
The Butterfly project:

The Lived Experience of Families 
Suffering Baby Loss



Introduction – Loss of a Baby in a Multiple Pregnancy

• Qualitative research with bereaved parents & staff

– Nurses, midwives, ultra-sonographers, neonatologists, parents 

• “Co-twin” baby loss: miscarriage, stillbirth, neonatal death – trigger warning

• Co-produced guidelines

• Films & eLearning

• Butterfly family follow up

• “The Butterfly Project”
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Parents feelings & experiences

• Parents were generally ‘positive’ about staff

• It’s the little things that count – humanity in a technical world

• Remember how we made them feel decades later

• Unique bond with staff – you knew my baby

• Don’t expect NICU staff to be counsellors, miracle workers etc.

• But parents expect us to “genuinely care”

Challenges where one twin dies, and one survives



Society is fascinated by twins & multiples

Twinning rates are increasing worldwide – lots of factors



“Nature versus Nature”  

“Three identical strangers”: triplets deliberately 

separated at birth; Galland committed suicide at 

35y age

Twins separated at birth

Twins & multiples are seen as special – we 

are fascinated and moved by their stories. 



Co-twin died at birth

Credit: Wikipedia CC, Metweb CC: Elvis Presley, Liberace

• Jesse stillborn 35 minutes before Elvis

• Elvis visited Jesse’s grave regularly

• Defined his life & career

• Liberace encouraged him to be showman

• “Life purpose” to find how to connect with twin again



Lifelong nature of twin identity?

Is anyone a twin or ‘twinless twin’?

200 lone-twin adults interviewed



Losing a baby from a multiple pregnancy

• Early miscarriage

• Pregnancy following assisted reproductive technology

• Termination for medical reason (congenital anomaly)

• Unexpected stillbirth

• Co-twin death on NICU

How do parents cope?

How do our behaviors help or hinder?

How can we best make a difference?



When a twin baby dies

“I can only hear one heartbeat” “My surviving twin is still sick” “I did not know she was a twin”

“I only visit one baby now” “I’m scared to go home” “When do I tell her about her 

sister?”



If you lose a twin, what must it feel like when….

• .. return to antenatal clinic after an in-utero death

• .. stay on a postnatal ward with other sets of twins

• …return to the same room in NICU where baby died

• …come to follow up clinic & no one says anything

• Walk down the street, see other twins in a pushchair

• Every birthday, anniversary, first day at school ….

• …and what does the surviving twin think as they grow older?

You have enormous power - your behaviours & actions affects families for 

the rest of their lives



Key themes from qualitative studies

1. IDENTITY: Recognise twin status

2. ACKNOWLEDGE the bereavement

3. SUPPORT the parents emotionally

4. INFORM - provide appropriate information

5. CONTINUITY – staffing, information

6. MEMORY MAKING – physical, emotional

7. LOGISTICS cot occupancy & position on NICU

8. DISCHARGE - Prepare parents for going home

Many more themes  - focus on themes where we could make 

practical differences

“it was almost like 

– oh he’s not a 

twin anymore….” 



Recognise twin status

‘The nurses would ask ‘How was your 

pregnancy with him ….they forget about 

him being a twin and everything like that‘ 



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]

Workshop – 

‘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]



Butterfly symbol





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’

Before you tell a 

grieving parent to 

be grateful for the 

children they 

have, think about 

which one of 

yours you could 

live without

Anon.



Provide emotional support

‘it was just a bit matter of fact (‘normal’) to people’ [Mother talking 

about the funeral]

‘one of the nurses that was least thoughtful kept calling him 

[surviving twin] by his brother’s [dead twin] name’ [Mother]

Clifford

Practical tip – ask 

parents to write the 

name



Provide continuity

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

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

again’

• Parents found it painful to retell ‘story’

– they want to talk about it, but expect staff to know details

• Learn the names of all the babies; offer to talk about it if they want

• Sense of continuity – will they see you again?

– Doctors & nurses.



Memory making

‘the nurses did it, they took footprints and handprints; I find it 

difficult to look at them….but I’m pleased they did’ 

‘I have got pictures….it’s nice to see that it was both of them 

together in the incubator’ 

Importance of ‘shared’ memories – photos, blankets, toys



Handle cot occupancy sensitively

‘it was not nice, putting us on a ward with parents and other twins’

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

[admitting new baby into the cot/incubator space of the twin who died]



Prepare parents for discharge

‘it was horrible going home …when I had to come home 

that was really hard’

‘I thought it would get better when I got home…. but it 

actually got a lot worse’



Lots of themes – we can all do better

• Lifelong impact on parents’ experience

• 25 years later … parents remember how we made them feel

• Small things can make a big difference

• Project is ‘more than’ a Butterfly symbol

– Think about our words

– Behaviours in follow up clinic

– Body language

– Interactions 
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usa@theskyehighfoundation.com

mailto:usa@theskyehighfoundation.com


www.neonatalbutterflyproject.org 

• ‘Struck’ by the power of hearing parents speak directly

• Film project with ethnographic film maker: families & staff

http://www.neonatalbutterflyproject.org/


www.neonatalbutterflyproject.org



• 4 hours CME/CNE learning with peers

• Free-to-access

• Upgrade for certificate on completion

• Endorsed by >20 advocacy & professional organisations

Free to access online course

www.futurelearn.com

http://www.futurelearn.com/






“This course is outstanding, so much information to help others & raise 

awareness”

“This is a really powerful, relevant and important course.”

“Such great tips ….Even after a long time in nursing we can improve on how to 

deal with loss.”

“What an amazing resource to allow us as professionals to take a little time to 

understand”

“It’s so true that it’s the little things. I have taken away so much from this course 

and hope to implement service improvements.”





Indebted to parents who felt able to 
share their experiences with us

www.neonatalbutterflyproject.org



Compassionate leadership

• Live in someone else’s shoes

• Not just a ‘cot card’ – behaviours & actions

• It’s the little things that count – never under-estimate your ‘power’

• Act as a leader – demonstrate to others this is important

• Learning, reflecting and acknowledging makes your job more rewarding



Key themes

1. IDENTITY   - Recognise twin status

2. ACKNOWLEDGE   - the bereavement

3. SUPPORT    - the parents emotionally

4. INFORM    - provide appropriate information

5. CONTINUITY   - staff & communication

6. MEMORY MAKING  - twins together; start early

7. LOGISTICS   - cot occupancy on NICU

8. DISCHARGE   - prepare parents for going home

Many more themes



Research 2024 – family life & growing up

• Collaboration with networks & families

• 203 families

– How do you remember the baby who died?

– What do you say, if asked “how many children do you have”?

– What do you do on anniversaries, birthdays?

– Do you feel triggered when you see other twins/triplets?



Tell me about you

I am a lone twin, my identical twin died at 5 

days old…I’ve always felt that there was some 

part of my life missing…. 

….being a lone twin affected me growing up, I 

never felt like I fitted in anywhere, I’ve always 

had a feeling of loneliness which I can’t explain 



When did you tell your other children?

My survivor has always known she's a twin & we have talked 
about this in different ways as she & her older brother grew up.

However, I have still been unable to tell them I had TFMR for 
Susan, just that their sister died in the womb.

Now they are grown up I wish I'd told them before because now 
it feels a huge deal.



How many children do you have?

If it's someone who I am going to have a long conversation with or 

someone I will see again (ie not a complete stranger) then I say 

that I have two children but that Kai is a twin and that his brother 

died aged 12 hours from a heart defect.

It's only if I'm having a fleeting conversation with a stranger, I don't 

mention it. But then I do feel guilty afterwards. 



Talking about the twin

I feel as though no one mentions it or asks so I feel 

awkward bringing it up

I just want it to be acknowledged. I feel like no one else 

remembers my loss baby or how sad it is that she’s not 

here alongside my survivor.



Seeing other twins

It feels like an exciting club that I never quite got access 

to…I never got the opportunity to feel like a twin mum and it 

seems such a special thing that I missed out on. It makes me 

feel sad for Kai that he will never know that bond 



Qualitative analysis

Dr Ella Dyer



Wrapping up

Acknowledgment is key

You have the power to make a lasting 

difference to families’ lives

Acknowledgements

Many amazing parents

NICU team

Research team
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