M Reflections

Where to die?

An intensive care patient, terminallyill,
chooses to die at home

n the past, most deaths took place at home. There has

recently been a lot of interest in providing patients and

their families with a “good death”,! and research has
shown that if a choice was given to terminally ill patients
in the intensive care unit (ICU), they would prefer to die at
home.? Much of the palliative care literature is about
providing care for a terminally ill patient in the patient’s
home. However, little information is available on taking a
critically ill patient home to die.

In some reports, only one patient was taken home to
die, but in others, 10%—44% of ICU patients went home
to die.>% Although all the patients had wished to die at
home, some authors emphasised that decisions to transfer
patients home to die were often based on religious or
cultural beliefs, such as Muslim religious values or Maori,’
Polynesian or Chinese® cultural beliefs. We found one
report from an ICU with a well structured “going home
initiative” program, but it involved transporting the patient
home after extubation (for logistical reasons). ™

We were involved in a challenging and logistically difficult
case, in which the patient presented with a putative
diagnosis of end-stage progressive motor neurone disease.
All her activities of daily living had deteriorated
dramatically, and she presented to our emergency
department with acute-on-chronic respiratory failure. She
was admitted to the ICU for temporary ventilatory support
to allow confirmation of the diagnosis. Within days of her
admission, it became clear that she was in a terminal phase
of her illness. Her respiratory reserve was minimal. With
mechanical ventilation, her sensorium cleared and she was
able to communicate. When her prognosis was explained
to her, she expressed a clear and unambiguous wish to die
athome, surrounded by her family and friends, rather than
in the ICU.

To the best of our knowledge, this scenario has not
been reported before in Australia. After discussion with
our hospital ethics committee and extensive discussions
with the patient, her family, our palliative care team and
our medical administration, we agreed to fulfil her wish.
We planned for her to be taken home intubated and
ventilated. Once she had spent some time with loved
ones, we planned withdrawal of ICU support there.

On the day of the patient’s going home, we went
through a conventional checklist that included airway
equipment, medicines, an oxygen cylinder with suction
assembly, and her paperwork, including a death
certificate. We telephoned her general practitioner and
palliative care nurse before the transport team departed.
The patient was comfortable and awake throughout the
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1 Comments from the patient’s mother
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journey home and did not request any sedation. She
remained on spontaneous breathing mode with a few
assisted breaths. After reaching her home, we moved her
to the couch in the lounge room. She was welcomed by
her family and friends and joined by her pets, and
everyone had a chance to speak a few words about her
and to her. One logistical issue encountered was the lack
of a communication white board for the patient, which
was overcome by the use of an iPad. After she had spent
some time with her family, friends and pets, she
indicated her readiness to say goodbye, and we
extubated her. She died peacefully in the presence of her
husband and family. This was a humbling and unique
experience for everyone, and the people present
expressed their gratitude to our team for her care.

In the event that the patient had needed ongoing
palliation beyond an initial observation period of 1-2 hours
after extubation, we had planned to hand care over to her
palliative care nurse who was with us at that time.

Cost to the hospital

The financial cost of this exercise included transport to
an adjacent suburb by high acuity ambulance ($750), and
wages for 4 hours for two registered nurses (a critical
care registered nurse and a palliative care nurse) at $32
per hour and an ICU consultant at $115 per hour ($716).
The total expense was $1466, which is half the cost of a
day in ICU. This was borne by the hospital.

Cost to the family

Using a multidimensional palliative care outcome scale'?
applied retrospectively, the end-of-life care given scored
well: zero in most categories and a score of 3 for “family
being anxious and worried most of the time”, which was
expected. We followed up the patient’s family regularly in
the months after her death, and at 4 months we asked



2 Comments from the patient’s husband

EX TRE Ml MpNenie, DX A UH/MC
I MA N TS \mo@sT/ Possiele crmye
Foe 30nt PAarT Il T 4o MMRAUA
Wil CHRT Ho Foe THE QST ofF
i~ L=
Oty PoSiTw=
CT = 1IN ED A vatsid
A1 AtNc

CRTNLA NG ol Lot Tay o

INnmic wis a1
T PITS3 AWAH

-

| Tt A oy é ouwe T oM
T MAE Wond R Ul daps oo

La~e TR —

R AN Roge D

them about their feelings about her going home to die. We
obtained written, informed consent to publish this report
and quote their comments.

In her mother’s words:

While in Cabrini ICU, [my daughter] was treated with
the utmost care and kindness. Being transferred to her
beloved home gave her much comfort, and she was
able to spend her last hours where she loved to be,
surrounded by her nearest and dearest. Although
unable to say so, I know in her mind, she was at peace.

It may become
a standard of
care to include
discussion
regarding home

palliation for
In her husband’s words:

ICU patients,
Extremely emotional, sad and traumatic. I think the but the
W(?I'St possible case for both partle.zs to go thro%l.gh. potential effect
Will affect me for the rest of my life. Only positive taff

on startf,

thing was that [my wife] received her wish to pass
away at home. Certainly no other positives. I thank
you and your team for the wonderful care you gave
[my wife] in her final hours.

relatives and
friends should
be considered
carefully

Itis uncommon for a patient to be transferred home from
ICU for palliative care in Australia. The ability to meet
the patient and family’s preferences is a strong predictor
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of quality of death. It may be as important as the place of
death.® Our positive therapeutic relationship and the
ability to achieve home palliation may both have
contributed to the quality of death for this patient.

The experience of granting this woman'’s last request
had a positive impact on the hospital community, but
the impact on her closest family was mixed. Her mother
was anxious in anticipation, but relieved and grateful in
retrospect. Her husband had lasting misgivings about
the process. It may become a standard of care to include
discussion regarding home palliation for ICU patients,
but the potential effect on staff, relatives and friends
should be considered carefully.

We suggest that the patient, nearest family members,
the GP and other specialists, including ICU and
palliative care specialists, should be involved in the
decision and in the actual process of home palliation. An
ICU specialist should be present during transfer and
during the initial few hours at home. Afterwards, care
can be handed over to the palliative care team with the
GP’s involvement, especially if there is likely to be a
prolonged course of care.
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