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Abstract 

Providing the best possible bereavement care is always challenging, this article reflects on 

the care of twins who died separately on the neonatal unit during a time that was 

complicated not only by working in a half-completed new build, but also a pandemic of 

Covid-19. Whilst the national social distancing measures and policies we have had to put in 

place due to Covid 19 are essential; this has caused a massive strain on family support with 

restricted visiting causing sadness to both families and staff. Amidst all this, the death of a 

baby remains a critical time for families which will affect them forever; working around all the 

new procedures and adapting our normal care is paramount to provide a positive experience 

in the current circumstances. 

 

Introduction 

I work as a senior band 5 neonatal nurse in a tertiary Neonatal Unit in the North West 

England that cares for around 1,000 sick and preterm newborns from across Cheshire and 

Merseyside, Isle of Man and Wales. We have a team of leading neonatologists and aim to 

be a centre of excellence.  

Bereavement care is undertaken by the nurse caring for the family following the ‘North West 
Perinatal/Neonatal Palliative Care Guideline’, 2020 and supported by the consultant, room 
leader and resources on the unit. Parents are encouraged to make all decisions about their 
baby’s bereavement care and to have siblings and extended family involved from as early on 
in the journey as possible. We had a dedicated bereavement room where parents and 
families could have time alone with their baby, and a parent room to stay overnight with their 
family. Parents can take their baby home either before or after death, with the support of our 
local hospice and hospital bereavement team. 

Our local hospice has a link nurse to the hospital who attends the foetal medicine centre for 

parental support and parallel planning. She attends a weekly ward round on the neonatal 

unit to identify families that can benefit from support or future hospice respite. They provide 

memory making sessions which includes hand and footprints on canvas and make charms 

with the baby’s prints. This helps them to gain a good rapport with families which has 

increased the number of parents wanting to go to the hospice for their end of life or 

bereavement care.  

All parents are offered pastoral support with baptisms or religious ceremonies provided by 

on-call clergy or chosen religious leaders. Families are encouraged to spend time alone with 

their baby; to bath and dress their baby in new clothes and whichever family or friends they 

choose can be there for support. Memory making resources that we offer include hand and 

footprints, 3D casts of hand and feet, clay hand and footprints, and charms. Families can 

keep all resources available to them, this includes changing mats, baby soap, hooded towel, 

a baby brush and a lock of hair, 4 Louis boxes clothes, USB locket for photographs and baby 



books. Parents are offered professional photographs, but these are only offered after death 

when transferred to the hospital bereavement team. 

We aim to provide happy memories from day 1 of admission for all Intensive Care babies by 

giving them a diary, journey box, admission hand and footprints, event cards, regular photo 

updates on Badger and encouraging early registration of birth to make it a positive 

experience. 

Expressing support is also given with the use of Cabergoline to stop milk production if mums 

choose this. There is the option to donate any breast milk alongside a leaflet on how to 

manage lactation after loss. This service has been streamlined as mum is asked early on in 

the process if she wants to donate her milk; if she approves the nurse looking after the family 

will ask mum questions from the ‘Milk donation guidelines for referring health professionals’ 

(Human milk bank, 2019), and phone the milk bank. If she is a suitable donor mum can 

speak to the milk bank to confirm donation. A doctor on the unit will take mums bloods and 

the milk bank will collect the EBM from the unit. If Mum is undecided this can be done with 

the hospital bereavement team to prevent mum having to organise this herself with the GP. 

Once babies have been discharged from the NICU they are transferred to the hospital 

bereavement team who provide outstanding bereavement care. They help families plan 

funerals, gain consent for post-mortems, have a dedicated registration of birth and death, 

provide support and signpost to services such as CBUK and SAND’s. They work alongside 

many charities such as Aching Arms, 4Louis and the rainbow trust and provide their own 

support groups. They also have a beautiful bereavement room (Figures 3 and 4), which is 

used mainly for babies when parents are coming back to visit. 

Bereavement care on the NICU always has challenges in normal circumstances; this has 

been added to with the current Covid-19 Pandemic. Hospital visiting has been restricted to 

only one parent visiting the NICU per day, consequentially siblings, grandparents and friends 

may tragically never meet babies. This will ultimately affect parent’s grief as their loved ones 

have never met their baby. Due to the unfinished new build temporarily, we only have an 

option of a clinical isolation room, the cot side, or a parent’s bedroom next to the low 

dependency unit for end of life care. 

One of our regular priests who visit the NICU is over 70 and self-isolating at home leaving 

limited options for baptism and less pastoral support for families. He often walks around the 

unit speaking to parents offering a familiar face and a person to talk to who is not medical. 

Birth registrations have been suspended; death certificates are being conducted over the 

phone without the birth being registered meaning that once the lockdown is lifted parents will 

then have to register their baby’s birth.  

There are now barriers to families taking their baby home for bereavement care. Parents 

who wish to take their baby home or even to a hospice before death are being refused due 

to limited transport staff, national ambulance shortages and limited support at home. The 

increased deaths and workload of funeral directors has caused them to refuse to support 

families taking their baby home after death. The exception to this is the local hospice being 

able to support parents to care for their baby. However, this is a case by case event as each 

hospice is funded differently and local hospices themselves being limited with rooms and 

staffing.  

Due to Covid-19 many things we normally provide have been stopped including 3D casts 

and professional photography; this is due to restrictions on people entering the hospital and 

unknown infection control risks. Bereavement supplies such as clothes are low as shops are 



shut and deliveries are not reliable. Our hospital charity supplying knitted blankets and 

clothes is closed. 

Parents did have the option to stay in a bedroom upstairs next to the low dependency unit if 

their baby is sick or dying, however this has been stopped as the rooms have been allocated 

to maternity services in the event of high admissions. This means parents cannot stay 

overnight with their baby and are being separated from them to stay in a hotel nearby. We 

are allowing both parents to visit if their baby is dying but the decision to allow extended 

family and friends onto the unit is extremely difficult and there is just not a satisfactory 

answer. 

Case presentation 

I am one of the bereavement links on the NICU who provide training and support for 

members of staff on the NICU. I supported a member of staff caring for Twin 1 who was very 

premature and deteriorating clinically. Mum was called in and spoken to by the team about 

her baby and the decision was made to redirect care as he was deteriorating on maximum 

respiratory and cardiovascular support. Mum wanted both the twins to be baptised together, 

the on-call priest was on their way however, he started deteriorating and the shift leader 

quickly performed a baptism on Twin 1. 

Mum was out of area for our local hospice and didn’t want to leave Twin 2 who was also 

unstable; therefore, her only options were for her baby to die at the cot side or for her to be 

moved into an isolation room. The isolation room is also used for eye clinic so has clinical 

equipment and a couch in the room. This made me feel unconformable as this was not an 

appropriate end of life setting for both the mum and baby and I was trying to think of an 

alternative room. We use the hospital bereavement room for when parents return to see their 

baby after death as most deaths happen either on the NICU or in the hospice. However, I 

rang the Bereavement team to enquire if we could use their room while the baby was still on 

the ventilator and provide end of life care there. As this was not normal practice it was 

escalated to the bereavement matron who agreed a plan with the consultant caring for the 

family. 

We removed all monitoring and the OGT and attached him to the portable ventilator; mum 

carried him downstairs to the bereavement room with morphine running on the maximum 

rate for comfort. Due to COVID-19 the baby’s Dad could not visit as he was sole carer for his 

son, maternal grandad was supporting her through this.  As nurses we routinely lead the 

care at this point, and we removed the ETT when mum was ready. The consultant confirmed 

time of death and we removed lines, bathed and dressed the baby and help her to create 

memories. Unfortunately, we could not offer 3D casts but managed to offer every other 

service. Mum wanted to stay overnight with her son and be close to Twin 2 but there were 

no rooms available for her to stay in. Instead of separating mum and babies the only option 

was for mum to sleep in the isolation room with a camp bed borrowed from maternity 

services. 

Two weeks later I was looking after Twin 2, he was also now on maximum respiratory and 

cardiovascular support and was slowly deteriorating. Mum was called in and I asked if she 

wanted to speak to the consultant. Our normal practice is for the consultant to have these 

difficult conversations with a nurse present so we can carry on appropriate conversations for 

the rest of the day. Mum refused to speak to the consultant, so I updated her on her baby’s 

condition. This was difficult as it was the first time that I had solely informed a parent that 

their child was dying and the clinical reasons why. I had supported parents while medical 

staff had this conversation with them and advocated for both the baby and parents in the 



meetings, but this was different. I suddenly felt the pressure of delivering this news as I knew 

she would remember it forever. I was conscious of the words and how I could tell her in an 

easy to understand way which was factually correct and professional. I have had no formal 

training on how to deliver bad news, but I felt able to do this as I had supported mum with 

her previous bereavement and built up a relationship with her and I realised that bad news 

should be delivered by someone who the person trusts, I told the consultant what I had said 

and he agreed that everything was correct.  

I quickly returned to mum who wanted to hold her baby, I informed her that there was a 

possibility that he may die when we get him out for a cuddle and if she was waiting for 

anybody to arrive then we could wait. However, mum wanted to hold her baby close to her 

chest and I didn’t want him to die in the incubator alone. His OGT was removed and with the 

help of another nurse we got him out for a cuddle. As soon as he was moved his heart rate 

and saturations dropped, the consultant spoke to mum and explained that, as his lungs and 

kidneys were not working anymore, the potassium levels were rise to a dangerously high 

level which will stop his heart. Mum was crying and the consultant left her to spend time with 

her baby.  

All medications were stopped apart from pain relief. I bent down and placed my hand on 

mum’s knee, she looked at me and I told her “he is dying now”.  Mum sobbed and said she 

wanted to go downstairs to the bereavement room she had used with his brother and she 

wanted her dad to support her again. The monitor was switched off and his leads removed. I 

allocated the shift leader to ring for the room to be opened and get more staff. I set up the 

portable ventilator and a nurse carried it with an oxygen cylinder, another carried his 

infusions, another opened door and I comforted mum. Her legs were weak, and I offered her 

a wheelchair, but she wanted to carry him.  

This was the second time she had walked to the bereavement room carrying her dying baby. 

Once we were in the bereavement room everyone left apart from the shift leader. We asked 

mum if she wanted Twin 1 to spend time with them both which she did. Mum video called the 

twins Dad to see Twin 2 on the ventilator before he died. 

Mum sat on the couch with both of her twins, waiting for her dad to arrive. I took photos of 

them all together as a family using mums’ phone and the tips that the photograph charity had 

sent the trust to ensure we capture moments with good quality photographs.  I made mum a 

hot drink and asked if she wanted me to leave them alone but stay close if she needed me. 

Mum wanted me to stay with them all; we sat together and spoke about ‘normal’ things - 

family, jobs, and relationships. 

Twin 2 had started to deteriorate on the ventilator while waiting for Grandad to visit; I turned 

all the infusions to maximum as he was showing gasping reflexes. I reassured mum that he 

was not in pain and called the consultant to check if there was anything else, I could 

give.Grandad arrived and mum was starting to get upset again about the gasping. She said 

she wanted to stop his suffering, but she wasn’t ready to let him go. I reassured mum that he 

wasn’t in pain and I could make the decision for her if she wanted, I told her that it wasn’t her 

choice or her fault. Previously when I have cared for a surviving twin some parents had 

confided in me that they though it was there fault, that somehow, they could have done more 

to stop it. From hearing parent bargain with their grief and blame themselves I always make 

an effort to re-assure parents that it was not their fault and they did everything for their baby. 

Mum agreed and then quietly said “take the tube out”. I stopped the ventilator and removed 

the ETT and gave mum wet gauze to wipe his mouth. Mum held Twin 2 in her arms as he 

died with Twin 1 and grandad surrounding them. 



The unit has a mobile phone dedicated for bereavement for parents to phone which stays 

with the nurse caring for the family. I left my number and gave the family time together, I told 

mum to phone me when she wanted to bath him. Mum phoned about 30 minutes after and I 

went with the doctor to confirm time of death. I took the portable bath and supplies down to 

the bereavement room, sadly mum didn’t need any guidance on how to bath him as she had 

recently bathed Twin 1. I removed his long line and Mum bathed Twin 2 while Twin 1 was 

wrapped in his blanket in the Moses basket next to Grandad. She dried and dressed him, 

and we wrapped him in the same blanket as his brother but an opposite colour. We had a 

‘photo shoot’ of the family and twins together and mum really appreciated these unique 

photos. 

This end of life care was seamless and uninterrupted by different professionals. Mum got all 

her care from me and I got my support from the team on the unit. A nurse contacted delivery 

suite for Cabergoline for milk suppression and brought it down for mum, we talked about milk 

donation. Mum stayed in the bereavement room all day with the twins and her Dad where 

they all spent time together. I managed to arrange a bedroom off the unit for mum to stay 

and set up the cuddle cot; once mum was settled into the room, I left her for the night with a 

different member of staff and returned the next day to care for them both again. 

Discussion 

Despite the difficulties, I felt this bereavement care was seamless and high quality due to the 

teamwork of not only the neonatal unit but the whole hospital, including the bereavement 

team, maternity services and pharmacy. The use of bereavement links meant that up to date 

knowledge was shared and support was available for staff. The nurse and consultants 

worked together to ensure that the parents had support from appropriate professions at the 

right time. 

Alongside teamwork, effective communication and quick thinking meant mum had similar 

uninterrupted bereavement care on both occasions.  The photography tips that the 

professional charity had sent us improved my skills and advised me on what not to include in 

photographs, leading into mum being able to keep these precious beautiful photos forever. 

Using mums’ phone to take the photos has both a positive and a negative outcome. Mum 

phone has a better camera, but this is the only place the photos are stored so if she loses 

her phone these are lost forever. Mum’s phone was also running out of battery, so we had to 

stop taking photographs for a short moment. However, if we had a better-quality unit camera 

then I may have been able to take some more natural photos of the family and store them in 

the baby’s notes. 

Conclusion  

These are unprecedented times that none of us could have imagined; daily there are 

questions raised that, despite the constant update of information and polices, we know that 

currently no-one knows the answers. However, the barriers to high quality bereavement care 

that Covid-19 has caused can be overcome with effective communication, teamwork and 

challenging current practice by different ways of working. 
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Figure 3 Bereavement room 
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Figure 4. Bereavement room wardrobe.

 

 

 


