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Newcastle Neonatal Research Team

Qualitative work with parents

▪ Withdrawal of intensive care support

▪ Loss of a baby from a multiple pregnancy

▪ Palliative care – location

▪ Separation of twins at different hospitals

▪ Parental views of neonatal follow up

▪ Aims

▪ Better understand parental perspective

▪ Educate, inform and improve outcomes
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Loss from a multiple pregnancy

We don’t seem to be able to deal with both grief and 

joy….

We are great dealing with the grief if there is just one 

baby that has died and we are great at being delighted 

and happy when it all goes fine….

..but we are not managing the two together very well
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Loss from a multiple pregnancy

• Qualitative study: parents & health professionals

• Experiences & feelings following loss from multiple 

pregnancy

• Complex emotions & experiences – parents & staff

1. Richards J et al. Mothers' perspectives on the perinatal loss of a co-twin: A qualitative study. BMC 
Pregnancy & Childbirth. 2015;15:143;

2. Richards J et al. Health professionals' perspectives on bereavement following loss from a twin pregnancy 
Journal of Perinatology. doi:10.1038/jp.2016.13
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Key themes

1. Recognise twin status

2. Acknowledge the bereavement

3. Provide emotional support

4. Provide appropriate information

5. Provide continuity

6. Offer memory making

7. Handle cot occupancy sensitively on the 

neonatal unit

8. Prepare parents for discharge from hospital

“it was almost 

like – oh he’s 

not a twin 

anymore….” 
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Complexity of the NICU environment
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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]
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Recognise twin status – what to do?

• establish what parents want

• refer to twin by name 

‘I know this must be really difficult time for 

you…..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 ….. it 

doesn’t matter. We can talk about it another 

time.’
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Recognise twin status

‘they forget about him being a twin [Father] ’ ‘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]
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Butterfly symbol
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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]
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Juxtaposition of emotions

• Impact of death was underestimated

– tendency to be positive & focus on surviving twin

– parents value being given ‘permission’ to grieve for 

their loss, while celebrating their surviving baby

• Reassure parents - ‘OK’ to feel a mixed emotions

• Avoid any sense that parents are lucky to ‘still have 

one baby’ – never say ‘at least you’ve 

still got one’.



Before you tell a grieving 

parent be grateful for the 

children they have, think 

about which one of yours 

you could live without

Anon.
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Provide emotional support

‘it was just a bit matter of fact (‘normal’) 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 in the hospital church]
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Provide emotional support

‘one of the nurses that was least thoughtful 

kept calling him [alive twin] by his brother’s 

[dead twin] name’ [Mother]
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Compassion & humanity

• Many parents felt staff had become ‘like friends’

• Importance of ‘normal’ human interaction

• Parents appreciate compassion & caring – “It’s the 
little things that count”

• Do not worry about ‘saying the wrong 

thing’: any discomfort you feel is much less than the 

sadness the parents experience
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Provide appropriate information

‘we didn’t know where he [dead twin] was in the 

hospital. I didn’t have a clue where he was’ [Mother]
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Provide appropriate information

• Speak with parents: help them make notes, keep a 

diary or provide them with written information

• In-utero loss (Stillbirth): discuss what parents may 

want at delivery – do they want to see or hold the baby
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Provide continuity

‘It was really good, we knew [nurse] and trusted her’ 

[Mother]

‘a lot of days it was a new nurse….we had to keep 

explaining it again’ [Mother]
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Provide continuity

• Parents found it painful to retell ‘story’

• Learn names of surviving & dead twin

• Sense of continuity – will they see you again?

– Doctors & nurses.
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Offer memory making

‘the nurses did it, they took footprints and 
handprints; I find it difficult to look….but I’m 
pleased they did’ [Mother]

‘I have got pictures….it’s nice to see that it was 
both of them together in the incubator’ 
[Mother]

‘when I look back I think “did I ever cuddle 
[name of dead twin]?”’ [Mother]
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Handle cot occupancy sensitively

‘it was not nice, putting us on a

ward with parents and other twins’

[Mother]

‘one thing which I did find difficult ….I was put next to 
a lot of twins’ [Mother]

‘it was really hard but you know it has to be done…. 

[Mother – talking about a new admitted baby being put 

into the cot space where her dead twin had been]
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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]



www.neonatalresearch.net
Improving outcomes

Prepare parents for discharge

‘it’s parents stories [written in book on NICU] 

…. they write their story…it helps me “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]
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Summing up

• Staff have long-term impact on parents’ experience

• Small things can make a big difference

• Project is ‘More than’ a Butterfly sticker

• Staff: consider their own well-being

– accept limitations and ask for help

– strong ‘informal networks’ exist

– be aware of staff who feel more ‘on the edges’
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Summary of key themes

1. Recognise twin status

2. Acknowledge the bereavement

3. Emotional support

4. Appropriate information

5. Continuity

6. Memory making

7. Cot occupancy & NICU ‘geography’

8. Discharge preparation
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Butterfly project – where now?

• Guidelines, power-point slides, ‘leaflets’

• International – French, Italian, Spanish, Portuguese, 

Russian, Swedish, Arabic and German translations

• US, Canada, S America, NZ and Europe



Spanish

German

Portuguese

Italian
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Butterfly film project

• ‘Struck’ by the power of hearing parents speak 

directly

• Film project with ethnographic film maker

• 8 families, 6 NICU staff

• >60 hours of footage

• Parents more than 20 years later recall what staff 

said and what it made them feel
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www.neonatalbutterflyproject.org











The Butterfly Project: how can staff improve the experiences 

of parents who suffer the loss of a baby from a twin 

pregnancy?

Good research is a team effort

Parents, families, siblings and staff
International translators
Newcastle University
Judy Richards, Louise Hayes, Lisa Crowe, Ruth Graham, Judith Rankin
Newcastle Hospitals NHS Foundation Trust
Sarah Stephenson, Nicholas Embleton, Clare Campbell, Jane Couch, Janet 
Berrington
Multiple Births Foundation 
Jane Denton
Film Producer
Reuben Abrahams



Butterfly project – a work in progress

Indebted to parents who felt able to 
share their experiences with us
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Films with parents who suffered loss of a co-twin baby

Free to download guidelines, translations, resources, 

teaching packs


