
Preparing parents for 
end of life

NNASA & UP Neonatal Conference
19 September 2025

Presented by Dr Ané Büchner



• Caring for dying babies is one of the 
hardest parts of neonatal nursing

• Nurses walk closely with parents — your 
role is central in preparing, supporting, 
and accompanying families.

Introduction



• Expected: babies with life-limiting conditions 
(e.g. severe anomalies, extreme prematurity) 
→ may have time to prepare

• Unexpected: sudden deterioration, 
unexpected complications → families may be 
shocked and unprepared

• Both need support, but the approach differs

Expected vs 
Unexpected Death



Preparing Parents

Honest and compassionate communication
• Give anticipatory guidance: what might happen, what 

parents may see, what they can do
• Encourage involvement in care (touch, bathing, 

holding)
• Normalize emotions: fear, guilt, grief…
• Nurse’s role: gentle, repeated, consistent explanations



Balancing Hope with Reality

• The “dual frame”: hope for the best, prepare for the worst
• How to phrase conversations:

⚬ “We hope for more time, and we are also preparing in case time 
is short.”

• Really important to hold both sides: allow hope, but gently prepare 
for reality



Uncertainty & Helplessness

• Timing of death is unpredictable
• Acknowledge uncertainty honestly: “We 

cannot know exactly when, but we will be 
with you throughout”

• Reassure parents that they will not face it 
alone



Memory making

• Practical ideas: hand/footprints, photos, 
blankets, naming ceremonies, blessing 
rituals

• Allow parents to create keepsakes at their 
own pace

• Nurses often facilitate or gently suggest 
these moments — they can become 
invaluable later



Privacy & Time at the End 
of Life

• Create a quiet, private space for parents to 
be with their baby

• Encourage holding, cuddling, talking, 
singing

• Protect this time from unnecessary 
interruptions



Clear Communication & 
Role of the Nurse

• Nurses often spend the most time at the bedside — your presence, 
words, and consistency matter deeply

• Ensure the message matches what the doctors say (avoid 
confusion)

• After death: guide parents gently on what will happen next; offer to 
sit with them, help with memory items, and provide information on 
follow-up support



Parents may forget the 
exact words, but they will 
always remember how 
they were treated and the 
kindness shown

Nurses’ role is not only 
clinical — it’s presence, 
compassion, and dignity

Take home 
message



Thank You


