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Aim:
To ensure holistic healthcare provision for young people and their
families inclusive of Rural, Remote and Indigenous communities.
Background:
The state-wide Queensland (QLD) Paediatric Palliative Care Service (PPCS) supports children, young people (018yrs) and families living with a life limiting condition. (1) The Quality of Care collaborative Australia (QuoCCA)
(3) project consists of a patient led model of care which aims to build and enhance the local healthcare
communities existing knowledge and strengths. This is achieved through time specific, care focused and
specialised sustainable education sessions surrounding paediatric palliative care and advanced care planning.
Access to the resources of the QuoCCa project ensured that when a young indigenous baby with a life limiting
condition had reached the limit of available treatment options, her parental desire to return to country and the
arms of their mob could not be met.
For Indigenous Australians, the connection to their country is intrinsic to their identity. The time before and
following death is subject to many important customary practices that are sacred to Indigenous Australians.
Returning to country and their family of origin for the final stages of life holds considerable significance due to
the Indigenous connection to homelands. (2) The creation of the QuoCCA project has ensured that these cultural
considerations can be better address.

Stanthorpe, Queensland

Case Study … Meet baby
Baby, an indigenous infant from Tenterfield,
NSW was diagnosed at birth with a genetic,
irreversible life limiting condition. Baby
was delivered by C-section at Mater
Mother’s Hospital, Brisbane and admitted
to Neonatal Intensive Care Unit (NICU)
due to anomalies consistent with Trisomy 18 (Edwards
Syndrome) and other specified congenital malformations
of the intestine that would result in a short life expectancy.
In the days following her birth, diﬃcult discussions were
held during a family meeting with her parents, Cardiology,
Social Work, Indigenous Liaison, Neonatology Team and
Paediatric Palliative Care Service (PPCS). The outcome of the
family meeting concluded with a redirection of care towards
the provision of comfort care in the location of choice. Mum
and Dad devastated, at this news expressed their wish to
be in the family home at Tenterfield or nearby at Stanthorpe
Hospital.
In keeping with the cultural, spiritual and family goals, the
Mater NICU retrieval team and Queensland PPCS quickly
responded with their request to return to country with the
supportive response made possible by the QuoCCA project.
This response included 2 staﬀ members travelling ahead
of the retrieval team to meet and help to support the local
medical and nursing team at Stanthorpe hospital. This
response ensured that they returned to country in a timely
manner.
Support is essential for any person in the final stages of life
and for Indigenous Australians, this support is limited and
profoundly aﬀected if not near their Indigenous country. (2)
For this family the support from elders was paramount in
their experience of their baby’s short life and her death. The
community and healthcare workers were empowered through
the provision of on site, in time specialist education from
tertiary services of both neonatal services and PPCS QuoCCA
staﬀ which assisted to ensure that the end of life for this
baby occurred in a way that was supportive, sustainable and
respectful of her Indigenous culture.

Results:

Conclusion:

Baby’s return to country with the support of QLD PPCS and
Stanthorpe Hospital ensured that her mob could embrace
her and her parents and provide pivotal support to them in
a way that could not have been achieved in Brisbane. Arrival
to her homelands bought with it the cultural practice of sorry
business. (2) Her mob met her and her family, they shared in
their grief and they ensured
that this baby and her family
were never alone. Elders
and mob remained present
throughout the admission to
Stanthorpe Hospital and long
discussions around whether baby
should return to Tenterfield for the
final stages of her life. The elders
communicated with her parents the
uncertainty of Baby’s passing and
spiritually felt the safest place for end of
life care was at Stanthorpe Hospital. PPCS
with the support of the team at Stanthorpe
Hospital identified diﬀerent ways that the team
could support Baby’s passing while meeting
the family’s expectations. PPCS connected and
linked in with Armajun Aboriginal Health Service
who aim to oﬀer comprehensive, holistic primary
health care around the Tenterfield community. With
the support of PPCS via telecommunication and the
local support of Stanthorpe Hospital and Armajun
the family were able to make the most of Baby’s final
4 days of life. In passing, they ensured that her spirit
was sent along its journey by participating in the
sacred tribal practices of her mob.

Holistic healthcare for Indigenous Australians should always
consider their traditional beliefs no matter the distance to
reach their traditional country. The achievement of return to
country and partnership of all healthcare teams was made
possible through the continued work of the national paediatric
palliative care teams working together as the QuoCCA
collaborative.
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