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North Tyneside CCG Patient Forum
End of Life Working Group
Tuesday 1 June 2021
10.00am
MS Teams

Notes

Attendees
Pat Bottrill			49 Marine Avenue
Susan Dawson		Priory Medical Group
Gillian Bennett		Wellspring Medical Centre
Patrick Mayne		Collingwood Surgery
Chris Walker			Northumbria Cancer Patient and Carer Group (Chair)
Dr Kathryn Hall		Chair
Marc Rice			NHS North Tyneside CCG
Pam Ransom		NHCFT
Donna Sample		NHS North Tyneside CCG
Michele Spencer		CHCF

Apologies
Dr Deepta Churm		NHCFT
Rachel Spratt		NHCFT
Dr Lynn Craig		NHS North Tyneside CCG
Nathan Thompson		NHS North Tyneside CCG
David Hall			Northumberland Park
Val Telfer			Wellspring Practice
Dr Charlotte Bryan		NHCFT

Notes of last (9 March 2021)
Agreed as a true record.

Actions
Bereavement resources complete.
Others listed at the end of these notes.
	
Matters arising
The work plan has been formerly submitted and agreed by the CCG and if members have no further comments this will be closed as an agenda item, but further information will be shared as the plan progresses.

It was agreed both the work plan and strategy are excellent pieces of work and all of those involved should be very proud.
Coroner leaflet
All members had the opportunity to feedback on this draft NHCFT leaflet and the combined responses had been shared with Pam and Kathryn.

Members were thanked for the time they had taken to share their comments. It was agreed context for the need to produce this leaflet had not been clear.

It was confirmed the North Tyneside Coroner, from September 2019, Mrs Dilks, also works in Newcastle. Various legislative changes have been put in place and as a result GP practices in North Tyneside dialogue with the Coroner needed to be updated. An educational package was produced for clinicians involved with patients at the end of their life as the process for expected deaths had changed.

There are clear times when reporting to the Coroner is necessary such as suicide or murder. In situations where deaths are expected, generally because there can be no further treatment for the patient, there are certain circumstances where there also needs to be a referral to the Coroner. Clinicians clearly need to understand these circumstances and families need to be aware to avoid additional distress.

For example, if a patient is at the end of their life and as a result of their condition requires a drain on the lung to ease breathlessness the Coroner would need to be aware as this is an invasive procedure, another example for referral to the Coroner would be where fluid is collecting in the abdomen of a patient requiring a drain, which would be painful and affect breathing. Also, if a patient is frail and has been admitted to hospital due to a fall, sepsis or confusion and are so frail they are taken home to die, the Coroner would need to be informed. The clinician would have the discussion with the Coroner about the invasive procedure, but it would need to be clear this did not contribute to the cause of death. Sometimes though clinicians may not be able to say with absolute certainty that procedures did not contribute to the cause of death. In this case there may be a deeper enquiry.

If a family is unclear about any treatment given they may be unhappy and want to discuss this with the Coroner. If patients die while the clinician is on duty the response to the Coroner is swift, but difficulties arise in the evening or weekends when the clinician may not be available. In these circumstances the police are called and act as the deputy to the Coroner, they arrange the transfer of the body to the mortuary until there is the opportunity for the clinician to have that conversation with the Coroner. There is a dedicated funeral director who works with the police.

This is a shift from what used to happen; if the clinician was content any procedure that had been carried out did not contribute to the cause of death, the process of issuing the death certificate could continue without discussion with the Coroner.

There are cases where the patient is frail and elderly but hasn’t been seen by a clinician in the last 28 days and there is no absolute certainty of the cause of death and again, this is referred to the Coroner.

Sometimes families are distressed at having the police at the house and need clarity as to why.

Processes to anticipate these kinds of death have been prepared and hence the NHCFT explanatory leaflet. The leaflet is generally for the family but there are times the patient wants to know what will happen.

Training has been undertaken with most GPs in North Tyneside and the Coroner has been present. The training includes a checklist for clinicians to consider, sign and date, it was confirmed this also applies and helps the ambulance and out of hours services.

Preparing families for what will happen is very important. Kathryn thanked members for their feedback and asked for further comment. Patrick asked what the procedure is if someone dies at home, Kathryn explained that usually there is involvement already from District Nurses or MacMillan Nurses and they follow the procedures applying to a death. They pronounce the death but are not commenting on the cause and the GP, who must have more than five years post qualification experience, will issue the death certificate.

Pat thanked Kathryn for the explanation. Kathryn explained for patients at the end of their life at home there is the opportunity to prepare families and the involvement of the District Nurse is clear. 

Kathryn also referred to the conference on end of life, held a few years ago in North Tyneside for professionals and that there are plans to hold a conference for members of the public with the intention of informing them of the processes. Kathryn has attended some community groups in the past and this proved useful to share information.

Susan thanked Kathryn for the context and appreciated an unexpected death naturally will involve the Coroner, but Susan asked if there was anything in place to soften the shock of death for families of patients who have maybe been in hospital for a long time but not necessarily expected to die, and were then finding themselves having a conversation with the police. Kathryn explained this leaflet forms the beginning of the information process and clinicians should make families aware of the process and the police involvement. During COVID the conversations about end of life have increased and there is more use of the Care of the Dying Patient document.

Kathryn confirmed she plans to do some work with the police, most officers are sensitive and compassionate and appreciate they are not at a crime scene and react as such. 

Also, it was considered if there is anything in place to prepare families when there is a need for a post-mortem, Kathryn explained; in the community and hospitals conversations do take place and involvement of the Coroner does not automatically result in a post-mortem and this is something else that needs to be conveyed to families. Families cannot refuse to have a post-mortem carried out; it is the Coroner’s decision.

There are many different scenarios that do need to be considered and this will be explored with the Coroner.

Michele pointed out one of the members had come across the NHCFT website information on end of life and the role of the Coroner and had asked if the leaflet could be incorporated. It was confirmed the leaflet is bespoke, but consideration will be given to updating the information.

Newcastle and Gateshead are also going to use the same end of life processes as North Tyneside.

It was confirmed a re-drafted leaflet will be shared with members in due course.

Bereavement
Members had received information in advance of the meeting. 

Processes between Northumbria Healthcare Trust and the GPs will be aligned, during 2015 there was a survey with families and GP practices, and this identified a lack of understanding of what was in place in terms of bereavement support.

A working group led by Felicity Shoesmith at North Tyneside Council is co-ordinating what is available and what staff are in place. Workplaces are keen to know how to support employees with bereavement. Death Cafes in North Tyneside have been renamed as Living and Dying Well Cafes and take place to enable open discussions about death, naturally they work better face to face rather than by Zoom or Teams.

There is a primary care process and letter for bereaved families, and this will be shared with practices. There is a national bereavement nurse. Bereavement is a normal part of life and it should not be medicalised, people who have an abnormal reaction to bereavement usually present signs around four to six weeks following the death. Sometimes people initially do not appear to be sad and this also has to be appreciated.

Bereavement support has been collated as a useful resource to be used by clinicians, employers, employees and residents alike. 

Pat informed the group that she lost her husband last year and had no contact from her practice and wondered if this was because of the demands of COVID. Kathryn explained this was different from practice to practice, at Collingwood Surgery they have a policy to ring bereaved patients to offer support with a follow-up letter around six weeks later.

Patrick felt a telephone call is better than a letter and bereavement takes many forms. The difference between relatives as carers and paid carers was discussed and it was confirmed the Carers Centre in North Tyneside provides services to unpaid carers and they may be family or friends. It was noted that care home staff cope with multiple deaths and they too need the offer of support.

The risk tool shared with members in advance was felt to be written to be completed by a practitioner about people and not with them. Some work is being carried out to explore more inclusive tools for assessment. It was explained completing it is quite instinctive and is an indicator for appropriate bereavement care.
Patrick asked what happens if a child was bereaved it was explained there would be no letter and specific support would be offered especially if it was a sudden death. There are some services specifically set up for this.

Kathryn noted that there was merit in contacting schools to establish what they do when a student has a bereavement, most schools would have pastoral support.

Pat felt continuity of care in primary care was crucial and how information was communicated between primary and secondary care was so important. During the pandemic the opportunity for this to be the case had diminished. In addition, Kathryn felt on-line appointments make it difficult to build up a relationship with patients and in the longer term with fewer doctors choosing to work in general practice this may also cause problems.

DNACPR
It was decided that this agenda item has been covered and at this point there were no other issues to discuss.
	
Any other business
Pam confirmed Dr Hannah Gunn is taking over Dr Deepta Churm’s role as head of service. Kathryn has also taken on a regional post as the Clinical Network lead for palliative care which will complement what is being done in North Tyneside.

Pam informed members that in North Tyneside most of the clinical nurse specialists are now prescribers and have advanced clinical skills, there is one person about to undergo this training. This means there will always be a prescriber on duty within the Rapid service. This training will be extended to the community staff, and the new frailty nurses coming into post in Care Point will be having a placement to develop their skills. 

The palliative care home service is working well, and the hospital liaison team is still running a seven-day service.

Service initiatives and project work within NHCFT is now back in place following the demands on staff during the pandemic.

Kathryn asked for congratulations to be passed to all of the palliative care services staff.

Kathryn confirmed she will attend the Patient Forum in due course to update all members.

Michele shared the message received from fellow Forum member Steve Roberts who had expressed his admiration for this group and the extent of important work covered.

ACTIONS
Sheltered housing and extra care housing scoping will be a future agenda item.
DNACPR and related data will follow from Paul Maitland.

Dates and times of future meetings 2021
All Tuesdays 10.00am

21 September

7 December			
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