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Hi, there, my name is Dr Simone Ali. I'm a consultant in palliative medicine and medical
director at Martlets. | wanted to take a few minutes to explain what it means when the person
you care for is said to have advanced disease and how conversations with the healthcare
professionals looking after them might help to support you in their care.

The term advanced disease suggests a shift in the status of the illness, such that the goals of
care have to be reviewed. Whilst treatments offered may still include those that require care in
the hospital setting, such as some forms of chemotherapy, the focus of the treatment is no
longer aimed at curing the illness, but instead slowing down its progression. In addition, these
treatments may also focus more on managing the symptoms that the disease is causing, that
is, addressing quality of life rather than quantity.

This is especially important when symptoms affect a person's ability to function on a day-to-
day basis, and often this will have an impact on the family too. So professionals try to ensure
that any care plan also factors in the needs of carers. Care planning may take the form of a
general conversation which evolves over time about what care might look like for that person.
This process of discussion between the patient, their family and the healthcare team is called
advance care planning and is an opportunity to talk through the wishes and preferences of the
person regarding their future care and treatment. This is usually documented in writing, so
that should the person become too unwell to communicate their wishes at a later point in
time, their preferences are known.

Advance care planning not only helps to ensure that the person's wishes are respected as far
as is possible, but also that their family are reassured that their loved one will be cared for
appropriately and that they will be able to live and die in accordance with their needs, goals
and values.

The focus of the conversations may be related to clinical interventions, but often they're
related to anything that the person feels is important to them, like where they wish to be
cared for when they become more unwell, practical things they want to complete, or whether
there are any specific rituals or cultural practices that should take place. These discussions can
be instigated by the patient or those caring for them at any time, and it's good to review these
regularly and update any documentation as clinical situations as well as someone's wishes may
well change over time.

At this time, it's not uncommon for a team that specialises in focusing on symptom control and
quality of life to be involved, that is, palliative care or hospice services. Because the focus is
based on what's important to the person, a variety of different professionals within the team
may be involved, such as specialist doctors and nurses, physiotherapists, occupational
therapists, social workers, counsellors, spiritual leaders and volunteers. These team members
might see the patient and their carers in many different settings, including in the patient's
home. The team will work closely with the GP, the community nurses and the hospital
specialists to ensure that care provided is joined up holistic and individualised.



One aspect of care planning in the context of advancing disease may be related to discussions
about prognosis. Prognosis is something healthcare professionals like myself are often asked
about. Understandably, many patients and their carers are keen to know more about what to
expect so that they can plan and prepare as best they can. We use the information we have
available to us whether that be from clinical observations, scans, blood tests or clinical
knowledge about each individual patient and the disease involved to help inform
conversations about prognosis.

In terms of likelihood of response to treatment, we might talk about the potential benefits,
risks or complications of a treatment, but in situations where it's clear we're dealing with an
advancing illness that's unlikely to respond favourably to treatment, patients and their carers
may want and need to know more about how quickly or slowly things might progress. It can be
difficult to give accurate answers to this question, but we are often able to give an estimation.
Talking in terms of years, months, weeks or days based on our previous experience of treating
and caring for patients in similar situations. Whatever situation we're dealing with, our role is
to ensure people live as fully as they can, as they approach the end of their life and to support
you, their carers at this time too.



