WManagivg Uncertainty

While we were chatting among ourselves ; doctors, nurses,
music therapist and counsellor, this pregnant lady walked
into our clinic. She sat in front of us, without her husband
at her side. Her hands were laid on her tummy, getting
ready to listen to what | was going to tell her. | asked, “Do
you know what is this clinic for?”

She said, “My baby has a very abnormal heart. | was told
that | should come to see your team.” She smiled in
silence.

After | had introduced our team’s role and the services
we could provide, she broke into tears. She said, “ | don'’t
know what else to say. Thank you so much for everything
that your team can offer. Now | feel less lonely and being
more supported. Initially when | was told my baby has a
problem, | am really lost. | don't know what to expect
because my doctor also cannot tell me what will happen to
my baby at birth. Everything is uncertain. Nothing can be
predicted.”

She said, “At least, now | know there is a team here who
will always be with me, to prepare for all the possible
outcomes. | have come to the right place.”

Three weeks later, she gave birth to a baby with severe
hypoplastic left heart syndrome. Her baby passed away
peacefully after 6 hours of life. She managed to hug the
baby, surrounded by her family members. We kept in a
memory box, the baby's foot prints and the heart beat
sound, for her retrieval when she came to our
bereavement clinic 6 weeks later.
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Palliative Care Management:

My team has been supporting this lady since antenatal period after the foetus
- was diagnosed to have a life limiting heart disease. We provided:
Anticipated grief assessment and management
Symptom care plan for new-born baby
Memory making
Family conference
Home visit
Hospice support
Grief and bereavement support

Learning Points:

Perinatal palliative care is part of paediatric palliative care service. It aims tol :
Provide extra support network for the baby, parents and family in
preparation for all the possible outcomes of the baby after birth. It helps
the family to develop a therapeutic and common goal-directed
relationship with the palliative care team at the initial stage of the
diagnosis. This helps the family to gain trust and feel supported through
their child’s journey.

Educate the family about what to expect and how to prepare for the
postnatal care for the baby in terms of physical symptoms management,
nursing care and financial needs.

Reduce psychosocial stress of the family through awareness of the
anticipatory grief process and the psychosocial support including the
siblings.

Continue to provide seamless care to the baby and family from antenatal
clinic, intensive care unit, neonatal ward and home.
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