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End of life care: Isabella’s story - achieving preferred place of death through exceptional
family advocacy

This case study highlights the critical contrast between successful, proactive primary and community end-
of-life care supported by strong family advocacy, and some of the failures encountered when navigating
acute hospital settings.

Patient profile:

e Isabella was 75 years old and described her daughters Jacqui and Lisa as a "force of energy" and
"full of life".

e She had a large family, including children and grandchildren.

e She worked as a cleaner into her 70s because she “liked to be busy”.

Diagnosis:

e At age 73, Isabella was diagnosed with Cancer of Unknown Primary (CUP), with a secondary cancer
found in her lung.

e Following investigation through the National Cancer Screening Program, an oncologist estimated
she had an estimated three to four months of life without treatment, or two years with declining
health if she opted for treatment.

e Isabella opted for dual treatment (immunotherapy and chemotherapy) and lived with cancer for
two years before her death.

Written expectations or hopes for their end-of-life care:

e Isabella’s preference to die at home was formally documented in the “Lilac Form”, a key local
document provided by her GP. This form also recorded her Do Not Attempt Cardiopulmonary
Resuscitation order (DNACPR).

e The family actively shared this information: Jacqui ensured copies of the form were kept at home in
both the bedroom and living room so they could be explicitly referenced in every interaction with
healthcare providers, including ambulance services, to support Isabella’s wishes.

e However, the family noted they did not have any explicit conversation about an end-of-life care plan
involving various health professionals.

Key events in the lead-up to Isabella’s death:

e The most challenging events were the recurrent hospital admissions for treatable infections. Jacqui
and Lisa described these as "failed discharges," which created a stressful cycle of "bouncing in and
out of A&E".
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Isabella experienced 10-12 significant infections, including sepsis and delirium, prior to the final two
months of her life.

These emergency admissions were often triggered because out-of-hours GPs were perceived to
show reluctance in coming out to see Isabella at home, instead advising the family to call an
ambulance.

This cycle stopped when the family, supported by Isabella’s GP and community care teams, made a
clear decision to stop any further treatment in hospital. This allowed the final eight weeks of
Isabella's life to be successfully spent at home.

Decisions about their care and treatment:

Isabella was supported throughout her journey by her family, particularly her daughters Jacqui and
Lisa, who were highly engaged and strong advocates. Lisa was assertive in clinical settings, while
Jacqui supported her mother with decision-making. In the later stages, the responsive GP was
crucial in managing medications swiftly and meeting with the patient and family. Jacqui also
maintained a "call any time" relationship with a named Palliative and End-of-Life Care nurse, who
acted as a "sounding board" and expert advisor to help validate the choice between managing
symptoms at home and seeking emergency care.

Advance care planning, specifically the documented preference in the Lilac Form (to die at home
and the DNACPR), was a primary guiding factor. The family used clear language and strong advocacy
to enforce this wish, explicitly stating: "100% 'Mum wants to stay at home, Mum wants to die at
home""'.

However, decision-making during acute crises was hindered by a lack of information sharing of
these documented preferences across the system, particularly with out-of-hours GPs and
emergency services.

Positive actions relating to care planning:

The family’s persistent advocacy was instrumental in supporting Isabella’s journey and ultimately
achieving her wish.

The clear, shared decision taken with the GP to stop all hospital transfers led to a higher level of
responsive community support.

The family maintained their own detailed notebooks to track medical information.

Negative actions:

A major challenge was the lack of information sharing of documented preferences (like the Lilac
Form) between different parts of the system. This failing contributed directly to unnecessary
emergency admissions.
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e The family found they had to be "really pushy" to secure adequate care, highlighting that the quality
of care was heavily dependent on their ability to advocate.

Clinical staff interaction
There was a clear contrast between different care settings:

Primary and Community Care: were described as "phenomenal”. Isabella’s GP (Jocelyn) was highly

responsive, conducted regular check-ins, and sometimes just stopped by to "sit and stroke her hand,"
providing comfort and relieving the family of the burden of making critical medical judgments. The
Community District Nursing team was "amazing," provided continuity of staff, numerous daily touchpoints,
and responded swiftly. They successfully facilitated a "calm and serene" death at home.

Acute/Out-of-Hours Care: Out-of-hours GPs advised calling an ambulance instead of visiting. In the A&E

department, even when arriving with signs of sepsis, Isabella was triaged like everyone else, and the
process was "far too long". The family felt that chronically ill patients were not considered "vulnerable"
when not actively in treatment. Furthermore, hygiene failures (finding blood still on a bed) required
confrontation from the family.

Key reflections:

e While Isabella was able to achieve her end-of-life wish, it was heavily dependent on her family’s
exceptional efforts and advocacy, which not all families possess. The primary and community care
model demonstrated a successful example of integrated care in the final weeks, but this success was
preceded by a systemic failure that forced 10-12 distressing emergency admissions

e The period involving recurrent, distressing emergency admissions could have been avoided. Jacqui
and Lisa suggest improvements:

o Creating a pathway to deliver acute, hospital-level interventions (such as antibiotics for
common infections) in the patient’s home to prevent unnecessary emergency transfers.

o Having a designated, non-medical support person to guide families through the process,
especially regarding their role as carers, which the family believes would be "invaluable".

Missed Opportunities:

e Failing to implement integrated care plans across services so that decisions like the Lilac Form were
immediately accessible to out-of-hours and emergency services.

e Failing to formally recognise unpaid carers and involve them in all care planning and discharge
discussions. The family was only involved once in a formal discharge planning discussion.
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Seized Opportunities:

e The proactive engagement of the family immediately following diagnosis to establish a personal
connection with local community nurses.

e The final, clear decision to stop all hospital transfers, taken with the GP, which triggered immediate
high-level community support and allowed for a serene death at home.

e The support provided by the Palliative Care nurse, which enabled Jacqui to "talk through symptoms
and decision-making" and validate the choice to manage care at home.

Key messages for other professionals:

The core message is the critical importance of family advocacy and the resultant unequal burden placed on
families. Healthcare professionals should:

1. Prioritise integration: Ensure patient and GP decisions (like the Lilac Form) are immediately
accessible across all services, including out-of-hours and emergency teams.

2. Formally recognise and involve carers: Consult and involve unpaid carers in all care planning and
discharge discussions.

3. Proactively educate: Provide information about end-of-life choices and how to navigate the system
to empower families.

4. Value primary care roles: Recognise the GP and dedicated community nursing team as the
"backbone" of successful at-home end-of-life care.

Admissions in 90 days Lunch & Learn Page 4 of 4



