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Healthcare is being challenged by increasing care de-
mands from an ageing population and the impact of chro-
nic disease in our community as well as changing patient
and community expectations about care delivery and out-
comes. Clinicians are becoming more and more aware that
concepts such as focus of patient centred care brings with it
patient participation in shared decision making.™* However,
we know those issues are not always consistently prioritized
and applied in our care. Not addressing these considera-
tions can be especially challenging in the end-of-life context.
Caring for people across the last year of life as well as those
who are actively dying is becoming an expectation across
the health system. In 2014, the World Health Assembly pas-
sed a resolution calling for member states to strengthen
the field of palliative care as a component of comprehen-
sive care across the life course. This resolution highlighted
the importance of has always acknowledged that the pa-
tient and their family caregiver are the ‘unit of care’ and as
such encouraged shared decision making, particularly when
‘goals of care’ are being discussed.* Despite this philosophy
of care, gaps remain across acute care, primary care and,
as it now appears, also in specialist palliative care. End-of-
-life is a time of great uncertainty for the patient and their
family and for clinicians this often means they are being avai-
lable across the whole of the health system including prima-
ry and community care.® However, uncomfortable questions
are emerging that suggest that sometimes as health profes-
sionals we do not feel comfortable or able to handle these
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issues. But patients are there, every day, expecting the best
care from us. Are we mindful of what they are looking for and
are we equipped to meet their needs as health professionals
and as a health system?

If health care systems are not meeting the needs of their
population, people will find others to provide care, advoca-
te and fill in the gaps in care. In some countries a new role
in the end-of-life space is emerging: the death doula. The
term “doula” is a Greek word meaning a woman caregiver.6
Better known in their work in birthing,” this informal role has
been adapted into contemporary models of care such as
ilness doulas,® delirium doulas® and cancer care doulas.
Following this trend in changing models of care, doulas are
now emerging in the end-of-life domain.

Death doulas are working with people at the end of life in
varied roles that are not well understood, and can be des-
cribed as similar to that of “an eldest daughter” or to a role
that has similarities to specialist palliative care nurses. It in-
cludes conversation and education about disease and end-
-of-life, discussion of goals of care, advocating patient and
family preferences and provides psychological and spiritual
resources.

The death doula role was also described as a non-me-
dical care worker that emphasizes personal happiness and
satisfaction rather than an extension of life; accompaniment
based on intimate human relations; integrated care that en-
compasses the physical, emotional, social and spiritual fa-
cets of the dying person. The aim is to give patients and
families a sense of control, increasing confidence in deci-
sion-making, decreasing stress and increasing peace and
tranquility.” It could also provide the patient and their fa-
milies with more time dedicated to care and support than
is able to be provided by health professionals.' Actually,
supporting families is an important part of the doula role, as
is providing them with information to help navigate the heal-
thcare system, the disease and death itself.

The arrival of a role such as a death doula appears to
have come from the need of empowerment during the dying
process, giving alternatives to the current modern clinical
approach, with a shift directed towards awareness and
choice. It seems to have been created by the patients’ need
to promote balance in their dying process; preventing or
stopping excessive medicalization of end-of-life care, thus
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bringing meaning and spiritual comfort. They also help to
organize alternative funeral celebrations, personalizing them
and giving them special significance.

The relation between death doulas and health systems
are not very well established, but some authors say there is
some overlap with health professionals’ roles, more specifi-
cally that of specialist palliative care nurses' and even spe-
cialist supportive community care workers. They are more
commonly seen, however, as a supplement for the care pro-
vided by the multidisciplinary palliative care team.'

They may not see the need to work with or alongside
healthcare professionals, and indeed this may not be war-
ranted. It should also be considered that there are roles that
patients, caregivers, and families do not want their health
professionals to fill, or roles that they do not see as that un-
dertaken by a health professional.

Steinhauser et al studied the factors deemed to be im-
portant by patients as to what supports a good death.™
Patients identified the need to have physicians who are
comfortable talking about death and dying and who are so-
meone with whom a patient can express their own personal
fears. While physical care is crucial and ranked as important
by patients, they view their end-of-life with broader psycho-
social and spiritual meaning. In order to prevent unmet
needs in their illness experience, they require supportive
health care professionals who can communicate openly and
who can focus on the broader psychosocial issues.'®

The emerging role of the death doula appears to reflect
a desire for different approaches and ways of caring at the
end-of-life.’ Such new roles remind us as health professio-
nals that our practice needs to reflect the patients” needs
and desires, including their psychosocial and spiritual di-
mensions. In a time of increasing care demands, this new
role may help health systems to better support dying people
and their families. H
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