). Antibiotics for treating bacterial vaginosis in pregnancy. Cochrane Database of Systematic Reviews, Issue 1. Art. No.:CD000262, DOI: 10.1002/14651858.CD000262.pub4.
] 


Post mortem examination and placental histology should be offered to all women who experience a second trimester miscarriage. All post mortems and all placental histology from pregnancies16+0 weeks or above should be processed by pathologists with expertise in perinatal pathology. Within Greater Manchester this is the perinatal histopathology service at Royal Manchester Children’s Hospital. Within Cheshire and Merseyside this is Alder Hey Children’s Hospital. Below 16+0 weeks if no post mortem is requested, placental histology should be carried out locally.

Gestation should not determine whether a post mortem is offered, though parents and clinicians should understand that the information gained at early gestations might not be as helpful. To support parents to make an informed decision regarding post mortem examination, see appendix 4.

If parents decline a post mortem the placental examination is vital. Even if nothing specific is identified on placental histology the negative finding is always useful. The placenta may, however, show an unexpected positive finding that may have implications especially in cases such as recurrent pregnancy loss as part of an undiagnosed autoimmune spectrum. Chronic histiocytic intervillositis (CHI) is a rare, inflammatory condition of the intervillous spaces, characterised by extensive maternal infiltration of inflammatory cells and fibrin deposition. It is associated with pregnancy loss in all trimesters, fetal growth restriction and recurrent pregnancy loss, due to the high recurrence rate. It is a histological diagnosis, characterised by CD68 immunostaining. [endnoteRef:38]See Follow up visit on page 24 for the details of the recommended medication regime in a subsequent pregnancy[endnoteRef:39].  [38:  	Contro E. et al. (2010) Chronic intervillitis of the placenta: A systemic review. Placenta. 2010;31:1106‐10.
]  [39:  	Mekinian A, Costedoat-Chalumeau N, Masseau A, Botta A et. al. Chronic histiocytic intervillositis: Outcome, associated diseases and treatment in a multicenter prospective study. Autoimmunity Vol. 48, Issue 1, 2015.
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Before taking any investigations, a history should be taken to appreciate the clinical presentation to guide investigations. Under-investigation impedes efforts at gaining an accurate diagnosis however unfocussed investigation could yield results which were not contributory to the loss, thus clinicians should consider the clinico-pathological correlation between abnormal investigation results and the clinical condition.

Investigation Following Termination of Pregnancy 

Where there is a known or suspected fetal abnormality, the need for further investigations should be advised by a Consultant Obstetrician (see ICP). Further investigations may not be required for some conditions.
The following investigations should be offered to ALL parents experiencing a miscarriage:
:




	1.
	Screen for fetal infections 

	
	a) Placental swabs from the maternal surface only
b) Maternal serology for TORCH screen and parvovirus B19

	2.
	Placental pathology  (appendix 5)

	
	This is recommended even if post mortem examination is declined (see previous page). Swabs and cord samples (if appropriate) should be taken prior to placing the placenta in formalin (in accordance with local policy) with the excess drained off prior to transport. The appropriate placental pathology request form should be completed and sent with the placenta as per local policy.  

In Greater Manchester, if no post mortem is requested, placental histology should be carried out locally at gestations below 16+0 weeks.  If 16+0 weeks or above, or at any gestation if a post mortem is requested, the placenta should be processed by the perinatal histopathology service at Royal Manchester Children’s Hospital.   

For Cheshire and Merseyside, placental histology should be carried out locally at gestations below 16+0 weeks (at Whiston Hospital).  If 16+0 weeks or above, or at any gestation if a post mortem is requested, the placenta should be processed by the perinatal histopathology service at Alder Hey Children’s Hospital. 

	3.
	Post mortem examination

	
	Post mortem should be offered to all parents who experience a second trimester loss, though the information obtained may be more limited at early gestations.  Post mortem can be full, when all organs are examined, or limited to specific locations e.g. head, chest or abdomen. 
The parents should be provided with post mortem patient information leaflets – examples can be found at: http://www.hta.gov.uk/licensingandinspections/sectorspecificinformation/postmortem/perinatalpostmortem/thesandsperinatalpostmortemconsentpackageincludingformdownloads.cfm


Offer the parents the opportunity to discuss their options. If a post mortem is accepted, informed written consent should be taken by an appropriately trained individual. See appendix 6 for consent forms and help sheet.

Selective Investigation (only perform if there is a clinical indication):



	1.
	If Rh negative or clinical suspicion over 20 weeks

	
	Kleihauer for assessment of the volume of feto-maternal haemorrhage is required when a woman who is D negative experiences a potentially sensitising event after 20 weeks gestation and after the birth of a D positive baby. Initial screening should be carried out by a Kleihauer test irrespective of Rhesus status to identify and quantify feto-maternal haemorrhage. This should be taken as early as possible after presentation, especially if trauma to the abdomen, antepartum haemorrhage, pale baby, known vasa praevia. As a Kleihauer is not routinely performed for Rhesus positive women, the clinical reason should be clearly documented on the request form. The request may need to be discussed with laboratory staff and the reason for the request explained to minimise the chance of sample rejection.

	2.
	If 16+0 weeks and above

	
	External examination of the baby should be offered.
A detailed external assessment should be possible from 16 weeks. See page 9 of the ICP.

	3.
	If the mother has fever, flu-like symptoms, abnormal liquor (purulent or offensive) or prolonged ruptured membranes

	
	Maternal infection screening should be performed including 
· Listeria monocytogenes and Chlamydia spp
· Maternal blood cultures
· MSSU
· HVS
· Endocervical swabs

	4.
	If fetal anomaly diagnosed or chromosomal abnormality suspected

	
	(a) 	Offer fetal chromosome analysis (with the exception of an isolated neural tube defect). If parents accept, they should sign the relevant box on page 12 in the ICP. Place 2-3cm of umbilical cord in a leak-proof, dry, sterile, plastic container, or sterile saline if stored overnight (not formalin). The container should be carefully labelled, wrapped with absorbent material and placed in a sealable polythene sample bag.

	Do not send cord samples routinely, or for fetal sexing. See appendix 7 for full referral criteria. If in doubt contact the cytogenetics service.  For Greater Manchester, this is St Mary’s Hospital on 0161 276 6553.  For Cheshire and Merseyside this is Liverpool Women’s Hospital 0151 702 4229.
	
	If there is no identifiable or obtainable umbilical cord 
	Take a 2cm3 sample of placenta and send in saline to cytogenetics lab as soon as practically possible. This needs to be performed even if proceeding to post mortem examination or clinical genetic examination.
(b)	Genetic examination of the baby should be offered (with the exception of isolated neural tube defects such as spina bifida or anencephaly or other abnormalities which are unlikely to have a genetic cause). This should be discussed with clinical genetics.  For Greater Manchester this is St Mary’s Hospital 0161 276 6506. For Cheshire and Merseyside, this is Liverpool Womens Hospital 0151 702 4228/4229.  The post mortem consent form should be used to obtain consent for this examination.  The baby should be transferred dry to the mortuary who will arrange transfer to the appropriate hospital by the trust contracted funeral directors.

	5.
	If history suggests maternal substance abuse

	
	Maternal urine for cocaine metabolites (maternal consent required)

	6.
	If hydrops fetalis is present

	
	•	Red cell antibody screen
•	Maternal anti-Ro and anti-LA antibodies (also test if PM shows endomyocardial fibroelastosis or AV node calcification)

	7.
	If fetal intracranial haemorrhage (on post mortem examination)

	
	Maternal alloimmune anti-platelet antibodies. Blood samples are required from mother and father.

	8.
	If there is no obvious cause
If late fetal loss without PPROM or preterm labour 
If fetal growth restriction 
If abruption

	
	· Thrombophilia screen
· At delivery: Lupus anticoagulant and anticardiolipin antibodies
· At least 6 weeks postnatal: Factor V Leiden, Protein C, Protein S, Antithrombin, Prothrombin gene variants 
· If anticardiolipin antibodies or Lupus anticoagulant were positive at delivery they should be repeated 12 weeks after delivery.  Protein S is usually low at delivery so may also need repeating to ensure it has normalised 
· Thyroid function tests
· HbA1C (both can be taken following delivery)



Please note: 

Parental chromosomes are not routinely required.  They should be obtained only if:
· Fetal chromosomal analysis shows an unbalanced translocation
· Fetal karyotype fails with a fetal abnormality on ultrasound or post mortem
· If suggested by the genetics team on the fetal chromosome report
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Transfer of baby to the mortuary 

Allow parents the time they wish to spend with their baby before transferring the baby to the mortuary. Prior to transfer, ensure two name bands are completed stating “baby of (mother’s name), mother’s hospital number, date and time of delivery as well as hospital delivered at”. Attach one name band to the baby. At earlier gestations place the name band around baby’s abdomen.

Some trusts wrap the baby in a sheet or infant body bag, ensuring that all body parts including the face are covered. The second name band should be attached or inserted into the transport window of the infant body bag (if used). If any personal items, such as a teddy bear, or any jewellery items are to accompany the baby, then these should be labelled with baby’s identification bands. 

Arrange transfer and if parents wish to accompany their baby, notify the Anatomical Pathology Technician (APT) first; a member of maternity staff must accompany the family. 

Taking baby home

Occasionally the family may wish to take their baby home. This is not always ideal as the baby may deteriorate rapidly and parents should be informed of this, especially if they wish to have a post mortem. The parents’ wishes should be supported. There is no legal reason why they cannot take their baby home or directly to the funeral directors of choice. The baby must be taken home in an appropriate casket or moses basket. The transport home must be appropriate i.e. private not public transport. The mortuary must be informed if the parents are taking their baby home.

Some hospices offer the use of a cold room facility (see appendix 9).  This allows the family to stay with the baby and say goodbye in a supportive environment. This is a place where babies can lay at rest after their death until the day of their funeral. See http://www.neonatalnetwork.co.uk/hospice-care/file/Hospice%20Information%252Edocx 

Whilst there is no legal requirement to bury or cremate babies who are miscarried <24 weeks gestation, many families will wish to. Parents should be given details of the options available, which may depend on gestation and the contract held with the funeral director and the crematorium, but include hospital cremation, private burial or private cremation. Some hospitals offer both individual cremation and shared cremation. In a shared cremation, several babies are cremated at the same time.

If the parents would like the hospital to help them with the funeral arrangements, refer to local hospital policy. Document what arrangements are likely to be carried out. Complete a certificate for burial or cremation (disposal) and send to the dedicated individuals in your trust i.e. mortuary or bereavement centre. If the family are arranging their own funeral the certificate of disposal should be sent with the family who should be advised to give it to their funeral director. 

If a hospital cremation is chosen ask the parents what they wish to do with the ashes. If they wish to collect them advise when and where this will occur. If they do not, or if the Trust policy is to scatter ashes in a designated place e.g. baby garden, ask the parents if they wish to know when this will occur.  At very early gestations, or if the hospital offers shared cremation only then the parents should be informed that there will not be any individual ashes to collect.

Further advice and information on sensitive disposal of fetal remains can be found in the frequently asked questions section of the Human Tissue Authority website: https://www.hta.gov.uk/faqs/disposal-pregnancy-remains-faqs


After discharge

After the parents have returned to their home environment, they can arrange to return to hospital to see their baby. Follow local policy to advise the parents who they should contact to make arrangements, eg bereavement office, mortuary.  

When such a request is received:

1.	Obtain the parents’ contact number
2. 	Check whether the baby is still on hospital premises, especially if transferred out for post-mortem. Viewings are arranged on an individual basis.
3. 	Give the parents the name of the person who will meet / accompany them.
4. 	Check that the baby is lying peacefully; (clothes and hat for the baby if the parents wish at later gestations). 
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All outstanding appointments with midwifery, ultrasound or medical staff should be cancelled to avoid potential upset. A letter should be sent to the mother’s GP to explain that she has had a pregnancy loss. 

Antenatal screening results

There should be a robust method of communication with the screening midwife. First and second trimester screening results should still be communicated to the mother in the event of pregnancy loss. This must be done sensitively, for example by letter expressing condolences. See appendix 10 for a template letter.

Follow up

Discuss with the mother, when and where the postnatal follow up should take place. An appointment with the appropriate consultant obstetrician or gynaecologist should be offered, maintaining continuity where possible. Explain to the parents that it may take 8 weeks or more to receive investigation results and post mortem report. If the parents do not wish to return to see the consultant, it is good practice to send a letter to the family and the mother's GP. 
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Follow up of parents after a pregnancy loss is a key element of care, with an opportunity to assess maternal recovery both physically and psychologically as well as to convey information about investigations performed and put in place a management plan for future pregnancies if that may be considered in the future. 

Particular care should be taken with women with a history of psychiatric illness and the vulnerable groups of women, with a high standard of communication across all health professionals such as psychiatrist, GPs and health visitors.

Preparation is essential for any such consultation as patients who have experienced a pregnancy loss should not have the trauma of an unprepared consultation added onto that experience. It should be noted what the parents’ wishes are for follow up appointments. 

If the parents have given the baby a name, health care professionals should use the baby’s name in discussions with the family.

Prior to Consultation
1. Ensure all results are available
2. Notes of any case review are available

At Consultation
1. Results of investigations 
2. Cause of miscarriage, if known 
3. Pre-pregnancy plan for next pregnancy
a. Smoking status
b. Folic acid advice
c. BMI optimisation
d. Any psychological issues
e. Other medical issues
i. Medications
ii. Pre-pregnancy other medical conditions
4. Pregnancy plan for next pregnancy
a. Book under Consultant Obstetrician 
b. Consider whether aspirin or LMWH are indicated
c. Consider cervical length scans depending on presentation and likely cause of miscarriage
d. Offer extra ultrasound scans for reassurance
e. If CHI on placental histology discuss with Rainbow Clinic at St Mary’s or Wythenshawe - for commencement of aspirin, LMWH, prednisolone and hydroxychloroquine at 7 weeks gestation after an early viability scan, followed by close ultrasound surveillance.
5.	Consider extra precautions for post natal depression
6. 	Write a letter to the parents as well as communicating with their GP
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The audit standards can be found in appendix 11.
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	National

	ARC Antenatal Results & Choices 
Support for parents whose baby is diagnosed with a fetal abnormality in pregnancy. 
Helpline: 0845 077 2290 or 0207 713 7486
 http://www.arc-uk.org/
	MIND 
Promoting and supporting people with mental health problems. Freephone : 0161 272 8205
http://www.mind.org.uk/

	Bliss for babies born sick or premature
Family support helpline offering guidance and support for premature and sick babies.
Helpline: 0808 801 0322 http://www.bliss.org.uk/
	Samaritans
Confidential emotional support in times of despair. Telephone: 116 123  http://www.samaritans.org/

	Child Bereavement UK
Supports families and educates professionals when a baby or child of any age dies or is dying, or when a child is facing bereavement.
Helpline: 0800 028 8840 www.childbereavementuk.org
	Sands Stillbirth & Neonatal Death Charity
Support for families affected by the death of a baby before, during or shortly after birth.
Telephone: 0207 436 5881
http://www.uk-sands.org

	Child Death Helpline 
For all those affected by the death of a child.
Freephone: 0800 282 986 0808 800 6019 
http://childdeathhelpline.org.uk/
	Saneline 
Emotional support and information for people with mental health problems
Telephone: 0845 7678000 http://www.sane.org.uk/

	Contact a Family
Support and information about specific conditions. Telephone: 0808 808 3555
http://www.cafamily.org.uk/
	TAMBA (Twins & Multiple Birth Association) 
Bereavement and special needs support groups 
Telephone: 01252 332344
http://www.tamba.org.uk/bereavement

	Cruse Bereavement Care
For adults and children who are grieving. 
Telephone: 0808 808 1677
http://www.cruse.org.uk/bereavement-services/
	The Miscarriage Association 
Support for parents who have experienced miscarriage Telephone: 01924 200 799
http://www.miscarriageassociation.org.uk/

	Daddies With Angels
Advice and support to male family members following the loss of a child/children.
Telephone: 007513 655134
http://www.daddyswithangels.org
	The Compassionate Friends UK 
Offering support after the death of a child at any age. Helpline: 0845 123 2304 
www.tcf.org.uk

	Lullaby Trust 
Sudden infant death bereavement support:
Telephone: 0808 802 6868
http://www.lullabytrust.org.uk
	Tommys
Bereavement-trained midwives available Monday to Friday, 9am to 5pm
Helpline: 0800 0147 800
tommys.org/stillbirth-information-and-support

	Regional

	Children of Jannah
Support for bereaved Muslim families in the UK, based in Manchester.  Telephone: 0161 480 5156  www.childrenofjannah.com
	Once Upon A Smile
Provides emotional and practical support to bereaved families. Telephone: 0161 711 0339 
http://www.samaritans.org/

	Listening Ear
Free self-referral counselling to help deal with anxiety, bereavement and depression.
Telephone: 0151 487 9177
http://listening-ear.co.uk/
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	Greater Manchester and Eastern Cheshire
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	If below 16 weeks
Whiston Hospital, St Helens & Knowsley Trust
	If more than 16 weeks
Alder Hey Children’s Hospital
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Some units may wish to collect feedback from parents.

The feedback from women and families gathered from the questionnaire will identify aspects of care that should always happen and improvements in maternity bereavement services can be influenced through the feedback gathered from the responses. 

Below is an example of one that can be used:
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References
Delivery at threshold of viability


23+0 weeks to
23+6 weeks


Antenatal counselling by neonatal registrar or consultant.


If fetal heart heard resuscitation by an experienced professional.


Resuscitate only if parents have agreed with neonatal/
paediatric consultant.


22+0 weeks to
22+6 weeks


Obstetric team to counsel and document 1% survival rate.


Inform parents the baby may gasp and/or move and will be treated with dignity and respect.


Standard practice for resuscitation not to be carried out. Involve neonatal team if parents request resuscitation.


Less than 22 weeks


Obstetric team to counsel and document that baby cannot survive at this gestation.


Inform parents the baby may gasp and/or move and will be treated with dignity and respect.


Standard practice for resuscitation not to be carried out.


Uncertain gestation


Neonatal team to counsel parents regarding management options.


Resuscitate only if parents have agreed with neonatal/
paediatric consultant.


Resuscitation may be appropriate if baby is born vigorous and of good birth weight.
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North West Neonatal Palliative Care Hospice Information

Hospice Information

All hospices will discuss referrals for infants’ who have a life limiting or life threatening
condition and require palliative care, symptom management and support. These can be
made antenatally.

Urgent referrals are accepted for end of life care for babies who have not been previously

known to them. Hospices are able to ‘fast track’ these referrals to ensure families can visit as
soon as possible.

Some are able to offer the use of a cold room/chilled bedroom facility. This is a place where
babies can lay at rest after their death until the day of their funeral. This allows the family to
stay with their baby and say goodbye in a supportive environment.

Some will take a referral for a baby that has already died to offer the parents time to spend
with their baby. This also lets the family have access to their on-going support services

Initial referrals can be made by telephone and your local hospice will inform you of the
referral process.

If the baby seems to be surviving for longer than initially thought then the hospice may be
able to offer a ‘stepped discharge’ home and on-going respite and support.

Points to Remember

Contact the hospice as soon as possible if this is a realistic possibility for the baby, and
their family, before or after death

Some hospices like to visit/meet the parents prior to the transfer agreement.

All current & possible medication/dressings including Controlled Drugs & anti-convulsants
must be provided as they may not stock it

ASK! If you are uncertain about any part of hospice referral or transfer speak to the hospice staff

Hospitals Providing Neonatal Care in the NWN ODN

Area includes -

il e

Cheshire and Merseyside
Greater Manchester

South Cumbria and Lancashire
North Wales

Cheshire and Merseyside

Arrow Park Hospital, Wirral

Liverpool Women'’s Hospital

Countess of Chester

Ormskirk Hospital

St Helens & Knowsley Hospital (Whiston)
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e  Warrington Hospital

e Alder Hey Children’s Hospital

e Leighton Hospital

e Macclesfield District General Hospital

e Noble’s Hospital, Isle of Man

2. Greater Manchester

e Royal Albert Edward Infirmary (Wigan)
e Royal Bolton Hospital

e North Manchester General Hospital

e Tameside General Hospital

e Stepping Hill Hospital

e Royal Oldham Hospital

e St Mary’s Hospital, Manchester

e Wythenshawe Hospital

3. South Cumbria and Lancashire
e East Lancashire Hospital

e Royal Preston Hospital

e Blackpool Victoria Hospital

e Furness General Hospital

e Royal Lancaster Hospital

4. North Wales

e Ysbyty Gwynedd (Bangor)
e Glan Clwyd

e  Wrexham Maelor Hospital

Hospices that Cover NWNODN

e (Claire House Children’s Hospice, Clatterbridge, Wirral, Merseyside
e Zoe's Place Baby Hospice, Liverpool

e Derian House Children’s Hospice, Chorley, Lancashire

e Francis House Children’s Hospice, Manchester

e Brian House Children’s Hospice, Blackpool

e Hope House Children’s Hospice, Oswestry, Shropshire

e Ty Gobaith Children’s Hospice, Conwy, Denbighshire

e Eden Valley, Carlisle, Cumbria

e Donna Louise Children’s Hospice, Stoke on Trent

e Rebecca House, Douglas, Isle of Man
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CATCHMENT AREA

Wirral, West Cheshire and Merseyside, North Wales*
)
0151 334 4626

Liverpool and North West
)
0151 228 0353

Sefton Borough and West Lancashire
)1
7 01257 233300

Greater Manchester, Central and East Cheshire

&N
0161 443 2200

Blackpool, Fylde and Wyre Districts
01253 358 881

North Wales, Wirral, Cheshire, Shropshire
)
=% 01691 671 999

North Wales, Wirral, Cheshire, Shropshire
)
-~ 01492 651 900

Cumbria
)
v 01228 810801

Staffordshire and South Cheshire
)
01782 654 440

Isle of Man
@\
01624 647 400

(* 1 hour driving radius of hospice)

More information about each of the Hospices listed above can be found in
North West Children’s Palliative Care Network: Service Directory

http://www.childrenspalliativenw.org.uk/wp-content/uploads/2014/07/North-West-Childrens-
Palliative-Care-Network-Service-Directory-including-bereavement-services-October-2014.pdf
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Date: ………………………………







Dear………………………………..



I express my sincere sympathies regarding your recent miscarriage.  I understand that this is a difficult time for you so I wanted to make sure you had access to support if you need it and to reassure you regarding the results of the blood samples your midwife took at your booking visit.



As you may remember during the initial visit with your midwife, some blood samples were taken to test for 	 full blood count;

				 abnormal haemoglobin;

				 blood group and Rhesus;

				 rubella immunity;

				 hepatitis B; HIV; and syphilis infections.  



I understand that the results have not yet been communicated to you and would like to reassure you that your results were all within normal limits and your blood type is …………………..………   If you would like to discuss this please contact …………….………………………………………………. screening midwife on ….………………………   She will also be able to give you information on counselling services offered, should you wish access these.



If you prefer to access support online, or from an independent source unconnected to the hospital, the Miscarriage Association is a national support network accessible via the website www.miscarriageassociation.org.uk. They have a helpline number if you prefer to use the phone and you may ring 01924 200 799 Monday to Friday between the hours of 9:00am and 4:00pm.





Yours sincerely









Midwife

Antenatal Clinic
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Parent feedback questionnaire







Dear (name),





We are very sorry for the loss of your baby, and appreciate that this is a difficult time for you.



The following questionnaire is a way for our hospital to capture your feedback after the loss of your baby/ babies. 



We have worked with bereaved parents to develop this questionnaire to help to ensure that we are asking about what matters most to parents, and that we do this as sensitively as possible. We have included some open ended questions where you can freely express your thoughts and feelings. A member of staff can be with you when you fill out the questions, if you wish, or you can post it back to us.



We will use your answers and comments to continually improve care for bereaved parents.



If you would like future updates on the progress of the maternity bereavement services, please contact the bereavement midwife at your hospital. 



(Insert contact details)





If you feel it would be helpful to speak to someone, you may wish to contact the Sands national helpline on 0808 164 3332.



(or local contact)





We appreciate how painful it may be considering the answers to these questions. We are very grateful for your thoughts which will help us improve care for families in the future and are very sorry for any distress that may be caused by responding to our letter.







Kindest regards,



(Organisation)
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Maternity Bereavement Experience Measure (MBEM)



Parent feedback questionnaire



We are very sorry for your loss, and we appreciate that this is an extremely difficult time for you.



This questionnaire is for women and their partners that have experienced the loss of their baby/babies during pregnancy or shortly after birth. Please complete as much or as little of the form that you are able to. Some questions may not be relevant to your experience.



Please tick the relevant box for each question and write any comments you might have. All information given will remain anonymous unless you wish to provide your contact details at the end of this questionnaire.  If you would like to discuss any aspects of your care, please contact the bereavement team at the hospital.



		What is your relationship to the baby / babies who have died?



		









		

		Strongly agree

		Agree

		Undecided

		Disagree

		Strongly disagree

		This was not relevant to my situation



		1) I was cared for in an appropriate environment during the delivery of my baby/babies.

		

		

		

		

		

		



		Comments





		2) NHS staff communicated with me/us in a sensitive way.

		

		

		

		

		

		



		Comments





		3) I felt confident in the NHS staff

caring for us.

		

		

		

		

		

		



		Comments





		4) I was able to be involved in any decisions about my baby/babies.

		

		

		

		

		

		



		Comments





		5) I was fully informed about what had happened to my baby/babies.

		

		

		

		

		

		



		Comments





		

		Strongly agree

		Agree

		Undecided

		Disagree

		Strongly disagree

		This was not relevant to my situation



		6) I was given the opportunity to spend the time I wanted with my baby/babies.

		

		

		

		

		

		



		Comments





		7) I was given the opportunity to create memories with my baby/ babies in the time I needed without feeling rushed (eg photography, foot and handprints, washing and dressing my baby/babies).

		

		

		

		

		

		



		Comments





		8) I felt that my baby/babies were always treated with respect and sensitivity.

		

		

		

		

		

		



		Comments





		9) My family members and my other children were included appropriately in my care.

		

		

		

		

		

		



		Comments





		10) I was given guidance and support when asked about next steps for my baby/babies (such as whether to have a post mortem).

		

		

		

		

		

		



		Comments





		11) I was given time and an opportunity to express my wishes clearly regarding arrangements for my baby/babies (eg a funeral or memorial service).

		

		

		

		

		

		



		Comments





		

		Strongly agree

		Agree

		Undecided

		Disagree

		Strongly disagree

		This was not relevant to my situation



		12) I felt assured that my GP and community midwife had been informed of my loss before I left the hospital.

		

		

		

		

		

		



		Comments





		13) I was provided with all the contact support numbers that I needed at discharge from the hospital.

		

		

		

		

		

		



		Comments





		14) I was able to access bereavement counselling at an appropriate time for me.

		

		

		

		

		

		



		Comments











		Tell us about any part of the care you received that was most helpful



		













		Is there any part of your care that could have been improved?



		















		Is there anything you would like to see introduced into the service or anything else you would like to feedback on?



		













We value the time that you have taken to share your thoughts and experiences with us.

Thank you
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MISCARRIAGE
ASSOCIATION

The knowledge to help

Late miscarriage:

second trimester loss






Miscarriage is sadly common. Around one in five preghancies
ends this way and it can be a very unhappy experience.

Most miscarriages happen in the first 12 or 13 weeks of
pregnancy. It is much less usual to miscarry after 13 weeks
and if this has happened to you, you may have been very

shocked.

We do hope that this leaflet helps a little at what might be a

very difficult time.

What do you mean by
‘“late miscarriage’’?

Late miscarriage is where the baby
dies between 14 and 24 weeks of
pregnancy.

It is also called second-trimester or
mid-trimester miscarriage as it
happens in the middle stage of
pregnancy.

Doctors divide pregnancy into three
stages:

* the first trimester is up to |3
weeks;

* the second, or middle, trimester is
from 14 to 24 weeks;

e the third trimester is from the start
of the 25th week of pregnancy
onwards.

The leaflet doesn’t include missed or
silent miscarriages, where the baby
dies before 14 weeks, even if the
actual miscarriage happens later. We
talk about these in our other leaflets,
especially Your miscarriage and Why
me?

It also doesn’t cover losses which
happen at 24 weeks or later — these
are called stillbirths.

You may find it hard to understand
why a very late loss is called a
miscarriage and not a stillbirth —
particularly as it means that there is
no birth or death certificate.

This is because 24 weeks of pregnancy
is the legal age of viability — the stage
at which a baby is thought to stand a
good chance of surviving if born alive.

For some people, hearing the late loss
of their baby called a miscarriage can
make them even more distressed.

‘ ‘ She was a perfect, tiny little baby but officially she
never existed. She didn’t even have a birth or death
certificate. How can someone decide she was never

a persont @) §





The physical process

Your miscarriage may have happened
naturally, or you may have had to have
your labour induced (started off).

Natural miscarriage

If you miscarried naturally, you may
have had period or labour pains —
strong contractions in your abdomen
or pain in your back.You might have
been aware of your waters breaking,
or they might have stayed intact until
your baby was born.

It might all have happened quite
quickly — and once it started, there
wouldn’t be any way of stopping it.You
might have delivered your baby at
home or in the hospital — or perhaps
somewhere else.

‘ ‘ My baby was born
following several

hours of very painful
contractions. The
release of pain when
my waters broke
came as a relief, but
also a nightmare at

the same time. ’ ’

‘ ‘ When they told me
they couldn’t find a

heartbeat, I think
my heart stopped
too. |1 was full of the
joys of being
pregnant, only to
feel 1 had been hit by

a train head on. ’ ,

Silent miscarriage

You may have had no sign that
anything was wrong with your
pregnancy, but an ultrasound scan
showed your baby had died.

You will probably have had your labour
induced — that is, started artificially —
to deliver your baby.

Hospital staff might have offered
choices about how to manage the
labour and they should have told you
what was likely to happen.

You might have wanted to start the
process of labour as soon as possible,
or you may have preferred to go
home and think about it for a few
days.

Either way, these may have been very
difficult and upsetting decisions to
have to make.





Seeing and holding your Hospital staff may offer to take a
baby photo of him and save it for you in

With a late miscarriage, you are likely case you want to look later.

to be able to see your baby and

i 1o felld) [ It may be that someone else will

describe your baby to you and that

You might be very worried about what will help you decide.

your baby will look like and choose

mst (@ el There is no right or wrong thing to do

— it depends how you and your
partner feel.

‘ ‘ 1 initially declined to hold my baby.
1 was so scared about how he might
look. But a few hours later | changed
my mind and a very kind midwife
brought him back into the room.
1 was pleased I’d seen my baby, who
was tiny but perfectly formed. ’ ’

' The midwife might not be able to tell you what sex the baby is at birth as it can be
difficult to be certain with a tiny baby. To make this leaflet easier to read, we have
chosen to use the words he, him and his.





What causes a late
miscarriage?

Over the next two pages, we'll list the
main causes of late miscarriage. Some
can cause earlier losses too. Others
may cause a problem after 24 weeks
of pregnancy as well as before.

Most miscarriages, at whatever stage,
happen because of an abnormality in
the baby.

Chromosome problems
Examples of chromosome problems
are Downs Syndrome, Edwards
Syndrome and Turners Syndrome.

These are usually one-off
abnormalities, happening “out of the
blue”. But they might be due to a
problem that you and/or your partner
have, probably without knowing.

With a late miscarriage, it is possible
to examine the baby’s chromosomes
from samples taken from the placenta
and umbilical cord, as long as you
agree.

Your and your partner’s chromosomes
can be examined from a blood test.

This information will help the genetic
counsellor to tell you what the risk is
of a similar problem happening again.

If your doctor thinks that you have a
higher risk than most people of having
a baby with a chromosome
abnormality, you may be offered extra
tests in your next pregnancy.

Genetic problems

Our chromosomes carry our genes.
We all have many thousands of genes;
we also all have some abnormal genes.
Sometimes these genes can cause the
baby to die in pregnancy.

Genetic problems are more likely to
cause early miscarriage. But if your
doctor suspects that a genetic
problem caused your miscarriage, s’he
might refer you to a specialist to have
tests and perhaps advice about future
pregnancies.

Structural problems

This means problems in the baby’s
body, for example spina bifida or a
congenital heart defect. These are
sometimes seen on an ultrasound
scan, but sometimes they are only
discovered after the baby is born.

If your baby is found to have this kind
of problem, you should be offered
genetic counselling so that you can
find out more about the chances of it
happening again.





Other causes of late
miscarriage

Anatomical problems

If you have an unusually shaped womb
(uterus), especially one that is partly
divided in two (an arcuate uterus), this
might have caused your miscarriage.
Your doctor might suggest an
operation to correct the shape of
your womb.

If you have a weak cervix (sometimes
called an “incompetent cervix”), this
might have caused your miscarriage.

The cervix (the neck of the womb)
should stay tightly closed during
pregnancy. But if it is weak for some
reason, it may open as the baby grows
bigger, and it won’t be able to hold the
baby inside.

If your doctor thinks this caused your
miscarriage, s/he may suggest that you
have a strengthening stitch, called a
cervical stitch, in your next pregnancy.
This is usually done under a general
anaesthetic at 13 or 14 weeks of
pregnancy.

If your doctor is not sure whether this
is the cause, then s/he may decide to
monitor you closely in your next
pregnancy, with regular scans to check
your cervix.

There is more detail in our leaflet
The cervical stitch.

Infection

Some infections can cause a late
miscarriage, either by infecting the
baby or by infecting the amniotic fluid
(the liquid around the baby).

Infections directly affecting
the baby include parvovirus,
cytomegalovirus (CMV), and
toxoplasmosis. These infections can
cause the baby to die in the womb.
They are unusual and do not usually
happen in another pregnancy.

Infections of the amniotic
fluid can happen when bacteria
(germs) that normally live in the vagina
get into the womb. One example is
bacterial vaginosis (BV), a common
infection which has been associated
with premature (early) labour.

Antiphospholipid Syndrome
(APS)

APS is a condition that increases
blood-clotting. It is sometimes called
“sticky blood syndrome” or Hughes
syndrome.

If blood clots too easily during
pregnancy, it can cause early or late
miscarriage, as well as other pregnancy
problems.

If you haven’t been tested for APS, you
might want to ask your doctor to
arrange this test.You will have two
blood tests, taken at least twelve
weeks apart, and if both are positive,
you will be diagnosed as having APS.

If you have APS, you will be treated
with low-dose aspirin and possibly
another blood-thinning drug called
heparin in your next pregnancy.

There is more detail in our leaflet
Antiphospholipid Syndrome (APS) and
pregnancy loss.





Can | find out why my
baby died?

After a late miscarriage most hospitals
offer some investigations. They may
involve tests of the baby and possibly
blood tests for you and perhaps your
partner.

Investigation of your baby is called a
post mortem (which means “after
death”). A post mortem is also called
an autopsy.

A post mortem examination can
provide valuable information about
your baby, your pregnancy, and your
own health. It can also provide
information which will help your
doctor to care for you in a future
pregnancy.

A post mortem also confirms your
baby’s sex. That might be different
from what was thought when the baby
was born.

A post mortem does not always
provide a reason for a miscarriage.
For some parents this is sad and
frustrating. But if you are thinking
about trying again, it can also be
helpful to know that your baby was
normal and there was no obvious
reason for the miscarriage.

How can | decide?

To help you decide, you should have
the chance to talk about it with
someone who understands the
process.We also describe what
happens during the examination.
We have written this in a separate
section (on page 8) in case you'd
rather not read it.

You don’t have to feel rushed into
making a decision.You may need time
as well as clear information to help
you decide, and a few days’ delay won’t
make a difference to the findings.

If you decide not to have a post
mortem examination, you can still ask
for the placenta to be examined and
for an external examination of your
baby. This can provide information
which may be helpful if youre thinking
about trying again.

‘ ‘ We finally agreed on an external examination and a
look at the chromosomes. The results were normal,
which we found reassuring, even though we still had
no explanation as to why we lost our baby. , ’





/what happens in the
post mortem
examination?

If you agree to your baby having a
post mortem examination, it will be
carried out by a pathologist, a
doctor who specialises in the study
of disease and causes of death.The
pathologist may specialise in diseases
in pregnancy, babies and children.

Your baby may have to be
transferred to another hospital for
the examination, but you should be
told about this and when he will be
returned. This might take up to eight
weeks.

A post mortem involves examining
the baby carefully, outside and inside
his body.

Small samples of tissue are taken
from each organ and are looked at
under a microscope. This will show
the pathologist if the tissues were
developing normally or not.

Sometimes special investigations are
also needed, such as

* photographs, x-rays, bacteriology
and virology to look for
infections, and

* karyotyping to study the baby’s
chromosomes. This can usually be
done on a small piece of skin.

\

Sometimes it is only possible to \
examine an organ after what’s called
fixation. This means putting the
organ in a chemical called formalin
for a few days, to help firm the
tissues.You will be asked about
whether you want this to be done.

You may also need to think about
what you want to happen to the
organs and tissues after examination.
It is important to talk this over and
ask any questions you may have.The
organs can be returned to your
baby’s body after examination, but
this may delay the funeral, if you are
having one.

The post-mortem examination takes
up to several hours to perform.
Afterwards, the incisions made to
examine your baby internally will be
repaired where possible and, if you
wish, he can be wrapped or dressed
to hide any marks.You can see your
baby again afterwards if you want to.
You can talk this through with the
pathologist or other staff.

The tissue removed at the post
mortem will be examined in a
laboratory. This can take some time
and it may be several weeks before
you can be given results.

Your consultant will probably invite
you to a follow-up appointment to
discuss the results, or the results
may be sent to your GP, who will
talk about them with you. (See also

Follow up, page 13) J






What happens to my
baby afterwards?

When a baby is miscarried before 24
weeks of pregnancy, you don’t have to
have a burial or cremation for him or
her. But your hospital may offer to
arrange one or you may decide to
arrange this yourself.

Some hospitals offer burial or
cremation for all babies that miscarry,
whether early or late in pregnancy.
Others have different arrangements
for early and late losses.

Some hospitals offer collective burial
or cremation where a number of
babies are buried or cremated
together.

The hospital staff should take time to
explain to you what the hospital offers
and should also give you written
information.

They should give you time to think
about what you want to do.You may
feel too shocked to be able to make a
decision right away. This is a decision
you probably never imagined that you
would have to make.

You may want to ask staff to keep your
baby until you are ready to decide.
They should also understand if you feel
you cannot make a decision at all.

‘ ‘ 1 was amazed by

how helpful and
sensitive the funeral
directors were in
organising my baby’s

burial. ’ ’

You can make your own arrangements
for a funeral and/or burial or
cremation if you prefer.You could talk
to a funeral director or a minister of
your own faith if you have one.

The hospital chaplain may also be a
good source of information, advice and
support, even if you don’t have any
religious beliefs.

You might decide that you want to
bury your baby yourself. There are
guidelines about how and where this
can be done and you can get more
information from us or from SANDS
(see page 15).

You may need to make your wishes
very clear to hospital staff or your GP
as they may not realise that this is
allowed.

‘ ‘ 1 had to make decisions beyond my wildest dreams.
Did I want to cremate or bury the babies? | was
making funeral arrangements when all 1 wanted to
do was hold them in my arms and take them home

forever. ’ ’





Marking your loss

Whether or not you have a funeral for
your baby, you may feel you want to
find other ways to mark his or her
brief life.

It may be important to you to name
your baby. If you do not know
whether your baby was a boy or a girl,
you could choose a name that could
be given to either.

Some parents gather mementos in an
album or a special box: for example, a
scan photo, a hospital bracelet, letters
or cards, and maybe a toy or clothes
that they had ready for their baby.
Some hospitals offer to make hand or
footprints of babies miscarried late in
pregnancy and may put them in a
special memorial card.

Other parents mark their loss in other
ways, perhaps planting a bush or tree,
making a donation to charity, or
creating something else in their baby’s
memory.

Your hospital may have a book of
remembrance where you can enter
your baby’s name and the date of your
miscarriage. Some hospitals hold
regular remembrance services for
babies who died during pregnancy or
around birth.

Can | have a certificate
for my baby?

The Registrar does not provide death
certificates for babies miscarried
before 24 weeks of pregnancy, but it
may be possible to have a certificate
from the hospital. This would note
your baby’s name, if you have given
one, the date of the miscarriage and
maybe some other details.

If your hospital does not provide
certificates, you could ask whether
they would sign one which you
provide. The Miscarriage Association
and SANDS both provide outlines that
you can use.

‘ ‘ A couple of weeks after
1 miscarried we bought
two plants and planted

them in the garden

with a pebble pond and

a pear tree in memory

of our little one. ’ ,






How will | feel after the
miscarriage?

Your body

After your miscarriage, you are likely
to have some bleeding and perhaps
pain like a period. This might go on for
several weeks. It is worth contacting
your doctor:

* if the bleeding or pain increases

* if you have a vaginal discharge that
looks or smells bad, or

* if you are worried about any other
physical symptoms.

Your doctor can also give you a
medical certificate if you need one for
work.And your midwife might offer to
visit you at home to see how you are
doing.

Your breasts may produce milk and
you might find this very upsetting. A
well-supporting bra can help you feel
more comfortable. If your breasts are
painful, you might want to take a mild
pain-killer such as paracetamol.

If you have a lot of pain and
discomfort, talk to your midwife, GP
or the hospital staff. They may be able
to give you tablets to reduce the
production of milk.You can also buy
breast pads at the chemist or
supermarket to soak up any leaking
milk.

You may feel very tired for quite a long
time after your miscarriage.Your body
needs time to recover from labour and
maybe also from infection or
treatment. If you are producing milk,
that can be tiring too. Despite being
tired, you may find it hard to sleep.

Emotional distress can be exhausting
too, and can affect how you feel
physically.

Your body may get back to normal
quite quickly, or it may take longer,
especially with a later loss.

People have very different feelings
about how they look.You might be
upset if you still look pregnant and feel
better when you can wear your
ordinary clothes again. Or you may
feel that getting back to your non-
pregnant shape is somehow forgetting
or betraying your baby.You might not
want to let go of the look and feel of
pregnancy.

Try to give yourself time to recover.
Sometimes the demands of home and
work make that difficult. You might feel
that the sooner you get back to your
usual routine, the quicker you'll feel
better. That might work, but don’t be
too surprised if it doesn’t.You may just
need more time.

It may help to talk to someone who
understands. See page |5 for some
suggestions.

‘ ‘I felt tired all the time and didn’t want to get out of
bed. 1 had a constant pain in my chest and a heavy

feeling all over. ’ ’





‘ ‘ For those of us who
have undergone the
trauma and complex
feelings following
miscarriage, a little
of that pain remains
in a corner of ones

heart forever. ’ ’

Barbara Dickson,
singer and actress

Your feelings

There is no right way to feel after
your miscarriage.And however you
feel, you may show those feelings
clearly or you might keep them hidden
as much as you can.

For example, you might feel very sad
and cry, maybe a lot of the time. But
perhaps it doesn’t feel natural to cry,
or you worry about upsetting other
people. Or maybe you worry that if
you start crying, you won't be able to
stop.

Coming home from hospital without
your baby can be hard. If you have
bought baby clothes and equipment, or
decorated a room, it can be upsetting
to see them, though you may find it
comforting too.

Here are some of the other ways that
women and their partners say they feel:

* angry — sometimes at particular
people and sometimes just at the
unfairness of it all

* jealous — especially of pregnant
women or couples with small
babies

* guilty — wondering if the
miscarriage was somehow your
fault

* lonely — especially if people
around you don’t seem to
understand

You may find it hard to talk about
what happened or how you feel. Or
you might need to talk, to go over
what happened again and again.

It can sometimes be hard to find
people who are willing to listen.
Sometimes family and friends say the
wrong thing, try to cheer you up, or
just avoid talking about what has
happened altogether.

You may find you continue to grieve
for your baby for much longer than
you, or other people, expect.You
might feel you’ll never recover.

For many people, it is not so much a
matter of getting over their loss as
learning to live with it. This can take
time.

‘ ‘ My husband put all the baby things away out of sight,
before | came home. He thought they’d upset me.

1 got the littlest baby-gro out and just held it and |
cried and cried. It was sort of comforting, in a way. , ’





Your partner

Your partner is also likely to be
grieving for the loss of your baby but
you may be coping with your feelings
in different ways.

Sometimes partners feel they have to
be strong and supportive and so they
keep their feelings hidden.The
downside is that they may not get the
support they need. It may be
important to be open with each other.

Your miscarriage might have brought
you closer, but it might have put a
strain on your relationship and that
can be very hard to cope with. If the
strain of your loss is pulling you and
your partner apart, you may need to
look for outside support (see page
15).

You might not have a partner and be
dealing with this alone.

There is more detail in our leaflets
Your feelings after miscarriage and
Partners Too.

Will 1 have any
follow-up?

You should be offered a follow-up
appointment with your hospital
consultant a few weeks after your
miscarriage.

This is the opportunity to get the
results of any investigations, ask any
questions you have and find out about
any treatment that might help now or
in another pregnancy.

You may not get answers to all your
questions — and that might be because
there just isn’t an answer. But it could
be that the appointment is rushed or
the doctor is not well prepared.

It may help to talk to your GP, who
might be able to find out more for
you. GPs aren’t always sent this
information from the hospital, so allow
time for him/her to chase it up if
necessary.

Whoever you see, it can be useful to
take a written list of questions with
you, as it’s easy to forget once you are
there.You might want to make notes
of the information you are given, as
there may be too much to take in and
remember at the time.

‘ ‘After a month had passed it became more and more
difficult to say the right thing. We would talk to try
and resolve things, but to no avail.

1 began throwing myself into work, creating extra
work just to pass hours. ’ ’





What about trying
again?

Deciding whether or not to try again
can be difficult and you may have very
mixed feelings about another
pregnancy.

You may want to try again as soon as
possible, and feel that being pregnant
will help you recover from this loss.
But you might also be frightened that
it could happen again.

It might be something you don’t want
to think about at all, at least not now.

If you do decide to try again, you may
want to talk to your GP or hospital
doctor about having extra check-ups
or scans next time.

You might find it helpful to read our
leaflet Thinking about another pregnancy.

Late miscarriage:
a summary

* Miscarriage late in pregnancy is
uncommon. You might have been
very shocked when it happened.

* Going through labour and delivery
can be very upsetting; and you may
not be sure if you want to see your
baby.

* You might be asked to make very
difficult decisions about a post
mortem and/or about burial or
cremation.

It might take time for you to decide
whether or when to try again

* You may be very upset that a late
loss is called a miscarriage rather
than a stillbirth.

* It can help if you have people
around you who can understand;
and there are other places too
where you can find help and
support.

‘ ‘ All 1 wanted to do was get pregnant again, but it
took several months to happen and that was an
emotional struggle, particularly as my due date

came and went.

Finally 1 was pregnant and now have a beautiful
little boy, but I still think about the baby I lost
most days and he lives on in our hearts. , ,





Where to go for help
and support

It can make a real difference to be able
to talk to people who understand.You
may be offered support or counseling
through the hospital or your GP, or
you might try one or more of the
following organisations:

The Miscarriage Association

has a telephone helpline, a volunteer
support service, an online support
forum and a range of helpful leaflets.
Tel: 01924 200799
www.miscarriageassociation.org.uk
|7 Wentworth Terrace, Wakefield
WEFI 3QW

SANDS (the Stillbirth and Neonatal
Death Charity)

offers support and information
through local support groups,
publications and a helpline

Tel: 020 7436 5881
www.uk-sands.org

Victoria Charity Centre,

I'l Belgrave Road,

London SWIV IRB

The British Association for
Counselling and Psychotherapy
has information about counselling
and a list of registered counsellors.
www.itsgoodtotalk.org.uk

BACP House,

I5 St John's Business Park,
Lutterworth LEI7 4HB

Relate

can help with relationship problems.
Tel: 0300 100 1234
www.relate.org.uk

Premier House, Carolina Court,
Lakeside, Doncaster, DN4 5RA

The Samaritans

can help people in serious emotional
distress, 24 hours a day.

Tel: 08457 909090
www.samaritans.org.uk

Thanks

Our sincere thanks to Miss Judith
Moore, Consultant Obstetrician,
Nottingham University Hospitals (City
Campus), for her help in writing this
leaflet; and to everyone who shared

their thoughts and experiences with us.

Need to talk to someone who understands?
Call our support line on 01924 200799. Monday to Friday, 9am-4pm

Or email info@miscarriageassociation.org.uk
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HM Coroners Referral



Manchester City Area

		





This form must be typed and e-mail to hmcoroner.manchester@nhs.net



		Report Date

		[bookmark: Text1]    

		Report Time:

		[bookmark: Text2]     









Details of Report Doctor



		Name

		[bookmark: Text3]     



		Grade

		



		Contact Number

		[bookmark: Text5]     



		Hospital / Clinic

		



		Contact Number

		[bookmark: Text7]     

		Bleep

		[bookmark: Text8]     







Deceased



		Full Name

		[bookmark: Text9]     



		Date of Birth

		[bookmark: Text10]     

		Date of Death

		[bookmark: Text11]     



		Home Address

		[bookmark: Text41]     











		NHS Number

		[bookmark: Text12]     

		Hospital Number

		[bookmark: Text13]     



		Occupation

		[bookmark: Text14]     



		Marital Status

		[bookmark: Text15]     







GP Details



		Name of GP

		[bookmark: Text16]     



		Surgery address

		[bookmark: Text17]     



		Contact Number

		[bookmark: Text18]     







Next of Kin



		Primary NOK: Name

		[bookmark: Text19]     



		Relationship to deceased

		[bookmark: Text20]     



		Contact Number

		[bookmark: Text21]     



		

		



		

		



		Secondary NOK: Name

		[bookmark: Text22]     



		Relationship to deceased

		[bookmark: Text23]     



		Contact Number

		[bookmark: Text24]     























Admission				Nature of Admission		  Detained Person



		A & E Admission

		|_|

		Injury

		|_|

		Not applicable

		|_|



		Elective Surgery

		|_|

		Acute illness

		|_|

		Police/ custody

		|_|



		GP referral

		|_|

		RTC

		|_|

		MHA

		|_|



		Other

		|_|

		Transfer

		|_|

		D.o.L.

		|_|









Death Certification



		Date of Death

		[bookmark: Text25]     

		Time of Death

		[bookmark: Text26]     



		Place of Death

		[bookmark: Text27]     



		Certified by

		[bookmark: Text28]     







Circumstances



		Date of admission

		[bookmark: Text29]     



		Presenting complaint

		[bookmark: Text30]     



		[bookmark: Text31]Previous Medical History:     









		Circumstances of death:

Include details of any trauma, industrial injury, industrial disease, medical procedure or treatment Including Chemotherapy) that did, or may have, contributed to death.

[bookmark: Text32]     



























































Cause of Death



		Are you able to offer a medical cause of death

		|_| Yes               |_| No



		

If yes, please complete the medical cause of death in the correct 1a, 1b, 1c and 2 format



[bookmark: Text33]1a.       



[bookmark: Text34]1b.       



[bookmark: Text35]1c.       



[bookmark: Text36]2)         







		Have you attended the Deceased during the last illness

		 |_| Yes        |_| No



		Have you seen the Deceased after death

		 |_| Yes        |_| No



		Are you able to issued a MCCD based on the above COD

		 |_| Yes        |_| No







Additional Information:



Reason for referral



		[bookmark: Text37]As per procedure for death of an infant. I have not yet completed the death certificate but propose to do so as above if there are no objections.

















Name of Consultant responsible for the deceased’s care



		Name

		[bookmark: Text38]     



		Contact Details

		[bookmark: Text39]     







Supporting Information



		Please include any supporting information



[bookmark: Text40]     
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Introduction

We are very sorry that your baby has died. We know that this is a very
distressing and difficult time, and that it is not easy to decide about a
post mortem examination.

We hope you will find this booklet helpful. It explains what a post
mortem is and the possible benefits of having one. It also describes the
choices you can make so that you can decide what is right for you. It

is based on what a number of bereaved parents have told us that they
wanted to know.

The information is organised as questions, so that you can look up the
things you want to know and don’t have to read the whole booklet. You
can pick just the questions that you want answers to.

Some of the practical details about timing and other arrangements
described in this booklet vary a good deal across the United Kingdom.
You may get written information with details of local arrangements from
your own hospital. If you have any more questions, please ask the person
who discusses the post mortem with you.

Specialist words that may be unfamiliar are in bold type the first time
they appear, and are explained on page 24 at the end of this booklet.

Deciding about a
post mortem

What is a post mortem?

A post mortem is the medical examination of a body after death. Babies
are examined by a perinatal or a paediatric pathologist, a doctor who
specialises in identifying conditions that affect babies, and who examines
babies to find out why they died.

A senior doctor, midwife, nurse or other health professional will ask if you
want to consider a post mortem. Unless it has been ordered by a coroner
or a procurator fiscal (see page 8), a post mortem cannot be done
without your consent or authorisation. (“Consent”is the legal term used
in England, Wales and Northern Ireland. “Authorisation”is the legal term
used in Scotland. For simplicity, we use “consent” in most of this booklet.)

If you decide to have a post mortem, you can be confident that the staff
will take great care of your baby at all times.

Making a decision

Some parents are sure from the beginning that they want a post
mortem, but others may not be sure. It is your decision (except in
a coroner’s or procurator fiscal’s case, see page 8).

If you think you might want a post mortem but have questions or worries,
the person who discusses the post mortem with you should be able to
answer them for you. Please say if you have any special wishes or concerns.

Before you decide about a post mortem, you may want to take some time
to think it over, to talk to a family member or friend, to someone of your





own religion, or to another doctor, midwife or nurse. You may want to talk
to the pathologist or to one of his or her staff. You might also find it helpful
to ring the Sands Helpline to talk through your decision - please see the
back of this booklet for contact details.

If you are sure that you don’t want a post mortem, please say so. However,
sometimes parents say “no” when first asked, and change their minds
when they have had more time to think. So you may find that staff ask
you a second time just to be sure.

Coroner and procurator fiscal post mortems Occasionally a coroner,
or in Scotland a procurator fiscal, will order a complete post mortem
to find out why a baby has died. In this situation the post mortem

is required by law and you will not be asked for your consent or
authorisation. The coroner’s or procurator fiscal’s officer will contact
you to explain the procedure, and to make sure you understand why
the post mortem was ordered. You will be told the results of the post
mortem. The way the post mortem is done is the same, so much of
the information in this booklet will still be relevant.

What might a post mortem tell you?

P If your baby died before birth A post mortem is likely to give important
information. In stillbirths where there is a diagnosis, between 50% and 60%
of post mortems confirm the diagnosis; between 10% and 30% provide new
information which changes the diagnosis; and about 20% provide other
important new information. Although a post mortem does not always find

a definite cause for a stillbirth, it may tell you what did not cause it.

p If your baby was born alive and then died You may already know the
immediate cause of your baby’s death. However, a post mortem can still
be useful. It may confirm the diagnosis that was made while your baby
was alive, may discover additional problems, and may help to assess the
usefulness of any treatment that your baby was given. One study of post
mortems on babies born before 28 weeks found that 80% gave new
information, and 28% changed the diagnosis.

Even if a post mortem does not give you any new information, it may
confirm that, apart from the direct cause of death, there was nothing
else wrong with your baby.

» If you had a termination because of problems found during the
pregnancy A post mortem can be helpful if you have had to make the
difficult and distressing decision to terminate a pregnancy because there
was something seriously wrong with your baby.

Even though detailed scans and diagnostic tests are always done during
pregnancy, at least 30% of post mortems following a termination find
important new information. Whether a post mortem confirms an earlier
diagnosis or finds new information, it can help the doctors understand
your baby’s condition and assess the chances of the same problems
happening in a future pregnancy.





P An examination of the placenta (afterbirth) often gives very useful
information, especially after a stillbirth. During this examination,
samples are taken for study under the microscope; this can be valuable
even if you have an external only examination (see page 12).

Sometimes a post mortem does not find a definite reason why the baby died.
This can be extremely disappointing. But even if no definite cause is found,
a post mortem may still answer some questions and rule out some possible
causes. Finding out what did not cause the death of your baby is especially
helpful if you think you may have another baby in the future; it could provide
useful information to the doctors who would organise your care.

The results of a post mortem can also contribute to valuable research
which may prevent more deaths in the future.

Are there different kinds of post mortem?

This section describes the main points of a post mortem. If you would like
a more detailed description, please see page 28.

There are three different kinds or levels: a complete post mortem, a
limited post mortem or an external post mortem.

P A complete post mortem is the most thorough investigation and will
give you the most information. If you think you may have another baby
in the future and are worried that the problem might occur again, a
complete post mortem is also the best way to try to find out; the results
could help the doctors organise the right care for you.

The pathologist examines the outside of the body very carefully for
any signs of abnormality, and then measures, weighs and examines all

the internal organs in detail to try to find out why the baby died. The
placenta (afterbirth) is also examined if it is available. The pathologist
takes small samples of tissue from the organs for examination under a
microscope, before returning all the organs to the body and carefully
repairing it. If you agree, genetic tests will usually be carried out on
some tissue samples. Genetic testing is especially useful if your baby had
an abnormality, even a very minor one, or if the doctors think that your
baby may have an underlying genetic disorder (see page 13).

If you agree, the tissue samples, including those used for genetic testing,
will be kept as part of the medical record: this means that they can be
re-examined for more information if new tests or further information
become available, or if you have more questions.

The pathologist may examine the tissue samples and samples of
body fluids, such as blood or urine, for infection and other possible
problems. He or she usually takes x-rays and medical photographs.
These photographs are specifically for medical diagnosis and are
different from any photos of your baby that you or the ward staff
might take. They will be kept as part of the medical record.

After the examination, the baby’s body is carefully repaired in the
same way as after an operation.

p A limited post mortem may give you some useful information,
especially if it is known that your baby had a specific abnormality. It is
unlikely to give you additional information about other problems or a
possible underlying condition.

A limited post mortem is done in exactly the same way as a complete





post mortem. The only difference is that you decide which internal
organs or areas of the body will and will not be examined. If an ultrasound
scan has shown abnormalities in a specific organ, you might want only
that part of the body to be examined. There may also be parts of your
baby’s body you do not want examined.

If you are considering a limited post mortem, the person discussing it
with you will tell you how useful it is likely to be in your baby’s case. He
or she may need to speak to the pathologist first to be sure.

P Both a complete and a limited post mortem are always done carefully
and respectfully, in the same way as an operation. The baby’s face,
arms, legs, hands and feet are not usually affected. The marks of a post
mortem are not usually visible when a baby is carefully wrapped in a
blanket or fully clothed.

P An external post mortem may not give you any new information. If
you are considering this option, the person discussing the post mortem
with you will tell you if it is likely to be useful in your baby’s case.

The pathologist examines the outside of the baby’s body very carefully for any
signs of abnormality, but does not examine any internal organs or take any
tissue from them. The placenta (afterbirth) is also examined if it is available.

The pathologist also takes x-rays and medical photographs. These
photographs are specifically for medical diagnosis and are different from
any photos of your baby that you or the ward staff might take. They will
be kept as part of the medical record.

If you consent, tissue from the placenta (afterbirth) and a small skin
sample will be taken for genetic testing.

p If you choose an external or a limited post mortem, and the
pathologist thinks that a more detailed examination would provide
important information about why your baby died, you may be contacted
to ask whether you would consider this.

Would a post mortem include genetic testing?

Genetic testing is always recommended if the doctors think it will give
useful information, but it can only be done if you give consent.

Genetic testing involves examining a baby’s chromosomes (DNA). These
can be extracted or grown from small samples of skin, tissue from an organ,
and/or samples from the placenta (afterbirth). If you agree, these samples,
or the DNA extracted from them, will be kept as part of the medical record
so that further tests can be done if recommended by a specialist geneticist.

Genetic testing is especially useful if your baby had an abnormality,
even a very minor one, or if the doctors think that your baby may have
an underlying genetic disorder. If your baby is smaller than expected
and there is no other explanation for his or her death, a genetic test can
sometimes explain what went wrong. If you think you may have another
baby in the future, genetic testing can be particularly useful in assessing
the risk of the same thing happening again. If your baby died early in the
pregnancy, genetic testing may be able to confirm his or her sex.

If a genetic disorder is found, you will be able to discuss it and whether it
might affect future pregnancies with the doctor who gives you the post
mortem results. You may also be offered an appointment with a genetic
counsellor. If the disorder or condition is inherited, you will need to
consider whether to tell other family members.





Where and when would a post mortem be done and
how long would it take?

A post mortem is usually done a day or two after consent is given. It is done in
a specially equipped area in the mortuary. Your baby would be kept safely in
the mortuary until the post mortem is completed.

Depending on the type of post mortem, and on where it is done, it is
usually completed within one or two weeks.

However, if a baby needs to be transferred to another hospital because
there is no specialist perinatal pathologist locally, it may take longer. The
baby is taken there and back carefully and respectfully by a funeral director
or by special transport organised by the hospital.

The person who discusses the post mortem with you will tell you where
your baby’s post mortem would be done, and how long it would take.

Who else would be present at a post mortem?

The pathologist is usually assisted by one or more anatomical
pathology technologists. Post mortems may also be watched by
trainee pathologists or other professionals who need to understand
what happens at a post mortem, as part of their training. If you don’t
want anyone else to be present at the post mortem, tell the person
who discusses the post mortem with you. Your wishes will be noted
on the consent form.

What if a pathologist recommends special
examination of an organ?

Very rarely, a pathologist may recommend keeping an organ, usually the
brain or the heart, for longer to enable much more detailed examination
that will provide important new information, or to discuss the diagnosis
with another specialist. In this case, it is sometimes necessary to keep
the organ for a few weeks. This can only be done if the parents consent.

In most hospitals this is very rare so you will not be asked to consider it.

In a few hospitals, parents are routinely asked if they will consent to keeping
an organ for longer. This is more likely if the post mortem would be done
in a hospital that specialises in investigating a particular condition. It is also
more likely when parents want to hold the funeral within a very short time,
or if they request an urgent funeral for religious reasons, as there may not
be time for a full examination of the organs before the funeral.

If you are not asked about keeping an organ for more detailed
examination when you complete the post mortem consent form, it is
very unlikely that it will be recommended later. However, if it is, someone
from the hospital will contact you to discuss it. He or she will explain the
reasons for the recommendation, tell you how long it is likely to take,
and answer any questions. It will not be done without your consent.
If you want the organ returned to your baby’s body before the funeral,
this would affect the timing of the funeral.





When do | have to decide?

To get the most useful results, a post mortem should ideally be done within
two or three days of your baby’s death. But it is also very important that you
take the time you need to decide.

If, for religious reasons, you need to hold the funeral within 24 or 48 hours,
please tell the person who discusses the post mortem with you straight
away. They will speak to the pathologist to see if it could be completed
in time. An urgent post mortem is not usually possible at weekends or
bank holidays. It may also not be possible if there is no specialist perinatal
pathologist locally and your baby would need to be transferred to another
hospital for the post mortem (see page 14).

If | decide to have a post mortem, what happens next?

If you decide to have a post mortem, you will be asked to sign a consent
form or, in Scotland, an authorisation form. You will be offered a copy of
the form to keep.

After you sign the form there is a short period - in most places 24 hours
- during which you can change your mind about anything you have
agreed to. You will be given details of the time limit and the person to
contact if you change your mind. You can also phone this person if you
have any further questions before the post mortem is due to begin.
(The system in Scotland is slightly different and will be explained to you.)

If you have an urgent post mortem there will not usually be time to
change your mind after you sign the consent or authorisation form.

Before and after
a post mortem

Would | be able to see my baby before a post mortem?

If you decide to have a post mortem, you can see your baby at any time
before it begins. If your baby needs to be taken to another hospital for
the post mortem, you can see your baby until he or she is transferred.

Before a post mortem, some parents dress their baby or wrap him or
her in a special blanket. They may add something special to be kept
with their baby - for example, a small cuddly toy, a photograph of
themselves or a religious item.

After a post mortem, the baby is dressed or wrapped in a blanket as he or
she was before. The staff ensure that all special items stay with the baby.

Could | take my baby out of the hospital before
a post mortem?

If you decide to have a post mortem, you can still usually take your baby
home or to a place outside the hospital that is important to you if you
want. You cannot take your baby out of the hospital if a coroner or a
procurator fiscal has ordered a post mortem (see page 8).

If your baby has been in the neonatal unit and has had catheters or a chest
drain inserted, taking your baby out might move these tubes and could
affect some of the findings of a post mortem. The person who discusses the
post mortem with you will explain this so that you can decide what to do.

If you want to take your baby out of the hospital before the post mortem,
you need to tell the staff. Many hospitals give parents a form to take with





them that confirms their right to take their baby out. The staff should
also give you information about keeping your baby cool. They will tell
you when to bring your baby back and where to take him or her. It is
important to bring your baby back to the hospital fairly quickly; a post
mortem gives more information if it is done within two or three days of
the death and the body has been kept as cool as possible.

Could | see my baby after a post mortem?

If you decide to have a post mortem, you can usually see your baby
afterwards if you want to. This would usually be in a special quiet room
in or near the hospital mortuary, or at the funeral director’s.

Your baby’s appearance will naturally have changed in the time that
has passed since the death. The marks of a post mortem are not usually
visible when a baby is carefully wrapped in a blanket or fully clothed.
The person who discusses the post mortem with you can tell you more
about what to expect.

If your baby is very fragile or very small, or died some time before the
birth, you may be advised to say goodbye before the post mortem.

If you have decided to delay the funeral because further examination
of an organ or a specialist referral is recommended, you may also be

advised to say goodbye before the post mortem.

When would | get the post mortem results?

The time until the results are available varies a good deal between
hospitals and also depends on the tests that are done. Some tests on
tissue samples can take several weeks; a few special tests may take
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even longer. You should be given a hospital appointment to discuss
the results within 6 to 12 weeks. The person who discusses the post
mortem with you will be able to give you more definite information.

If your baby was stillborn or died in the maternity unit, the appointment
to discuss the results will probably be with your obstetric consultant
or another senior obstetrician. If your baby died in a neonatal or
paediatric unit, the appointment will probably be with the consultant
who looked after your baby or another senior neonatologist or
paediatrician, as well as an obstetrician. It is a good idea to ring the
consultant’s secretary before the appointment, to make sure that you will
not be asked to wait in the same area as pregnant women or women
with their babies.

You may want to write down any questions you think of before the
meeting. You may also want to take someone else with you. He or she
may be able to remember more than you can about the discussion, and
may be able to remind you later of things you may not have taken in.

The hospital doctor will give you either a copy of the full post mortem report
or a summary. If you are given a summary but want a copy of the full report,
please ask for one. The full report is usually also sent to the mother’s GP.

It can be hard to take in all the information at the meeting at the
hospital, and you may want to make an appointment with the GP
to go through the results again and discuss what they mean.
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What usually happens to tissue samples after
a post mortem?

The tissue samples (in small wax blocks and on glass slides) are
usually kept as part of the mother’s or the baby’s medical record

in the hospital’s pathology department. If genetic testing is done,
samples of the baby’s DNA are also normally kept. Tissue that is not
needed for the blocks and slides is returned to the baby’s body.

Keeping the tissue blocks and slides as part of the medical record is
strongly recommended. If new information becomes available in the
future, or more sophisticated tests are developed, it may be possible to
re-examine the tissue samples to find out more about why your baby
died. You might also want another pathologist to give a second opinion
on the post mortem findings. If you might consider having another baby
in the future, keeping the tissue blocks and slides also means that they
can be re-examined later if necessary, to assess the risks of another baby
being affected, so that the doctors can organise the best care for you.

If you don’t want the tissue blocks and slides to be kept as part of the
medical record, it will not be possible to review the diagnosis later.

If you don’t want the tissue blocks and slides to be kept, you can ask the
hospital either to dispose of them or to return them to you. This would usually
be when all the tests have been completed, generally after three months

or longer, though in some places the blocks and slides are released earlier.

Most hospitals send blocks and slides to a specialist contractor for disposal,
because most crematoriums will not accept blocks or slides for cremation.

If you are considering having blocks and slides returned to you, you
need to think about what you would do with them.

You could decide to delay the funeral until the blocks and slides are
released and bury them with your baby.

If you don’t want to delay the funeral, it will not normally be possible
to bury the blocks and slides with your baby later. If the hospital has
organised the funeral and your baby is buried in a shared grave, it will
not be possible to open the grave again to add the blocks and slides.
If your baby is buried in a single grave, you will need to get permission
from the cemetery owner to re-open it and this may be expensive.

As mentioned above, blocks and slides cannot be cremated.

Some parents decide to have the blocks and slides returned to them,
but later change their minds. You can return the blocks and slides to
the hospital at any time, and can ask the hospital either to store them
as part of the medical record, or to dispose of them.

Note: If the blocks and slides are kept as part of the medical record, you
will be asked if they can also be examined to check the quality of hospital
pathology services and ensure that high standards are being maintained.

How long are medical records kept?

Medical records - including blocks and slides — must be kept for at
least 25 years after the date of the baby’s death.

Usually, a baby who died after birth has his or her own medical record;
information about a baby who died before birth is kept as part of the
mother’s medical record. The baby’s mother can write to the hospital
at any time and ask to see the medical record. There will be a charge
for copies of the documents.
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Professional training
and research

You may be asked if you will consent to material taken during the post
mortem being used to train professionals or, occasionally, for research
to try to prevent future deaths. This is entirely your decision. Nothing
will be used unless you give your consent.

Training professionals

Training future doctors and other professionals, including specialist

pathologists, to identify the different conditions that can affect babies is
very important. Samples of tissue, x-rays and medical photographs, and
information from post mortem reports are essential for this kind of training.

If you decide to have a post mortem, you may also be asked if you consent
to material that was taken as part of the post mortem being used to train
health professionals. When any material is used for training, names and all

other identifying details are always removed first to protect confidentiality.

If you have agreed to an organ being kept for further detailed examination
(see page 15), you may also be asked if you would consent to it being used
for training. When the organ is no longer needed, it would be disposed
of respectfully as required by the Human Tissue Authority.
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Research to try to prevent future deaths

Some hospitals do specialist research that may help to prevent more
deaths in the future, or may help in the development of new treatments.

Depending on the hospital, you may be asked if you will consent to
tissue samples and other items that were taken as part of the post
mortem being kept and used for research. If you have agreed to an
organ being kept for specialist examination (see page 15), you may
be asked if you would consent to it being used for research when the
pathologist has completed the post mortem.

All research must be approved by the relevant NHS local or multi-centre
Research Ethics Committee. No research can be done without the
parents’ consent. Names and other identifying details are removed when
material is used for research. When it is no longer needed, the material is
disposed of respectfully as required by the law.

If you agree to some or all of the items that were taken as part of the post

mortem being used for research, you can change your mind at any time in
the future. If you do change your mind, please contact the hospital where
your baby died and ask for the histopathology department.

We hope that this booklet has helped you to make a decision about a
post mortem for your baby. If you have any more questions, please ask
the person who discusses the post mortem with you. You may also want
to ring the Sands Helpline to talk to someone about your decision.
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Some specialist words

Anatomical pathology technologist (APT) Professional staff who assist
and support pathologists in conducting post mortem examinations,
and who ensure dignity and respectful care in the mortuary.

Authorisation Agreement that something can be done. “Authorisation”
is the legal term used in the Human Tissue (Scotland) Act 2006 which
applies in Scotland. The equivalent term in England, Wales and Northern
Ireland is “consent”.

Bereavement midwife A midwife who specialises in the care and
support of parents whose baby has died.

Consent Agreement that something can be done.“Consent”is the legal
term used in the Human Tissue Act 2004 which applies in England, Wales
and Northern Ireland. The equivalent term in Scotland is “authorisation”.

Consultant A senior doctor who has completed all of his or her
specialist training, and is ultimately responsible for the care of all
the patients cared for by his or her team.

Coroner An independent legal official, either a doctor or lawyer,
who is responsible for investigating deaths in particular situations.

Human Tissue Authority (HTA) A regulatory body set up by the
government to ensure that the Human Tissue Act (passed in 2004) is

put into practice. The HTA produces Codes of Practice with practical
guidance on consent, post mortem examinations and the disposal

of tissue and organs. It also inspects and licences all departments in
England, Wales and Northern Ireland that do post mortems. Scotland
has its own Human Tissue Act passed in 2006. The HTA's remit does not
cover post mortems in Scotland.

Incision A cut in the skin to allow the internal organs to be examined.
An incision is done in the same way as for an operation. When the post
mortem is finished, the skin surfaces are carefully sewn together or
joined with a special adhesive.

Neonatal The care of newborn babies.
Neonatologist A doctor who specialises in the care of newborn babies.
Obstetric The care of women during pregnancy and around childbirth.

Obstetrician A doctor who specialises in the care of women and their
babies during pregnancy and birth.

Organ A part of the body composed of more than one tissue that
forms a structural unit responsible for a particular function; for
example, the heart, lungs, brain etc.

Paediatric The care of infants and children.
Paediatrician A doctor who specialises in the care of infants and children.

Pathologist A doctor who specialises in finding the cause of death.
Perinatal and paediatric pathologists are doctors who specialise in
identifying conditions that affect babies and who examine babies
to find out why they died.

Perinatal The time around birth.

Procurator fiscal (Scottish) A legal officer who is responsible
for investigating deaths in particular situations.

Tissue A collection of cells that have a particular function.
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More detail about
a complete post
mortem

You may feel you already have
enough information about a post
mortem to make your decision. The
following is for those parents who
would like a bit more information
about the examination process.
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A complete post mortem is the most thorough examination and gives
the most information. If you think you may have another baby in the
future and are worried that the problem might occur again, a complete
post mortem is the best way to try to find out; the results could help
the doctors organise the care you need.

A complete post mortem begins with a very careful external
examination of the body for any signs of abnormality. The placenta
(afterbirth) is also examined if it is available. The pathologist then
makes an incision down the front of the baby’s body so that the
internal organs can be removed, measured, weighed and examined in
detail to see if there are any abnormalities or signs of what was wrong.
Another incision is made around the back of the head.

Some information can be obtained just by looking carefully at organs
and tissues. However, often the only way to understand fully what
happened is to examine them under a microscope.

For this, the pathologist takes small samples of tissue — usually a bit
thicker but no larger than a postage stamp — from the organs. These
are placed in small blocks of paraffin wax, about the size of a very small
matchbox. The wax blocks preserve the tissue and make it possible to
cut extremely thin slices or sections of tissue from them. Each section is
ten times thinner than a human hair. The tissue sections are placed on
glass slides and stained with special dyes, so that they can be examined
under a microscope for abnormalities or signs of what went wrong.

If you agree, the blocks and slides will be kept as part of the medical record.
This is so that they can be re-examined to try to find out more if new tests
or new information become available, or if you have further questions.

Certain organs, such as the brain and heart, may have to be specially
prepared by immersing them in formalin before samples can be taken
for examination under a microscope. This preparation usually takes 24
or 48 hours in the case of the heart; occasionally a little longer, in the
case of the brain.

The pathologist may also examine the tissue samples and samples
of body fluids, such as blood or urine, for infection and other possible
problems. He or she usually takes x-rays and medical photographs.
These photographs are for medical diagnosis and are different from
any photos of your baby that you or the ward staff might take. The
photographs and x-rays are often discussed with other specialist doctors
who may be able to explain what happened; for example, specialist
paediatric radiologists who are more skilled at interpreting x-rays, or
specialist geneticists who are more skilled at recognising some genetic
abnormalities. The x-rays and medical photographs will be kept as part
of the medical record and can be very useful if new information or new
tests become available later and you want the diagnosis reviewed.

After the examination, the organs and the tissue that is not used for
blocks or slides are put back into the baby’s body, and the body is
carefully repaired in the same way as after an operation.

Very rarely, doctors may recommend much more detailed examination
of an organ in order to get a complete diagnosis, or may recommend
asking another doctor for a specialist opinion. This could affect the

timing of your baby’s funeral. It cannot be done without your consent.
For more about this see page 15.
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More information
and support

Our booklet Saying goodbye to your baby covers the things that you
may find helpful in the time immediately before and after your baby
is born. It covers other things you may need to think about in the next
few days and weeks, for example; going home from the hospital, a
funeral, registering your baby’s birth or stillbirth, employment rights
and financial benefits, and the postnatal check-up. It also discusses
how you may feel over the next few weeks and months, and suggests
things that other parents have found helpful.

If the midwife or nurse looking after you doesn’t have a copy of Saying
goodbye to your baby to give you, you can order one from our website
or by phone (see the back of this booklet for contact details).
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How Sands can help you Sands support resources

Sands is a national charity that can offer you emotional support If you would like more information on any of the subjects we have
and practical help if your baby has died during pregnancy, at birth mentioned, please see our current list of Sands booklets below.
or shortly afterwards.

You can order these from our website or by phone, as well as our Always Loved
17 babies are stillborn or die shortly after birth every day in the UK and Never Forgotten memory boxes, our books for children and other resources.
each year we support thousands of families whose babies have died.

At Sands you will find people who understand what it’s like, because Sands booklets

many of us have been through this devastating experience ourselves. )
Another pregnancy - for parents whose baby has died

You may not want anything from us right away. We are here to help ) i
. . For family and friends: how you can help
whenever you feel you need it, that may be now or in a few weeks,

months or even years. Information and support for grandparents
As well as supporting, mothers, fathers and same sex partners, we are Information for employers
also here to help other members of the family, especially grandparents Mainly for fathers

and other children. Many other people may be touched by your baby’s . ) st e o "
death, including friends, colleagues and health care staff. eturning to work after the death of your baby

. . Sands support services
All are welcome to contact us for support and information. PP

Do you want to speak to someone on our helpline? 0207436 5881 Saying goodbye to your baby

Do you want to email us for support? helpline@uk-sands.org Sexual relationships after the death of your baby

Do you want to connect with others whose baby has died? www.sandsforum.org Supporting children when a baby has died

Do you want to find out about a Sands group local to you? helpline@uk-sands.org When a baby dies before labour begins

Do you want information and books to read? www.uk-sands.org
Do you want to email us for general information? info@uk-sands.org U @ietleull plse e womnlas Tk ui i)
Do you want to make a donation or fundraise? fundraising@uk-sands.org

Do you want to talk to someone in Sands head office? 020 7436 7940

Do you want to write to us? Sands, 3rd Floor,
28 Portland Place,
London, W1B 1LY
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Other useful addresses

Other charities that can offer support

ARC - Antenatal Results and Choices
www.arc-uk.org

Provides non-directive support and information to parents before, during
and after prenatal testing and following a termination for fetal anomaly.

Helpline: 0845 077 2290 or 0207 713 7486 (for mobile phone users)

Email: info@arc-uk.org

Bliss — the special care baby charity
www.bliss.org.uk

Support, advice and information for families of babies in intensive care
and special care, including bereaved families.

Helpline: 0500 618 140

Email: enquiries@bliss.org.uk

Child Bereavement UK
www.childbereavement.org.uk

Supporting families and educating professionals when a child dies and
when a child is bereaved.

Support and information: 0149 456 8900

Email: support@childbereavementuk.org

Misscarriage Association
www.misscarriageassociation.org.uk

Support and information for those affected by pregnancy loss. Network of

support groups and telephone contacts throughout the UK.
Helpline: 01924 200799

Email: info@misscarriageassociation.org.uk

TAMBA Bereavement Support Group
www.tamba-bsg.org.uk

Support for families who have lost one or more children from a multiple
birth. (Part of the Twins and Multiple Births Association - TAMBA)

Helpline: 0800 138 0509

Email: Use the form on their website

Regulators

HTA - Human Tissue Authority
www.hta.gov.uk

Regulates and monitors organisations carrying out post mortems in
England, Wales and Northern Ireland.

Telephone: 020 7269 1900

Email: enquiries@hta.gov.uk
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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 we have supported many
thousands of families whose babies have
died, offering emotional support, comfort
and practical help. Sands today operates
throughout the UK and focuses on three
main areas of work:

We support anyone affected by the

death of a baby

Bereavement support is at the core of

everything we do. Some of the services
that we offer include:

Helpline for parents, families, carers
and health professionals

UK-wide network of support Groups
with trained befrienders

Online forum and message boards
enabling bereaved families to connect
with others

Website and a wide range of leaflets,
books and other resources.

We work in partnership with health
professionals to try to ensure that
bereaved parents and families receive
the best possible care

We undertake a comprehensive
programme of training, workshops and
talks for health professionals based on
the Sands Guidelines which give practical
guidance on how to meet parents’ needs
and provide good bereavement care.

We promote and fund research that could
help to reduce the loss of babies’ lives
In spite of medical advances, the shocking
reality is that each day in the UK there are
eleven babies who are stillborn and six
who die within the first 28 days of life.
Through our Why17? campaign, we are
raising vital funds for research, while
challenging government to address these
individual tragedies as a matter of urgency
and priority.

We depend on the extraordinary energies of our supporters to raise the vital funds
that we need to deliver the wide range of services that we offer.

If you would like any further information or support please contact us or visit our website.

3rd Floor, 28 Portland Place, London, W1B 1LY

t: 020 7436 7940 f: 020 7436 3715
e: info@uk-sands.org
w. www.uk-sands.org

t: 020 7436 5881
e: helpline@uk-sands.org

www.sandsforum.org

Copyright © Sands 2013. Registered as a charity in England and Wales (299679) and in Scotland
(SC042789) | A company limited by guarantee registered in England and Wales number 2212082.

©

stillbirth & neonatal death charity
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Appendix 5 Placenta instructions ver4 200716.pdf
Paediatric Histology

Royal Manchester Children’s Hospital
Laboratory: 0161 701 2240 Results: 0161 701 2247, 12375, 12358
Central Manchester and Manchester Children’s University Hospitals Foundation NHS Trust

Sending Placentas for Histological Examination

Specimen: A placenta for histology alone, where there is a live birth or a PM is not undertaken.

Information Sheet and Instructions for Users

Placental tissue

It is best practise to fix the placenta including all the length of cord that is not taken for genetics
examination* and membranes in formalin fixative as soon as possible to prevent autolysis. The
pot should be sufficiently large enough to allow fixation and optimum histological examination,
about 10 to 12 inches in diameter and larger than the diameter of the placenta.

Formalin fixative can be obtained from your histology laboratory. Your own Trust will
have health and safety instructions on how to safely handle this COSHH category 1
chemical. Itis harmful by ingestion, inhalation and skin contact and should be handled
wearing gloves, protective clothing (PPE) and used under extraction.

NB....If the placenta is to remain unfixed for any short length of time it MUST be refrigerated.

Transport

For transporting samples in formalin it is best to use your hospital transport as your Trust will
have trained the drivers in carrying tissue samples in formalin fixative and what to do in the
event of a spillage.

All samples MUST be delivered directly to Paediatric Histology Specimen Reception
(address below) and NOT to a central delivery point within CMFT that transport drivers
normally drop off at. If your transport arrangements DO NOT allow this then
unfortunately we cannot provide you with a histology service.

Preparing the placenta for transportation to Paediatric Histology

Always complete a request for histological examination of placenta ---see end for the
form

Ensure we have legible details of the Consultant who should receive the report, NOT initials.
We are not yet able to routinely send electronic reports.

Please package samples and transport in accordance with your own Trusts policies, but we do
advise the following:

o Drain off the liquid formalin using PPE and under extraction. Dispose of the formalin
according to your own Trust instructions.

o Bag the placenta and enclose in a clean histology pot.

o Label the pot with name and patient demographics together with a formalin hazard warning
on the side and lid of the pot and then enclose the pot within a bag. Do not use yellow
clinical waste bags. Your histology laboratory should be able to provide you with blank
labels incorporating a formalin hazard warning and suitable specimen bags.

o Put the pot into your Trusts recommended transportation boxes together with some
absorbent material. We use Daniels Healthcare Ltd, red plastic 30 litre transport boxes as
a secondary containment to help keep in an accidental spill of hazardous formalin. They
are available from NHS supplies (current code KCP 140)

o All specimens must be transported in accordance with UN regulations. So the packaging
must show the warning diamond with number B3373 and the formalin risk.

Please supply an address of your Trusts finance department for the invoice and you may be
asked by them to set up an annual purchase order of sufficient value for us to invoice against.

J Langan, Lead Biomedical Scientist Version 4_ 24/12/15 Page 1 of 2






Address to send to: Contact details:
Paediatric Histology

4™ floor Laboratory 0161 701 2240
Royal Manchester Children’s Hospital Fax 0161 701 2249
Central Manchester NHS Hospitals Foundation

Trust

Oxford Road
Manchester M13 9WL

Opening Hours for Samples: 08:00 to 17:00, Monday to Friday excluding Bank Holidays

Please note, all samples MUST be delivered to our department and NOT to a transport drop off
point. You MUST double check you have correctly labelled the sample with the patient’s details
and included a request form.

Disposal of tissues

¢ In accordance with Trust policies the placenta tissue is classified as belonging to the mother, is
therefore classed as tissue form the living and will be sensitively disposed of after histological
examination._Therefore all tissue is disposed of 4 weeks after the full report has been issued.

e If you require return of tissue for any reason, please indicate this at the time of request
prominently on the request card and send a courier or transport within 10 weeks. There will
be an additional charge for the storage and preparation of the sample.

e Any such sample not collected after an additional 6 weeks will be disposed of and a second
storage/admin charge added.

Return of Packaging

o \We advise empty red boxes are retuned to you via your Trust transport upon delivery and
unpacking of the sample.
e Otherwise please send your transport driver to our department.

Charges

Your Trust will be invoiced with our current charge, which for the basic service without any tissue
return is: £130. If a return is needed the initial charge will be £150. Prices will be reviewed
annually.

*Tissue for Genetic Examination

e The clinical consultant in charge of the case will decide if a piece of tissue, usually umbilical cord
(UC) is needed for genetic examination as soon as possible after the birth. This is
recommended to be up to 2-3cm, should NOT be fixed in formalin and not include the area of
insertion into the placenta. The remaining cord should be sent to us with the placenta.

e This sample for genetics does NOT come to Paediatric Histology at RMCH, but must be sent by
you separately to a genetics department with a completed genetics request form. Please follow
the specific department’s specimen acceptance policy and contact them for their precise
protocol.

¢ We advise this genetics sample is refrigerated if it is not to be sent to genetics straight away.

If your clinicians decide after 2-3 days NOT to send it to genetics please add it to the pot of
placenta and formalin fixative to send to us. Please make sure that the remaining whole length
of UC is sent to us.

Jean Langan
Lead Biomedical Scientist, Paediatric Histology, RMCH, CMFT
jean.langan@cmft.nhs.uk

J Langan, Lead Biomedical Scientist Version 4_ 24/12/15 Page 2 of 2
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Appendix 5 Placenta Request form ver4 200716.pdf
Paediatric Histology

Royal Manchester Children’s Hospital
Laboratory: 0161 701 2240 Results: 0161 701 2247, 12375, 12358
Central Manchester and Manchester Children’s University Hospitals Foundation NHS Trust

REQUEST FORM
For Histological Examination of Placenta at RMCH
Please supply all the following clinical information

Mother’s details (or use sticker) Lab Number

Hospital Number .................coooiinnn,

NHS NO ..o

FirstName ......ccoooviei e, Hospital......ooo i,
Last Name ....coovoeeeei e Ward ... Datetaken.........ccccoeeevvnennne.
Date of Birth ... Consultant (full name)...........cooviiiiiiiiiin,

AdAress .......ovveviiiiiiiiie High risk  YES/NO (circle)

Post code: ..o

Maternal history

Smoker YES/NO (circle)............ cigarettes per day | Blood Group:.........cccccceeeeeeenn.
Alcohol/drug use: YES/NO(CIFCIE).........coiiiiiii i
[z S Y =T o= |l o 11 e Y
LT o= 1o ] o
Parity .........cc...... G....P.....A..... =Y,

Current Pregnancy:

Gestational age at delivery................. weeks

Any of the following complications in labour / delivery? (circle one or more).

NONE Antepartum Haemorrhage Prolonged rupture of membranes

Oligohydramnios Hypertension / Pre-eclampsia | Polyhydramnios

IUGR Postpartum Haemorrhage Maternal pyrexia

Give details if any

Liguor meconium stained: YES/NO (circle)

Delivery : Vaginal Delivery / Caesarean-section (circle) LSCS-Elective/Emergency

Placenta: Manual removal of placenta YES/NO (circle), cord accident: YES/NO.

Liveborn /stillbirth / neonatal death / miscarriage (circle)

Birthweight:............ g Sex: Male / Female Apgar scores...1 ......... ST

Admitted to NICU/SCBU: YES /NO

Clinical reason for referring placenta.......... ..o

Form completed by (please print full NAME) ...
Full contact pPhone NUMDET ..o e e

J Langan, Lead Biomedical Scientist Version 4 24/12/15
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Histology cytology form Whiston.pdf
St Helens and Knowsley Teaching Hospitals [IZIB tiZ‘Z,rﬁ‘.ty‘”y

NHS Trust
Accreditad Medical Lstiorston
"~ Reference No: 0476
HISTOLOGY /| CYTOLOGY
Enquiries: (0151 430) Results1824 Technical Histology 1828 Technical Cytology 1765

NHS Number Date and Time Collected Date and Time received
Surname Hospital Number D.O.B. Male Female
Forename Hospital Ward / Department Copy Reports
Address Requesting Doctor Consultant/ G.P

Hazardous Specimen

Urgent D Private |:| Yes |:|

Postcode
Routine [ ] NHS ] [N ]

Clinical details

Specimens Code Pieces | Blocks | Specials Further work

A

B

C

D

E

F

G

H

I

J

Slgecimen Audit Check | Initials Extra Work Comment

Clinical Details

Slide/Block Check

Microscopic Check

Booked out on Telepath

SHKPATH19
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Examination of placenta form_recd 10.10.16.pdf
Alder Hey-Children's

NHS Foundation Trust

Department of Paediatric Hist_opatholggz, Eaton Road, Liverpool, L12 2AP

Department of Paediatric Histopathology — CPA ACCREDITED

Dr George Kokai, Consultant Paediatric Pathologist (George. Kokai@alderhey.nhs.uk); Dr Rajeev Skukla, Consultant Paediatric Fathologist,

(Rajeev.Shukla@rlc.alderhey.uk) Dr Jo McPartland, Consultant Paediatric Pathologist (Jo.McPartland@alderhey.nhs.uk)
Secretary Tel: 0151-293-3656 Fax: 0151-293-3617  Mortuary Tel: 0151-252-5219  Fax 0151-293-3681

Request for examination of placenta

Please complete all relevant sections of this form to ensure appropriate examination and avoid delay.

Referring Hospital:

Fetus/Infant details:
Maternal Details: Surname:
First name: Sex:
PLEASE AFFIX LABEL WITH Date and time of birth:
MATERNAL NAME, ADDRESS, DATE Hospital Number:
OF BIRTH, AND UNIT NUMBER. Weight (kg):
Length (cm):
- Apgar: [/ /  1/5/10mins
Mother’s Consultant (full name): Consultant (full name):
Mother’s Past Obstetric History: G_P
Date Gestation Weight Sex Labour Delivery Outcome
1.
2
3. _
Current fetus/infant Gestational age: LMP: EDD: Gestation: Gestation:
_ (by dates) (by scan)
Fetal Anomaly? Y/N  Please give full details & US findings (include report)
Details of current pregnancy (treatment)
Amniocentesis Y CvVs YN Matemnal pyrexia YN
Threatened Abortion YN Hypertension or PET Y/N Glucosuria /diabetes YN
Antepartum haemorrhage  Y/N IUGR Y/N Poly/oligohydramnios  Y/N
Outcome of pregnancy: O Termination OLivebirth O Stillbirth (Grade of foetal maceration -0 1 2 3)
Labour & Delivery
Regular contractions: Date & time: Duration of: 1% stage:_
Rupture of membranes: Date & Time: 2" stage:
- Liquer: - -Normal / Meconium / Blood / Pely / Oligo -~~~ —— T - —
Onset of labour: ' Spontaneous / Induced Why?:
--Presentation: Vertex.-/-Breech-/ Other
Delivery: Spentaneous / forceps / Ventouse /EICS /EmCS  Why operative:
Fetal distress: Y/N  Details:
Any special point of interest / request?
Doctor’s SIgnatlre:....oueeinveeeereerereneneenrennrenrens L
Name (PriDt)ie.ceccineiorinneiiieinieesnnreceseseensonens L 870) 11 2T B\ s R
Checklist  Placenta sent for histopathology O Swab taken from placenta YES/NO
O Placental biopsy taken for cytogenetics YES/NO

In the case of multiple pregnancy please indicate which cord belongs to which foetus!

PLEASE SEND PLACENTA IN A MINIMUM 2.5I. POT TO ALLOW FOR ADEQUATE VOLUME OF
FORMALIN FOR TISSUE FIXATION.

Controlled Document - iPassport version 1.4. Undated 12/12/13. Next review due 28/12/15
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Post mortem help sheet for consent form CMFT.pdf
NHS Central Manchester University Hospitals NHS Foundation Trust

Department of Paediatric Histopathology
Royal Manchester Children’s Hospital

Section Details Consent SANDS
form guidance
Page page
Section 2 Changing your mind: 2 16

The family is usually provided 24 hours after consenting
to a post mortem examination during which they can
retract their consent. They should be provided with the
date and time this period will expire and the name and
number of an appropriate person to contact. The family
may wish to have more time if necessary, however it is
advised that the consent taker discuss this with the
pathologist.

Section 3 Complete/limited/external PM: 3 10-13
Family to choose a combination of three options:
1) Complete post mortem examination
2) Limited post mortem, indicating the area of which
this is to be limited to e.g. head, chest
3) An external post mortem examination by a
geneticist and a paediatric / perinatal
pathologist

The consent taker should inform the family that options 2
and 3 would result in more limited information. Limited
and external post mortems must be discussed with a
consultant pathologist.

Section 4 Tissue samples: 4 20-21
Family to choose one of three options

1) Samples to be kept as part of the medical record

2) Samples to be returned to the family (in person or
via a funeral director). The family will have to
provide contact details as stated. They will be
contacted by family services six weeks after
the PM report is authorised, via recorded post.
Blocks and slides cannot be reunited with the
body. If the family do not respond to the first
letter within six weeks, a final letter will be sent
stating that the samples will be disposed of as
in the third option, three months from the date
of the first letter.

3) The hospital will dispose of the samples. This is
performed six weeks after the post mortem is
authorised. The samples are cremated at the
Manchester crematorium .






NHS Central Manchester University Hospitals NHS Foundation Trust

Department of Paediatric Histopathology
Royal Manchester Children’s Hospital

Section 5 Images: 5 10-13 28-29
Consent to either of these sections allows X-rays or
digital images to be taken, if clinically appropriate.

Section 6 Genetic testing: 5 13
The family should answer Yes or No to both statements:
i) Statement one gives consent for the extraction of
genetic material for testing.
ii) Statement two gives permission for this extracted
genetic material to be stored.
They should not complete statement two as yes if they
have answered no to statement one.

Any samples for genetic testing should be sent directly to
genetics including a genetics request card. Genetics
request forms are to be used after discussion with a
consultant clinical geneticist.

Section 7 Ethically approved research: 5 22-23
Agreement to this section allows retained material to be
used for research. If tissue samples have been requested
to be returned or disposed, then only genetic samples
with consent for storage and consented images will be
used for research.

Section 8 Further examination of organs: 6 15
Consent to this section allows the removal of a whole
organ for further fixation prior to tissue samples being
taken. Whole organs are always removed for closer
examination as part of a routine post mortem
examination, this section gives consent for the organs to
be removed for an extended period as clinically relevant
for further fixation. Following fixation the organ will
undergo naked eye examination and tissue samples will
be taken for histological examination. The rest of the
organ will be returned to the body prior to release of the
body.

Section 9 Signature of person (parent or relative) 6 N/A
giving consent

For cases where the child has had no separate existence
from the mother only the mother may give consent for the
post mortem examination, however the father may also
sign with the mother. If only the father has signed the
consent taker will need to sign to indicate that the mother
was fully involved in the consent process and agrees.






NHS Central Manchester University Hospitals NHS Foundation Trust

Department of Paediatric Histopathology
Royal Manchester Children’s Hospital

Declining of consent 8 N/A
This is only for staff to document discussion of Post
Mortem with parents and the declining of consent.
Parents do not need to sign this area. Once filled in the
consent form should be filed in the notes. DO NOT FILL
IN IF A PM IS REQUIRED.

NOTE:
e Transportation for the deceased is always via approved hospital transportation

* Post Mortems will take place at Royal Manchester Children's Hospital and therefore may
require the transfer of the body

OTHER USEFUL PAGES

Detailed explanation of full post mortem examination SANDS guidance page 28-29
What might a post mortem tell you? SANDS guidance page 9-10
What is a post mortem? SANDS guidance page 7

Would | be able to see my baby before a post mortem? SANDS guidance page 17
Could | take my baby out of hospital before a post mortem? SANDS guidance page 17
Could | see my baby after a post mortem? SANDS guidance page 18

When would | get the post mortem results? SANDS guidance page 18-19

DOCUMENTATION TO BE INCLUDED

O Completed Post mortem consent form
(] Placenta referral form

O Copy of the patient’s notes





NHS Central Manchester University Hospitals NHS Foundation Trust

Department of Paediatric Histopathology
Royal Manchester Children’s Hospital

USEFUL CONTACTS

Paediatric Histopathology Secretaries:

Histopathology Fax Number:
Mortuary Email:

Consultant Clinical Geneticist:
Clinical Genetics Laboratory:

Hospital Switchboard:

0161 70 12247
0161 70 12375
0161 70 12358
0161 70 12249
Paed.PM@cmft.nhs.uk

0161 27 66268
0161 27 66553
0161 27 61234



mailto:Paed.PM@cmft.nhs.uk
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Post mortem consent form CMFT.pdf
Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

CONSENT FORM

FOR A HOSPITAL POST MORTEM EXAMINATION OF AN FETUS,
INFANT OR CHILD

NAMES OF CONSULTANTS TO WHOM REPORT MUST BE SENT

Section 1 Patient details Once this form has been completed and
Section 2 Changing your mind signed, two photocopies should be made
Section 3 Complete/limited/external PM (further copies can be made if necessary).
Section 4 Tissue samples

Section 5 Images * The original should be given to the
Section 6 Genetic testing person giving consent.

Section 7 Ethically approved research * One copy should go in the medical notes
Section 8 Further examination of organ(s) ¢ Once copy should go to the mortuary/
Section 9 Signature histology department.

Section 10 Consent taker’s statement

Section 11 Interpreter’s statement

TO BE FILLED IN BY THE CONSENT TAKER

By signing this you are verifying that you can facilitate the process of obtaining consent

| confirm that:

* | have completed post mortem consent training.

* | confirm that | have attended or observed a post mortem examination.

* | confirm that | understand what blocks and slides are.

* | confirm this form has been completed in conjunction with the help sheet
* | have included the placenta (if applicable) and patient notes.

* | have given written information to the parent(s).

Signed: ..., Date: oo
Name in block capitalS: ........ccoooviiiii i
Contact details (the consent taker must be easily contactable)

Ward: ... Telephone number: ........ccccooeiiiiiiiii e,

CONSENT TAKER ONLY TO COMPLETE
SECTION 1 (PATIENT DETAILS) AND

BOTTOM OF LAST PAGE (PAGES) FOR P NAME: oo

DOCUMENTATION REGARDING DECLINED | |

CONSENT | DOB: .o/ oo |
Page 1 of 8

| Hospital NUMDEr : ..o, |

L - e e —m —m —_ —_ — =4





Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital
CONSENT FOR A HOSPITAL POST MORTEM EXAMINATION
Your wishes about the post mortem examination of your fetus, infant or child

Section 1 PATIENT DETAILS

Mother Baby

Last name Last name
First name(s) First name(s)
Address Date of birth

Date of death (if live born)

Hospital no. Ward Hospital no.
NHS no. NHS no.

Date of birth Sex (if known)
Consultant Consultant

Father/Partner with parental responsibility

Last Name First name(s)

Section 2 CHANGING YOUR MIND

CHANGING YOUR MIND

After you have signed this form, there is a short time (usually 24 hours) in which you can
change your mind about anything you have agreed to.

If you want to change your mind, you must contact:

Page 2 of 8 | Hospital NUMber : .......occoeveeeeecenenee.
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Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

Please read through the following carefully and show what you agree to by writing YES
in the box following each question. If you do not agree, write NO.

Section 3 COMPLETE/LIMITED/EXTERNAL POST MORTEM EXAMINATION

A post mortem examination can be complete or limited in extent and the hospital staff will explain
this choice and what it means to you. Indicate which of the three options you wish to have by
writing yes or no: in the relevant areas — write “Yes” for the option(s) you want and “No” for the
other(s).

1) I/'we consent to a complete post mortem examination being carried out by a Pathologist on
the body of the above and am not aware that he/she objected to this (in the case of a child). |
understand that the reason for the examination is to further explain the cause of death and study
the effects of disease and treatment. This may include an external examination by a Clinical
Geneticist if appropriate.

OR

2) l/lwe consent to a limited post mortem examination being carried out on by a Pathologist on
the body of the above. | am not aware that he/she objected to this (in the case of a child). This
may include an external examination by a Clinical Geneticist if appropriate.

I/lwe wish the examination to be limited to:(Note — you can answer “yes” to more than one of
these).

The head The chest and neck The abdomen

Other (please SpecCify): ..o
OR

3) I/'we consent to an external examination only by a Clinical Geneticist and a
Paediatric/Perinatal Pathologist.

Page 3 of 8 | Hospital NUMber : .......occoeveeeeecenenee. |

L - e e —m —m —_ —_ — =4





Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology
Royal Manchester Children’s Hospital

Section 4 TISSUE SAMPLES (COMPLETE/LIMITED POST MORTEM EXAMINATION

A post mortem examination involves the removal and examination of small samples of tissue
and body fluids to investigate the cause of death, and to study the effects of the disease and
treatment. Tissue samples are taken mostly in the form of blocks and slides. Small amounts of
body fluids may also be sent for other investigations.

FIRST YOU MUST DECIDE WHAT YOU WANT US TO DO WITH THE TISSUE BLOCKS AND
SLIDES. THERE ARE THREE OPTIONS PLEASE DECIDE WHICH ONE OF THEM YOU
WANT.

ANSWER “YES” TO ONLY ONE OF THEM AND “NO” TO THE OTHERS

First option: |/we consent to these samples being kept as part of the medical records and
used for review in the future (if further information becomes available or for the benefit
of the family), for teaching, quality assurance or clinical audit.

Second option: Following completion of the post mortem report I/we want blocks and slides to
be returned to me/the funeral director for burial/cremation (please be aware that there
may be a cost implication; as funeral directors may need to charge you if they are
involved).

For return of material following completion of report (second option only)

Name of person to be contacted: ...........ooooeiiiiiiii
Title (please circle): Mr, Mrs, Miss, Ms, Other .......................
Preferred method of contact: ...,

Telephone:

A S S e

Contact to inform you that the blocks and slides are ready for collection will be made
via registered post 6 weeks after the post mortem report is completed. If we have been
unable to contact you three months after this period, blocks and slides will be dealt with
as indicated in the third option

Third option: Following completion of the post mortem report I/we would like the
hospital to arrange for disposal of the blocks and slides by individual cremation at the
Manchester Crematorium. This is usually facilitated by Central Manchester University

: . .
Hospitals NHS Foundation Trust. N F= T 0 =
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Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

Section 5 IMAGES (IF CLINICALLY APPROPRIATE)

Photographs (digital images) and/or X-rays are taken when clinically relevant during a post
mortem examination and these are retained for teaching, quality assurance or clinical audit and
as part of the medical record.

| consent to X-rays being taken.

| consent to photographs being taken.

Section 6 GENETIC TESTING (IF CLINICALLY APPROPRIATE)

In some cases, analysis of chromosomes (DNA) and other genetic tests is important to aid
diagnosis. These tissue samples may also be used for teaching, quality assurance or clinical
audit.

Statement one: | consent to taking tissues, extracting DNA from it and using it for genetic
testing if applicable.

Statement two: If “yes” to statement one | also consent to DNA storage (if no test is available
at this time). | understand that this stored material may be of diagnostic benefit to my family or
me in the future (if further tests become available).

Section 7 ETHICALLY APPROVED RESEARCH

If you have agreed for us to retain blocks and slides, tissue for genetics and images do you also
give consent to their use in ways that can benefit others?

I/We agree to tissue samples, images and other relevant information from the post mortem
being kept and used for ethically approved medical research.
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Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

Section 8 FURTHER EXAMINATION OF WHOLE ORGAN(S)

As part of the post mortem it may be important and necessary in occasional cases for whole
organs to be examined in greater detail as this may provide a more detailed understanding of
the disease/abnormality.

Following this examination and the taking of blocks and slides, the organ(s) will be returned to
the body. This will occur within a week of the post mortem so will not delay the funeral in most
instances. | understand that tissue blocks and slides taken from this organ will be dealt with in
accordance with my instructions for tissue blocks and slides (section 4).

Answer “yes” or “no” to the below.

I/We consent to the examination of a whole organ in greater detail if necessary.

Section 9 SIGNATURE OF PERSON (PARENT OR RELATIVE) GIVING CONSENT

* |/We have been offered written information about post mortem examination.
* |/We understand the benefits of a post mortem examination.

» All my/our questions about post mortem examinations have been answered.
* | have received information regarding blocks and slides

Mother’s name: ... Signature: ...,
Father’s/Partner’s name: .....................cccooeiiiinnne Signature: ...
Date: .......oooviiiiiii Time: ..o

Note that the mother must be involved in any consent for stillborn babies and babies
lost late in the second trimester (where there has been no separate existence) Itis
preferable for the mother to sign the form in such cases — but we do realise that the
father may need to sign. In this case we need to know that the mother was fully involved.

If only the father has signed

As consent-taker, | confirm and verify that the mother was fully involved in the consent
process and agrees with the above.

Signed: ..., (consent taker) Date: ..............ccceoeiiiiiiiiine i,
NamMe: .
| DOB: .../ ceccc [ e
Page 6 of 8

| Hospital NUMDEr : ..o,

L - e e e — — — — =





Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

Section 10 CONSENT TAKER’S STATEMENT:

This is to be completed and signed in front of the person giving consent.
| confirm that:

* | have explained that the post mortem will take place at Royal Manchester Children’s
Hospital and may involve transfer of the body.

* | have explained the procedures and reasons for them.

* | have explained the terms ‘organ’, ‘tissue samples’, ‘blocks’ and ‘slides’.

* | have read the written information offered to the parents.

» | believe that the person/persons giving consent has/have sufficient understanding of a post
mortem examination to give valid consent.

* | have recorded any variations, exceptions and special concerns in section 9.

* | have checked the form and made sure that there is no missing or conflicting information.
ALL PARTS OF THIS FORM MUST BE COMPLETED.

* | have explained the time period within which parents can withdraw or change consent
(CHANGING YOUR MIND Section 2), and have entered the necessary information.

* | have enclosed the documentation stated on page 2 of the help sheet.

Name (Please Print): .......eeceeieee e
JOD tIHlEe/rade: ....coov e —————
Contact details: .......oceeeiiiiie
Signature of consent taker: ..............ccccciii

Date and limMe: oo

Section 11 INTERPRETERS STATEMENT (If relevant)

| have interpreted the information about the post mortem for the parent(s) to the best of my
ability and | believe that they understand it.

NaM: ... Contactdetails: ...,
Signature: ..., Date: ........ooovvvvvnnnnnn. Time: ...,
NaME: .o
| DOB: .... [ ..... [,
Page 7 of 8
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Central Manchester University Hospitals NHS Foundation Trust
Department of Paediatric Histopathology

Royal Manchester Children’s Hospital

Additional information (if required):

DOCUMENTATION OF DECLINED CONSENT FOR A HOSPITAL POST MORTEM
EXAMINATION

This is to record that a discussion of a post mortem examination has taken place with:
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NHS Foundation Trust

Post mortem consent form

Your wishes about the post mortem examination of your baby
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Your wishes about the post mortem examination of yo ur baby

Mother Baby

Last name Last name
First name(s) First name(s)
Address Date of birth

Date of death (if liveborn)

Hospital no. Hospital no.

NHS no. NHS no.

Date of birth Gender (if known)

Consultant Consultant

Father/Partner with parental responsibility Address (if different from the mother’s)
Last name

First name(s)

Preferred parent to contact, tel. no.:

How to fill in this form:

* Please show what you agree to by writing YES in the relevant boxes.
Write NO where you do not agree.

« Record any variations, exceptions and special concerns in the Notes to the relevant
section or in Section 5.

e Sign and date the form. The person taking consent will also sign and date it.

Changing your mind

After you sign this form, there is a short time in which you can change your mind about anything you
have agreed to.

If you want to change your mind, you must contact:
[Name, department] ... e [tel] v

before [time] ...l onfday] .......ccoveevennnn. [date] .c.oovvviiii

Post mortem consent form - Version: 2.0. Index: Histopathology 167. Printed: 19-Feb-2014 15:19
HOSplta| NO. ..aukorised on: -1-9—F-eh<2-0}4-Au(hnﬂsen‘?)@%lmgmgmwQﬂﬂﬁﬁmtlﬁﬁwm Reference: 385-37916803. Due for review on: 19-Feb-2015 Page 2 Of 6

Author(s): Pamela Ashton

Page 2 of 6






Post mortem consent form - Version: 2.0. Index: Histopathology 167. Printed: 19-Feb-2014 15:19

Please be assured that your baby will always be tre  ated with care and respect.

Section 1: Your decisions about a post mortem exami nation Select one of these 3 options.

A complete post mortem  This gives you the most information. It includes an external
examination, examining the internal organs, examining small samples of tissue under a
microscope, and taking x-rays and medical photographs. Tests may also be done for infection and
other problems and the placenta may also be examined.

If you think you may have another baby in the future and are worried that the problem might occur
again, a complete post mortem is the best way to try to find out.

|:| I/We agree to a complete post morte m examination.

OR
A limited post mortem  This is likely to give less information than a complete post mortem.

A limited post mortem includes an external examination, examining the internal organs in the
area(s) of the body that you agree to, examining small samples of tissue under a microscope, and
taking x-rays and medical photographs. Tests may also be done for infection and other problems
and the placenta may also be examined.

|:| I/We agree to a limited post mortem  examination.

Please indicate what can be examined:

|:| Abdomen |:|3hest a nd neck |:'—|ead Other .. wooveveeeeeeeenn.
OR

An external post mortem  This may not give any new information.

An external post mortem includes a careful examination of the outside of the baby’s body, x-rays
and medical photographs. The placenta may also be examined.

|:| I/'We agree to an external post mort em examination.

Section 2: Tissue samples Only if you consent to a complete or limited post mortem

With your agreement, the tissue samples taken for examination under a microscope will be kept as
part of the medical record (in small wax blocks and on glass slides). This is so that they can be
re-examined to try to find out more if new tests or new information become available. This could be
especially useful if you think you may have another baby in the future.

|:| I/We agree to the tissue samples being kept as  part of the medical record for
possible re-examination. If consent is not given, you must note below what should
be done with the tissue samples. See Section 8 Item 6 for more information.
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Section 3: Genetic testing

To examine the baby’s chromosomes or DNA for a possible genetic disorder or condition, the
pathologist takes small samples of skin, other tissue and/or samples from the placenta (afterbirth).
With your agreement, this material will be kept as part of the medical record so that it can be re-
examined to try to find out more if new tests or new information become available. This could be
especially useful if you think you may have another baby in the future.

I/We agree to genetic testing of samples of skin, 0 ther tissue and/or the placenta.
If samples should not be taken from any of these, please note this below.

I:I I/We agree to the genetic material being kept as pa  rt of the medical record for
possible re-examination. See Section 8 Item 6 for more information.

Section 4: Keeping tissue samples for training prof essionals and for research

Section 4 covers additional separate consent that you may decide to give. It will not affect what you
have already agreed to above, what is done during the post mortem, or the information you get
about your baby’s condition, but it may be helpful for others in the future.

With your agreement, the tissue samples may also be examined for quality assurance and audit of
pathology services to ensure that high standards are maintained.

I/We agree to the tissue samples be ing kept and used for quality assurance
and audit.

Tissue samples, medical images and other information from the post mortem can be important for

training health professionals. Identifying details are always removed when items are used for

training.

I:I I/We agree to anonymised tissue samples, images and other relevant information
from the post mortem being kept and used for profes sional training.

Tissue samples, medical images and other relevant information from the post mortem can also be
useful in research into different conditions and to try to prevent more deaths in the future. All
research must be approved by a Research Ethics Committee.

I/We agree to tissue samples, image s and other relevant information from the post
mortem being kept and used for ethi  cally approved medical research.

You can withdraw consent for any of the above at any time in the future. To do so, please contact
the hospital and ask for the histopathology department.

Section 5: Any other requests or concerns
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Section 6: Parental consent
I/We have been offered written information about post mortems.

I/'We understand the possible benefits of a post mortem.

il

My/Our questions about post mortems have been answered.

Mothers name ...t Signature ...
Father's/Partners name ..............cccoeevvvvinnnne SIgnature ...,
Dale .. TIME

Section 7: Consent taker’s statements  To be completed and signed in front of the parents.
|:| I have read the written information offered to the parents.

I:I | believe that the parent(s) has/have sufficient understanding of a post mortem and (if
applicable) the options for what should be done with tissue and organs to give valid
consent.

|:| I have recorded any variations, exceptions and special concerns.

| have checked the form and made sure that there is no missing or conflicting
information.

I have explained the time period within which parents can withdraw or change consent,
and have entered the necessary information at the beginning of this form.

NaMEe .., Position/Grade ...
Department .........cccooiiiiiiiiii e Contact details (Ext/Bleep) ...........  ..ooeeeee.
SIgNature ... Date ................. Time ..o

Interpreter’s statement  (if relevant)

I:I I have interpreted the information about the post mortem for the parent(s) to the best of
my ability and | believe that they understand it.
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Section 8: Notes for the consent taker

1.

“Anyone seeking consent for hospital PM examinations should have relevant experience and a good
understanding of the procedure. They should have been trained in dealing with bereavement and in the
purpose and procedures of PM examinations and they should have witnessed a PM examination”
(Human Tissue Authority, Code of Practice 3, 2009).

Written information about post mortems should be offered to all parents before you discuss the form with
them.

If the parents have a specific request that you are not sure about, contact the pathologist before the
form is completed.

Make sure that an appropriate time and date are entered in the Changing your mind section at the
beginning of the form, and the parent(s) understand what to do if they change their minds. The post
mortem should not begin unless this section is completed. It is your responsibility to ensure that, if

the parent(s) change their minds, they will be able to contact the person or department entered

on this form. If the parents do not want a copy of the form, they should still be given written information
about changing their minds.

Write the mother’s or the baby’s hospital number in the box at the foot of each page of the form. For a
baby who was born dead at any gestation use the mother’s hospital number; for a baby who was born
alive use the baby’s hospital number.

Sections 2 and 3: Tissue samples and genetic materi  al If the parents do not want tissue samples or
genetic material kept as part of the medical record, explain the different options for disposal (below) and
note their decisions in the relevant section.

If disposal is requested, it will usually take place only after the full post mortem report has been
completed. The options are: disposal by a specialist hospital contractor; release to a funeral director of
the parents’ choice for burial; or release to the parents themselves. For health and safety reasons,
blocks and slides cannot be cremated. Genetic material is normally incinerated.

Send the completed form to the relevant pathology department, offer a copy to the parent(s), and put a
copy into the mother’s (for a stillbirth or miscarriage) or the baby’s (for a neonatal death) medical record.

Record in the clinical notes that a discussion about the post mortem examination has taken place, the
outcome, and any additional important information.

Possible further examination of one or more organs Very rarely, it may be recommended that an
organ is kept for more detailed examination after the baby is released from the mortuary. In this case,
the form Consent to further examination of organs for diagnostic purposes should be completed, as well
as this form.

» If you already know that this is recommended, discuss it with the parents and also explain how it
might affect funeral arrangements. If they consent, complete the form Consent to further examination
of organs for diagnostic purposes now, and staple the two forms together. Record the consent in the
Notes to Sections 1 and 2 on this form.

» If the pathologist recommends further examination a fter the post mortem has begun, they will
contact you or the unit. The parents should then be contacted as soon as possible to discuss their
wishes and to explain how keeping the organ might affect funeral arrangements. If they consent, the
form Consent to further examination of organs for diagnostic purposes should be completed and
copies distributed as above. A note should be added to the medical record that consent was given,
including how it was given (face-to-face, email, fax etc).
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Form.

Post Mortem chuel_it Farm - Version: 1.2, (ndex: HOOC Post Mortermn Request

_ Mother details NHS No:

Alder Hey Children's mﬁ

NHS Foundation Trust

Alder Hey Children’s NHS Foundation Trust, Eaton Road, Liverpool, L12 2AP

Department of Paediatric Histopathology —~ CPA Accredited

Dr George Kokai, Consultant Paediatric Pathologist (Ge

e.Kokai@alderhey.nhs.uk'

; Dr Rajeev Shukla, Consultant Paediatric Pathologist,

(Rajeev.Shukla@alderhey.nhs.uk) Dr Jo McPartiand, Consultant Pagdiatric Pathologist (Jo.McPartland@alderhey.nhs.uk);

Secretary Tel: 0151-293-3656 Fax: 0151- 293-3617 Mortuary Tel: 0151-252-5219 Fax: 0151-293-3681

Request for fetal, perinatal or infant
post mortem examination

Always send a placenta with the baby (in that case you do not need to complete Request for Placenta Examination)

Please complete all relevant sections of this form to ensure appropriate examination and avoid delay

Referring Hospital:

Fetus /Infant details NHS No:

Surname: Surname:
First name: - First name: Sex:
Date of birth: Date & time of birth:
Date & time of death:
Hospital number: . Hospital number:
Consultant: __Tel/bleep: Consultant: Tel/bleep:
Mother’s details
Past medical history & medication
Past Obstetric History: G_P_ Lo gt
. Date  “Gestation' ~  Weight' Sex Labour Delivery " Outcome
2.
3
‘Details of current pregﬁancy: 3
Non-viable fetus Stillbirth Neonatal death Termination for anomaly
Spontaneous miscarriage . Antepartum Specify: '
Intrauterine death ‘ Intrapartum '
Gestational age: LMP: EDD: Gestation: Gestation:
(by dates) (by scan)
Fetal Anomaly? Y/N  Please give full details & US findings (include report if complex)__
Ainniocentesis? Y/N CVSs? - . Y/N Maternal pyrexia? Y/N
Threatened Abortion? Y/N Hypertension or PET?  Y/N Glycosuria / diabetes? ~ Y/N
Antepartum haemorrhage? Y/N IUGR? Y/N Poly/oligohydramnios? Y/N

Other relevant details of pregnancy (social habits, etc,)

Labour & Delivery

Posi Mortem Request Form - Varsion: 1.2, Indax: HDOC Past Mortem Reguest Form, Prinjed: 07-kay-2013 14:25
284307, Due for raview on: 18-Mar-2016

Authotisec! on: 20-Mar-2013. Authorised by. Samh Eykelanboom. Doaument Unique Rafarence: 455-28!
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Post Morlsm Request Farm - V.emiqn: 1.2 Index: HOOC Post Mertem Request Form. Printed: 07-t4ay-2013 14:25

Alder Hey Children’s m

NHS Foundation Trust Alder Hey Children’s NHS Foundation Trust, Eaton Road, Liverpool, L12 2AP
Last evidence of fetal life: Date & time: Duration of: 1% stage:
Rupture of membranes:  Date & time: ‘ 2™ stage:
Liquor: Normal / Meconium / Blood / Poly/Oligohydramnios 3" stage:
Onset of labour: Spontaneous / Induced Why?:
* Presentation: Vertex / Breech / Other Specify:
Delivery: Spontaneous / forceps / Ventouse /EICS / EmCS  Why operative:
Fetal distress: Y/N  Details:

Fetus / Infant details .
‘Birth weight; kg  Length; cm  Sex: M/F  Gestation: ~gw  Apgar: / - 1/5min

Resuscitation details

Congenital anomalies

Neonatal course
Brief summary of major problems, investigations and treatment

Sus.pected cause of death

~ Any special points of interest / request?.

.Type‘o._f invéstigation requested (please note: all investigations include histology): -

Fetus (<24 gw) & placenta - - Fetus (>24 gw) & placenta
Fetus (<24qw) only . Fetus (>24 qw) only ' Sex identification
DOCtor’s NaIme:.......cevvivnrenriiesiaeraeen GP Name; s;isisisnisisivaimsiiossrmiig Sk
“Doctor’s Sig:nature:....r'. sereereendd A— GP Address:..................... B..eeade, verrerresdiens e '
Doctor’s telephone/bleep No: ............ GP Telephone Number:..........ocovuieiieiiienianne, iise .I %
Checklist
* Completion of Post Mortem request form Mother’s case note (or copy)

Clinical summary completed Ultrasound reports

Baby’s case notes Placenta sent

Skin swab taken Skin biopsy (for culture) taken

Signed consent by parent(s)/witness

Additional information:

Pos| Mortem Raquesl Form - Varsion: 1.2, Index: HDOC Past Mortem Ragues| Form. Frinjad: 07-liay-2013 14:28
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Cytogenetic Analysis Referral Criteria_CMFT.pdf
(‘i’A Central Manchester University Hospitals NHS

Accredited Medical NHS Foundation Trust
Laboratory
Reference No: 4015

Genomic Diagnostics Laboratory (GDL)
Manchester Centre for Genomic Medicine
6% Floor, St Mary’s Hospital
Oxford Road
Manchester
M13 9WL
Tel: 0161 276 6553

Fax: 0161 276 6238 Director
Dr KL Gaunt BSc., PhD., FRCPath

Website: www.mangen.co.uk

REFERRAL CRITERIA, REQUIREMENTS FOR CYTOGENETIC ANALYSIS, AND TISSUE DISPOSAL
POLICY FOR SOLID TISSUE SAMPLES FOLLOWING LOSS OR TERMINATION OF PREGNANCY

Referral Criteria

Samples are accepted that fall within the following categories only:

e Confirmation of prenatal diagnosis of a chromosome abnormality. In cases with aneuploidy, confirmation is usually carried
out by Quantitative Fluorescent PCR (QF-PCR).

e Ultrasound scan diagnosis of structural fetal abnormality; please specify clinical abnormalities on the referral form.

e  Phenotype suggestive of a chromosome abnormality; please specify clinical features on the referral form.

o Neonatal death or IUD when the gestational age is 24 weeks or greater.

e Athird or subsequent consecutive miscarriage. Please clarify including dates of each miscarriage on the referral form.

e Samples for culture prior to export for further testing.

Please note: Cytogenetic testing will not usually be carried out on samples referred for neural tube defects without additional
malformations or recurrences in the family.

If you require further information please contact the laboratory directly by telephone and ask to speak to the Duty Scientist.

Sample Requirements

The most appropriate sample types are:

If possible, please send a sample of cardiac or cord blood in EDTA (0.5ml collected in a paediatric tube).

A full depth skin sample (0.5cm3)

A sample of umbilical cord tissue approximately 2-3 cm in length

A sample of placental tissue approximately 1-2 cm? in size which includes placental villi.

Please Note
e Whole Fetuses cannot be accepted by the laboratory under any circumstances. The referring centre will be contacted to
arrange collection.

e Tissue samples that are more than 7 days post mortem or appear necrotic on arrival in the laboratory may not be suitable
for cytogenetic testing. Please state the date of delivery on the referral form.

Important note: The complete history of this document including its author, authoriser(s) and revision date, can be found on Q-Pulse

CONTROLLED DOCUMENT — DO NOT PHOTOCOPY

Genomic Diagnostics Laboratory (GDL) Document printed on 08/10/2014 16:12 by Natasha.Leo
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e Samples that have been preserved in formalin are unsuitable for cytogenetic studies. Samples that have been frozen are
unsuitable for cell culture but are suitable for molecular cytogenetic analysis.

e Please do not include cord clips, dressings or any other medical device with the sample.

e Please do not send the entire products of conception from an early pregnancy loss. Please examine the tissue at delivery
and only send sufficient material for testing (approx 1cm3).

e  Products of conception will only be accepted from clinically confirmed pregnancies (i.e. those that have been confirmed by
both high levels of hCG and ultrasound confirmation of a gestational sac or fetal heartbeat). This information must be
provided on the referral form. Samples that do not meet these criteria cannot be processed.

Transport Requirements

a. Solid Tissue samples should be sent either dry or in sterile saline (if stored overnight) in a sterile leak proof container.

b. All samples MUST be accompanied by a completed Genetics Test Request form, on which the consent statement has been
signed by the referring clinician (copies can be downloaded from the Mangen website www.mangen.co.uk). Please do not
send paperwork for other departments with samples for genetic analysis.

c. The sample container and referral form should be sealed separately into a biohazard bag. All packaging should conform to
UN3373 standards.

Tissue Disposal Policy

Please ensure that the sample size does not exceed that detailed in the sample requirements section above; in this event, all
material will be exhausted by testing.

This laboratory does not have facilities for the handling or disposal of excess fetal material. In the event of samples containing
excess fetal material being sent to the laboratory, the referring centre will be contacted to arrange the return or collection of
the sample.

In cases where the sample has not been collected within fourteen days of contact, and the wishes of the mother for disposal of
the tissue have not been communicated to the laboratory, fetal material of less than ten weeks gestation will be cremated
locally as part of a monthly communal cremation. Crematorium fees (currently approximately £65) will be invoiced to the
referring centre.

Where there are special requirements for the handling or disposal of samples, please clearly specify the details on the referral
form and provide any relevant documentation.

Essential Referral Information

All samples for genetic analysis must include the following information in order to be processed:
e Referring Clinician and Referral Centre clearly indicated.
e  Full patient details including Maternal NHS number and Maternal Date of Birth.

e  Full clinical details including the reason for request (please detail abnormalities), gestational age, date of delivery and
date of sampling.

e The site of origin of the tissue sample sent.

OTHER TISSUE SAMPLES REFERRALS

e If askin biopsy from a living patient requires testing for tissue specific mosaicism, or tissue requires cell culture prior to
export for molecular or biochemical testing, please telephone the laboratory to request fresh transport medium. Please
also comply with transport requirements b. and c. above.

e Solid tumour samples for cytogenetic testing should be sent to the Oncology Cytogenetics Laboratory at the CHRISTIE NHS
FOUNDATION TRUST (0161 446 3165).

PLEASE CONTACT THE LABORATORY TO DISCUSS ANY ASPECT OF SAMPLING OR REFERRAL IF REQUIRED

Last updated: October 2014

Important note: The complete history of this document including its author, authoriser(s) and revision date, can be found on Q-Pulse

CONTROLLED DOCUMENT — DO NOT PHOTOCOPY

Genomic Diagnostics Laboratory (GDL) Document printed on 08/10/2014 16:12 by Natasha.Leo

Revision 7 Page 2 of 2







image27.emf
Manchester  Cytogenetic Test Request Form_081216.pdf
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NHS

Patient Details [Payment status: [ NHS () Private ] Referring Clinician

Genetic Testing Request Form - V5

Genomic Diagnostics Laboratory (GDL), Manchester Centre for Genomic Medicine (MCGM)

Accredited Medical Laboratory
Reference No: 4015

[ Surname: ] [ Clinician (in full):
[ Forename: ] [ Hospital (in full):
[ DoB: ] [ NHS No: ] [ Department: ] [Tel:
Sex: ] [ Hospital No: ] [ Midwife ] [ Fax:
Address: [ Copy report to (if applicable):
Postcode: Consent Statement - It is the referring clinician’s responsibility to ensure that the

- J_J_JL_JL__J

patient/ carer knows the purpose of the test and that the sample may be stored.

Fetal Gestation:

[ )

[ Ethnic Origin (CF only):

Referring Clinician Signature:

)

Sample Information Test Requested Clinical Indications & Test Details

I Rapid Aneuploidy

DNO

High Infection Risk? D Yes

[

[ Date Taken:

Blood Tube
Requirements

Li-HEP Tube

EDTA Tube

Sample Type:

- Fetal blood, specify if cord or cardiac sample
- Fetal tissue, include delivery date & gestation
- Solid tissue, specify sub type & anatomic site

@l Karyotyping

il FisH

[l storage (Fixed Cell Suspension)

Clinical Indications

! Microarray (Include Clinical Indications)
[l Mutation Screen (Diagnostic Test)

!\ Predictive (Presymptomatic Test)

i Prenatal

@l Carrier Test

Test and Muta

[l DNA Storage Only (No Testing)

Export - use only Export Request Form V8

tion

- Include Down Syndrome Risk Screening for prenatal samples
- Include pedigree, details of familial mutation, name and DoB of proband if relevant

[ Sample Taken By:

] [ Guidance notes shown over page, further details can be found at ManGen.org.uk

Genomic Diagnostics Laboratory Use Only

Date Stamp:

Routine FastTrack Urgent

GDL
Barcode

High Risk: Yes No

Cytogenetic Cultures

Container: Li-Hep EDTA

Plain

Other Condition:

Sample Type: BL AF CV TC FH DNA

Molecular Pre-Analytical

Blood: EDTA Li-Hep Blood-Spot Other

Test Type:

Indication:

Tubes: <1ml: Y/ N Spare: Y /N

QF-PCR> 13,18,21

Confirmatory QF-PCR >

X&Y No

Store Taken By:

Taken By:

Check By: Fixed Tissue: Wax-Block Shavings Slides

Check By: Stained: Y / N  No of Slides:

BL > Long A+B W/O

Breakage >

Mitomycin-C Cultures

NSU Setup By:

Setup By:

Setup Comments:

Marked: Y / N Path #:

Fresh Tissue > Specify:

AF > Yes No

Setup By:

Check By: DNA - Lab #: Vol:

ul

CVs-> Cyto Backup

Transport Medium #:

Sent Away: No

Export

Yes > Amount:

No Sorted By:
Weight:

Setup By:

Check By: Prenatal: Amnio CV  Cultured Cells

Check By: Mouth-Wash Mouth-Swab

Check By: Chemagen (1-3ml)

TC Culture Type >

Tissue Stored: No

Setup By:

Check By: COBAS iGENatal

Frozen

Payment:

Private

EZ1 > Specify:

Comments: (With Initials)

Duty Scientist:

Post-Login Scientist:

Mol Tech (Check): Mol Tech (Transfer):






Central Manchester University Hospitals NHS

NHS Foundation Trust

Director of Laboratories: Dr L Gaunt PhD FRCPath Genomic Diagnostics Laboratory (GDL)
Email: lorraine.gaunt@cmft.nhs.uk Manchester Centre for Genomic Medicine (MCGM)
Telephone: 0161 276 6506 Central Manchester University Hospitals NHS Foundation Trust
Fax: 0161 276 6145 6th Floor, Saint Mary's Hospital, Oxford Road, Manchester, M13 9WL

Guidance Notes — Genetic Testing Request Form - V5

Patient Details Referring Clinician

The following are details are mandatory, other details should be The following details are mandatory:
completed fully as possible: e Clinician name is mandatory, initials are not acceptable as the
e Surname & Forename laboratory cannot identify the consultant. A minimum of first
DoB - Date of Birth initials and surname in full must be provided.
¢ NHS Number (10 digits) ® Hospital should be clearly identifiable, initials are not

acceptable as the laboratory can not identity the hospital.

* Patient Sex Trusts with more than one hospital should clearly identify the

® First line of Address & Postcode referring hospital.
Payment Status: private patients should be declared with full ® Department should be clearly identifiable, initials are not
billing details to ensure the sample is accepted and processed. acceptable as the laboratory can not identity the department.

e Midwife is only applicable to prenatal referrals.

Sample Information Other details should be completed fully as possible:

e Tel/ Fax, without a telephone/ fax numbers urgent results

High Infection Risk: In accordance with the Health & Safety at cannot be given, reports will only be sent by first class post.
Work Act and the COSHH Regulations, the laboratory must be e Copy report to is optional, if more space is required please use
informed of any infection risk associated with submitted samples. the Clinical Indications & Test Details box.

The sender has the responsibility for minimising the risk to Consent Statement must be signed for the sample to be accepted
laboratory staff by giving sufficient information to enable the and processed by the laboratory.

laboratory to take appropriate safety precautions when testing a
specimen.

Test Requested
Prenatal Samples - Store overnight at 4°C if required, DO NOT
freeze or expose to heat. The sample must arrive in laboratory
within 24 hours of being taken.
Amniotic Fluid: 10-20ml in sterile leak proof plastic universal.
Chorionic Villi: 10-30mg in sterile transport media. See Full details of the Clinical Indications and Test/ Mutation must be
guidance on website for further information supplied to ensure the correct test/ analysis is performed.

Fetal Blood: 1ml in a 2ml paediatric Lithium Heparin tube,

il strall o s seis eetllgk Clinical Indications & Test Details

Postnatal Samples — Store overnight at 4°C if required, DO llegible f il It in delavs to testi d i

NOT freeze or expose to heat. The sample must arrive in €gible forms wWifl resutt In delays to testing and reporting.
laboratory within 48 hours of being taken. As much detail as possible should be provided, if required
e Venous Blood: use Lithium Heparin (Li-HEP) tube only: additional reports and letters can be attached to this referral form.

— 4ml for adults and children

— 1ml minimum for neonates GDL Contact Details
Solid Tissue: DO NOT expose to formalin. Send in dry sterile

p|astic container (Or if stored OVernight in sterile Saline). Laboratory Opening Hours: 09:00 — 1700' Monday to Fr|day

More than one test can be requested when relevant to the
investigation, ensuring the appropriate sample type(s) are supplied
for the requested test(s).

Telephone: 0161 276 6553 Telephone: 0161 276 6122

Store sample at 4°C if required, send by courier or first class post.
e Venous Blood: use EDTA tube only:

= 4ml fo.r ?dults and children (BD Vacutallner preferred) DO NOT email patient, personal identifiable, confidential or

— Iml minimum for neonates (Sarstedt Micro Tube preferred) sensitive information to the GDL without secure encryption.

— 10-16ml for Free Fetal Sexing, must be received in the GDL
within 24 hours of blood being taken (BD Vacutainers)

Mouthwash Samples: GeneFiX or Oragene collection kits only Website: www.ManGen.org.uk

Other Sample Types: by prior arrangement only.
Delivery Address

Tissue Type: If solid tissue the type should be specified, for fetal
tissue samples the date of delivery and gestation must be included. Sample Reception Genomic Medicine
I I

Fetuses cannot be accepted under any circumstances.

Sample Packaging: The sample container should be sealed in a 6th FIOOI’, Saint Mary's HOSpitaI,
biohazard bag in case of a leakage. To prevent contamination of

referral form and paperwork this should not be sealed with the OXfO rd Road, ManCheSter,
sample. All packaging should conform to UN650 standards (as . .
applied to UN3373 - Biological Samples, Category B). M13 9WL' Unlted Klngdom

Secure Fax: 0161 276 6238 Secure Fax: 0161 276 6606

For general enquiries email: jane.mckeown3@nhs.net

DO NOT SAVE OR PHOTOCOPY - Current forms can be printed from www.ManGen.org.uk/FORMS — DO NOT SAVE OR PHOTOCOPY




mailto:Jane.mckeown3@nhs.net
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TICK IFPRIVATE . [ ]’
Sex (MIF) o e

Dateof Birth ................................
VIRAL HEPATITISB? . YES/NO

: : - | OTHER ‘HIGH RISK
P _
(lne; BESiFoeE) : INFECTION ? YES / NO

HOSPITAL. © .comemmransmomms sonasmessessssiishpiisi iipiaeoiass

URIENUIDEE .. oer v oo eoversss oo eesemsenesseesesssmssammsessossses, NFIS NUMBBE (oo
WAFD 7 GG e oo, Any Previous Cytogenetic YES/NO
Investigations ?

Consuftant ...
Give Details:

;amples should be sent to the laboratory 3s soon as is practicably possible, but may be stored overnight at +4°C. -
Jjease see reverse of card for advice on’transport vessels, culture media, replacement cards and consent.

Surname T R T eI

Other Names .coivesven vasisdisamin s sas st ssssavinss
Address

CLINICAL DETAILS (PLEASE )
Include OBSTETRIC HISTORY where relevant. Is patient currently pregnant? i

AT AMNIOCENTESIS [ CVB : GRAVIDA
LM.P. . AGE BY m0>2. HUSBAND/ PARTNER D.O.B.

TICK IF PRIVATE [ |

OEERRBRTES = cnsemsmarsmmamms s e D)

Address Date of Bifth ...........................
See® Ses Sad ass seE EEB IS AN SES SRS nRuEE -ounciill-lll e <—x>—l Imv>q—dl—wmw <mM\Zo

; OTHER HIGH RISK

T T T Proreic o SR

UNIENUMDET oo oo oo oo e seme ssesssisieisisssmsseneniiasaies NFS Number ...................

WAL £ CEINIC oo vee oo e e e e seeeeesens s eeensenns Any Previous Cytogenetic YES/NO
Investigations ?
Consultant

) -Give Details:
SPECIMEN oot VG DetAlS |
;amples should be sent to the laboratory gs soon as is practicably possible, but may be stored overnight at +4°C. |
llease see reverse of card for advice on'transport vessels, culture media, replacement cards and consent. _

Please tick if the patient or quardian does not want cellular material to be stored after testin.

CLINICAL DETAILS (PLEASE )
Include OBSTETRIC HISTORY where relevant. Is patient currently pregnant? .

Surname

Jate sample taken:...........ccevvuevenen Signature: ...cuuvs sssosiaisaivans R~

AT AMNIOCENTESIS / CVB . GRAVIDA
L.M.P. : AGE BY SCAN HUSBAND/ PARTNER D.O.B.
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T
Liverpool Women’s ==

NHS Foundation Trust

Dedicated. tv_ymm

Accredited Medical Laboratory
Reference No: 2048

GENETICS LABORATORIES TEST REQUEST

Please PRINT clearly in black ball point pen as this form will be scanned

Caution
Biological hazard

Surname: Date of Birth: Genetics Laboratory ID:
First name: Birth Gender:
NHS number: Hospital No: Date/time received:
Hospital: G Number:
Home Address: NHs [ Private  [] Sample type/volume:
Postcode:
Referring clinician: (PRINT SURNAME) Signature: . .
First sample review:
Sample collection:
Dept / Surgery: Contact Tel number: Time: Signature:
E-mail address: Fax No: Date:
TEST REQUIRED (see overleaf for sample requirements ) SAMPLE TYPE
€ DNA Storage EDTA € FISH € Amniotic Fluid (AF) € Blood EDTA
€ Microarray EDTA € Karyotyping € Blood Lith Hep € Bone Marrow
€ Sene/r;ane!ftezt lEDT:\* € Fixed cell Storage Lith Hep | ¢ pyccql Scrape/Saliva sample € Solid Tumour
€ase opecily below € Chorionic Villus Sample (CVS) € Urine
€ Solid Tissue (specify origin) .....ccceveeeverereecerrerree e
REASON FOR GENE/PANEL TEST € Oth
Bl ettt et e ettt ettt st te s et et e e e e nae st aenaees

HIGH RISK SAMPLES:

€ Mutation Screen / Diagnostic Test If a specimen is known to present an infection haza  rd it
€ Predictive Test (asymptomatic) must be clearly labeled ‘DANGER OF INFECTION’ and the
€ Carrier Test (recessive disorder) infection hazard stated
€ Family studies VIRAL HEPATITIS B YES NO
OTHER HIGH RISK INFECTION  YES NO
S © 1 VT TR STTTRR .
Please SpecCify:.....cceerrinrrneinnnsunssessnesancnes

** Disease / Clinical Details - Please give clinica | details and full family CONTACT INFORMATION
history (if any). If pregnant please indicate gesta  tion in section below. Tel: 0151 702 4228 / 4229
Fax: 0151 702 4230

www.liverpoolwomens.nhs.uk

generic email: (monitored daily)
dna.liverpool@nhs.net

section specific email:
cytogenetics.oncology@Iwh.nhs.uk
cytogenetics.postnatal@Iwh.nhs.uk
cytogenetics.prenatal@Iwh.nhs.uk

PLEASE DELIVER TO:
Regional Genetics Laboratories,
Liverpool Women’s Hospital,

Consent to store (see overleaf) c S
rown Street,

Please tick if patient does NOT want any remaining DNA/RNA \:| .

or fixed cell suspensions stored in the laboratory Liverpool, L8 7SS
GRAVIDA: ... PARA: ... LMP:
Age by Scan: .............ceeenl Partner name: ...................... Partner DOB :..........cccevvveene.

NB lllegible request forms, or inadequately labeled containers, may delay processing

Doc ref: GEN 686: v1.1 Jan 2017. Authorised: JEK





GENETICS LABORATORIES TEST REQUEST

Please note this section of the referral card is for your reference, and is not required to be sent as part of the
referring documentation.

DO NOT FIX OR FREEZE SPECIMENS. WHERE APPROPRIATE, KEEP IN A REFRIGERATOR OVERNIGHT OR AT THE WEEKEND.
SEND SAMPLES AT ROOM TEMPERATURE IN APPROPRIATE PACKAGING BY 1°* CLASS POST OR INTERNAL COURIER.

SAMPLE REQUIREMENTS
(Lithium heparin bottles have the GREEN or ORANGE top and EDTA bottles have PINK or PURPLE tops)

Molecular Genetic (gene based) Testing

at 4°C. DO NOT FREEZE

BLOOD SAMPLE — EDTA 3mls adults; 1-2ml from young children. In EDTA blood collection tube — MIX WELL and store

SALIVA SAMPLE — Saliva is a useful alternative to blood samples for certain tests. Samples must be collected in an
approved kit (please contact the laboratory for further information)

OTHER TISSUE — By arrangement with the laboratory.

Cytogenetic (chromosome based) Testing

Postnatal blood Referrals: 1-2 ml for new born infants, 5 ml for older children and Adults

For Karyotype / FISH analysis: LITHIUM HEPARIN collection tubes — MIX WELL and store at 4°C. DO NOT FREEZE

For Microarray analysis: EDTA collection tubes — MIX WELL and store at 4°C. DO NOT FREEZE

Amniotic Fluid samples: Karyotype or microarray analysis: 15-20 ml in a sterile container.

Chorionic Villus samples (CVS): Send in transport media, provided by the laboratory on request.
Karyotype analysis only: 7-10 mg. Karyotype & single gene testing: 10-15 mg. Microarray analysis: 20mg.
For Biochemical assays: >20mg.

Solid Tissues samples: send in transport media, provided by the laboratory on request.
If solid tissue transport media unavailable please send in STERILE SALINE solution.
** Formaldehyde or any fixative solution is unsuitable where culturing is required**

Touch Preps.

Oncology Cytogenetic Referrals:

Bone Marrow samples 1-2- ml of aspirate in 5ml transport media, provided by the laboratory on request.
If no transport media available please send in LITHIUM HEPARIN tubes.

Blood samples for CLL, CML referrals: in EDTA or LITHIUM HEPARIN tubes.

Lymph Nodes, send in transport media, provided by the laboratory on request.

Formalin fixed Paraffin Embedded Tissue (FFPEs) , 4-5 microns (with H&E slide, clearly highlighting area of interest)

Consent

It is the responsibility of the referring clinician to ensure that consent has been obtained for the tests requested.
The laboratory stores any remaining DNA/RNA and fixed cell suspensions (6 months) on all samples received for the
following purposes: Audit, Education & Training and Quality Assurance.

Consent is not required for these purposes but it is good practice to make the patient aware of this Policy.

Please contact the laboratory if you wish to discuss this policy further.

For a more in depth information regarding referrals and reporting times please visit the genetics service website:
http://www.liverpoolwomens.nhs.uk/Health Professionals/Genetic Laboratory Services.aspx

For information on how to package samples for safe transportation please look at the following website:
http://www.liverpoolwomens.nhs.uk/Library/health professionals/Genetics/Sample Packaging and Transportation Guide.pdf
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Bereavement from a twin pregnancy: Guidelines for health professionals


















These slides are intended for use by a health professional involved in providing care for parents who have lost a baby from a twin pregnancy to train members of their team in the use of these guidelines developed by a team from Newcastle University and the Newcastle upon Tyne Hospitals NHS Foundation Trust, supported by the Tiny Lives Trust and the AHSN. It is recommended that participants are provided with a copy of the guidelines to refer to during the training session.

 

The guidelines arose from a research study that identified a need for guidance for health professionals supporting parents after the death of a baby from a twin or triplet pregnancy. They were developed in collaboration with health professionals working in this field. They are a guide only, and are not intended to be prescriptive.   



Please note: The term ‘twin’ is used for simplicity but is understood to mean ‘twin, triplet or higher order multiple’ throughout.


1



Introduction

Staff expressed lack of confidence in dealing with bereaved parents after loss from a twin pregnancy

how to instigate  a conversation about the loss?


Parents expect and value emotional work from staff

staff often the only people to have ‘known’ the deceased baby


The way in which staff relate to parents has a major impact on their experience of a difficult and painful time

‘There was one or two who were kind of cold to the counselling part and those aren't the ones you favoured, because they are there to do a job, not for you’ [PO10]







Parents who have suffered a bereavement from a twin pregnancy face the difficult challenge of dealing with the bereavement, while often simultaneously feeling anxious about the prognosis for surviving multiples. They differ from parents who have lost a singleton in many ways, but one important difference, and one of the main reasons for developing this guidance, is that parents who have lost a twin often remain in hospital for weeks or months while the surviving twin is cared for. Staff were generally very confident in providing medical and nursing care for surviving babies, but lacked confidence in supporting parents dealing with the bereavement.

Parents see emotional support for them as part of the job for staff in the neonatal unit. We identified a tendency for parents perception of staffs’ emotional work to influence their judgement of staffs’ medical/nursing skill and expertise. 

The relationship that parents had with staff were very important to them. Clearly it’s a very emotional and vulnerable time for them. Negative interactions coloured their memories of the deceased twin; positive interactions were valued and became an important part of the parents’ narrative about their twins. Staff can make a huge difference – so it’s important to get it right.

Research has identified a number of positive behaviours and actions that staff ‘on the shop floor’ can do and that parents appreciate as well as things that parents find upsetting and insensitive. These are covered in this training session. 

2



Overview of training session

Recognise twin status


Acknowledge the bereavement


Provide emotional support


Provide appropriate information


Provide continuity


Offer memory making


Handle cot occupancy sensitively on the neonatal unit


Prepare parents for discharge from hospital






The guidance in this training session covers a number of areas where the actions of health professionals can have a big impact on parents’ experiences around the death of a baby from a twin pregnancy that were identified from a qualitative study undertaken to explore the views and experiences of parents and health professionals on this issue.

Suggestions for words health professionals might use to bring up difficult topics with bereaved parents are provided – although of course each individual needs to find ways of relating to parents that feel right to them and to tailor their conversations to the individual situation.
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Recognise twin status



‘they [staff] all acknowledged what’s happened, and I think that that was really important….nobody ever tried to treat us like parents who’d just had one baby’ [Mother]



‘..one of the senior nurses…when we were there and he mentioned the deceased twin… and he just came over to me and said ‘we know what you’ve been through…if you ever want to talk about it or you want any, you know what I mean, we are here, we will not ram it down your throat but we are here’’ [Mother]









Generally parents appreciate it when staff acknowledge that a surviving baby is a twin.

It’s important to establish quickly whether or not the parents want their surviving baby to be recognised as a twin. Assuming they do, find out the name of the twin who died, acknowledge the bereavement and refer to the twin by name during conversation. 

Another parent described it as ‘just brilliant’ because the nurse always talked about ‘them’ and ‘she used his name as well’

One way to broach this would be to say ‘I know this must be a really difficult time for you. Some parents want the baby they have lost to be remembered, but others find it painful to be reminded. If you can tell me what is helpful for you, I can make sure the other staff know. If you don’t know what you want us to do just now it doesn’t matter. We can talk about it another time.’
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Recognise twin status





‘Nurses would ask ‘How was your pregnancy with him?’ They forget about him being a twin and everything like that‘ [Mother]







In contrast this quote shows how parents find it hurtful when their twin’s status is forgotten.
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Recognise twin status



‘they forget about him being a twin [Father speaking]’ ‘it’s not just they forget…a lot of them didn’t know [Mother]’ 



‘a little blue butterfly…….just put a butterfly on [the cot] then they know he’s a twin and then it solves the problem’ [Mother]

 





It might be helpful to use a symbol (for example a butterfly) on the surviving baby’s cot to indicate to staff and other parents who have experienced a similar loss, that the baby is a twin. This may help to remind staff and prevent unintentional painful comments being made.  This was something that was suggested by one of the parents who was interviewed for our qualitative work.



Explain to parents what this looks like, and why it is used. Ask them if they would like this, and ask them if they would like the name of the twin who died to be written on it, or if they would like to annotate it in some other way (e.g. putting a photograph on it). 

‘We use these (butterfly) symbols that we put on the cot of a baby who has lost a twin to indicate to staff and other parents that this baby is a twin. Is that something you would like us to do for your twins?’
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Butterfly symbol









We provide parents with an information leaflet. We ask them if they would like us to place a butterfly symbol next to the cot, or inside the incubator. We ask parents if they would like to write the name of the twin or triplet who died on the butterfly sticker. The sticker is laminated so can be wiped clean, and we use a waterproof permanent marker pen. A sticker could also be placed on the outside of the medical notes of the surviving twin, or the medical notes of the mother if the loss occurred before birth. 
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Acknowledge the bereavement





‘one of the doctors at the time really quite upset me and she often said to me “at least you’ve still got one”…..that was one of the worst things that anyone could possibly say’ [Mother]









Parents report that sometimes they feel that their loss is underestimated because of a tendency of others to try to be positive and focus on the surviving twin. Typically they welcome being given ‘permission’ to grieve for their loss, while celebrating their surviving baby. 

Understandably after the death of a twin the clinical focus moves quickly to the medical care of the surviving baby – this can give parents the impression that their other baby has been forgotten 

Try to make sure parents feel able to discuss their feelings of loss and sadness about the death of one twin and reassure them that it’s perfectly okay and normal to feel a mixture of emotions – joy and grief simultaneously. 

You could say ‘It’s completely normal for you to feel terrible sadness about the death of your baby, but at the same time feel excited about his/her twin. Other parents experience this too. Don’t be afraid to discuss this’’. 

Keep in mind that the death of a twin is no different to the death of a singleton – avoid any sense that the parents are somehow lucky to ‘still have one baby’.
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Acknowledge the bereavement



‘I always felt I mismanaged that situation emotionally for her because for me it was all about the 28 week baby that was alive.......I felt I gave the best practical care but I always felt I hadn't acknowledged [twin’s demise] in the way that I should… We don't acknowledge the grief, we try and focus on the positive. We should perhaps be dealing with both the elation and the grief at the same time.’ [Midwife]









Staff as well as parents reported to us that they sometimes felt that they were too quick to focus on the surviving twin. Nicely summed up by this quote from a midwife.

Staff caring for a surviving baby should be aware that the demised twin is equally important to the parents. Parents generally appreciate it if staff bring up the subject of the twin who has died and welcome the opportunity to discuss their experience.
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Provide emotional support



‘they [staff] weren’t allowed to get upset around you….you knew that they were kind of like leaving the room….a comfort that someone around you is upset with you….’ [Mother]


‘Dr X spoke to us on SCBU that morning, saying ‘oh you’re the guy who’s [flown back from X]…I thought now how can you even remember that, you’ve got so many babies and so much being….but he remembered this grandfather being abroad yesterday’ [Grandmother]







The bond that develops between parents who lose a twin and staff is very special. Parents who lose a twin often have a surviving premature and often very sick twin who might stay in the unit for a long time, thus allowing relationships with staff to develop. Many parents spoke about feeling that members of staff had become ‘like friends’ to them. 

The importance of the human interaction between staff and parents is a strong theme in research in this area. Parents appreciate staff being empathic and little things – that demonstrate compassion and caring - are valued and important. Staff should aim to show compassion and be supportive in a controlled way. 

Phrases that you could use include: ‘How are you feeling today?’ ‘What would help you?’

A parent’s desire to talk about the death of their other twin is likely to change over time, and even on a day to day basis. You could say ‘I’ll always be happy to talk about [twin who died’s name]. Today might not be a day when you want to talk about [him/her] but we can chat on another day.’



Try not to worry about ‘saying the wrong thing’. Staff understandably feel uncomfortable broaching this painful subject, but parents generally really appreciate the opportunity to talk. You could say ‘Is there anything I can do for you?’ or ‘What can I do to help you?’
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Provide emotional support

‘it was just a bit matter of fact to people’ [Mother - referring to the funeral of one of her twins]


‘her middle name wasn’t put in and it’s smudged…’ [Mother – referring to the remembrance book] ‘and she just feels upset when she sees it’ [Father]



‘one of the nurses that was least conscientious towards other people’s feelings kept calling him [surviving twin] by his brother’s [demised twin] name’ [Mother]







In contrast – sometimes seemingly unimportant things are overlooked. Although unintentional these things can be hurtful to parents. Small things can take on great significance to parents at this time.
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Provide appropriate information

‘ So all the way through ….we were totally informed, they didn’t try and hide anything..…you have to hear the honest truth but there is a way of putting it’ [Mother]



‘things were bleaker than they said all at once right at the beginning and I think that’s definitely what we needed at the time…..they never lied…..’ [Mother]

 











Ensure parents are provided with accurate information and support, and opportunities to access information and support on an ongoing basis. Parents appreciate being ‘kept in the picture’. In order for staff to work in partnership with parents the parents need to be provided with sufficient information  to make informed decisions. It’s a good idea to encourage parents to make notes or to provide them with written information. 



Check to ensure that parents are taking in the information you are giving them. You could simply say ‘Have I made that clear?’  Check if they want more information at that time or if they would prefer to get more information later – ‘Is that enough for now? Shall we talk more later?  





Please see the printed guidelines (Appendix A) for a list of specific practical issues to consider, and for which parents need to be provided with appropriate information.
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Provide appropriate information

‘she [midwife] talked us through you know the idea that we could get her baptised if we wanted to, we could see her, we could spend some sort of time with her….so she had told us all the options and then when it came to it on the day, they were really good…..the other nurses…..she must have spoken to[them] and stuff as well so ’ [Mother]

 











When it is known prior to delivery that one of the babies is unlikely to survive encourage parents to think about what they would like to happen at the time of delivery. Be very clear that plans can, of course, be changed if the parents’ wishes change.



you could say ‘Have you thought at all about whether you want to see both of your babies together after their birth? Some parents find it comforting to have had at least a short time when their twins were together after they had been born. You don’t need to decide now. We can talk about it more later.’



If you find yourself in the position of being asked something that you don’t know the answer to you could say ‘I’m sorry I don’t know the answer to that but I’ll find out and come back to you if that’s OK’ and check with a colleague.



Information on accessing services, such as bereavement support, should be available on the unit and all staff should be aware of when it is appropriate to put parents in contact with these services and familiar with the procedure for doing so. Parents sometimes think there is a stigma associated with ‘admitting’ to needing psychological support provided by the bereavement counselling service. This needs to be handled sensitively. 
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Provide appropriate information

‘we didn’t know where he [demised twin] was in the hospital. I didn’t have a clue where he was’ [Mother]



‘you’re 23 weeks into your pregnancy – I was thinking what am I actually going to give birth to, you know, is it going to look like a baby?’ [Mother]



‘difficult to make decisions [about resuscitation] because I could say “don’t go ahead”…….they could be born looking and breathing and I could change me mind……..it was just so confusing’ [Mother]







Parents found it stressful when they didn’t receive enough information – in the first quote the mother is talking about wanting to know where her baby was after he died. Staff offered to bring the baby to her so she could see him, but she wanted to know where his body was being stored. Perhaps a better explanation could have been given to her as to where he was and why she couldn’t go to see him there, but that he could be brought to her?



In the second and third quotes the mothers seemed not to have been given enough information about what to expect; how her baby was likely to look if delivered at such an early gestation.



14



Provide continuity



‘It was, it was really good, we knew [staff member] and trusted her sort of thing and they went off to get her quickly’ [Mother]



‘a lot of days it was a new nurse….[meant] going through it a lot’ [Mother]









Parents really appreciate having continuity of staff and seeing familiar faces. Where this isn’t possible it’s important to ensure that information is communicated effectively between staff. Recording information well and clearly is key to this. A possibility is to have some sort of code – e.g. particular colour for recording different types of information perhaps?



Clearly parents find it painful to have to retell different individuals about the death of their twin or for staff not to realise that their baby is a surviving twin. To avoid this, ensure that you have appropriate information to hand before approaching the parents. Be clear about the names of both the surviving and the demised twin.



Another way of giving parents a sense of continuity is to let them know when they are likely to see you again. You could say, for example ‘I’m finishing my shift in 40 minutes and I’m not in tomorrow, but I’ll see you on Friday’
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Offer memory making

‘the nurses did it, they took footprints and handprints; I’ve still not looked at them – I can’t….I’m pleased they did, but I don’t know if I’ll ever get to the stage that I could look at it’ [Mother]



‘I have got pictures….it’s nice to see that it was both of them together in the incubator’ [Mother]



‘now when I look back I’ll say to [name of partner] “did we ever cuddle [name of demised twin]?”’ [Mother]







Existing literature around the death of a baby (singleton or from a twin pregnancy) suggests that parents greatly value having memories and mementos of their babies. This was supported by our work.

Encourage the parents to hold the babies and spend time with them.

Take photographs of the babies together if possible and encourage parents to take photographs. Photographs of both twins together are particularly highly valued by parents. Parents might not always want the photos (or other mementos such as wrist identification bands etc) immediately, but if possible they should be saved so that parents can claim that at a later date should they wish to.

You could say something like ‘Many parents find it comforting to have memories of having cuddled their baby and having had both of their twins together. Often parents like to have photos of their babies together to look at in the future and to have prints of their hands and feet. Even if you don’t think this is something that you want right now we can take the photos/prints and keep them for you, in case you decide you want them later’.



If it is not possible for the twins to be put together (because there is a risk of infection, for example) explain this to the parents as sensitively as you can. For example, ‘I’m sorry, but it isn’t possible for [Twin A] and [Twin B] to be put next to each other because there is a chance that [Twin A] could become poorly if he comes into contact with [Twin B]’.



Try to be open to parents wishes – even if they request something that you haven’t come across before. You could ask parents if there is anything they want to do in terms of creating mementoes of their twin(s) that they would like to have.
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Handle cot occupancy sensitively

‘it’s a bit heartless putting us on a ward with parents and their twins’ [Mother]



‘one thing which I did find difficult ….I was put next to a lot of twins’ [Mother]



‘it was really hard to see but you know it has to be done….you can’t say you are never putting one in that cot ever again’ [Mother – talking about a new baby being put into the cot where her demised twin had been]







Space, and where surviving twins are placed on a ward, is a big issue in neonatal units. 

It is painful for parents who have lost a twin to be surrounded by twins and to see them being visited and their ‘special twin status’ celebrated by their visitors.

Wherever possible (after consultation with the parents) it is best if a surviving twin can be placed in a ward or bay where there are not other sets of twins. It’s always best to take parents’ wishes into account – so you could say something like ‘Many parents who have lost a twin find it difficult to be on a ward with other twins. Would you prefer your baby to be nursed in a bay where there aren’t other twins?’  If this is not possible because of the demands on space explain this to the parents, acknowledging that the situation isn’t ideal. You could say ‘I’m sorry but the only cot we have available is in a bay with a set of twins. I realise that this will be painful for you. I wonder if it would be helpful if I explain your circumstances to the other parents in the bay?’



In addition there are other issues related to the physical space in a unit that can be handled sensitively to help parents. For example:

- be sensitive about putting another baby into the space where a twin has just died and warn parents before they enter the ward when this has had to happen
- if a twin has been moved for any reason let parents know before they come onto the unit
- avoid moving or scheduling procedures for the surviving twin on the day of the demised twin’s funeral
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Prepare parents for discharge

‘it was horrible going home when I had to come home that was really hard’ [Mother]



‘thought it would get better when I got home…. but it actually got a lot worse’ [Mother]



‘from a follow-up point of view I genuinely feel now that it’s difficult to know who to turn to’ [Mother]







Many parents spend a long time on the neonatal ward with a surviving twin after the death of one twin. They can find the time of discharge from hospital back to the ‘real world’ difficult and stressful. Staff can make this transition easier in a number of ways……[see next slide]
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Prepare parents for discharge

Arrange a pre-discharge meeting with a member of staff (consultant or nurse)

Offer bereavement support

Put the parents in touch with a ‘buddy group’

Provide contact details for appropriate groups

Ensure information sheet included in surviving twin’s notes

Arrange follow-up appointment for parents with named consultant 

Provide reassurance about the health of the surviving twin









Ensure parents are given a pre-discharge meeting with a member of staff (consultant or nurse) with whom they feel comfortable to discuss the discharge of their surviving twin one week prior to discharge

Offer bereavement support to parents and ensure they know how to access this support after leaving the hospital and in the longer term around anniversaries etc.

Put the parents in touch with a ‘buddy group’ (if one exists) or parents who have had a similar experience and can provide support

Provide parents with contact details for any appropriate local groups that they might want to consider contacting at some point, as well as national and international organisations that can provide support and advice

Ensure that an information sheet is included in the surviving twin’s notes to indicate that they are a twin so that it is obvious to any health professionals involved in the subsequent care of the surviving twin and communicate with other agencies in primary care to ensure that they are aware that the baby is a surviving twin

Arrange a follow-up appointment for the parents to meet with a named consultant from the unit to discuss the reasons for the death of their twin and the results of any autopsies etc.

Provide reassurance to the parents about the health of the surviving twin (as appropriate)
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Prepare parents for discharge



‘it’s parents stories [written in book provided in SCU] …. don’t dress it up… they write their story [about losing a baby]…whilst parents are thinking “why am I feeling the way I am?”
…they can read these stories and think “oh right these other parents are going through the same”’ [Mother]







This mother is describing how useful she found reading about others’ experiences in a special book provided in a unit for parents to record their experience of losing a twin.
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Summing up

Neonatal staff can do a lot to improve the experience for parents who suffer a loss from a twin pregnancy

There are some small things that can be done to make this experience less painful

It’s important that staff give consideration to their own well-being too – accept your limitations and ask for help and support when you need it







Resources

MBF – The Multiple Birth Foundation http://www.multiplebirths.org.uk/


CLIMB – Center for Loss in Multiple Birth 
http://www.climb-support.org/


TAMBA – Twins and Multiple Births Association http://www.tamba.org.uk/


SANDS – Stillbirth and Neonatal Death Society https://www.uk-sands.org/


CONI – Care of the Next Infant http://www.lullabytrust.org.uk/coni
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Further information

These slides were developed out of a project funded by Tiny Lives charity and the Academic Health Sciences Network

Further updates, copies of the butterfly stickers and parental information leaflets are available www.neonatalresearch.net/parents 

















Please encourage staff to visit the website and contribute further ideas, complete questionaiires and survey. Contact can also be made via email Nicholas.embleton@ncl.ac.uk 
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Butterfly project Guidance leaflet V2.0.pdf
Generally parents value and find comfort in
photographs and mementos of their demised twin and
appreciate having a record of both of the twins
together. With this in mind it is
important to inform parents
quickly if the demise of one twin
is anticipated.

‘one thing which |
did find difficult
...l was put next
to a lot of twins’

7. Handle cot occupancy sensitively

Cot occupancy will often present a challenge on the
unit. There will almost never be sufficient flexibility to
provide all parents with ideal accommodation for
themselves and their babies. However, there are a
number of practical steps that can be taken to make
the situation the best it can be. It is painful for parents
who have lost a twin to be surrounded by twins and to
see them being visited and their ‘special twin status’
celebrated by their visitors. Wherever possible (and
after consultation with the parents) it might help if a
surviving twin can be placed in a ward or bay where
there are no other sets of twins.

8. Prepare parents for discharge from hospital
Some parents spend a long time on the neonatal ward
while their surviving twin is cared for. The time of
discharge from hospital back into the ‘real world’ can
be a difficult and stressful time. Offer bereavement
support at this time and provide information on local
(e.g. buddy groups) and national organisations that
parents might want to contact. Parents should also be
given a follow-up appointment to meet with a named
consultant at this time.

More detailed information and guidance is available
from:

http://www.neonatalresearch.net/butterfly-project-
death-of-a-baby-from-a-multiple-pregnancy.html

Resources

MBF - http://www.multiplebirths.org.uk/

CLIMB - http://www.climb-support.org/

TAMBA - http://www.tamba.org.uk

SANDS - https://www.uk-sands.org/

CONI - http://www.lullabytrust.org.uk/coni

We welcome comments on these guidelines. Please
direct them to nicholas.embleton@newcastle.ac.uk

These guidelines were developed with the support of
Sands (Stillbirth and neonatal death charity) and
The Multiple Births Foundation
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Parents expecting twins or higher
order births are more likely than
those expecting a singleton to
experience a bereavement. Health
professionals working in midwifery,
obstetric and neonatal care play a

‘[we] didn’t know

how to feel. Your
emotions are all
over the place’

key role in supporting parents when this happens.
When parents lose a singleton or all of the babies
from a multiple pregnancy it is clearly recognised as a
tragedy, but when one twin survives the parents face
a complex situation: mixed emotions of enormous
grief for their demised twin and joy

rm]always | at the birth of their surviving twin.

scared of saying ]
Sometimes staff worry about

the wrong thing’ ) } )
‘saying the wrong thing’ at this

time. However, parents really
value the empathy and support they receive from staff
in these circumstances. The importance of this role
should not be underestimated.

This guidance, derived from work we have done with
parents and staff, is intended to offer practical advice
to help staff provide parents in this situation with
support before, during and after delivery.

. . ‘it was almost like
1. Recognise twin status

Parents appreciate it when staff
acknowledge that a surviving
baby is a twin and find it hurtful
when it seems to have been forgotten. It is important
for staff to establish quickly whether or not the parents
want their surviving baby to be recognised as a twin.
If they do, find out the name of the baby(ies) who died

—oh he’s not a
twin anymore....”

It might be helpful to use a symbol (for example a
butterfly) on the surviving baby’s cot to indicate to
staff and other parents who have experienced a
similar loss, that the baby is a twin.

2. Acknowledge the bereavement
Parents often feel that their
loss is underestimated
because of a tendency of
others to try to be positive
and focus on the surviving
twin. Generally parents
welcome the opportunity to discuss the loss of the
demised twin and also ‘permission’ to grieve for their
loss, while celebrating their surviving baby.

‘people say you’re
lucky to get one.....we
wanted two, we were

having two’

3. Provide emotional support

Parents value the empathy and support they receive
from staff during a time when they are very
vulnerable. Often staff are the only people, other
than the parents themselves, to have ‘known’ the
twin who died. This can make the bond between
parents and staff special: the importance of the
human interaction between staff and parents was a
very strong theme in our study. However, it is
important to recognise that staff themselves have
busy jobs and cannot function as counsellors or
psychologists. It is important that staff recognise their
limitations but are still aware of the enormous help
they can provide to parents.

4. Provide appropriate information

Ensuring parents are provided with accurate
information and support is important. Parents report
that they appreciated being ‘kept in the picture’ and
that this gives them a sense of empowerment and of

having some control over decisions being made.

Provide parents with as much information as possible
about what to expect and plenty of time so that they

informed, they didn’t

thing.....you have to

can make informed choices. For
example, if a twin has died in
utero, prepare the parents for how
the fetus is likely to look at
delivery. Parents are unlikely to
retain all the information they are
given at this time when they have

‘....we were totally

try and hide any-

hear the honest
truth’

experienced the recent trauma of
losing a twin. Written information and/or encouraging
parents to make their own notes may help.

5. Provide continuity
Research shows that parents
really appreciate having
continuity of staff and seeing
familiar faces. Where this isn’t
possible due to the practicalities
of staffing a busy unit, it is very helpful if health
professionals ensure that information is communicated
effectively between staff. Parents find it painful to have
to retell different individuals about the death of their
twin or for staff not to realise that their baby is a
surviving twin. To avoid this, ensure that you have
appropriate information to hand before approaching the
parents.

‘a lot of days it
was a new nurse....
[meant] going

through it a lot ’

6. Offer memory making

Where possible photographs should be taken of both
of the twins together and of the twins with their family.
Keep copies of these photographs (and any other
mementos) as sometimes parents don’t want them at
the time, but regret not having them later.
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The Newcastle upon Tyne Hospitals NHS

MHS Trust

Support for parents who have suffered the loss of a baby in a multiple pregnancy
Information for parents about the Butterfly project

We have given you this short information leaflet because you have suffered the loss of one or more
babies in your pregnancy. We would like to express our sincere condolences for your loss, and tell
you about some of the work we are developing here in Newcastle to help parents through this
difficult time. We are still in the early stages of this work, and recognise that we still have a lot to
learn from parents. We are therefore keen to hear your views.

Over the last few years, we have been involved in a research study where we spoke to parents who
had suffered the loss of a baby, either before or after birth. We have also spoken to NHS staff such
as midwives, neonatal nurses and doctors. We wanted to find out whether there was anything we
could do to make things better for parents. Some of those things may seem quite simple, but
however ‘small’ we still want to see if they will help.

One of things parents said they found difficult was that some staff looking after them did not appear
to know what had happened, or forgot that their pregnancy was a twin or triplet pregnancy. Parents
understandably found that quite upsetting. Most of the parents we spoke to had a surviving baby on
the baby unit. However, we know these issues also arose for parents whose surviving babies did not
have problems, and went home soon after they were born.

On the baby unit, some parents had suffered the loss of a baby before birth. However, for some
parents the baby had been born sick or premature and later died on the baby unit. In both
situations, some parents felt that staff treated the surviving baby (or babies) as if they were from a
singleton pregnancy. Many parents told us they would have liked us to continue remembering the
twin (or triplet) nature of the pregnancy.

We are working on developing information leaflets, video clips or other resources that might help
parents. At present, we would like to trial the use of a butterfly logo to see if this helps remind staff
about what happened during the pregnancy or after birth. We will only do this if you, as parents,
would like us to.

We have developed two ideas:

1. A small sticker of a butterfly that we will put on the front of the mothers notes, including
hand held notes, where the loss happens before birth. Where the loss happens after delivery
we will put this butterfly on the medical notes of the surviving twin.

2. A butterfly symbol that we will put on the inside of the incubator or cot of the surviving
twin/triplets. We will ask parents if they would like to write the name of the baby who died
on the card.

We think these will help staff remember, or alert staff who did not know, what has happened. Whilst
other parents will not see your medical notes, a butterfly on the cot or incubator will be visible to

1
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other parents on the baby unit. Most parents will not know what it means, but some may ask. For
parents who have suffered a similar loss, they will recognise the butterfly logo and may approach
you. We do not know if all parents would feel happy with this. However, many parents told us they
would have found it helpful to know other parents on the baby unit who had also experienced a
similar loss.

Please let the member of staff who gave you this information leaflet know what you would like us to
do. If you would like to give us any feedback on the butterfly project, please tell a member of staff,
or contact a member of the team via email. You can also tell us what you think by contacting Tiny
Lives, the baby unit charity who funded the project, or at our website
www.neonatalresearch.net/parents below.

Butterfly project team

Sarah Stephenson, Claire Campbell (Sisters, Neonatal Unit Ward 35 SCBU)
Barbara Hanson (Senior Midwife, Fetal Medicine)

Dr Nicholas Embleton (Consultant Neonatal Paediatrician Ward 35 SCBU)

Email: nick.embleton@nuth.nhs.uk

Tiny Lives charity: www.tinylives.org.uk

Project website: www.neonatalresearch.net/parents

Example of Butterfly logo




http://www.neonatalresearch.net/parents

mailto:nick.embleton@nuth.nhs.uk

http://www.tinylives.org.uk/

http://www.neonatalresearch.net/parents
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Bereavement from a twin pregnancy
Guidelines for health professionals

These guidelines arose from a research study that identified a need for guidance for
health professionals supporting parents after the death of a baby from a twin or
triplet pregnancy. They were developed in collaboration with health professionals
working in this field. They are a guide only, and are not intended to be prescriptive.

We welcome comments on how these guidelines can be developed and improved. Please
direct these to Dr Nicholas Embleton (Consultant Neonatal Paediatrician)
nicholas.embleton@newcastle.ac.uk

These guidelines were developed with the support of Sands (Stillbirth and neonatal death
charity) and The Multiple Births Foundation.

Stillbirth & neonatal death charity



mailto:nicholas.embleton@newcastle.ac.uk
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Bereavement from a twin pregnancy
Guidelines for health professionals

Summary

Families who have lost a baby from a twin pregnancyT face the difficult challenge of dealing
with the bereavement, while often simultaneously feeling anxious about the prognosis for a
surviving baby. Research has shown that health professionals often feel they lack
confidence in supporting parents in this situation. Most staff working in neonatal or midwifery
care will find themselves in the position of supporting parents who have suffered a
bereavement from a twin pregnancy at some point, yet very few will have received training
focused on this issue. The issue is also relevant to staff working on postnatal wards and in
primary care. This guidance is intended to offer practical advice to help staff provide parents
in this situation with support before, during and after delivery. The guidance is based on an
in-depth qualitative study that explored the views of parents who had experienced a
bereavement from a twin pregnancy®. This study identified a number of positive behaviours
and actions that staff can adopt that parents find helpful:

1. Recognise twin status
Parents generally appreciate it when staff recognise that their surviving baby is a twin.

2. Acknowledge the bereavement
Parents usually welcome the opportunity to discuss the loss of the twin who died.

3. Provide emotional support
Parents really value the empathy they receive from staff when one of their twins dies.

4. Provide appropriate information
It is very important to give parents access to information on an ongoing basis.

5. Provide continuity
Parents appreciate continuity of care where possible and seeing familiar faces.

6. Offer memory making
Parents find comfort in mementoes of both their twins.

7. Handle cot occupancy sensitively on the neonatal unit
It can be painful for parents who have lost a twin to be surrounded by other twins.

8. Prepare parents for discharge from hospital
Parents can find the discharge from hospital of their surviving twin difficult.

" The term ‘twin’ is used for simplicity but is understood to mean ‘twin, triplet or higher order
multiple’ throughout.

1. Richards J et al 2015 Parental perspectives on the perinatal loss of a co-twin: A qualitative
study BMC Pregnancy & Childbirth 2015;15:143
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Bereavement from a twin pregnancy
Guidelines for health professionals

‘The important ingredient of care that has become diminished in our understandable 20th century
drive for science, evidence, and technology is one simple word, and that word is kindness. Of course,
technological advances are to be welcomed, and in healthcare we can and should strive to be as
technically advanced and scientifically correct as we humanly can. Yet in the 21st century we also need
to work more on the words that convey kindness and service’

Neal Maskrey http://blogs.bmj.com/bmj/2014/07/01/neal-maskrey-the-importance-of-kindness/

Introduction

This guidance is specifically aimed at midwifery, obstetric and neonatal staff working ‘on the
shop floor’, rather than those working in more formal counselling or specific support roles.
This is important because research has shown that the way in which clinical staff relate to
parents when they lose a baby from a twin pregnancy at any stage during the pregnancy or
shortly after delivery has a major long term impact on their experience of a difficult and
painful time.

When parents lose a singleton baby or both babies from a twin pregnancy it is clearly
recognised as a tragedy. However, when one twin survives the parents face a much more
complex situation®. Parents experience mixed emotions of enormous grief for the twin who
died along with hope and joy at the birth of their surviving twin. Much of the guidance
available for staff supporting parents to cope with the loss of a singleton baby also applies to
parents dealing with the loss of a baby from a twin pregnancy. This guidance focuses on
issues specific to twin pregnancies. When a parent loses a baby from a twin pregnancy they
might have much more contact with neonatal staff than is the case with a singleton loss. In
many cases the other twin delivers prematurely meaning parents remain in close contact
with the hospital for weeks or months. Where the surviving twin is born close to term and
does not require prolonged hospital stay, it is equally important for staff to be aware of the
issues that arise, including the need for staff to act in an empathic and supportive manner.
There are a number of specific circumstances that parents might find themselves in when
they suffer a loss of one baby from a twin pregnancy or when one or both twins are very
sick. In addition, parents who have babies cared for in hospitals other than their local unit
face additional challenges®.

The guidance is based on the findings of an in-depth qualitative research study that explored
the views of parents who have experienced a bereavement from a twin pregnancy’. The
study identified a number of positive behaviours and actions that staff can adopt and that
parents appreciate, as well as things that parents find upsetting and insensitive. These are
summarised in this guidance. Examples of words or phrases that we think parents will find
appropriate based on what they have told us are also provided. Of course, each situation
needs to be judged individually and every member of staff must find their own way of relating
to families that feels right for them. Conversations and interactions must be tailored to the
needs of that family in particular. Thus this document should be considered as guidance and
not prescriptive advice.



http://blogs.bmj.com/bmj/2014/07/01/neal-maskrey-the-importance-of-kindness/
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The guidance focuses on what staff can do to support parents after the death of a twin.
However, the needs of staff must not be overlooked. There is a need for staff to offload and
talk through challenging situations they have experienced. Provision for staff to reflect on the
emotional impact of their work should be made within the Unit. Although informal peer
support appears to be important to most staff, consideration should also be given to
providing some form of mentoring system so that less-experienced staff can be supported by
and learn from those with more experience. Regular de-briefing sessions could be
scheduled. All staff should have access to counselling services and know how to access
these, if required. Be alert to colleagues who might be having a particularly tough time and
struggling to cope and be aware of the types of support available locally.

Specific areas of good practice when supporting parents who have suffered a bereavement
from a twin pregnancy that we identified are provided below.
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1. Recognise ‘twin status’

Most parents value continued acknowledgement that a surviving baby is a twin. It is
important for staff to establish whether or not the parents want their surviving baby to be
referred to as a twin. Find out the name of the baby who died and ask the parents if they
prefer for you to refer to them by name during conversation, or if they would prefer you to
refer to them in another way. Where you can, find out the baby’s name from the baby’s notes
and by speaking to other staff before you speak to parents. If parents have a clear
preference make sure this is recorded somewhere (along with the baby’s name) and passed
on at staff handover.

You could say ‘l know this must be a really difficult time for you. Some parents want
the baby they have lost to be remembered, but others find it painful to be reminded. If
you can tell me what is helpful for you, | can make sure the other staff know. If you
don’t know what you want us to do just now it doesn’t matter. We can talk about it
another time.’

Many parents told us that the loss of the ‘special status’ that is associated with having twins,
and which had been developing over several months, was particularly painful. They
appreciated it when staff recognised that their surviving baby was a twin and found it
upsetting when it seemed to have been forgotten.

You could say ‘When you look at [name of surviving twin] it must make you think of
[name of twin who died]’.

Linked to the above, we think it might be helpful to use a symbol (for example a butterfly) on
the surviving baby’s cot to indicate to staff and other parents who have experienced a similar
loss, that the baby is a twin. This may help to remind staff and prevent unintentional painful
comments being made. Explain to parents what this looks like, and why it is used. Ask them
if they would like this, and ask them if they would like the name of the twin who died to be
written on it, or if they would like to annotate it in some other way (e.g. putting a photograph
on it). Because this has not been explored in a research study, we do not know yet what
parents will think of this, so we plan to do further work with parents to find out.

You could say ‘We use these (butterfly) symbols that we put on the cot of a baby who
has lost a twin to indicate to staff and other parents that this baby is a twin. Is that
something you would like us to do for your twins ?’

When the twin loss occurred early in pregnancy it is more common for these issues to be
overlooked, so conversations need to account for these differing experiences. It might be
helpful to place a butterfly symbol on midwifery and/or obstetric notes to indicate that a baby
is a twin, if this is what the parents want.
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2. Acknowledge the bereavement

Parents often feel that their loss is underestimated because of a tendency of others to try to
be positive and focus on the surviving twin. Generally parents welcome the opportunity to
discuss the loss of the twin who died, at whatever stage of pregnancy the loss occurred, and
also ‘permission’ to grieve for their loss, while celebrating their surviving baby.

Staff have also reported feeling that sometimes they have focused too much on the surviving
twin and regret not giving parents the opportunity to reflect on their bereavement.

You could say 1t’s completely normal for you to feel terrible sadness about the death
of your baby, but at the same time feel excited about his/her twin. Other parents
experience this too. Don’t be afraid to discuss this”.





30/07/2015 Website version 1.3

3. Provide emotional support

The relationship staff establish with parents while they are on the ward or in regular contact
(in out-patient or primary care settings, for example) can be enormously helpful to the
parents. Many parents have told us they really value the empathy and support they received
from staff during this time. It is important that the value of talking to parents and providing
emotional support to them is recognised. Providing emational support in healthcare
environments is every bit as important as many practical tasks.

In many circumstances staff are the only people, other than the parents themselves, to ever
have ‘known’ the twin who died. This can make the bond between parents and staff special:
the importance of the human interaction between staff and parents was a very strong theme
in the research study. Parents appreciate staff showing empathy and value seemingly small
actions and behaviours that demonstrate compassion and caring.

Demonstrate to parents that you are available and willing to listen to them by asking open
guestions, such as, ‘How are you feeling today?’ and 'What would help you?’

As parents are likely to visit a surviving premature twin on the ward for several weeks their
desire to talk about the death of their other twin is likely to change over time, and even on a
day to day basis. Try to be alert to this and to be flexible in your approach to the emotional
needs of parents.

You could say ‘Pll always be happy to talk about [twin who died’s name]. Today might
not be a day when you want to talk about [him/her] but we can chat on another day.’

However, it is important to bear in mind that staff have busy jobs and many responsibilities
and cannot function as counsellors or psychologists. Whilst recognising this, staff should be
aware of the enormous support they can provide to parents.

Staff sometimes worry about ‘saying the wrong thing’. On the whole parents appreciate staff
giving them the opportunity to talk. Although it can feel uncomfortable for staff to broach this
painful subject, it is generally a good idea to bring the subject of the death of a twin up and
ask parents to tell you if they think you are ‘getting it about right’ or if they don’t want to talk
at that time. Try to start a conversation with parents about how they feel and get an
understanding of what their needs are. You could say ‘Is there anything I can do for you?’
or ‘What can I do to help you?’
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4. Provide appropriate information

Ensuring parents are provided with accurate information and support, and opportunities to
access information and support on an ongoing basis, is important. In the research study
parents frequently reported that they appreciated being ‘kept in the picture’ and informed of
what to expect throughout the pregnancy. This gave them a sense of empowerment and of
having some control over decisions being made. Staff must work in partnership with parents
— this means making joint decisions. In order to facilitate this parents need to be well
informed and involved in discussing potential risks and developing care plans. The unique
role of the parent in the care of their baby(ies) should be emphasised.

Parents who have lost a twin were, understandably, very anxious about the health of their
surviving twin. In situations where they spend a long time visiting a surviving twin on the
ward they tend to become very accustomed to the routine of the ward and develop
considerable knowledge around some aspects of the medical care being provided. Any
change to a care plan can be interpreted as very worrying for parents. Therefore, when a
change to the care plan is required, this should be justified and explained very carefully to
the parents.

Parents are unlikely to retain all the information they are given at this time when they have
experienced the recent trauma of losing a twin. Written information and/or encouraging
parents to make their own notes may help.

If it is known prior to delivery that one twin has died or is likely to die soon after birth staff
should encourage parents to think about what they would like to happen at delivery. Make
sure that any preferences parents have are recorded somewhere and passed on at staff
handover. It is helpful if any decisions parents make are recorded in their notes so that it is
clear to staff involved in the labour. It should be emphasised, of course, that these plans can
be changed at any time. Provide parents with as much information as possible about what
to expect and plenty of time so that they can make informed choices. If a twin has died in
utero, prepare the parents for how the fetus is likely to look at delivery. A list of specific
practical issues to consider, and for which parents need to be provided with appropriate
information, is provided in Appendix A.

Having provided the parents with as much accurate information as you can about how the
fetus is likely to look at delivery you could say ‘Have you thought at all about whether you
want to see both of your babies together after their birth? Some parents find it
comforting to have had at least a short time when their twins were together after they
had been born. You don’t need to decide now. We can talk about it more later.’

It is important to get the balance right between giving parents all the information they need to
make well-informed choices and overloading them with too much information all at once. Try
to gauge whether or not parents are taking in and understanding all the information you are
giving them. You could simply say ‘Have | made that clear?’ Check if they want more
information at that time or if they would prefer to get more information later — ‘Is that
enough for now? Shall we talk more later?

There will be times, particularly for junior staff, when you are unable to give parents a piece
of information that they request. In this situation tell the parents that you will find out from
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another member of staff. You could say ‘’m sorry | don’t know the answer to that but I'll
find out and come back to you if that’s OK’ and check with a colleague.

Information on accessing services, such as bereavement support, should be available on the
unit and all staff should be aware of when it is appropriate to put parents in contact with
these services and familiar with the procedure for doing so. Parents sometimes think there is
a stigma associated with ‘admitting’ to needing psychological support provided by the
bereavement counselling service. This needs to be handled sensitively.
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5. Provide continuity

One of the key research themes was that parents really appreciate having continuity of staff
and seeing familiar faces. Where this isn’t possible, due to the practicalities of staffing a busy
unit, and when families are transferred between wards, hospitals and departments, it is very
helpful if all staff ensure that information is communicated effectively. Clearly parents find it
painful to have to retell different individuals about the death of their twin or for staff not to
realise that their baby is a surviving twin. To avoid this, ensure that you have appropriate
information to hand before approaching the parents. Be clear about the names of both the
surviving twin and the twin who has died.

Another way of giving parents a sense of continuity is to let them know when they are likely
to see you again. You could say ‘I’m finishing my shift in 40 minutes and I’m not in
tomorrow, but I’ll see you on Friday.’

When meeting parents who have lost a twin introduce yourself and refer to both of the
babies by name. For example,

‘Hello. ’'m <name>. I’'m one of the <staff role> on the unit. | was sorry to hear about
the death of <Twin A’s name> brother/sister, <Twin B’s name>. | realise it’s a very
difficult time for you. Anytime you want to talk about what happened I’d be only too
happy to discuss it with you. Just now I’'m here fo........ ’

Some units are fortunate to have a midwife or nurse who has the role of ‘twin birth
champion’. This person is introduced to parents when a twin pregnancy is confirmed and
provides continuity and a familiar face to parents following the death of a twin. The provision
of a dedicated twin pregnancy specialist also enables that individual to develop knowledge
and expertise in supporting parents to deal with the practical tasks that must be completed
after a twin death. In many units it is not possible to have a dedicated twin birth champion. In
these situations it is even more important that procedures for ensuring continuity of care are
in place.

10
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6. Offer memory making

Generally parents value and find comfort in photographs and mementos of their dead twin
and appreciate having a record of both of their twins together. It is a good idea to keep
copies of photographs (and any other mementos) as sometimes parents don’t want them at
the time, but regret not having them later. Other mementos to consider making include
footprints and handprints and memory boxes. It might be possible to have joint memory
boxes and prints, so that parents have a memento (in addition to photographs) of both twins
together. Another idea to consider is giving each twin a small cuddly toy. The toys can be
exchanged between twins to give them a sense of each other and after the death of one of
the babies the parents can keep the toy as a memento. When both twins are born alive, but
one twin dies shortly after delivery, parents particularly cherish memories of both of the
babies together while they were both alive. With this in mind it is important to inform parents
quickly if the death of one twin is anticipated to allow time for these memories to be made
and for them to have the opportunity to see and hold both of their babies at the same time.

You could say ‘Many parents find it comforting to have memories of having cuddled
their baby and having had both of their twins together. Often parents like to have
photos of their babies together to look at in the future and to have prints of their
hands and feet. Even if you don’t think this is something that you want right now we
can take the photos/prints and keep them for you, in case you decide you want them
later’.

If it is not possible for the twins to be put together (because there is a risk of infection, for
example) explain this to the parents as sensitively as you can.

Try to facilitate parents’ wishes wherever possible. You could ask parents if there is anything
they want to do in terms of creating mementoes of their twin(s) that they would like to have.

11
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7. Handle cot occupancy sensitively

Cot occupancy will often present a challenge on the unit. There will almost never be
sufficient flexibility to provide all parents with ideal accommodation for themselves and their
babies. However, there are a number of practical steps that can be taken to make the
situation the best it can be (see Appendix A).

It is painful for parents who have lost a twin to be surrounded by twins and to see them being
visited and their ‘special twin status’ celebrated by their visitors. Wherever possible (and
after consultation with the parents) it might help if a surviving twin can be placed in a ward or
bay where there are no other sets of twins.

You could say ‘Many parents who have lost a twin find it difficult to be on a ward with
other twins. Would you prefer your baby to be nursed in a bay where there aren’t
other twins?’

Of course, it won’t always be possible to avoid placing a surviving twin in a bay with other
twins because of the demands on space. In this situation it is best to explain this to the
parents and acknowledge that this isn’t ideal.

You could say ‘I’'m sorry but the only cot we have available is in a bay with a set of
twins. | realise that this will be painful for you. | wonder if it would be helpful if |
explain your circumstances to the other parents in the bay?’

12
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8. Prepare parents for discharge from hospital

Some parents spend a long time on the neonatal ward while their surviving twin is cared for.
The time of the discharge from hospital of their surviving twin back into the ‘real world’ can
be a difficult and stressful time. Good communication with and transfer of information to
community services at the time of discharge is vitally important.

There are a number of things that staff can do to help to make this transition easier for
parents. Suggestions are included in Appendix A.

13
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Resources

MBF — The Multiple Birth Foundation http://www.multiplebirths.org.uk/

CLIMB - Center for Loss in Multiple Birth http://www.climb-support.org/

TAMBA - Twins and Multiple Births Association
http://www.tamba.org.uk/

SANDS - Stillbirth and Neonatal Death Society https://www.uk-
sands.org/

CONI — Care of the Next Infant http://www.lullabytrust.org.uk/coni
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Appendix A

Practical issues to consider, issues to discuss with parents and specific help and support
that staff can provide are summarised in this appendix. This is intended not to be used as a
checklist to go through with parents, but as an aide-memoire to help to ensure staff have
given parents the opportunity to consider important issues and support with practical
arrangements.

When a twin dies before delivery

Do the parents think they will want to see the dead twin after the birth?

Do the parents want the dead twin to remain with them for a period of time (if
feasible)?

Do the parents want to have both twins together for a period of time (if feasible)?
Do the parents want to have a memorial ceremony or funeral?

Ensure parents know where the body of their twin will be stored in the first few days
after delivery

After the death of a twin

O

Support with planning and arranging a memorial service or funeral
(Parents often appreciate it if a member of staff from the unit, who knew the baby,
attends the funeral)

Do the parents want to have a post mortem on the dead twin?
(Discuss and provide advice on the need for an autopsy)

Do the parents want to determine the zygosity of the twins if this wasn’t confirmed
prior to delivery?

(Discuss the implications of this for the surviving twin)

Ensure parents have access to bereavement counselling

Provide advice on registering the births and the death(s)

Provide advice around making contact with other agencies (e.g. the primary care
team; advice around financial support that is available etc.)

When a surviving twin remains in the unit

O

Explain to parents that they are likely to come across other twins

Ask parents about where they would like their twin to be and accommodate their
wishes as much as possible

Avoid caring for the surviving twin in a cot in a bay with other twins if possible

16
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If a surviving twin has to be cared for in a bay with other twins consider using screens
if available to provide privacy

Be sensitive about putting another baby into the space where a twin has just died
and warn parents before they enter the ward when this has had to happen

If a twin has been moved for any reason let parents know before they come onto the
unit

Avoid moving or scheduling procedures for the surviving twin on the day of the
funeral for the twin who has died

When the surviving twin is discharged from hospital

@)

Ensure parents are given a pre-discharge meeting with a member of staff (consultant
or nurse) with whom they feel comfortable to discuss the discharge of their surviving
twin one week prior to discharge

Offer bereavement support to parents and ensure they know how to access this
support after leaving the hospital

Put the parents in touch with a ‘buddy group’ (if one exists) or with parents who have
had a similar experience and can provide support

Provide parents with contact details for any appropriate local groups, as well as
national and international organisations that can provide support and advice.

Ensure that an information sheet is included in the surviving twin’s notes to indicate
that they are a twin so that it is obvious to any staff involved in the subsequent care
of the surviving twin.

Arrange a follow-up appointment for the parents to meet with a named consultant
from the unit to discuss the reasons for the death of their twin and the results of any
autopsy etc.

Provide reassurance to the parents about the health of the surviving twin (as
appropriate)

The research identified key things as being particularly painful. Examples include
returning to the unit for follow-up care and dressing the surviving twin for the first
time, if the parents had dressed the dead twin for the memorial service. Be aware of
these difficult times for parents and be on hand as much as possible to provide
support and prepare parents for them.

After discharge from hospital, especially for parents whose surviving twin was not
preterm and therefore not offered routine follow up, it is recommended that follow-up
in the style of that provided for families who are planning a pregnancy after the death
of an infant (CONI: Care of the Next Infant; http://www.lullabytrust.org.uk/coni?)
should be offered

17
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Appendix B
lllustrative quotes

Quotes from our research study to illustrate each of the points in the guidelines are provided
below. Each of the quotes is taken directly from transcripts of interviews undertaken for the
research study and the person being quoted (parent or staff member) is indicated in
parentheses.

1. Recognise ‘twin status’
‘it was almost like — oh he’s not a twin anymore...."” [Mother]

‘they [staff] all acknowledged what’s happened, and | think that that was really
important....nobody ever tried to treat us like parents whod just had one baby’
[Mother]

2. Acknowledge the bereavement

‘people say you’re lucky to get one ....we wanted two, we were having two’ [Father]

one of the doctors at the time really quite upset me and she often said to me “at least
you've still got one”.....that was one of the worst things that anyone could possibly
say’ [Mother]

‘I always felt | mismanaged that situation emotionally for her because for me it was all
about the 28 week baby that was alive....... | felt | gave the best practical care but |
always felt | hadn't acknowledged [twin’s death] in the way that | should... We don't
acknowledge the grief, we try and focus on the positive. We should perhaps be
dealing with both the elation and the grief at the same time.’ [Midwife]

3. Provide emotional support

‘Dr X spoke to us on SCBU that morning, saying ‘oh you’re the guy who'’s [flown back
from X]...I thought now how can you even remember that, you’ve got so many babies
and so much being....but he remembered this grandfather being abroad yesterday’
[Grandmother]

‘they [staff] weren't allowed to get upset around you....you knew that they were kind
of like leaving the room....a comfort that someone around you is upset with you....’
[Mother]

4. Provide appropriate information

“So all the way through ....we were totally informed, they didn’t try and hide
anything.....you have to hear the honest truth but there is a way of putting it’ [Mother]

18
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‘they took me to the special care unit when | was 24 weeks to show me how a baby
that was born early would look’ [Interviewer: ‘Did that help?’] ‘yeah it did, it did so
when she came at 26 weeks | already had an idea’ [Mother]

‘she [midwife] talked us through you know the idea that we could get her baptised if
we wanted to, we could see her, we could spend some sort of time with her....so she
had told us all the options and then when it came to it on the day, they were really
good.....the other nurses.....she must have spoken to[them] and stuff as well so ’
[Mother]

‘things were bleaker than they said all at once right at the beginning and | think that’s
definitely what we needed at the time.....they never lied....." [Mother]

Provide continuity
‘a lot of days it was a new nurse....[meant] going through it a lot’ [Mother]

‘It was, it was really good, we knew [staff member] and trusted her sort of thing and
they went off to get her quickly’ [Grandmother]

Offer memory making

‘the nurses did it, they took footprints and handprints; I've still not looked at them — |
can't....I'm pleased they did, but | don’t know if I'll ever get to the stage that | could
look at it’ [Mother]

‘I have got pictures....it’s nice to see that it was both of them together in the
incubator’ [Mother]

Handle cot occupancy sensitively

‘it’s a bit heartless putting us on a ward with parents and their twins’ [Mother]

‘one thing which | did find difficult ....I was put next to a lot of twins’ [Mother]

Prepare parents for discharge from hospital

‘it was horrible going home when | had to come home that was really hard’ [Mother]
‘thought it would get better when | got home.... but it actually got a lot worse’ [Mother]

‘from a follow-up point of view | genuinely feel now that it’s difficult to know who to
turn to’ [Mother]

19
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