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Living well until death

Professor Jennifer Tieman

As we age, we naturally approach death. An
ageing population means that there is an
increasing rate of dying in older age, which is
reshaping our understanding of the older
person’s needs and implications for care
delivery at the end of life. The changing nature
of disease patterns is also affecting how we die
as older Australians. Coronary heart disease,
dementia, cerebrovascular disease, COPD,
and lung cancer are the leading causes of
death for older Australians. [1] With age, the
likelihood of multimorbidity also increases.
Many older people will use aged care services
before they die and the longer we live the more
likely it is that we will.

What matters to older people

A number of studies of consumer experience
and literature reviews have shown that older
people want to stay as independent as
possible and reside in their home where they
have connections to family and friends. They
also want to be cared for by those who have a
positive attitude and the personal attributes to
work with older people, as well as appropriate
skills to undertake the work required. [2,3]
Even though a person might have some
challenges in their health and abilities, they will
still have goals that matter, roles and activities
that have meaning for them, and the desire to
manage their day-to-day life and live as well as
they can. This is also true when an older
person is coming to the end of life.
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A recent qualitative study in Denmark explored
what matters to both seriously ill and well older
people at the end of life. What mattered to
them was being independent and having
autonomy; being able to talk about death,
dying, and their wishes regarding treatment at
the end of life; and living with and managing
the chronic illnesses that affected their
everyday life. [4] The importance of such
personal control was highlighted in a
systematic review on dignity, autonomy and
control at the end of life. This study found that
a person’s perceived dignity at the end of life is
related to their sense of autonomy and ability
to control physical functions and their
immediate surroundings. [5] Houska &
Loucka’s critical review of autonomy at the end
of life also noted the importance of “being in
charge” and “being normal” as fundamental
domains of autonomy. [6] Therefore, as well as
facilitating end of life discussions and
decisions, we need to consider what are the
appropriate supports and services we should
be providing that enable people to continuing
participate even as they approach death.

How can we support dignity, autonomy, and
wellbeing?

While functional decline can be anticipated for
people with life-limiting illnesses, the
trajectories can differ in shapes and patterns.
An analysis of Australian data showed that the
pattern of functional decline for the neurological



and dementia cohorts is flatter, showing a
prolonged period of low function. [7] This

suggests that care needs of older people

associated with end of life will need to be

addressed over a longer period.

We need to recognise that loss of function,
increasing dependence, and a feeling of being
a burden may erode the person’s sense of self.
Therefore, promoting their sense of control and
independence and helping them to manage a
changing physical body can be powerful. Re-
enablement strategies, equipment, and training
can all help maintain function and support a
continuing sense of accomplishment and
contribution in daily living. More broadly,
meaningful activities that provide occupation
and promote social engagement are
necessary. Without these, there are risks of a
deep loneliness that older people report arises
from a sense of meaningless waiting, a longing
for a deeper connectedness, and restricted
freedom. [8]

A multidisciplinary approach to care for an
older person at the end of life can help to
ensure that a comprehensive plan is in place to
address not only physical but psychosocial,
community, and spiritual needs. This can
include referral to specialist services, provision
of equipment that enables continuing functional
activity and engagement, and workforce
strategies that build an understanding of the
importance of autonomy and independence for
older people at the end of life.
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