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Transcript of ‘A Son's Story: a Realistic Approach to End of Life Care’

It was around 10 years ago that I spoke to my mother about dying. She was in her mid 70s and had just watched both her brother and twin sister die after long, drawn out illnesses. She was very clear, she didn't want to die like that. She wanted to just 'go'. We chatted for some time. As a doctor, I was able to explain to her the complexity involved, what may happen with an admission to hospital, how things may look if she had a stroke, how she may end up needing care or a nursing home. Ultimately, she decided she didn't want 'resuscitation' or admitted to an intensive care unit, but everything else would be up to me. "I want you to ensure I don't hang around" were her final words on the subject.
I've often reflected on that conversation and a few we had subsequently; how she struggled to understand medical uncertainty and that she wouldn't simply 'drift off in her sleep'. I've had many similar conversations with patients and their families over the years and they always take time, patience and usually repetition. But in health and social care, we sometimes see Future Care Planning as a bit of a tick box exercise. The reality is that every conversation will be different and it needs true shared decision making. Staff need to understand all the aspects of modern healthcare and what certain options will mean but the patient must also be able to articulate who they are, what they wish, and how that may fit in with the options available. It's an art that takes time and experience to master.
Fast forward 10 years, and now my poor mum has dementia. She still knows who we all are and can hold a brief conversation but is very forgetful. There have been several admissions to hospital with dizziness, falls and infections. She then falls at home and lies for some time and is admitted again to hospital for what will be the last time. Despite several discussions with medical staff, I have power of attorney. There are multiple occasions when things happen that prolong her life without my knowledge. Her blood pressure falls or she has a temperature and is given fluids and antibiotics, and then I am called. One time she says to me, "What did I do last night? When they came in and did all that stuff? Tell me, I'll do it again tonight and hopefully die." She just wanted to die.
Several days before she did die, she had a mild temperature, no symptoms, nothing untoward, just the temperature. The doctor did phone me this time. He wanted to give antibiotics, and I explained that neither mum nor any of her family wanted this. He told me that he was very uncomfortable with this decision. I remember feeling really bad, like I was letting mum down. But then I reflected on all the times she said she just wanted to die, and I knew I was right. But why were we discussing the doctor's discomfort and not my mother's or mine? Whose needs were being met?
I now recognise the responsibility that comes with being Power of Attorney and the potential emotional burden. I fear that had I not had medical training and experience and been able to stand up to some of the decisions taken about my mother, that the outcome would've been prolonged to the detriment of all. I also wonder just how well frontline healthcare staff really understand what being Power of Attorney means, how I was effectively 'my mother' when it came to decision making, and as such should've been contacted more often and certainly in advance of a number of treatments.
After mum died, I realised that my grief was eased by the kindness she'd been shown by all the staff in those final weeks. However, I was left with a niggle of doubt, knowing that she needn't have lived as long as she did, and after all, it had been my job, as instructed by her, to ensure she didn't. When someone is simply dying, not of cancer or infection but old age it can be hard for everyone involved. Regular discussion and clear communication make all the difference, as, of course, does kindness.

The film ends and four questions then appear on screen:
1. Have you ever been involved in an advanced/future care planning conversation?
2. Have you been involved in looking after a person who has had a lasting power of attorney (LPA) in place?
3. If so, what has been your experience of this and/or impact on:
· The person who was receiving care 
· The LPA who was making decisions around death and bereavement 
· You and your colleagues
4. Has the film had any impact on how you would interact with LPAs in the future? 
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