Perinatal Palliative Care Communication Tools Cheat Sheet

Conversation Frameworks:

Delivering Bad SPIKES Use when family Setting Quiet space, no interruptions, sit down with family, ideally needed subspecialist present
News could NOT
know/infer the bad Perception Can you tell me what you know about your pregnancy (or baby’s medical issues)? Has anyone
news mentioned any concerns about your pregnancy/baby?
(i.e. new diagnosis)
Invitation | have some difficult news that | need to share with you.

I did receive back your/baby’s test results, | am concerned about the findings.

I have some concerns about your/baby’s health.

LONG SILENCE, wait for family to acknowledge.

Knowledge Give information. Would focus on big picture and then give details as family asks questions. Do

frequent check ins with family, “what questions do you have about what I have said so far?”

Emotion This is hard. 1 wish | did not have to share this information. These are not words a mommy or

daddy should ever have to hear.

Summary Big picture review, next steps

Ask-Tell- Use when family Ask | Can you tell me what you know about your/baby’s CURRENT medical concerns.
Ask already knows some *If your leave out “current” you may get a 6 month rehashing of events, maybe helpful, maybe distracting.
information What are you most concerned about for your baby?
What else (ask until family reaches your concern OR you feel sure family does not know the concern)

Tell Understands—>Validate | Yes, your baby’s illness is very serious and it sounds like you have a very good

understanding.

*If the family says die you DO NOT need to keep saying it. They clearly get it.
Lacks Understanding I wish your baby’s illness was something we could easily treat. | worry that
->Reframe your baby will be very sick when s/he is born. Babies with this diagnosis often

die shortly after birth (hours, days, weeks, months etc). OR Babies with this

iliness need lots of extra help as they grow...explain.

*You must say die if this is a concern and family does not say it.

Ask | What is most important to you after you baby is born? Are there things you want to make sure happen
after your baby is born? How are you celebrating your pregnancy (baby shower, pregnancy photos)? How
can we celebrate her/his life? Your baby is so special, and even though s/he may not live very long, s/he
will impact you and others for a lifetime. It is important to celebrate her/him.

Changing Goals REMAP Use when baby has Reframe | Last time we talked, we were really hopeful that baby was going to respond to X/improve. It seems

a decline and need
to discuss new
goals/plans

like baby is struggling more. It seems like baby is in a different place now. SILENCE

Emotion

This has been a very difficult pregnancy/hospital stay. What are you most concerned about?
What else? *if family is missing the critical concern, “Is it ok, if | tell you what the medical team is
really worried about?” Be brief and to the point. “We are worried that he is slowly
dying/declining/suffering.”

Map I worry that our time with baby is limited. Tell me what is most important to your family now.

Align What | hear you saying is X is really important. (having family come to bedside, going home, meeting
siblings etc)

Propose | Given everything you told me, | propose we do X.

a Plan
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Transitioning to

We had talked about doing X, does this sound like a good time to do that?

Comfort We talked about doing X after BABY was born, what is most important to you right now?
Care/Legacy
Normalizing Does s/he have a name?
Interaction with Look how tiny her hands are. Look how perfect her nose is. He has such big feet. He has LOTS of hair!
Baby Who does he look like?
Validating This is hard.
Emotions No mommy or daddy should ever have to say goodbye to their baby.
It is ok to cry. Itis ok to be mad.
(avoid “l am sorry”)
(Never talk about siblings as a replacement for baby who passed)
Providing He never felt any pain. All she ever felt was your love and the warmth of your embrace. She is just perfect.
Reassurance | do not know why this happened. BUT, | do know that his life is very important. Some of us need 100 years to accomplish our tasks, some only need

moments. She will have a huge impact on your family and everyone here.

Baby as a part of
the family

Even though baby is no longer physically here, he will always be a part of your family. Talk about him. If it is helpful, find ways to remember him at
holidays and family events. We know from studies that examined how families cope after the loss of a baby, those families who talk about their baby
are mentally healthier. Your baby lived. He is important.

(Encourage family in the room, to help the mom and dad remember the baby).

Other Phrases | Like
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