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Background
St Helens CCG has identified that a high number of people across the
borough are dying in hospital. In 2017 we did a piece of work to help to
establish why this is the case and it appears that poor communication and
poor planning are contributors.
There is still a lot of confusion around advance care planning and poor
communication around meeting people’s wishes. In some cases, people’s
wishes are not being followed because systems around ensuring, for
example, that DNAR (Do not attempt resuscitation) orders are adhered to
are not robust enough. People told us that in some cases, families had
completed the advance care plans but the paperwork had not been
processed in a timely manner and their family member/loved one’s wishes
were not met as a result. We feel that this is an area that could be
addressed without too much difficulty.
We felt that we were in a position to reach people across St Helens by
holding a listening event that would enable local people to find out more
about advance care planning and also give them the opportunity to share
their views and experiences in a supportive environment.
The Listening Event
Attendees at the event included healthcare professionals, care
home/nursing home staff, medical professionals and members of the
public.
Outreach and Intelligence Officer, Janet Roberts, introduced and led the
event and Healthwatch Manager, Jayne Parkinson-Loftus gave a brief
overview as to how the event came into being and what it was for. This
was followed by the presentations and workshops.
Presentations
Helen Williams – Head of Integrated Commissioning, St Helens CCG –
Appendix 1
Dr Anthony Thompson – Palliative Care Consultant, St Helens & Knowsley
Hospital Trust – Appendix 2
Tony Bonser – Dying Matters Coalition – Appendix 3
Workshop
The workshop provided an opportunity to discuss experiences, both
positive and negative, identify gaps and suggest improvements to bridge
the gap between hospital and community services so a person in palliative
care can have their wishes carried out as they approach end of life.

Health professionals gave their viewpoints as well as personal experiences
of a loved one at the end stage of their life, as did members of the public
and people who work in social care. This was also the opportunity for
questions and comments.
Feedback from the 5 tables included the following:
 For care professionals to be recognised as professionals and
communicate effectively with us, trusting the information we give as
front-line workers who spend the majority of time with the dying
person at the end of their life. Occasionally peoples’ wishes change
in the last days or hours from what they have previously discussed
and planned. Please listen and don’t waste time!
 To have trust and team work.
 Good communication.
 Continuity – care providers are measured on continuity. Lack of
continuity with other professionals is also a factor in whether it is a
good or bad day for the dying person.
 Sharing information with professionals and the public.
 Transparency
 Higher wages for care workers.
 Support for carers / family during (and after death of a loved one.)
 Patient – centred – refer to the person not the bed.
 Taboo subject – needs to be spoken about more.
 Who do you ask and when about advanced care planning?
 Not knowing what we are allowed to ask. (protocol)
 Good communication between GP and care home gave my Mum a
“good” death.
 Active listening and taking time by professionals is essential.
 Healthwatch hear all the time about poor communication in EoL
care. Good Communication is VITAL.
 People aren’t always aware that telling someone their wishes isn’t
enough – you have to have the lilac form completed, signed and
processed.
 How do you overcome the barriers that prevent people from talking
about EoL?
 The care home was welcoming and hospitable – there was a room for
relatives to stay if they wished.
 Sudden diagnosis
 Obey wishes
 Importance of on call chaplaincy. Nursing homes need this on-call
number.
 When end of life and psychiatric care collide. (Needs looking at.)

 Euthanasia should be legalised. Seeing loved ones in pain.
 Advance Care Planning exercise in care homes (making a plan for an
adopted cat in the home.)
Comments and Questions.
 Are there any plans to try and work collaboratively with the Mental
Health Teams? There is great support for those with physical health
needs but what about those with mental health needs? There needs
to be a joined-up, holistic approach which is currently lacking.
 Information shared from professionals to loved ones on how to do a
DNAR.
 There are 34 GPs in the borough. If there was 1 GP per care home
would be easier to make decisions, or if there was an enhanced
service like a ward round.
 If you have no family – who does the lilac form go to? Put on the
fridge or let a professional know.
 Lots of forms never go back.
 Care staff receive poor pay.
 Taboo around the subject.
 Promote ‘Dying Matters’ week and network.
 We can take control of our end of life care.
 When is it the right time to ask about ACP?
 Activities to promote care plans, e.g. playing cards.
 The work Willowbrook Hospice does, “changes people’s lives at EoL”.
 Chaplaincy in care homes. Ask at the Carer Managers’ Forum.
Conclusion
The listening event attracted staff from domiciliary agencies. We felt this
was an important step as their views are often not considered or listened
to, despite them often spending more time with the person approaching
the end of their life than anyone else. Their feedback was valuable and
this also provided the opportunity for them to find out about the training
available to them.
The audience found the presentations informative and interesting leading
to discussion identifying core gaps in end of life care. This included the 3
way communication amongst professionals and between professionals –
such as end of life and psychiatric services - and between professionals
and carers. It was also acknowledged that wishes of the person who is
dying may change at the last minute with the care provider being the
recipient of that information. It is felt there should be specialist end of
life domiciliary care.

It is often at this point that families and carers realise that had they had
an advanced care plan in place then the chances of their loved one having
a ‘good’ death is more likely. However discussion around planning for
death is still a taboo subject and there is still work to be done around
raising awareness around DNACR and advance care planning in a sensitive
way.
This leads to potential next steps as highlighted in the recommendations
below.
Recommendations
 To consider the challenges facing domiciliary care agencies and care
homes relating to end of life care. The majority of the time with the
person who is dying often comes from care workers.
 To consider the needs of a person with mental health issues requiring
end of life care. Professionals from both psychiatric and palliative
care services including domiciliary care need to work together to
facilitate and provide a more holistic approach in order to provide a
‘good death’, where possible.
 To encourage professionals to take time to actively listen and share
information with families for good communication which is vital for a
‘good’ death.
 To offer specialist domiciliary training for domiciliary care workers.
 To ensure continuity of a care provider for a person at end of life.
 To promote ‘Dying Matters’ as a way of ACP as a way of having
control over your end of life to create a ‘good death’, and to break
the taboo by talking about death in various organisations such as
schools and colleges. This includes information on when and how to
complete an advanced care plan.
 Utilise the shared care record, when it is in place to manage end of
life care more efficiently.

Evaluation
1. What was the most useful aspect of the day?














The ‘realness’ of Tony Bonser.
Presentations – brilliant!
Everything. Really enjoyed all the content.
Presentations focus. Guest speakers.
Making me realise that the power is with the patient. They can have the end of
life they want, providing they give it thought and planning.
Being able to take time out to consider ‘end of life’ care. In particular Dr
Thompson’s DNACPR briefing.
Found out lots of information about steps that need to be taken to enable a
good end of life.
First 2 talks.
All presentations were very useful. Found that this course enhances knowledge
that I already have.
Getting access to information.
The information provided by guest speakers.
Overview of EOL and informative speeches.
The guest speakers, in particular the personal experiences.

2. What was the least useful aspect of the day?











Found all aspects useful. Thank You
Nothing. It was fab.
N/A x2
All the information was useful.
Nothing really.
3rd input a bit long – cut into possible sharing.
Can’t say there was any least useful aspect.
None.
Everything was useful
Group work / flipchart

3. Was there anything that you would like to have seen included in the
event that wasn’t there?











Covered many things. Enjoyed chatting with everyone.
Can’t think of anything.
Just more of the same please.
Some more about mental health and end of life.
No but we could have another event to further explore specific challenges for
care homes and domiciliary care relating to EOL care.
Everything was interesting.
A little bit more about spirituality / chaplaincy.
No – the content was valuable. I felt everything was covered.
More info on ACP – when is it appropriate to discuss / and at what stage.
No

4. Any further comments.











Lots. Can’t think at present. I will think and fill in next time 
Keep holding listening events – very informative.
Lovely people. Friendly.
Really enjoyable.
Would involvement with young people be useful?
Would like to be made aware of more (EOL) courses that become available .
Just thanks.
Thought that the event was very useful. All aspects were important and
professional speakers very knowledgeable.
Further info about how family / carers are affected by EOL and support
available.
This was a great session, I took more away from it than I thought I would.

5. Where did you hear about this event?










Healthwatch
St Helens Council
CCG working with Healthwatch closely.
Avondale
Email sent from council.
Through my workplace.
Training from the organisation I work for.
My manager who is registered with Healthwatch
Via work manager (Carers Centre) x 2

What you said about our event












Informative knowledgeable, well presented
Really enjoyed the discussions and workshops. Very real.
Found today very real. New ideas to put into practice. Friendly workshops,
lovely venue.
Very interesting, brilliant speakers. Thank you!
Wonderful, moving insight of real life and death. Simple and true.
Thoroughly enjoyed this afternoon. Funny, sad and enlightening
Enjoyable, informative and will inform positive change in my service
Great speakers!
Positive and informative speeches.
Very informative and I have learned a lot about end of life and do not attempt
CPR.
Illuminating, thought provoking, well informed session. Thanks.
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