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Frank’s experience of end-of-life care

Frank and his family’s experience highlight the challenges in early identification, advance care planning and
system communication when a person experiences rapid deterioration without a clear disease pathway. It
also shows the disconnect between the capable, engaged man his family knew and the frail, unheard
patient the healthcare system saw.

About Frank

Frank was 81 years old when he died in September 2024. Before becoming unwell earlier that year, his wife
Sylvia described him as an independent "big strong man". He was "completely switched on", highly
engaged with current affairs and technology. His medical history was largely physical, including previous
knee and hip replacements.

Frank’s diagnostic journey to palliative care

Frank was admitted to A&E in April 2024 for a high temperature and high infection markers. A doctor, based
on these markers, suggested Frank was "likely to have cancer somewhere." While in hospital, a pre-existing
two-week wait urology appointment was missed because the ward "forgot to take him to it", and it was
recorded as a "did not attend". Subsequent tests, including a CT scan and an internal urology exam, found
"nothing of concern"”. While this should have been reassuring, the absence of answers for his ongoing
decline led the family to feel he was being "fobbed off because of his age".

Frank was eventually diagnosed with Chronic Lymphocytic Leukaemia (CLL), but the specialist said it was a
"mild" form he could live with for years and, that it was not the cause of his recurring infections. Over the
next few months, Frank was admitted to A&E two or three more times with the same high infection
markers. Each visit meant encountering a "different general medic" who would "start the process again”.
For the family, it felt like they were "going around in circles, not really getting an answer".

Frank and family’s expectations around the transition to end-of-life care

The family themselves started to recognise that Frank’s ill health was irreversible, even as healthcare
professionals hesitated to explicitly initiate conversations about end-of-life care.

When a doctor proposed an MRI scan, his daughter-in-law asked what the purpose would be. This opened
up a conversation about Frank's wishes, where he articulated a preference "to only go into hospital if there
was some kind of intervention that was needed to alleviate any pain."

Despite this, health professionals seemed reluctant to formalise a palliative approach. While Frank had a Do
Not Attempt Cardiopulmonary Resuscitation (DNA CPR) form and a GP acknowledged he "wouldn't be
surprised if he died in the next six months," no one directly used end-of-life language or helped the family
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"prepare for death". The professional focus remained curative. While an Advanced Care Planning folder
was provided to the family, this contained numerous leaflets and it was never completed or utilised.

What happened in the immediate lead up to Frank’s death?

Frank went “completely off, eating and drinking" and lost mobility quickly, eventually becoming bed-bound
for his final three weeks. Continuing healthcare funding was fast-tracked, but this led to confusion and
distress for Sylvia due to the sudden imposition of four daily carer calls. She didn’t want this and the care
agency subsequently pulled out, requiring the family to select a new agency based solely on name.

In terms of medication management, the family did not receive enough support. Sylvia said she was fearful
of administering controlled medications. There was no practical guidance on what signs of pain to look for,
leaving them uncertain about when to provide relief. The advice they received was sometimes
contradictory. At one point, a nurse suggested giving Frank Calpol for his pain, a recommendation that was
later questioned by another professional.

Frank died at home with family present. The certification of his death was delayed by over six hours
because the administration staff logged the call as a routine home visit rather than a death certification
request.
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Key learning from Frank and his family’s experience:

Communication, personhood, and dignity

e Throughout his hospital stays, Frank's identity as an individual was consistently overlooked.
Healthcare staff frequently directed questions to his wife and other family members, bypassing him
entirely and prompting Sylvia’s frustration: "ask him. He can talk, you know." This disempowerment
is directly connected to his subsequent disengagement, as his he began to feel he had "lost the fight
a little bit."

e An example of this disregard for dignity occurred when he declined a procedure for a bowel
movement. The clinical notes recorded this as "he's refusing treatment". Frank’s actual reason was
his desire for privacy; he did not want the procedure during visiting hours, separated from others by
only a thin curtain. This was not a refusal of care, but an assertion of dignity that was not
recognised.

e C(lear, sensitive education is required for family carers about pain management medication,
including when it is safe and appropriate to administer it.

Ineffective Advance Care Planning (ACP)

e The lack of a diagnosis created a fundamental barrier to effective ACP. Without knowing what he
was dying of, the family and Frank were denied the context to discuss how he wanted to die. The
approach to ACP was procedural rather than personal—a "tick boxy" exercise.

e |f an Advanced Care Plan document is provided, it must be supported by conversations to ensure it
is completed and used meaningfully, rather than just being left as overwhelming documentation.

Fragmented systems language

e The family's experience was defined by a sense of being "past from pillar to post". This feeling was
increased by the "us and them language" used by different teams, with comments like "the hospital
shouldn't have sent you home with that" or "the community nurses should be able to do this". It
was unclear who was coordinating Frank's care: the GP, the district nurse, or one of the many
specialists he was "under... but not really under"? The absence of a designated care coordinator left
the family to manage the pieces themselves. However a consistent GP who began weekly home
visits helped establish a relationship and provided a fixed point of contact for Sylvia.

Failures in compassion

o After the family notified the GP practice of his passing, the call was miscategorised by a receptionist
as a "routine home visit." As a result, there was a delay of over six hours before a doctor arrived to
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certify the death. The GP was apologetic, highlighting a failure in administrative process, not
individual diligence.

e Late on the evening he died, the out-of-hours district nurse service made a "really insensitive" call
to Sylvia, insisting they needed to collect the end-of-life medications.

Key message for professionals:

e Acknowledge the person, even when dealing with rapid, ambiguous decline. Frank was a highly
engaged, independent man, yet his identity was often forgotten as staff spoke over him or treated
him as an '80-year-old frail body in a bed'. Take time to understand the patient's perspective, values,
and concerns—such as dignity—before documenting a "refusal of care."

e Proactive coordination and clear, compassionate language regarding prognosis and available
supports is needed for people who do not fit neat diagnostic boxes (like rapid frailty), otherwise
they are at high risk of receiving fragmented care.

e An ACP folder is meaningless without proper support to explore a person’s wishes and fears. This
process must be proactive and ongoing, especially when their condition is deteriorating without a
clear diagnosis.

e A designated care coordinator is essential for people with complex needs spanning multiple
specialties and care settings. This individual or team should navigate the system, manage
information flow, and serve as the primary, trusted point of contact for the family.

e Provide practical family and carer support including teaching them what signs of pain or distress to
look for and how and when to administer end-of-life medications. This empowerment is crucial for
alleviating fear and improving the quality of care at home.
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