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1 EXECUTIVE SUMMARY  
Overview of the findings 

1.1 Introduction 
Following the unfortunate closure of St Clare’s Hospice in January 2019, South 
Tyneside CCG took the opportunity to reconsider the way services are delivered to 
best meet the needs of palliative and end of life care patients. To enable and support\ 
this review South Tyneside CCG employed the principles of co-production, seeking to 
develop an asset-based approach to developing a set of potential solutions for 
consideration. ASV was commissioned to facilitate the co-design process.  

The co-design process comprised three phases: 

1. Evidence gathering through an online survey, one-to-one and group discussions 
with key stakeholders; 

2. Three co-design workshops with members of the public, clinicians and other 
stakeholders, including local councillors; 

3. Analysis and reporting of the potential co-designed solutions. 

For the purposes of this summary the definitions of palliative care* are based around: 

 Primary 
palliative care: 

The skills and competencies provided by South Tyneside GPs 
and a dedicated specialist palliative care District Nursing team. 

 Secondary 
palliative care: 

The skills and competencies provided by the specialist palliative 
care consultants and other specialists (physiotherapy, 
occupational therapy, dietitian, etc.)  

Not necessarily all located in South Tyneside but ‘rotated’ in from 
Sunderland to ensure the skills are available, complementing 
permanent specialist palliative care in the borough.  

 Tertiary 
palliative care: 

Where specialist care for the most complex cases is provided.   

* Please note these are not fully accurate technical/clinical definitions and are used 
in this context to differentiate the components of the co-designed model.  

For further clarity, the coproduced definitions of palliative and end of life care are: 

 Palliative care is received in the last year or years of a patient’s life; 
 End of life care is received in the last days of a patient’s life.  

Again, these may differ from technical/clinical definitions, but they provide the clearest 
understanding of the process for South Tyneside from the work of those involved in 
the co-design process.  
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1.2 Summary 
In summary, the evidence gathering phase was designed to provide input to the co-
design sessions, with the solutions developed being the ultimate objective of the 
exercise. The main points to come from this research element, which were used to 
inform the later co-design and prioritisation exercises, are as follows.  

1.3 The patient, their loved ones and carers 
The focus of the journey for patients with life limiting illness begins at diagnosis. Very 
often, whilst prepared for bad news, the patient hopes for the best. With the diagnosis 
of life limiting illness by a consultant, invariably in a hospital setting, there is a reported 
sense of unreality leading to difficulty in understanding what is being said about the 
condition and its treatment post diagnosis. 

“…you may as well speak a foreign language…” (Carer) 

The main need at this point is to de-medicalise the experience for all, the patient, their 
loved ones and carers. Equally, there is recognition that life limiting illness is not 
limited to the elderly or cancers, it impacts on people of all ages, caused by many 
diseases. Support should be the same for all whether living together or alone, which 
means any new approach needs to be flexible and personalised, instead of trying to 
provide a ‘one-size-fits-all’ solution.  

Building on the need for a de-medicalised experience is a ‘whole person’ approach, 
which considers not only the clinical needs of the individual’s life limiting illness but the 
wider impact on them and their loved ones. This calls for support in a range of areas, 
some of which cannot be funded through the NHS, including: 

 Advice on the types of care available and the places where this is available, as 
well as connecting with social workers. This was most commonly described as a 
sperate care navigator role; 

 The provision of counselling services for the patient to support them in 
understanding their condition and living the best life that they can; 

 The provision of complementary therapies to enhance quality-of-life; 
 Recognition that care for the ‘family’ is often very good during their loved ones 

illness, however, after their death this support is rapidly removed. In this context 
there is an identified need for pre and post death counselling, including a clear 
recognition of what happens after the loss of a loved one; 

 Addressing the spiritual needs of the patient and their loved ones irrespective of 
organised religion or any other preference. This requires provision of space for 
contemplation and meditation as well as support from the chaplaincy. 

 Providing financial advice to patients, their family, loved ones and carers to ensure 
that all assistance is made available to them.  



 

3 
© ASV Research Ltd 

Supporting choice was also a very strong theme, predominantly described around two 
areas: 

1. ‘Whatever you want’: for many patients with life limiting illnesses, the little 
things matter. What people mean is that being able to have a shave, have 
make up applied or a nice haircut are all important parts of improving their 
overall quality of life. Equally, being encouraged to take part in normal activity 
such as a pint of beer, a glass of red wine or going outside are important. As 
are recognition that pleasures, which had been denied for health reasons for a 
long time (cream cakes were cited) can add to the quality of life and are to be 
encouraged.  

2. ‘A place to die’: The current lack of any hospice provision within South 
Tyneside means that patients who choose not to die at home to avoid the 
associations with death in the family home for their children and family have no 
other choice but to die in hospital or a hospice outside South Tyneside. This is 
against the reported wishes of patients, including patients with life limiting 
illnesses who took part in group discussions.  

Access to specialist care is also cited as incredibly important for patients, people 
recognise and value the support of the District Nurses. They also feel, however, that 
South Tyneside residents are significantly let down by the scarcity of both specialist 
palliative care consultants, and other specialist skills. This is most often felt at end of 
life, when there is often no one with specialist skill available to discuss the implications 
of issues such as the interaction of existing conditions at death. 

“…I still feel I failed him. He wanted to die at home, and they told me we 
had to keep him in the hospice to die…no one told me that it was because 
of complications with his diabetes and the cancer…” (Carer) 

There is also a widely held belief that any palliative or end of life care system needs to 
offer a fully equal access service. Moving away from the commonly held perception 
that the former St Clare’s hospice model was predominantly focused on the ‘…white 
and well to do.”  This equal access taking account of, among other things, the 
additional support required by: 

 Specific cultural and religious beliefs and preferences of BAME (black, Asian 
and minority ethnic) groups; 

 The support required for those who have additional needs, such as physical 
disability, mental health issues, Autism, Asperger, impaired vision/sight loss, 
impaired hearing/hearing loss, learning disabilities, etc; 

 The inter and intra generational needs of the service, coping with both frail and 
elderly people caring for frail and elderly patients, and the demands of younger 
people with life limiting conditions, particularly where they have children, as well 
as parents dealing with the illness of their own children; and  
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 Coping with the demands of comorbidity1 in patients with life limiting illnesses, 
including the increasing commonness of dementia. 

There are anecdotal suggestions that many of South Tyneside residents choose 
hospital as their final place to die, despite early statements of preference, due to: 

 In a predominantly deprived community households are often felt to lack the 
resilience to support patients at home. In addition, the perceived chaotic nature of 
many households in the same deprived communities are felt to be incapable of 
providing the peaceful and restful environment required for care of patients with 
life limiting illnesses; and 

 Hospice provision in South Tyneside is perceived as being for the ‘middle 
classes’. 

Above all, the feeling is this co-design exercise offers the opportunity to revise the 
journey from diagnosis to death from life limiting illnesses, giving people the chance 
that they: 

“…don’t just die following diagnosis; but live the best life you can until 
you die..” (palliative specialist) 

1.4 Community Nursing 
The views of the District Nurses providing palliative and end of life care is invariably 
very positive, citing caring and compassionate, patient focused care. It was also 
recognised that the large majority of palliative and end of life care is provided by this 
group with many patients having little or no contact with specialist palliative care.  

However, this is tempered against the recognition that there is a disparity between the 
service delivered in normal working hours and out of hours (5pm to 8:30am), although 
both are offered seven days a week. The out of hours palliative care team are 
reported as being less task focused and able to provide more time to care for patients, 
whereas the District Nurses during the daytime are faced with a “…massive to-do-
list..” (community nurse) which often means they are not able to prioritise palliative 
care to the extent they would always wish.  

The District Nursing team report that they have felt the pressure of the removal of 
hospice from the system in South Tyneside, particularly in the area of symptom 
management. This is most often felt at weekends where, anecdotally, most crises 
happen, compounded by difficulties with accessing prescriptions and pharmacies to 
dispense the required drugs. 

The District Nurses’ view of their role is they are as focussed on the care of the 
family/loved ones as on the patient, although the latter clearly takes precedent. They 

 
1 Comorbidity: the simultaneous presence of two or more chronic conditions in a patient, (Oxford 
English Dictionary definition.)   
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report often finding themselves undertaking activities that fall into the category of 
social care. This is largely due to reported difficulties with arranging social care for 
patients.  

1.5 Care from GPs 
GPs provide an essential part of the primary palliative care support, along with the 
District Nursing team. However, the support from GPs for palliative and end of life care 
is described as ‘patchy’, from excellent to sufficient. The reasons cited for this include: 

 The pressures of the role of a GP; 
 Varying levels of confidence and experience in dealing with patients with life 

limiting illness; and  
 Lack of experience or an unwillingness to have difficult conversations with 

patients about dying.  

Where the service is described as excellent this is often as a result of close working 
relations with the community nursing team as well as their own passion and 
commitment. This leads to the question of “what support is needed?” to ensure a more 
consistent approach from GPs, which is an area where specialist palliative care 
consultants and nurses can provide support through education.  

1.6 Specialist palliative care 
Opinion on the provision of specialist palliative care in South Tyneside can be 
summarised as “not enough capacity” which in short equates to: 

 Shortage of consultants, with only one full time equivalent covering both 
community and hospital roles; 

 Shortage of specialist support from inpatient nursing to occupational therapists, 
physiotherapists, and other specialist therapies; 

 Shortage of education and support to others. The scarcity of resources results 
in consultants and other specialist roles having no real capacity to provide 
education and support to colleagues to address some of the issues highlighted 
elsewhere.  

This results in the commonly held view amongst healthcare professionals, 
stakeholders and the public that South Tyneside compares badly with neighbouring 
areas. Leading to the question of fairness for the citizens of South Tyneside under the 
current system, which goes beyond the lack of hospice provision in the borough. 
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1.7 Hospice 
There is shared opinion amongst the majority of people asked for their views that a 
lack of a hospice is denying choice to the residents of South Tyneside. Hopefully 
people will not need the services, however, it is sometimes the reality for people with 
life limiting illness. The main issues reported were the provision of bedded 
accommodation, which broadly fall into the following categories: 

 End of life beds, providing an alternative to dying at home; 
 Respite beds; 
 Palliative care beds providing the opportunity for observation and symptom 

management. 

Overall, there is a consensus that there is a need for some form of palliative care beds 
in South Tyneside to provide a replacement for those lost with the closure of St 
Clare’s. However, it is also felt that this offer could be enhanced beyond the nurse led 
model, to a more closely integrated consultant led model, allowing access to 
specialists.  

The ability of St Clare’s to provide day care was also commented on as being a loss to 
the area. However, for many there was a fundamental tension between observational 
symptom management on a regular basis and becoming a ‘social club’, a criticism 
levelled by some at the former St Clare’s.  However, there was a clear message for 
the reintroduction of the St Clare’s ‘boost’, by which people meant the uplift and good 
feeling introduced in patient’s lives by attending a place they viewed as safe and 
supportive.  

There was also a balancing point of view expressed, that too much emphasis could be 
placed on simply replacing the former St Clare’s with a direct replica without 
considering alternatives, ‘how do you know what you don’t know?’  

1.8 A physical location for palliative and end of life care 
Those sharing their views in the initial engagement phase expressed a view that a 
new physical location in South Tyneside to act as a hospice was needed which will: 

 Perform as a centre of clinical excellence, not as a nurse led facility, but 
consultant led, with other specialist services co-located. Seeing an increased 
provision of palliative care specialists in South Tyneside; 

 Act as a physical focus for a ‘whole person’ approach including extensive 
pastoral care services. In short a community led model to provide support for 
‘pastoral care’. The view being that this would most effectively result from 
community led design of the pastoral facilities; 

 Provision of a relatively small bedded facility to offer:  
 Inpatient beds for complex case management; 
 Inpatient beds for symptom management; 
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 Inpatient beds for respite care; and  
 Inpatient beds for end of life for those who choose it. 

There was also a very strong sentiment that inside a hospital is not the right place, but 
in the grounds of the hospital (South Tyneside District Hospital) may be.  

1.9 Coordination and communication 
A commonly reported issue from all sharing their views was the lack of coherent 
coordination and communication between all the component parts of the palliative 
care system currently operating in South Tyneside. Patients and family are frustrated 
by the need to call multiple ‘single point of contact’ numbers and professionals share 
this frustration, which extends to the care being provided. The consensus is that a 
common communication and coordination approach is required for palliative care, 
recognising that progress is being made in joining up record systems, with more still to 
be achieved.  

1.10 Conversations about death  
A consistent theme throughout the process has been the reluctance of the public, 
stakeholders and some healthcare professionals to have open conversations about 
death and dying. This is felt to have a profound impact on the ability of some 
professionals to discuss the issues and leaving many patients unprepared for being 
diagnosed with a condition that will lead to their death.  

No solutions were offered, but it is an observation made by many.  

1.11 Governance and oversight 
The future model of palliative and end of life care in South Tyneside is felt to need to 
be influenced by the lessons learnt from the unfortunate closure of St Clare’s hospice. 
Many felt it important that any future model incorporated a robust governance model 
which is regularly audited.  

1.12 Potential co-designed solution 
From the evidence gathering phase, the co-design sessions, and co-design survey, 
any future system care should offer rapid, appropriate, individualised, specialist, 
expert care, without time limiting targets, to deliver palliative and end of life care to 
patients in South Tyneside. These can be expanded as: 

 Rapid Rapid access to palliative and end of life care in the community 
to support people with a life limiting illness to remain in their own 
home as long as they wish. 

 Appropriate  Appropriate care is provided in the setting of the patient’s choice, 
taking account of cultural, spiritual and additional needs, 
including the needs of family and loved ones.  
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 Individualised The priority is that the individual receiving specialist and end of 
life care, and their family/loved ones receive the right care for 
their needs. This includes considering the whole person needs 
not just the clinical aspects.   

 Specialist Specialist consultants and other specialist palliative care 
disciplines are available to support the citizens of South 
Tyneside. 

 Expert Expert care is delivered in the community by GPs and District 
Nurses within the homes of people facing a life limiting illness.  

 Dignity Patients and their family/loved ones will be treated with respect 
at all times in a manner that preserves their dignity.  

The additional element to this was considered to be time, where, a specialist District 
Nursing team could deliver palliative care in a system that puts the patients’ needs to 
the fore, in which there is no target for time per appointment or numbers treated.  

Working with the participants in a co-production environment provides the co-designed 
system to provide a significantly RAISED level of palliative and end of life care for all 
citizens of South Tyneside. If implemented this level of care could be significantly 
higher than previously received, even including the now absent St Clare’s hospice.  

Based on the exercise to develop a unified co-produced model detailed in Section 5 
and informed by the outcomes of the co-design survey it is possible to develop a 
hypothetical new system of palliative and end of life care in South Tyneside.  

Importantly, building on commonly expressed sentiment, all patients care should be 
focused on their needs, allowing all professionals the time needed to achieve this. 
Ensuring the patient and their family/loved ones receive the support they need, when 
they need it.  

From the co-design exercise is it clear that any potential solution should be designed 
around two discrete but interdependent elements: 

1. Patients and their needs are at the heart of the system; and 
2. A hub and spoke model with specialist palliative care (secondary and tertiary) in a 

physical hub, along with pastoral care services, with an enhanced community 
service to support people to stay in their own homes longer and to die there if that 
is there choice.  

These are discussed in turn below.  
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1.12.1 Patient centred  
The overriding theme of this potential element of any future model for palliative and 
end of life care is: 

“…if it doesn’t add value to the patient, stop doing it…” (Nursing staff) 

This forms a core value for South Tyneside, based on the views of co-design 
participants, which puts the needs of the patient over those of any other in the 
process. Clearly there will be clinical reasons for treatment choices and the care 
provided for patients with life limiting illness, but informed choice is paramount. In 
other words, if the patient chooses not to have a particular treatment which may 
prolong their life but significantly erodes their quality of life, the wishes of the patient 
comes first. This extends to activities and facilities that are in place because they 
always have been, the example of day care at St Clare’s becoming a social centre is a 
case in point. This will call for regular patient focused review of activities to ensure 
they remain relevant and don’t fall into the category of ‘that’s what we’ve always done.’ 

The element of any model felt to be of paramount importance for the patient is that of 
choice. Specifically, the choice of location for their care and ultimately the place in 
which they end their life.  

The potential way in which this could come together, based on the views of 
participants in the process, is show in the diagram below.  

 

The components of this model could be broken down into two distinct elements: 

 Pastoral care; and  
 Clinical care.  

Discussed in turn below.  
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1.12.1.1 Pastoral care 
Providing support for patients: 

 Spiritual needs; 
 The ‘little things’;  
 Counselling; 
 Complementary therapies; 
 Support for additional needs; 
 Information provided by Care 

Navigators; 

 Financial advice; 
 Easy access for loved one and 

carers; 
 General advice and support; 
 Translation of clinical diagnosis 

and advice; and  
 Respite care. 

There was also an identified need for support for those with additional and specific 
cultural needs, including: 

 Support to address language barriers for people who do not speak English as 
their first language; 

 The need to be aware of high incidences of children with special needs in the 
community, as the care burden is double. 

 Support for people with hearing or sight loss. 
 Support for people with learning disabilities.  
 Faith, needs to be recognised as it is an important factor in many people’s lives 

for instance: 
 Registrar etc open at weekends to meet the requirements of Islamic rites.  
 Support groups to prepare for the things that need doing after death, such 

as legal and funeral arrangements (additional need for Muslim families due 
to requirement to bury in 24 hours), etc. 

Consideration:  The model delivered by Cancer Connections in South Tyneside 
already delivers many of these elements, and it is suggested 
that they would be appropriate design partners to ensure the 
lessons learnt in their development are embedded in the new 
service.  

1.12.1.2 Clinical and social care 
Providing support for patients: 

 Social care; 
 Specialist social care; 
 Community palliative care, including ability to prescribe and rapid access to a 

24-hour pharmacy to dispense prescription to support symptom management; 
and 

 Specialist palliative care (secondary and tertiary).  
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1.13 Hub and spoke palliative care 
The co-designed proposal could be delivered through a series of ‘spoke’ elements 
delivered through the primary palliative care team (District Nurses, GPs, and other 
community services) as shown in the diagram. These elements were co-designed to 
enable people with life limiting illness, their family, loved ones and carers, feel safe 
and supported in the community.  

Complementary support to the spoke elements could be delivered through a physical 
hub, again based on the views of co-design participants. Ideally, co-located within the 
grounds of South Tyneside District Hospital, providing specialist palliative care and 
acting as a base for the pastoral care activity. The view of co-design participants 
supporting the location on the main hospital site is that it will provide access to other 
clinical and support services as required. Palmers and Primrose Hill were also 
discussed as options for the location of the hub, although less favourably received. 

 

Patient centred care must be at the heart of any possible solution, with the potential to 
access all spoke and hub services through a single point of contact, which is, ideally, a 
phone number, staffed 24 hours a day, seven days a week, 365 days a year. 
Therefore, for delivery of the co-designed ideal, there would be no need to contact 
anyone else for support by patients with life limiting illness, their carers, and loved 
ones. 

The care in both the community spokes and physical hub could be co-ordinated 
through a consultant led multi-disciplinary team (MDT). 

The discussions and wishes from co-design participants is for a team of District 
Nurses dedicated to palliative and end of life care, supported by specialist domiciliary 
social care. This has the potential to see the delivery of a South Tyneside specific 
‘Hospice at Home’ model, complemented by the care received in any physical hub. 

The component elements of this model, again building on the views of co-design 
participants, could be a: 

 Single point of access; 
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 Community hub providing primary palliative care: 
 District Nurses and GPs; 
 Social care, in partnership with the local authority; 
 Specialist domiciliary social care – with carers experienced in palliative 

and end of life care;  
 Community based pastoral care; 
 Voluntary and community sector services; and 
 Access to round the clock specialist palliative care. 

 Physical hub, providing secondary and tertiary palliative care: 
 Specialist palliative care (including consultants); 
 Inpatient beds for palliative care (including symptom management), respite 

care and end of life; 
 Day care clinics; 
 Physiotherapy and occupational therapy; and 
 All the pastoral care services listed in the patient centred section; 
 Voluntary and community sector services; and 
 Access/signposting to all identified pastoral care services. 

Consideration: The staff required to provide the co-designed solution is likely to 
require recruitment of: 

 Additional District Nursing staff to provide primary palliative 
care services; 

 Additional specialist palliative care consultants in South 
Tyneside to make the current ‘community’ and ‘hospital’ 
posts equivalent to one full time post for each; 

 Additional specialist palliative care – OT, physiotherapist, 
dietitian, etc; and 

 Specialist domiciliary care to provide support to palliative and 
end of life social care.  

Consideration:  The physical hub could be located within the grounds of South 
Tyneside District Hospital, at either Bede Wing or Haven Court. 
Other locations could also be looked at (Palmers and Primrose 
Hill.)  

Consideration:  Based on expressed opinion, the recently combined South 
Tyneside and Sunderland Foundation Trust, which provide 
secondary and tertiary specialist palliative care, could look at the 
ways in which the consultants based in Sunderland can provide 
on-call provision on a rota basis for South Tyneside. 
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1.14 Details Of Involvement  
Set out below are the total number of people engaged in giving their views in this 
engagement process, in both the evidence gathering and co-design phase.  

Interviews 

A total of eighty-five one-to-one interviews were conducted, as shown below.  

Group Number of interviews 

GPs 8 

Stakeholders 22 

Staff 22 

Patients & Carers 21 (3 of which were members of 
the general public with no direct 
experience of palliative and end 
of life care) 

General Public 

Care Homes 6 

Expert Opinion 6 

Total 85 

Group discussions 

In total we held ten discussion groups, engaging views from sixty-six people.  

Group Number of attendees per group 

Staff 

3 

8 

3 

13 

6 

Stakeholder 
7 

9 

General Public 
9 

4 

Expert Opinion 4 

Total 66 
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Voluntary and Community Sector (VCS) groups 

The following VCS groups provided input to the co-design process.  

 Age Concern Tyneside South (ACTS) 
 Apna Ghar 
 Cancer Connections 
 Healthwatch South Tyneside  
 Sight Services 
 South Tyneside ACS 
 South Tyneside Region Equality Forum (STREF) 

Co-design events 

The total number of attendees who completed the sign in sheet are shown below.  

Date  Event 
Number completing 
the sign in sheet 

11 June Validation event 51 

18 June Co-design event 1 58 

28 June Co-design event 2 51 

More people attended than completed the sign in at each session, meaning real 
numbers of attendees were higher.  

 Co-design Survey 

In total 157 valid responses were received and analysed, either from the online survey 
hosted by South Tyneside CCG or from hard copies of the questionnaire completed by 
respondents.  
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2 INTRODUCTION 
Background  

2.1 Introduction 
For many people requiring palliative and end of life care in South Tyneside this service 
was provided by St Clare’s Hospice in Jarrow. In January 2019, the hospice closed as 
a result of insolvent liquidation, leaving a gap in care for people with life-limiting 
conditions living south of the Tyne.  

St Clare’s Hospice was a charitable hospice provider, an incorporated organisation 
receiving approximately 40% of its funding from South Tyneside Clinical 
Commissioning Group (CCG). Annual operating costs were reported as £2.2m, with 
the balance each year (£1.8m) being required to be raised through voluntary giving.2 

The hospice was situated in a single-story building within the grounds of Primrose Hill 
Hospital. Prior to its closure the hospice had been in operation since 1987, offering 
both day and inpatient hospice services, providing palliative and end of life care for 
over 451 patients. The inpatient unit was an eight-bed facility providing respite and 
longer-term care for adults with a life limiting illness. Each room was single occupancy 
with en-suite facilities, and a guest room was available to relatives who wanted to stay 
overnight. 

The Hospice offered a day care facility for up to 15 patients per day (Tuesday to 
Friday, 10:00am to 3:30pm). In addition the hospice offered bereavement counselling 
and befriending services.  

Following the unfortunate closure of St Clare’s Hospice, South Tyneside CCG took the 
opportunity to reconsider the way services are delivered to best meet the needs of 
palliative and end of life care patients. This review went beyond simple consideration 
of like-for-like replacement of St Clare’s to look at the wider implications for the people 
of South Tyneside, exploring the views of the public and stakeholders. To enable this 
review South Tyneside CCG employed the principles of co-production, seeking to 
develop an asset-based approach to developing a set of proposals for consideration 
for implementation. The CCG’s intention is to use the information about what is 
important to people regarding palliative and end of life care when commissioning 
future services and models of care.  

  

 
2 Source: CQC Inspection September 2018 Report https://www.cqc.org.uk/location/1-106196515   

https://www.cqc.org.uk/location/1-106196515
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2.2 Methodology: developing the proposals for a new service  
ASV was commissioned to facilitate co-design of potential solutions for palliative and 
end of life care. To establish an environment in which co-production can be effectively 
conducted the first step is to establish the parameters within which the exercise will be 
conducted. In part this was set by the need to respond to the closure of St Clare’s 
Hospice, however, the CCG were also keen to establish a wider review of palliative 
and end of life care in South Tyneside. This was, essentially, conducted in three parts:  

1. A series of one-to-one and group qualitative discussions to provide a ‘beneath the 
skin’ understanding of the experiences of staff, families, other healthcare 
professionals and wider of stakeholders of Palliative and End of Life care in South 
Tyneside. Which set the broad parameters for the wider co-design exercise.  

2. The outcomes of the qualitative discussions allowed us to pull together an 
understanding of the experiences of the end of life service, which was then used to 
inform a series of co-design workshops.  

3. A survey with wider stakeholders to provide co-design input into the development 
of solutions.  

The evidence base from these discrete yet complementary elements were then 
synthesised to take account of the views of all in proposing a co-designed solution. 
The relationship between these elements is shown in the diagram below.  
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Each of the phases illustrated in the diagram on the preceding page are briefly 
described in the following sub-sections.  

2.2.1 Evidence Gathering: Interviews 
The first part of the assignment focused on gathering the views of all involved in the 
process, either directly or by interest, through One-to-one interviews with: 

 Patients, families and carers;  
 Healthcare staff;  
 Specialist palliative care staff;  
 Former staff from St Clare’s;  
 Wider stakeholders, including 

elected members;  

 GPs;  
 Expert opinion from the CCG; and 
 Care homes and domiciliary care 

providers. 

Discussions focused on: 

 Views on current services; 
 What else is needed (referring to current services); 
 Views on specialist palliative care; 
 Views on services; and 
 Discussions of what else should be considered.  

In total eighty-five (85) depth interviews were conducted as part of this phase of 
evidence gathering.  

2.2.2 Evidence Gathering: Discussion Groups 
In total we held ten discussion groups with stakeholders, staff and the general public, 
engaging views from sixty-six (66) people.  

In addition to this the evidence gathering included a further seven discussions group. 
These were with voluntary and community sector groups representing protected 
chrematistic groups or those most impacted by any changes in palliative or end of life 
care. These groups were either directly moderated by the ASV team or we were 
provided information from self-moderated discussions.  

The group discussions focused around the following topic areas: 

 General issues around last years of life. The objective of which was to 
understand the groups family and cultural priorities for care during the last years of 
life. 

 Discussion of the current situation. The objective of which was to allow 
participants to express any frustrations they may have with the current system 
(recognising the current system excludes hospice beds in South Tyneside.) 

 Palliative care. The objective of which was to discuss the care received from 
diagnosis of a life limiting illness to death.   
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 End of life care. The objective of which was to discuss the care received in the 
last days of life before death 

 Support. The objective of which the needs of patients and their family/carers/loved 
ones 

 Help us make it better. The objective of which to explore the needs of patients 
and their family/carers/loved ones and to develop thinking to inform potential 
solutions.  

2.2.3 Co-design events 
Three co-design events were held to develop outline proposals based on the evidence 
generated from the interviews and discussion groups. These were convened with an 
invited audience designed, as far as possible, to achieve a balance between citizens 
and professionals. All events were held at Living Waters, St Judes Terrace, South 
Shields as follows: 

 11th June 2019, 09:00 to 12:30: validation session.  
A group session to consider the topline outcomes of the evidence gathering phase 
with the express objective of identifying any gaps that need further investigation; 

 18th June 2019, 12:30 to 16:00: initial co-design session.  
A ‘blank canvas’ session in which solutions were explored and developed to the 
point at which they could be developed into outline possibilities for further 
consideration. Assessment criteria for use in appraising the outline solutions in the 
next session were also developed; 

 28th June 2019, 09:00 to 13:00: final co-design session. 
Where ‘soft costs’ were provided, and groups worked through the possible 
solutions to develop either a short list or preferred potential solution. 

2.2.4 Co-Design Survey 
To develop complementary evidence to the interviews, group discussions and co-
design events a survey was conducted with wider stakeholders to allow them to share 
their views on the current situation, possible solutions and the decision-making 
criteria. The survey was hosted on the CCG’s website with additional access provided 
via hard copy for those who could nor or did not have online access.  The topics 
covered by the survey were: 

 Views on the current provision of palliative and end of life care; 
 Ideas for the future of palliative and end of life care in South Tyneside; 
 Views on the proposed operating principles for a new service; and  
 Any other issues or ideas. 

In total 157 completed and validated questionnaires (online or hard copy) were 
received and analysed.  
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2.3 Report Structure 
Following this introduction the remainder of this report is presented as follows: 

 Section Three: provides a narrative summary of the one-to-one depth 
interviews with family and carers, key stakeholders and clinicians; 

 Section Four: provides a summary of the deliberations in the discussion 
groups undertaken as part of evidence gathering; 

 Section Five: considers the outcomes from the online and paper responses to 
the questionnaire regarding palliative and end of life care; 

 Section Six: provides a narrative summary of the three co-design sessions and 
the shortlist of potential solutions for palliative and end of life care; 

 Section Seven: provides a summary of the process and the emerging 
conclusions from the exercise; 

 Appendix One: provides details of the level of involvement in the process, 
numbers and organisations; 

 Appendix Two: is the questionnaire used in the co-design survey; 
 Appendix Three: is the detailed demographic breakdown of online and hard 

copy respondents to the questionnaire; 
 Appendix Four: is a copy of the information pack used at the final codesign 

session; and 
 Appendix Five: are the written-up participant generated notes from the co-

design sessions, used to inform section six of the main report.   
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3 EVIDENCE GATHERING: DEPTH INTERVIEWS 
The opinions of key stakeholders 

3.1 Introduction 
Depth interviews were conducted with 85 people, the breakdown of which are shown 
in the table below. 

Group Number of interviews 

GPs 8 

Stakeholders 22 

Staff 22 

Patients & Carers 21 
(3 of whom were members of 

the general public with no direct 
experience of palliative or end of 

life care) 

General Public 

Care Homes 6 

Expert Opinion 6 

Total 85 

The topics covered in the interviews were: 

 Views on the current palliative and end of life care service in South Tyneside: 
 Benefits – what works well; 
 Areas for improvement; 
 What people with life limiting illness need and want; 
 Experience of generalist and specialist palliative care.  

 Ideas for the future: 
 Most important things for people with life limiting illness; 
 What else is important to people with life limiting illness (and their loved 

ones); 
 The potential for using technology in supporting patients; 
 The most important factors for patients and their loved ones at the end of 

life. 

Following analysis of the discussions the results of those conversations are presented 
as broad themes around: 

 Views on current services; 
 What else is needed (referring to current services); 
 Views on specialist palliative care; 
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 Views on services; and 
 Discussions of what else should be considered.  

3.2 Current services 
3.2.1 St Clare’s 

While the discussions were specifically directed away from consideration of the former 
St Clare’s Hospice there was nonetheless consistent reference to the facility. 
Generally respondents felt that St Clare’s offered excellent care. For users the view 
was that the service was good, the nurses seemed to be senior, and they had 
empathy, which is hard to come by.  However, some felt they weren’t professional 
enough in communicating with patients… 

“…because they had not been trained, because they got ‘free’ money…” 
(member of the public) 

Another respondent described the former hospice as… 

“…disjointed, uncoordinated and generalist…” (palliative care specialist) 

GPs reported that they had not felt the lack of St Clare’s because it was impossible to 
get a bed in the hospice anyway, this was felt to be a major factor for those whose 
practice served deprived areas in the borough. This opinion was echoed in 
discussions with representatives of minority groups: 

“…it seemed to be for the white and well to do…”   

However, the lack of a hospice in the borough was felt to be a significant deficit in the 
ability of the palliative and end of life system in South Tyneside to be able to function 
effectively. 

“…being at home is good for those for whom that’s a choice but there 
needs to be the option of hospice care for those that need or want it - such 
as people that don’t have family to look after them…” (carer) 

The District Nursing team reported feeling the absence, particularly in respect of lost 
respite beds and support for symptom management.  

3.2.2 The community team 
The view was that the district nurses and out of hours palliative nursing team provided 
excellent care to patients and their loved ones: 

“…the response and service from district nurses. They were calm, 
collected, nothing phased them.” (carer) 

“…Palliative care nurses…during the night. They came into sort out the 
syringe driver. They were calm, quiet, unassuming. I had this enormous 
confidence that they knew what they were doing. They were exceptional…” 
(carer) 
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The community nursing team felt that this was due, in large part, to their co-location at 
Clarendon, an NHS building in Jarrow from which the teams are based.  

“…we’re an integrated team, we can get things in place much better than 
we used to. We can see someone needs care, but sometimes where it falls 
down is the availability of care. We can recommend caring, we can do the 
fast track, but that doesn’t guarantee the service is available. In that 
situation, I make sure we go in more often and get the out of hours team to 
check on them as well...” (member of staff) 

However, this was not just limited to the nursing team, the service to provide 
equipment, such as beds, and adaptations was also highly valued and praised.  

“…the …workmen that came with all the kit were great. They had to bring 
back another and by then xxxx was just about conscious, so it must have 
been difficult for them” (carer) 

3.2.3 Specialist palliative care 
The view from respondents was that the “…generalist palliative care role of district 
nurse, GP and hospital staff..” had the skills to be able to perform well. However, they 
need to be able to escalate issues to a specialist team to bring additional expertise to 
address complex needs and provide specific care when required.   

“palliative needs are more than cancer care. The complexity of needs is 
great. Specialist teams are multi-professional teams that are responsive to 
the community teams and should not be seen as an add-on to generalist 
teams…” (member of staff) 

However, there is a lack of clarity as to when GPs and District Nurses providing 
generalist palliative care should involve specialist services.  

“…I have patients I could be caring for, their needs are straightforward, yet 
they are cared for by the specialist palliative consultant and nurses, and in 
other cases where there are really complex needs we are left to care 
alone…” (GP) 

One member of the specialist palliative care team stated: 

“…there is no clear trigger point between generalist and specialist palliative 
care, it is complex and based on the individual’s circumstances and 
condition…” (palliative care specialist) 

This highlighted the difficulty of the decision. There was common agreement amongst 
professionals that there was a role for a multi-disciplinary team (MDT) led by South 
Tyneside palliative care specialist consultants to coordinate these decisions.  
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3.2.4 Good team working 
In terms of a multi-disciplinary team, the model in Sunderland (St Benedict’s) was held 
up as an exemplar. All the specialists are under one roof, if a specialist nurse gets a 
referral from a district nurse, or the patient is seen by a GP for uncontrolled pain, it can 
be escalated quickly. If required there is the ability to pull in other team members 
(consultant, OT etc.) and if needed, could have that person admitted to a hospice bed 
if care couldn’t be provided at home. Being at home is what most people would prefer, 
but there was a view that the availability of specialist support was very reassuring for 
issues such as pain or symptom management when these are difficult to control.   

“…people get frightened and don’t know how to cope sometimes, so it’s 
helpful for people to know there’s a specialist team that can help you get 
these problems sorted…” (carer) 

Respondents recognised that the situation in South Tyneside was very different, but 
this model gave hope and showed what could be achieved.  

“…in St Benedict’s, there’s wider support for the family – especially for 
those with young families. There’s chaplaincy, psychological and social 
support – things that can really make a difference…” (stakeholder)  

3.2.5 Holistic care, and clear roles with flexibility 
In the view of many respondents it was important to recognise that caring for patients 
with life limiting illness needs a whole person approach, including supporting their 
loved ones, and providing additional support for people who have no one. 

“…palliative care is holistic at its heart. If it’s not holistic, you need to 
question the care…”  (member of staff) 

This requires the professionals to work with the patient’s priorities.  

“…don’t expect palliative services to just deal with the pain and the 
breathlessness and not deal with the emotional and spiritual and social 
side…” (palliative care specialist) 

However, within this, the roles and responsibilities of individual professionals and 
teams need to be clear. For specialists, there needs to be value in the service they 
deliver.  

“…specialist palliative nurses have gone in and helped with catheter care, 
and that’s the district nurse role. That’s ok if you’re looking to save 
someone coming out separately and visiting –but if that’s all you end up 
doing, it undervalues the role of a specialist nurse...” (member of staff) 

For generalists, there is a desire that the skills they have built up are not lost through 
all palliative care support being directed to specialists. 
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“…district nurses have built up experience in palliative care over years and 
years, this isn’t always recognised, and we would not like to lose our skill by 
bringing in a new specialist role…” (member of staff) 

Where a holistic approach is in place, this in turn leads to developing a good 
relationship with the patient and their loved ones to support the care given. 

“..it’s where we have a good rapport with patient and family and there’s a 
good routine with services, with carers going in regularly. When the patient 
has been able to get everything they need (e.g. in terms of equipment). It’s 
when you have everything in place that you need, and it’s flowed…” 
(member of staff) 

“…must have a good relationship with the family as if you don’t it can have 
an impact on the patient…” (member of staff) 

3.3 What else is needed? 
3.3.1 Needs to be local  

Respondents felt it important that a palliative and end of life care service should be 
local: 

“…there should be provision for people where they live.” (member of the 
public) 

 Respondents discussing this were talking about inpatient and day care services, 
feeling that forcing people to travel for long distances was unfair.  

“…I think the nearest is Sunderland…” (carer) 

Addressing issues of ‘patchy care.  
Many respondents spoke of excellent care from GPs and District Nurses, however, 
there were reports of variations in standard being experienced. This was particularly 
felt to be the case for GPs, who were reported as ranging from ‘…excellent to 
adequate…” with many incidents of the expected quality of palliative care being 
lacking: 

“…the GP service should have been more on the ball. There were gaps…” 
(carer) 

This was thought to result from a number of factors for individual GPs: 

 The pressure of the role; 
 Lack of experience in dealing with patients with life limiting illness; and  
 A reluctance to talk about dying.  

Where GPs were reported as being excellent, the respondents attributed this to 
interest in ensuring patients live the best life they can until they die, experience and 
above all personal empathy. 
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3.3.2 Social Care 
One of the issues consistently reported was a lack of services to deliver social care for 
patients.  

“…there are not enough carers available and that can cause a delay…” 
(carer) 

There was also a reported perception of a lack of domiciliary care with the skills and 
experience to deal with the specific challenges of palliative and end of life care: 

“…we have some agencies that are very good at palliative care, but others 
where they don’t get any training and they don’t have the expertise… 
(carer) 

This is felt to be particularly important for people who have no one else to care for 
them. Some of the perceptions from people participating in the insight phase included: 

“…most people want to die in their own home. But we’ve had situations 
where people don’t have family – because often family make up the 
gaps when people don’t have any care – but situations where people live 
alone; it can be very difficult to get a care package in…” (member of staff) 

“…we are…told by the powers that be that we should encourage them to 
go into long term care and I think that’s really wrong. Carers will do drop 
ins, but there’s no longer 24-hour care.” (member of staff) 

“…we’ve got people that have lived in their home for 60/70 years and 
they’re now being told that they can’t die at home, because there’s not the 
facilities…” (carer) 

There are issues around carers, what they’re commissioned to do and whether they 
are qualified.  A lot of this was felt to be as a result of a lack of training for carers in 
dealing with palliative and end of life care.  

 “…we’re using unqualified carers to provide end of life care and that’s 
appalling. It’s not that they’re not caring, but to deal with people and their 
relatives when someone is dying, is very skilled. The nurses would come in 
quietly, assess the room, assessing the whole time. Carers would often 
come in laughing, joking about things. It may sound trivial, but my Mum 
who’s 89, was sitting bewildered by what was happening around her. It was 
inappropriate…” (carer) 

This was also felt to extend to the experience and capability of the carers assigned, 
the view was that often they were sent in unsupported and unprepared.  

“…the carers were nice, caring women, but I felt at times they were 
completely out of their depth. The last two carers that came the day he 
died; they were terrified…”  (carer) 

While this is difficult for the carer, there is a significant impact on the patient and their 
loved ones.  
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“…the big thing that upset me, every time they came in to care for xxxx, 
they pulled the covers back and exposed him. And every time I asked them 
to maintain his dignity, and I did it in a nice way, but I was astonished they 
couldn’t see that they should do that. Dignity is fundamental…” (carer) 

The general view being that not all carers have the aptitude and attitude to deliver 
palliative and end of life care.  

“…when it comes to end of life care, it’s not something everyone can do. 
It’s not just about skills, but about who you are. I had to help the carers, 
moving her and changing sheets because they were out of their depth. 
When she died, they ran out of the room, they were that terrified. They left 
everything. Equipment, dirty linen, just lying all over…” (carer) 

3.3.3 Communication 
Professionals must be honest and realistic in the way they communicate with patients 
with life limiting illness. An example was given of a patient who had tumours in their 
brain and unable to make informed consent decisions about anything. So, their affairs 
weren’t put in order because they didn’t understand.  

“…the timing of when you talk with people is vital.” (member of staff) 

The view was that these conversations need to happen early on, feeling that people 
are done a disservice by not explaining the realities of where they are in their life.  

“..good communication and sharing information, so patients aren’t 
burdened by being asked the same questions over and again..”  (carer) 

However, the wishes of the patient also need to be considered, particularly in respect 
of whether they want to know what the future holds for them.  

“I read an article about a South Tyneside patient who says she doesn’t 
want to know her prognosis. She just wants to live her life…”  (member of 
the public) 

One of the key elements of this is felt to be access to a good GP, the one professional 
common to all, that has a decent understanding of working with patients to understand 
their needs. 

“…people can have a life limiting illness and live for several years. The GP 
would be the only professional the patient would be involved with at the 
outset..” (palliative care specialist) 

This calls for an improved GP role in explaining to patients what’s happening, which in 
turn implies the need for education and awareness raising in this group of 
professionals.  

3.3.4 Coordination of care and consideration for loved ones 
The current system was felt to need improving in terms of the way in which care is 
coordinated and importantly the extent to which this places undue burdens on loved 
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ones. In many cases it was reported that this burden of caring actually prevented 
people from being ‘present’ in the last days of the lives of their loved ones.  

“…I felt like I was his coordinator of care, rather than his sister. I wanted to 
be there for him, but I found it overwhelming… (carer) 

“…I just wanted to spend time with my brother in his last days rather than 
caring for him..” (carer) 

3.3.5 Leadership 
Strong clinical leadership is needed.  

“…if you don’t have a dynamic, strong clinical leader it’s hard to get a 
cohesive team. Sometimes those managing the teams don’t have a clear 
idea what specialist palliative care is and how it differs from generalist 
care…” (stakeholder) 

3.3.6 Helping people to think about and plan for death 
Respondents identified a need to help people think about what they might need in the 
future, putting in place advanced planning, irrespective of whether they have been 
diagnosed with a life limiting illness or not.  

“Patients need to be empowered to know what’s available to them and 
what’s not. Otherwise things can go terribly wrong as life continues and 
gets nearer to the end. Because no one’s offered them conversations about 
what’s important to them, what they would or wouldn’t like.”  (palliative care 
specialist) 

There was a view that not many GPs have a good understanding of the options 
available which limits the potential for conversation. To be effective for GPs and other 
professionals this calls for availability of and education on: 

 What’s available, and the options; 
 Helping people think about the end – even though it might not be imminent;  
 Helping people understand their options and signposting them to services.  
 Options for uncontrolled pain – support through the GP, District or Macmillan 

nurse.  

3.3.7 Relationship building  
Relationships are a key part of the care provided, along with allowing the time to think.  

“…not just constant reaction of professionals. A moment to consider this is 
what this person needs, this is who I need to speak to, the time to make 
sure things gets done and get done well.” (carer) 

It is also important that the professionals providing palliative care have the right skill 
mix 
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“…we need more trained individuals. We used to have MacMillan nurses 
supporting us out of hours. They’re specialists in palliative care and it 
worked really well.” (member of staff) 

3.3.8 Choice of location for care and dying 
The place patients choose to die is really important to them and professionals report 
an increasing frustration at the lack of dedicated beds in South Tyneside, in a non-
clinical setting, following the closure of St Clare’s. Essentially, the view is that choice is 
limited to home or if not possible, hospital, the latter not being viewed as ideal for the 
majority.  

“Patients say to me that without having a hospice, their preference as a 
place to die is hospital. They don’t feel they’d get adequate care and 
support in the community – they don’t have access to 24-hour care. Or if 
they live alone without family support they don’t want to die in the 
community. Or people don’t want to place the burden of care onto family 
members.”  (stakeholder) 

“..home could become an option, if people had the option of a carer being 
with them 24 hours. They want to know they won’t die alone. Even then, 
there would be patients that don’t choose to die at home. I’ve had four or 
five patients recently say that if they felt they were deteriorating they’d call 
an ambulance” (carer) 

3.3.9 Hospice provision 
The view was that hospice provision to support people with life limiting illnesses was 
vital, however, this did not have to be in a special building, many felt it just as 
important to provide it at home. 

“…we didn’t get a chance to have a conversation about xxxx’s preferences, 
but I know he would have preferred to be at home. He had a lovely flat 
overlooking the sea. I slept beside him on the camp bed. Hospice at Home 
could have…worked, but only because my sister and I were living there.” 
(carer) 

The key consideration in this seems to be the ability and capability of the family and 
loved ones to support a hospice at home situation. Where this was not possible the 
view was patients should be able to access dedicated beds for palliative care, in a 
calm and non-clinical environment.  

“In hospital he was in a busy ward, with patients with challenging 
behaviour. Not a good experience and the discharge was disastrous.” 
(carer) 

“A specialised ward, that’s like a hospice, but in a hospital setting.” 
(stakeholder) 
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3.3.10 Commitment and consistency  
For patients it was also felt to be of paramount importance… 

“…when staff say they’re going to do something, they absolutely do it. On 
one occasion when a nurse didn’t turn up, despite assuring us they would, 
xxxx said ‘I feel like I’ve been abandoned’. (carer)”  

3.4 Specialist palliative care 
One of the areas that lacked clarity in many respondent’s minds was that of specialist 
palliative care. 

3.4.1 Coordination of specialist palliative care  
There was felt to be a real lack of clarity over the coordination of palliative care. 
However, even though the people we spoke to described it as specialist care, it is 
clear from the statements that this applies equally to generalist palliative care. Patients 
and their loved ones make no differentiation and think of it all as being specialist. 

 “…what’s needed is a coordinator. Somebody that could have said “I’ll 
sort that out for you”. I spent days trying to sort things out. The discharge 
from hospital was messed up because the hospital didn’t tell the district 
nurses, so we had a weekend without any nursing…” (carer) 

The apparent lack of coordination was a source of distress for many relatives of 
patients who spoke to us.  

 “…they’re all one service. I understand there are boundaries, I’ve worked 
in the NHS, but they could have said ‘I’ll speak with the ward and sort 
things out’ rather than leaving it to the family to resolve issues during a 
difficult time…” (carer) 

“…when I was told he’s now the responsibility of the hospital, I felt I wanted 
to scream.” (carer) 

 “… ‘it’s not our problem’ isn’t what you want to hear when a family member 
is dying…” (carer) 

3.4.2 When is generalist care not appropriate?  
A consistent theme was that of understanding the point at which there is a switch 
between specialist and generalist palliative care. Respondents provided a rough ‘rule 
of thumb’ for the difference: 

 If the person is an in-patient, then it’s purely specialist care. 
 In the community, generalist care would be delivered via district nurse and 

GP. The GP would still be seen as lead clinician.  

Sometimes, however, specialist palliative care is not as defined as it should be.  

“It’s important that people recognise it’s a distinct specialism in its own 
right.” (palliative care specialist) 
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It was also recognised that generalist staff do request specialist palliative care when 
they could have resolved the problem, particularly when they haven’t got the 
confidence or knowledge to deal with the situation. This was recognised as varying by 
role and expertise.  

“District nurses have more training and more time to develop appropriate 
skills. Nursing home staff may not have had those opportunities, so they 
are asking specialist palliative care to become involved in simpler things.” 
(member of staff) 

Essentially, the view was the point at which specialists take over from generalists, is 
determined by individual circumstances, experience, and patient need.  

“Specialist palliative nurses should get involved when the generalist is 
struggling - so that will depend on the generalist. But as a Specialist 
Palliative Care nurse it’s in your remit to deliver education, so you can 
develop the generalist’s skills. But it’s not just the knowledge and skills, it’s 
about the confidence…” (palliative care specialist) 

3.5 Future services  
One respondent summarised the ideal future service as: 

 A place that can be trusted; 

 Somewhere that your family can visit and that you don’t feel like you 
are a burden on your family; 

 Good, professional carers; 

 People to give advice on funding and what could be made 
available/access to services.   

Discussions with other respondents are grouped in the following broad themes. 

3.5.1 Social care 
The views of respondents is that the delivery of social care that supports people in 
South Tyneside to remain in their own home for as long as they want is a vital 
element. This includes the perceived requirement to provide additional support 
through experienced palliative and end of life domiciliary carers, delivering a package 
that meets patient need. This was viewed as over and above the current care 
provision.  

“..we’re using unqualified (inexperienced) carers to provide end of life care 
and that’s appalling. It’s not that they’re not caring, but to deal with people 
and their relatives when someone is dying, is very skilled…” (Care provider) 

“Streamlined social care…managed to meet need, not always to want. As 
long as the patient has a package that meets their needs, that’s an 
adequate service.” (member of staff) 

“Carers need to have the knowledge to meet those needs.”  (carer) 
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3.5.2 Nursing care 
The view was also that the system needs to have enough nurses dedicated to 
delivering palliative and end of life care.  

“You need more staff so teams aren’t firefighting but can provide the 
required care.” (member of staff) 

“You need skilled and trained staff; you need access to equipment services 
that give patient what’s needed in their preferred place.”  (carer) 

3.5.3 Hospice  
The virtually unanimous view of respondents is that there is a need for a physical 
location that provides inpatient beds for palliative and end of life care. 

“…everything under one roof: respite care, day care, counselling and 24-
hour nursing care.” (stakeholder) 

Respondents were less favourable to the idea of a like-for-like replacement of St 
Clare’s, instead favouring a consultant led model that provides specialist care. Their 
most frequently cited example was St Benedict’s in Sunderland. However, the 
respondents recognise that any ‘hospice’ in South Tyneside was unlikely to be on a 
similar scale to the facilities in Sunderland.    

“..have a smaller version of St Benedict’s.”  (carer) 

It was felt that any physical ‘hospice’ would cater to people’s social and emotional 
needs, as well as medical needs, and provide specialised care in a way that may not 
be possible at home. 

“..comprehensive day service, which is specialist..” (patient) 

“…access to specialist nurses who assess patients before they attend and 
who work with the patient to develop a care plan…” (patient) 

“…easy access to physio, OT, psychology, art therapy and complementary 
services.” (patient) 

The complementary therapies most frequently cited were:  

 Massage; 
 Reflexology; 
 Relaxing therapies  
 Hand massage; 
 Small things that make a difference.  

From the reported experiences of participants who had enjoyed similar service this 
made a significant impact on the patient’s wellbeing: 

“…when he was first diagnosed, my father in law was reluctant to go to the 
day centre, but when he did go, he found it very helpful. He had counselling 
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twice a week and I think it helped him to come to terms with things…” 
(carer) 

Equally, many people highlighted a perceived weakness with the former St Clare’s, 
where the service had changed over time from specialist day care, providing a 
valuable clinical service, to a social club, which while providing a valuable social 
network was viewed as outside the remit of a hospice.  

“…ensure patients understand at the outset that it’s specialist day care; 
we’ll support you, then we’ll discharge you…” (palliative care specialist) 

The view was also that there should be recognition of the importance of social contact, 
particularly for those living on their own, and any day care service should be able to 
provide links to others better placed to provide a ‘social club.’ 

“…signpost the patient to other services offered in community – e.g. by Age 
UK. It shouldn’t be viewed as, or used as, an older age day centre…” 
(stakeholder) 

3.5.4 What’s most important to a person with a life-limiting illness 
The views of people engaged in discussions identified a number of practical steps that 
are important to patients, particularly in the early days post-diagnosis.  

 The initial conversations. Everything comes from there. Dual planning, for 
treatment and palliative care, must be continuous. 

 “Someone might not be ready to have that conversations, but 
you have to give them the opportunity to make a plan.” 
(stakeholder) 

 Tell patients what’s on offer. Talk about preferred places of care and death, and 
the practicalities of getting affairs in order.  

“…when he was offered immunotherapy the focus was on 
extending life…he was offered all this hope, which was great, 
but as a nurse, how was this proving to be giving him extended 
life, when he was deteriorating in front of our eyes? Yet no one 
had the honest conversation - what would you like to do about 
this, where would you like to be?  (carer) 

“..there’s a push to do holistic needs assessments and to give 
detailed care plans including what to expect.” (stakeholder) 

 Counselling is important in helping people to prepare for what’s to come and 
to come to terms with the diagnosis.  

 Reassurance: people need to know they will be cared for. That someone will 
look after them. That there are people they can call upon to help them when 
they need it.  

 Personalised care: Establish what that person desires and wants in their final 
days recognising that every case is individual.  
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“When you get to know the patient and build a relationship, you 
can understand what matters to them.”  (member of staff) 

 Explanation of what to expect: When people have longer to live, it’s a bit 
more difficult, they don’t know who they need to see and when. If they don’t 
have complex symptoms, they might not be known to specialist services, which 
could cause issues as symptoms develop as the illness progresses. 

“They need holistic services – to know about reviews, what the 
red flags are re symptoms.” (patient) 

“They need an outlined care plan for their specific needs for 
their illness: a detailed plan that helps them understand how 
the illness might progress and how to get help at points along 
the way.” (carer) 

“People often come into A&E because they don’t know what to 
do or who to talk to.”  (member of staff) 

3.5.5 What simple small things are important 
When considering the ‘little things’ that make a difference to patients, interviewees 
identified a number of simple but important areas. 

 One person to talk to: Knowing who the key point of access is, the one person 
or team you go to and the person in the family/loved ones who is best placed to 
answer questions when the patient is incapable.  

“Even if that person can’t solve the problem, they know who to 
go to, so patient hasn’t got a list of 20 different people all doing 
different things.  (carer) 

“…we understood the small things, because we’re family. He 
was a private man. We managed things as best we could. I 
don’t think anyone ever asked him about those small things 
(shaving etc) that mattered to him.”  (carer) 

 Personalised. It’s very individual:  
“I once looked after a man that was homeless. He took the 
mattress off the bed and slept on the floor.” (member of staff) 

“People want to know they’ll be looked after and kept clean 
and their environment will be kept clean – it can be frustrating if 
you’re unable to dust and hoover the way you have all your 
life.” (member of staff) 

 Managing quality of life: 
“Access to the right assessment so you’re not going to be 
worried about pain. You want to know someone’s managing 
that and reviewing you regularly to ensure your quality of life is 
the best it could be.” (patient) 
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“Help people enjoy some quality of life even as illness 
progresses – things like newspapers and music, or the TV 
repositioned.” (carer) 

 Relatable staff: the people patients and their loved ones come into contact on 
a daily basis need to be friendly and open, with good interpersonal skills. A 
cheerful word makes the difference on bad days. It is also important that they 
are able to establish what is the root cause of that ‘bad day.  

“All staff must have good communication skills so they can 
assess what’s important to that person, because we can’t 
guess.” (carer) 

3.5.6 How do we support people to discuss dying?  
One theme discussed was the ways in which people can be encouraged to discuss 
death when it is not an issue, to allow them and their loved ones to prepare. The 
overwhelming conclusion was that “..we’re still a bit of a ‘death-denying’ culture. 

 We’re mostly not ready to have this conversation: 

“I don’t think you could have a strategy to do that (get society 
talking more about death). It’s something that goes on in small 
pockets. And it’s something that only happens when people 
are faced with a diagnosis. We all want to believe it’s not going 
to happen to us.” (stakeholder) 

 We’ve tried but fear is the big barrier: 

“We had a death café in Sunderland, but it was poorly 
attended. I don’t think we’re quite ready for those things.”  
(member of staff) 

“We try to raise the conversation, but there’s a lot of fear. Even 
older relatives don’t want to talk about it.” (palliative care 
specialist) 

 It’s about professionals being able to be honest. 

“Give people information at hospital because that’s where 
you’re likely to find out about your diagnosis. Give people the 
opportunity for counselling. Give them the information to make 
choices.” (member of staff) 

 It’s about recognising personal need, choice, and allowing the patient to control 
the conversation, as most will not have had a conversation about death before, 
which can make it difficult: 

“Information needs to be available sensitively when people are 
given a diagnosis. People need to have the opportunity to talk 
to someone. Often these things come very suddenly, and 
people can’t always cope with the information.” (carer) 
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“It’s about giving people control. This information that someone 
has a life-limiting condition does not belong to the doctors, it 
belongs to the patient. I think there’s a paternalistic approach – 
we know best. It’s not their information to keep. You don’t get 
to decide whether or not someone could deal with it.” 
(stakeholder) 

 The impact of not talking about death and dying can be profound.  

“I lost more than just my brother. I lost two good friends as they 
couldn’t deal with the situation. They couldn’t deal with the 
realities of dying. None of us are getting out of this alive!” 
(carer) 

 There could come a point when conversations are not going to be possible.  

“My own mother had dementia and she hadn’t really made any 
decisions (about end of life) and it became very difficult to talk 
to her about these things.”  (carer) 

 Use of mechanisms such as ‘Death Cafes’ to get people talking about death 
and to be less scared.  

“People don’t even like using the word death – they’ll say, 
“they’ve passed over” or “they’re not here now”. I’ve been to a 
death café and it did seem to help. It was quite relaxed, just 
chatting and talking. It doesn’t have to be doom and gloom”.  
(stakeholder) 

 Move away from the stigma.  

“At the end of the day, we’re all going to die. But be positive 
about it. Don’t say you only live once; you die once, you live 
every day” (stakeholder) 

 At what point do you have conversations? 

“You’re left in a situation where you’re having to make a 
decision based on how things are, and you just don’t know 
what the situation will become in the future.” (carer) 

“We were asked to make an emergency healthcare plan. That 
was difficult because I’d prefer to make decisions when they 
need to be made. I found it hard to make hypothetical 
decisions.” (patient) 

“If there are advanced decisions made, there needs to be 
flexibility to adapt the plans as circumstances change.” 
(member of staff) 

 Make the conversation routine for staff to have with patients:  

“…death, and people’s wishes, isn’t something that’s routinely 
discussed. I think it’s often avoided. In other trusts I’ve worked 
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in we’ve had the conversation: “this doesn’t mean we expect 
you will die, but if your heart stops working we don’t think we 
should resuscitate”. When it’s embedded (that type of 
conversation about “what if”) then it becomes easier for staff to 
know how to talk with patients.” (stakeholder) 

“I think these conversations are avoided at diagnosis. We need 
to prepare people. Patients will often broach death or resus 
with me before I can broach it with them.” (member of staff) 

“Conversations tend to be put off until the patient comes into 
hospital dying – and then the conversation tends to be with the 
family, not the person dying. It needs to happen earlier” 
(member of staff) 

3.5.7 Would patients benefit from the application of technology 
When asked if the use of technology, in a future palliative and end of life care system 
in South Tyneside, would be of benefit, there was a mixed response, positive and 
negative. The view was that some people would benefit, but some aren’t very IT 
literate and wouldn’t want it.  

“…for some things a video call might be fine, but I doubt people would want 
to be reviewed about a serious illness that way, they’d want face-to-face.” 
(member of staff)  

“…I don’t think there’s any replacement for human contact. In some 
situations a phone call may be of help, but you can’t replace being in the 
room with someone.” (carer) 

It was felt that the use of technology would generally only be appropriate for a certain 
demographic.  

“Older people may lack capacity or the experience to harness technology. I 
guess it will be a generational thing. As time goes on, people will be more 
used to tech” (carer) 

There was a consensus that a single point of contact where you can speak to a 
person or team, acting in a navigational role as much as coordinating care, would be 
of benefit. 

“..someone can make a huge difference. When people can’t get hold of 
help when they need it, they often end up at A&E. It doesn’t need to be 
someone clinical, but someone that can follow a protocol and reassure 
someone that it’s not an emergency..” (stakeholder) 

“I tried to call but I couldn’t speak to someone. I left a message and it’s 
been an hour, so I thought we’d best come into A&E”. (patient) 

For staff there is a view that there are ways to use technology to help patients and 
their loved ones find answers to questions.  
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“…could have online forms to make things easier for patients. Filling in 
forms, finding information. I think younger patients like to get appointments 
and some information by text or emails.” (member of staff) 

Equally, access to information and records for staff through a unified system was 
thought to offer a major technological advantage. 

“As a specialist nurse, if I had access to the GP records and the patient 
was seen yesterday, I’ll have the most up to date information, and likewise 
they can see what happened during my visit.”  (member of staff) 

“It should be joined up – i.e. hospice and hospital. We should have access 
to the GP record. We should be able to easily share information. The same 
for community staff.”  (member of staff) 

There were reservations from staff that too heavy a reliance on technology could 
remove some of the benefits of face-to-face relationships with patients and their loved 
ones, particularly care at home.  

“We all use hands free sets now. We’re all on iPad. We need access to 
more things. I don’t think doing things like Skype is appropriate in palliative 
care.” (member of staff) 

“…once you get into care in the home; tech has a place in terms of 
equipment but not in relation to hands on care. If we move too much 
towards technology, we’ll move away from the one-to-one caring role 
patients value..” (member of the public) 

There were also examples cited where the extension of a unified record system to 
care homes, particularly nursing homes, would be of great benefit.  

“Nursing and care homes work on independent systems and are often 
excluded (from patient records). Yet they are looking after some of the most 
vulnerable patients, so how are they bought into this? How are they 
upskilled to be able to do what they need to do?” (member of staff) 

3.6 What else? 
Interviewees were asked to summarise the most important aspects for a future 
system, these were: 

 Coordination. Services coming together in a more cohesive way.  

 Early planning. Talking about future planning and ensure patients are fully 
involved in planning from an early stage. Ensuring people know what their 
options are, and they are well signposted.  

Early plans. Plans in place for eventualities. That might have helped. 
(carer)  

 Reassurance. To know the patient is going to receive really good care and that 
their family are going to be supported as well. To know you will be supported all 
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the way and that symptoms are going to be managed as best as anyone can - 
and that you’ll be where you want to be. 

 Knowing that if you’re frightened there will be people there to talk to.  
(carer) 

 South Tyneside. The overriding sentiment was that excellent, local, care 
should be located in South Tyneside. Delivering palliative and end of life care 
whichever way people wanted to receive it, supported by highly qualified, 
experienced staff able to deliver a range of services.  

 Dedicated beds. Provision of a dedicated bedded unit providing a non-clinical, 
specialist environment.  

If symptoms couldn’t be managed at home, I’d prefer to be treated at 
a hospice because it’s dedicated to end of life care. That’s their 
speciality.  (patient) 

 A friendly face. A friendly face, a friendly voice, can go a long way sometimes.  

 Consistency. Ensuring all staff at every level are on board with and applying 
the system design principles. 

 The benefits of palliative care. Recognising palliative care as a specialist are 
of care and a valid treatment as opposed to a cure, among all healthcare 
professionals. 

“Palliative care and specialist care should be offered as a treatment 
option, not just as a last resort.” (palliative care specialist) 

“With palliative care we will treat you symptomatically - you will likely 
live just as long, but you won’t experience the side effects of chemo. 
This could give patients a better quality of life in their last years or 
months.” (palliative care specialist) 

“Palliative care is not appreciated or recognised as a treatment 
option. The mindset is always on medical intervention. Clinicians think 
that palliative care is only for when people are dying – not to help 
people live”. (palliative care specialist) 

“We need to support people to live the best life they can with their 
illness, not treat it like a battle – which they’re not going to win. 
“(member of staff) 

“Professionals believe they are fighting the good fight. The mentality 
is that palliative care pops up at the end to hold people’s hand as they 
die. Medicine is too focused on cure. Supporting people to die is a 
part of healthcare. Death isn’t giving up or losing a fight. It’s 
inevitable.” (stakeholder) 
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 Governance and accountability. Recognising that a lot of the issues leading 
to the closure of St Clare’s were as a result of poor governance and 
accountability by the Trustees of the charity, a situation that must not be 
repeated.  

“St Clare’s service was misdirected and mismanaged.” (member of the public)  

“Having been a Trustee for a charity… found no evidence on Companies 
House of registered Trustees, just one woman listed as CEO and no finance 
officer or constitution registered.” (carer) 

“The CCG should have had a better handle on the situation, but in future there 
needs to be a clear structure and regular audits as part of any contract with a 
charity.”  (carer) 
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4 EVIDENCE GATHERING: DISCUSSION GROUPS 
The outcomes of group discussions 

4.1 Introduction 
In total we held ten discussion groups, engaging views from sixty-six people.  

Group Number of attendees per group 

Staff 

3 

8 

3 

13 

6 

Stakeholder 
7 

9 

General Public 
9 

4 

Expert Opinion 4 

Total 66 

In addition to this the evidence gathering included a further seven discussions group. 
These were with voluntary and community sector groups representing protected 
chrematistic groups or those most impacted by any changes in palliative or end of life 
care. These groups were either directly moderated by the ASV team or we were 
provided information from self-moderated discussions.  

The group discussions focused around the following topic areas: 

 General issues around last years of life. The objective of which was to 
understand the groups family and cultural priorities for care during the last years of 
life. 

 Discussion of the current situation. The objective of which was to allow 
participants to express any frustrations they may have with the current system 
(recognising the current system excludes hospice beds in South Tyneside.) 

 Palliative care. The objective of which was to discuss the care received from 
diagnosis of a life limiting illness to death.   

 End of life care. The objective of which was to discuss the care received in the 
last days of life before death 

 Support. The objective of which the needs of patients and their family/carers/loved 
ones 
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 Help us make it better. The objective of which to explore the needs of patients 
and their family/carers/loved ones and to develop thinking to inform potential 
solutions.  

The key themes emerging from those discussions are set out around the following 
common themes: 

 The current system: 
 What works in the current system; 
 What could be improved in the current system; 
 Suggestions from the group discussions to improve the current system; 
 The impact of the closure of St Clare’s; 
 The role of education for both the public and staff delivering palliative 

and end of life care;  
 Issues around communication and coordination in the current system; 
 The positive and negative impact of treatment and complementary 

therapies on quality of life, highlighted by protected characteristic groups 
and those most likely to be impacted by the proposals; 

 Additional needs highlighted by protected characteristic groups and 
those most likely to be impacted by the proposals; 

 Thoughts on the future model for palliative and end of life care: 
 The agreed need for some form of hospice beds in South Tyneside; 
 Palliative care and symptom control; 
 End of life support and care; 
 Specialist palliative care.  

It is important to state that the group conversations, with all audiences (staff, public, 
family carers, community groups and those most impacted) were very heavily focused 
on the challenges faced in the current situation. In many cases this, understandably, 
involved very personal and emotional discussion.   

4.2 The current situation  
What works well 
 District nurses spending more time so family can feel that the patient is getting a 

good care service and gives family a short respite. Great feeling of relief when the 
district nurse is in the home as they can take the burden of leadership and tell 
family what to do. The feeling being there is less risk of family making a mistake. 

 Patients being pain free is really important. 
 Family and patient knows people who care are around the patient. 
 Good to have a phone number to call. 
 Community Nurse: Not specialist but can deal with all but 5% very complex: e.g. 

endocrine system, Duchenne’s, etc. This is where the specialist palliative 
consultant and others are most effective.  
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 Dedicated specialist palliative care consultants, nurses and other specialists in the 
borough.  

What doesn’t work well 
Groups identified the following common themes: 

 The lack of hospice provision in South Tyneside 
 District nurses showing no empathy, just administering treatment. The 

perception being they thought the family wanted them out quickly. 
 Hospital is no place to end a life – groups reported poor experiences, including 

an end of life case in a bed next to a dementia patient who was screaming, which 
was felt to be inappropriate where a person is dying.  

 Equipment: issue with getting beds and adaptations to patients at home, shortage 
of syringe drivers, etc. 

 Social Care/Continuing Healthcare: Patients discharged on Friday, when you 
can’t get a care package in place over the weekend. In many cases problems 
arranging support over weekends results in quick deterioration in the patient, what 
is really required is rapid access to care 24/7. 

 Nursing Homes: community nurses do not see patients in nursing homes, so 
specialist nurses have to visit, which puts pressure on their resources.  

 Disparity of service weekday, weekends and overnight. At weekends there are 
less staff working, causing backlogs and difficulty responding to palliative care 
needs, particularly pain relief. During normal daytime hours there are time pressure 
on district nurses, with only 45 minutes to get to the patient and deliver care. In 
comparison, the out of hours team are not target pressured and able to spend 
more time with patients for care, particularly pain management. The view being 
that the out of hours service was the correct way to deliver care to palliative and 
end of life patients. 

 Not enough palliative care specialists 

Suggestions to address what doesn’t work well: 
 Inequality of care. Develop a nurse led pathway, working closely with GPs, where 

community nurses rotate into a duty as part of the day-time palliative care team, 
delivering the same care as the out-of-hours team.  

 Social care/continuing healthcare: develop a fast-track for domiciliary care for 
those living at home which would entail developing a South Tyneside model of 
Hospice at Home. This would provide support to the whole family from trained 
palliative care end-of-life home carers, helping with discharge to home liaison with 
social workers/caseworkers. This could be funded through local authority social 
care or NHS Continuing Healthcare (CHC) funding. Providing support for home 
and risk assessment to minimise delays in discharge, to address the perception of 
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an issue reported as ‘…thanks for putting a care package together but they died by 
the time it was in place…’ 

 Prescriptions: training more community prescribers among district nurses.  

 Hospice: developing a consultant led bedded palliative/end of life unit.  

St Clare’s 
The closure of St Clare’s was described as “a massive shockwave” while some felt the 
hospice was a “old-fashioned and a bit of a basket case” the majority recognised that 
it made a real and important difference to patients. Their beds were vital for respite 
care and complex pain management, the loss of which is still being felt.  

Community groups felt St Clare’s was very good and had a good understanding of its 
purpose, citing: 

 Nurses & other staff’s kindness; 
 The support to the family, with groups and coffee morning’s on offer; 
 Gave family a lot of time with the patient; 
 Felt like own home whilst there; 
 Initial reluctance of patient to go into hospice was overcome by experience; 
 Medical treatment has been good; 
 Releasing patients to come home to die is good; and  
 Did the little things like makeup and a shave. 

Education 
The role of education was a common theme, speaking of the need to equip patients 
and their loved ones with the knowledge to support them through their journey to end 
of life, citing specifically: 

 Educate relatives to be able to cope, moving professionals away from the 
attitude of ‘don’t tell them that!’ 

 Make it fun for the patients and their loved ones, not something too intense. 
Short training on keeping patients comfortable, and maintaining dignity are 
key elements. 

 Written notes on what to look out for in the patient to be available to all of the 
carers. 

Communication and coordination 
Most people facing the end of their lives through illness need a clear medical 
explanation of their situation. Some people do not want to know, and this has to be 
respected. For those who do, a realistic indication of likely prognosis is necessary, and 
they should be able to discuss this with their clinical team in an open and practical 
way. 
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Poor communication between healthcare professionals and patients is still reported. 
Ideally, communication of diagnosis of life limiting illness should involve: 

 Presentation and explanation of the diagnosis; and  
 A therapeutic dialogue during which the professional listens to, hears and 

responds to the patient’s reaction. 

Before concluding a hospital consultation the patient should be asked if they wish to 
receive copies of letters sent from hospital to the GP. Many people unwittingly confirm 
on first attendance that they do, but when a cancer diagnosis arises some change 
their minds and are distressed when such letters arrive.  It is essential that this is 
discussed, and the person’s wishes respected, confirming how and when they wish to 
receive relevant information. 

Many people will consult their GP after attending hospital. Therefore, it also essential 
to ensure that the GP is made aware of diagnosis of life limiting illness immediately 
following the conversation between the patient and the consultant. Some will see their 
GP the following day.  

“…information of terminal diagnosis must be passed to GP reception staff 
who are frequently reluctant to arrange urgent contact with the GP, 
obstructing access to the help required.” (stakeholder) 

The impact of medical treatment and complementary therapies on quality of life 
The groups felt that patient’s quality of life was more important than trying new 
therapies and their side effects. 

“I want care not cure…” (patient) 

“Why do I want a few extra months in bed when I can enjoy a good few 
weeks getting around?” (patient) 

Discussion was had in the groups around the types of complementary therapies 
appropriate to palliative and end of life care, and the following were identified as ‘top-
of-mind’ responses: 

 Hijama (cupping), which is not available in South Tyneside, but people are 
travelling to London for treatment. 

 Massage and aromatherapy should be available.  
 Acupuncture. 

Additional needs 
The groups highlighted a range of different additional needs required to support 
specific people, among which was: 

 Language as a barrier for people who do not speak English as their first 
language. The best place for information is at GP practices and community 
groups, the accessibility is really important as is support with language needs.  
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 The need to be aware of high incidences of children with special needs in the 
community, as the care burden is double. 

 Support for people with hearing or sight loss. 
 Support for people with learning disabilities.  
 Faith, needs to be recognised as it is an important factor in many people’s lives 

for instance: 
 Registrar etc open at weekends to meet the requirements of Islamic rites.  
 Support groups to prepare for the things that need doing after death, such 

as legal and funeral arrangements (additional need for Muslim families due 
to requirement to bury in 24 hours), etc. 

Some generic examples of the potential for adaptation for visually impaired people, 
which can be extended across many other issues were: 

 People entering a room do not always state what is happening. 
 Staff need training so that they tell VI (visually impaired) people e.g. when they put 

a cup of tea down. 
 General lack of understanding of how to support someone with VI. 
 Often will talk to friends or carers rather than the VI person themselves 

(unconscious assumption VI=lack of intelligence) 
 Large print on notices, recreational keyboards etc important. Signage now black on 

white is very poor for VI people. 
 Access to appropriate technology is helpful. 
 Colour definition e.g. different coloured plates is important. 
 Soup available in a cup and plates with sides (e.g. flan dish) help. 
 Explain the surrounding area. 
 Assumption that children know about parent’s level of sight loss. 
 Admin issues around variability of signature 
 Requiring the capability to adjust lighting in the room. 

Additional barriers identified by discussion with visually impaired people in respect of   
end of life and palliative care identified the following, which again can be extended 
across many other issues: 

 Important that the person sat with EoL patient understands what is the condition 
and what is the VI. 

 Poor awareness of Charles Bonny Syndrome, which can cause hallucinations at 
times of stress. It is an experiential projection of past images. Does it get confused 
with side-effects of medicine? 

 Access to audio notes e.g. via Alexa, is good. 
 Information required in audio and large print varieties 
 People with VI often lack travelling confidence to attend unfamiliar clinics or 

unfamiliar locations. 
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 Navigator to assist in learning the hospital is helpful.
 Not being moved about the hospital / hospice from ward to ward and not having

furniture moved around is good.
 Confidence, especially among older people, affected by sense of vulnerability
 Care staff can experience negativity towards relatives who visit infrequently and

are seen as failing the patient.
 VI visitors may need to bring their own carer and provision for this is required.

4.3 Thoughts on a future model for palliative and end of life care 
A hospice 
The ideal model for a dedicated bedded unit for palliative and end of life care is: 

 A dedicated service / building;
 A Hospice to care not a Hospital that mends;
 24hr access, not restricted to visiting times;
 Replicate the ‘Dementia Hub’ and provide the Hospice with an outside area

as well as beds. Although this was not developed to the level where it was
clear if this would be a separate building, or to simply replicate the
principles.

 Hospital beds with space for large family groups to attend the patient in the
final days. Culturally, it is important to others in the community to visit,
patients welcome it too.

The view expressed in the groups, taking account of the facilities currently 
available in South Tyneside, was that Haven Court (in the grounds of South 
Tyneside District Hospital) could be a suitable place to house an inpatient 
specialist palliative care facility. It is important to note that this facility is already 
currently used for other purposes and as such further conversations would need 
to be explored.

Palliative care and symptom control 
The groups identified the following: 

 GP must be informed immediately (by hospital staff) of terminal diagnosis.
 No person to leave an outpatient hospital clinic or be discharged from inpatient

care without written arrangements for next action.
 If GP/ Hospital staff need assistance for symptom control, refer to specialist

palliative care team.
 If person/family aware of symptoms needing palliation, urgent contact with the

GP is essential.
 Specialist palliative care team to visit at home to assess symptoms and longer-

term end of life care needs.
 For severe symptoms arrange admission to acute palliative care facility if home

care not appropriate.
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 Specialist palliative care team coordinate management of symptoms with
GP/district nurses.

 Rapid pharmacy assistance for medication preparation/emergency supply.
 Specialist palliative care team provide increasing input/overall management as

appropriate as part of end of life care at home.
 If home stay not possible arrange admission to end of life facility when needed.
 Palliative care facility to be provided in dedicated clinical accommodation that is

not on an acute in-patient ward.

End of Life (EOL) support and care 
The view from groups was that end of life is not just about the person who is dying - it 
involves the whole family. In planning and delivering EOL care it is the family who will 
carry the experience and the memories for the rest of their lives. The following 
observations were made about end of life.  

“Dying is a natural process.” (patient) 

“…end of life care should focus on making a person’s death as natural as 
possible, in the home environment to which they are accustomed, in the 
presence of their family and friends, if that is their wish.” (stakeholder) 

“…if home stay is not possible, end of life care should be provided in 
residential accommodation in a non-clinical environment that is as homely 
as possible, with provision for family members to stay 24 hours if desired.” 
(member of the public) 

The view was that this care should comprise: 

 24-hour availability (including Christmas Day) for hands-on-care or telephone
advice/reassurance. Provided by EOL qualified nurses with medical backup.

 District Nurses are the backbone of EOL care.
 Assessment of any practical/equipment needs - and any equipment needed to

be delivered to the home - within 24hours, or, if being discharged from inpatient
care, delivered before returning home.

 Following death, equipment should be removed within 24hours to avoid distress
for the family.

 Carer for shower and dressing, shopping, food, dog walking etc.
 A need for Marie Curie/other night sitting should be discussed with family and

arranged as necessary.
 Social/psychological/financial/spiritual needs should be considered if not

already addressed; refer for complementary therapies, counselling, benefits
advice, anticipatory grief support, spiritual support if desired.

 The overall package of care to function seamlessly.
 Discussion with loved ones (and the patient if they wish) about dying, what is

likely to happen as they approach death, and what to expect.
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 Nurses to be present at death if desired by the family or available when called 
afterwards to arrange care of the body/telephone funeral director. 

 Central 24-hour direct telephone availability is essential with immediate 
response - not a messaging service. 

Specialist Palliative Care 
The view was that the expertise, time, and continuity elements of specialist palliative 
care, which is person centred, are overlooked. This branch of care has been 
underfunded in South Tyneside for a very long time and is the “poor relation of 
neighbouring boroughs”. Consequently, people in South Tyneside do not know what 
they could have, and by looking back at St Clare’s, which was nurse not specialist led, 
they may miss the opportunity to develop an integrated model bringing all care into 
one place.  

It was also recognised that it was unlikely to be able to replicate St Benedict’s, the 
funding is unlikely to be found, however, South Tyneside could have a ‘good stab’ at 
providing a real centre of excellence to deliver the service the citizens deserve. 
Providing, for example: 

 More specialist nurses, 24/7 consultants on-call, focused on the last years of 
life not just the last days; 

 Support in the difficulty of predicting the trajectory of all diseases, calling for a 
needs-based approach, personalised for each patient; 

 A de-medicalised approach, talking to people as humans, and addressing 
spiritual and psychological needs, offering ‘shelter for the weary traveller’; 

 Providing a model for continuous learning for the specialists and education 
for other professionals.  

This could also provide support in the difficulty in determining what is general and 
what is specialist palliative care. Recognising there is no clear socio psychological, 
physical trigger for referral to specialist palliative care, and supporting a case-by-case 
basis driven by experience and expertise. This would be, perhaps, through a 
consultant led multi-disciplinary team.  
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5 EVIDENCE GATHERING: CO-DESIGN SURVEY 
The views of respondents completing the engagement questionnaire 

5.1 Introduction 
To develop complementary evidence to the interviews, group discussions and co-
design events a survey was conducted with wider stakeholders to allow them to share 
their views on the current situation, possible solutions and the decision-making 
criteria. The survey was hosted on the CCG’s website with additional access provided 
via hard copy for those who could nor or did not have online access.  The topics 
covered by the survey were: 

 Views on the current provision of palliative and end of life care; 
 Ideas for the future of palliative and end of life care in South Tyneside; 
 Consideration of the design principles for the future service; and 
 Any other comments or suggestions. 

In total 157 completed and validated questionnaires (online or hard copy) were 
received and analysed.  

5.2 Demographic details 
In total 157 valid responses were received and analysed, either from the online survey 
hosted by South Tyneside CCG or from hard copies of the questionnaire completed by 
respondents.  

5.2.1 Respondent basis  
Responding as… No % 
...as a member of staff providing end of life care 42 27% 
...rather not say 5 3% 
… on behalf of my organisation 13 8% 
… on behalf of myself 95 61% 
Grand Total 155 99% 

Where respondents provided details of the organisation they were responding on 
behalf of, they cited: 

 Age Concern Tyneside South 
 Apna Ghar Minority Women's 

Centre 
 Escape Intervention Services 

Ltd 
 Macmillan Cancer Support 
 Marie Curie 

 North East Ambulance 
Service 

 Orchard Care Ashlea Mews 
 South Tyneside Council  
 South Tyneside Trust 
 Victoria Medical Centre 

Where respondents indicated they were responding on their own behalf they indicated 
they were responding as shown in the table below.  
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Responding on behalf of myself as… No % 
… a carer / family member of a patient with experience of end of life care 
in South Tyneside 

30 19% 

… a member of the public with views on the matter (not described above) 35 22% 
… a person with experience of end of life care in South Tyneside 24 15% 
… other  6 4% 
Grand Total 95 61% 

5.2.2 Respondent details  
Set out below are the demographic details of all respondents who provided them. It is 
important to note that this information was provided on a voluntary basis and not all 
provided it, therefore, the percentage shown in each table is against the base of 157 
responses.  

Q. How old are you? 

 

Q. What is your gender? 

 Q. Does your gender 
identity match your sex as 
registered at birth?  

No. %  Gender No. %   No. % 
18-24 1 1%  Female 90 57%  No 1 1% 
25-34 4 3%  Male 31 20%  Prefer not to say 5 3% 
35-44 28 18%  Prefer not to say 3 2%  Yes 118 75% 
45-54 30 19%  Grand Total 124 79%  Grand Total 124 79% 
55-64 24 15%         
65-74 25 16%         
75 or older 9 6%         
Prefer not to say 3 2%         
Grand Total 124 79%         

 

Q. Are you currently 
pregnant or have you been 
pregnant in the last year? 

 

Q. Are you currently? 

  

 No. %   No. % 
No 118 75%  Cohabiting 11 7% 
Prefer not to say 4 3%  Divorced or civil partnership dissolved 6 4% 
Yes 1 1%  Married 82 52% 
Grand Total 123 78%  Prefer not to say 6 4% 
    Separated (but still legally married or in a civil 

partnership) 
2 1% 

    Single (never married or in a civil partnership) 8 5% 
    Widowed or a surviving partner from a civil 

partnership 
9 6% 

    Grand Total 124 79% 
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Q. Do you have a disability, 
long-term illness, or health 
condition?  Q. Do you have any caring responsibilities?  

No. %   No. % 

No 82 52% 
 Primary carer of a child or children 

(between 2 and 18 years) 
25 16% 

Prefer not to say 6 4% 
 Primary carer of a disabled child or 

children 
1 1% 

Yes 36 23% 
 Primary carer or assistant for a disabled 

adult (18 years and over) 
11 7% 

Grand Total 124 79% 
 Primary carer or assistant for an older 

person or people (65 years and over) 
19 12% 

    Primary carer or assistant for an older 
person or people (65 years and over) 

19 12% 

    Secondary carer (another person carries 
out main caring role) 

7 4% 

    Prefer not to say 8 5% 
    Grand Total 90 57% 

 

Q. What do you consider your 
religion to be? 

 Q. Which of the following terms 
best describes your sexual 
orientation?  

No %   No % 
No religion 38 24%  Gay woman or lesbian 1 1% 
Christianity 74 47%  Heterosexual or straight 114 73% 
Buddhist 1 1%  Other 1 1% 
Hindu 1 1%  Prefer not to say 7 4% 
Jewish 0 0%  Grand Total 123 78% 
Muslim 1 1%     
Sikh 0 0%     
Prefer not to say 5 3%     
Other religion 4 3%     
Grand Total 124 79%     
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5.3 Views on the current provision of palliative and end of life care 
The questionnaire began with an exploration of respondents’ views on the current 
provision of palliative and end of life care services in South Tyneside, including the 
lack of a hospice in the borough. 

5.3.1 Current support 
In response to the question: 

How well do you feel people who need palliative and end of life care 
services in South Tyneside are currently supported and cared for? 

 The majority of respondents (55%) felt services in South Tyneside were not 
meeting the needs of the people at all or sometimes; 

 Just over a third of respondents (36%) did feel services were meeting the needs of 
people somewhat, sometimes or very well. 

 No % 
Not well at all 46 29% 55% 
Not well sometimes 41 26% 
Neither well nor poor 3 2% 2% 
Somewhat well 8 5% 

36% Well sometimes 33 21% 
Very well 15 10% 
Don’t know 11 7% 7% 
Grand Total 157 100% 

When considered by the basis on which respondents provided their answers: 

 Staff providing end-of-life care are more likely to report the current service is 
performing well (somewhat, sometimes, very) with half (50%) stating this position; 

 In contrast all other respondents were significantly more likely to report the service 
not performing well at all or sometimes: 
 62% on behalf of my organisation; 
 64% on behalf of myself; and 
 80% of those who would rather not say. 
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As a member of staff providing end of life care 4 10% 11 26% 1 2% 3 7% 13 31% 5 12% 5 12% 42 
On behalf of my organisation  1 8% 7 54% 1 8%  0% 2 15% 2 15% 0 0% 13 
On behalf of myself 38 41% 21 23% 1 1% 5 5% 17 18% 7 8% 4 4% 93 
Rather not say 2 40% 2 40% 0 0% 0 0% 0 0% 0 0% 1 20% 5 
Blank (information not provided) 1 25% 0 0% 0 0% 0 0% 1 25% 1 25% 1 25% 4 

 

This suggests that staff are more likely to view the current service favourably than 
other professionals (on behalf of my organisation) or the people most likely to have 
experience of receiving the service.  

When asked why they provided the answer they did, those who felt the current 
service performed well said this was because: 

 The current service is excellent: 

“Palliative Nursing Team in this area are excellent” (member of the 
public) 

“…hospital palliative care team are fab…” (patient) 

 Hospital care is very good: 

“My brother was well looked after at end of life care, in SOUTH 
TYNESIDE HOSPITAL.” (carer) 

 The impact of no hospice in South Tyneside for people who cannot be cared for at 
home or who have no family: 

“Palliative team able to visit at home locations but for those not 
wanting to be at home only option is hospital or out of area hospice.” 
(patient) 

“My father died of cancer near three years ago. He was given brilliant 
palliative care near the end at home as I couldn't be there 24/7. But 
this is about people who can't be cared for at home or have no family 
to help.” (carer) 

 The current service is excellent but could be improved: 

“There is no information about this type of care readily available 
unless you are "slap bang" in the actual situation when you need it 
urgently, there should be more access/info earlier” (patient) 
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“I have seen both care at home and hospital - and both have 
problems” (stakeholder) 

 Experiences of variations in the standard of care: 

“…full time care is not always available, and neither is the pain relief 
they need” (carer) 

“…dependent on their need for specialist intervention, many patients 
will be adequately cared for however without a full service there will 
be patients with unmet needs...”  (member of staff) 

“In my experience there are not enough resources to provide a 
consistent approach to palliative care.” (stakeholder) 

“Experience of Marie Curie cancelling overnight nurse at short notice 
when family exhausted” (carer) 

Those who felt the current service did not perform well said this was because: 

 Lack of hospice provision in South Tyneside, denying choice and adequate 
symptom management 

“…patients are not given enough options regarding place of death; I 
appreciate that the current service does not include a hospice 
however this means people have to choose between dying at home 
or in a busy hospital setting…” (stakeholder) 

“…no hospice, it's outrageous that South Tyneside is the only 
borough in the country without a hospice, people should have the 
right to see out their final days in a quiet peaceful environment, not in 
a clinical hospital….” (member of staff) 

“…no end of life or palliative care provision currently in South 
Tyneside…” (patient)  

“…too many people die where they would not want to…” (stakeholder) 

“…as no Hospice available and others too far to travel.  Also in 
hospitals the staff do not have the time for one to one care…” (carer) 

  Personal experience of the service: 

“My own experience is that it is terrible..” (patient) 

“…my experience of visiting an elderly relative in hospital involved 
nurses telling her off for trying to get out of her chair, unanswered 
calls, and staff who were already overworked and busy.” (member of 
the public) 

 Communication and coordination difficulties between NHS services: 

“The care at present does not seemed to be joined up between the 
services” (carer) 
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“…my wife died from pancreatic cancer and was in pain for the last 
years of her life. A combination of late diagnosis, poor liaison between 
Sunderland and S. Tyneside Social Services and a lack of 
appropriate living accommodation in South Shields made her last 
years a painful nightmare….” (carer) 

“I am new to the area and knew the hospice has closed down. WE 
had palliative care nurses involved but they struggled with his pain 
management, I only discovered recently that we still have access to 
help and advice from palliative care consultants though” (carer) 

 The closure of St Clare’s hospice and the impact on the local community: 

“…because our main Hospice St CLARE’S has been closed, it was 
our only hospice for the elderly in our area…” (member of the public) 

Those who felt the current service performs neither well nor badly said this was 
focused on the lack of current services, variations in care and lack of resources: 

“…minimal inpatient and outpatient service No hospice care…” 
(member of staff) 

“…experiences shared by relatives and patients are so different - 
some express faultless care, some very under supported…” (carer) 

“…it is clear that we try our best, but the lack of tools, time, and 
personnel makes this job near to futile…” (member of staff) 

Those who did not know if the current service perform well or badly said this was 
because: 

 Lack of local knowledge or understanding of the current situation: 

“…no experience of end of life…” (member of the public) 

“…I feel I have not sufficient knowledge of current situation in South 
Tyneside…” (member of the public) 

5.3.2 What works well with the current service 
In response to the question: 

What do you feel works well with the current palliative and end of life 
service in South Tyneside? 

The broadly themed responses were.  

 The specialist palliative care staff from the consultants to the staff on Ward 20, 
although this is not without reservations.  

“At present, people in South Tyneside have access to a specialist 
palliative care team at South Tyneside hospital & in the community. 
They also have access to an out of hours palliative care team & 
district nursing support. Each team works extremely hard to provide 
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patients who have a palliative diagnosis with the best possible 
support and care.” (member of staff) 

“Palliative Nursing Team in this area are excellent” (carer) 

“Fantastic, dedicated inpatient and community staff” (carer) 

“There are some truly dedicated staff working within South Tyneside.  
Staff often go above and beyond their expected duties and do what 
they possible can to deliver the best care.  At times the lack of 
resources/services means that care is not always optimum however 
good care is certainly delivered at times.”   (member of the public) 

“…we are lacking in a number of areas in comparison with other local 
NHS trusts.” (member of staff) 

 Integration and communication in the community and out of hours palliative nursing 
teams. 

“…the community teams are all based in one place and we talk to 
each other and discuss things with the community specialist 
consultant…” (member of staff) 

 Primary care. Where the local GP is committed and engaged the relationships, and 
care with a familiar and trusted professional is very important.  

“…the doctor checks on him regularly and always has time to talk, it 
provides a real sense of safety…” (carer) 

 District Nurses are universally praised for delivering excellent palliative care at 
home.  

“…once home - district nurses work extremely well but need further 
finances to aid with increasing demand…” (carer) 

5.3.3 What could be improved with the current service 
In response to the question: 

Do you think there is anything that could be improved about the current 
palliative or end of life care services in South Tyneside?  

 Providing more choice: the current service limits the choice of patients in terms of 
a place to die to home or hospital, people who do not want to die at home or in 
hospital have no third choice, which is normal in all surrounding boroughs.  

I wanted to end my life at St Clare’s now it will have to be hospital 
(patient) 

 Specialist care: there was a general feeling that even though there is specialist 
palliative care in South Tyneside there was not enough capacity to cope 
effectively. Which many felt compared badly with neighbouring boroughs. 
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“One full time equivalent specialist palliative care consultant to cover 
both inpatient and community needs is just not enough… (palliative 
care specialist) 

“We need more specialist staff to deliver specialist care and to 
support the training and education of generalists who provide 
generalist-level care. (member of staff) 

 Investment: there was a strongly expressed sentiment, although from a small 
number of respondents, that investment in palliative care in South Tyneside has 
not kept pace with surrounding boroughs and as such local people are not 
benefitting fully.  

Palliative and end of life care services are woefully under-resourced 
and have been for many years (member of staff) 

The importance of good palliative and end of life care has been 
neglected at organisational level, and teams have been expected to 
"make do", delivering vital services on a shoestring.  Palliative and 
end of life care does not generate obvious income.  It is about quality 
and patient / carer experience.  It does not fit easily in a cost-saving 
model. (member of staff) 

 Support at home: the current system of social care at home was felt to 
significantly let down patients and their loved ones.   

I have heard many patients and carers express dissatisfaction with 
the social care package they receive by private providers with issues 
such as a lack of dignity, compassion and relevant skills being raised.  
(member of staff) 

 Communication and coordination: Respondents highlighted concerns over the 
manner in which the various NHS and local authority teams involved in delivering 
the clinical and social care for patients with life limiting conditions are delivered. 
There was a feeling of a lack of coordination of effort and communication between 
services and organisations.  

 Communication issues - difficult to get in touch with team member 
sometimes (carer) 

 Difficult to contact/ engage with nurses. Not always available (carer) 

 Provision an inpatient bedded facility. Setting aside the previously mentioned 
issue of choice, there was a strong feeling that the lack of dedicated beds for 
respite and symptom management resulted in a severe lack of capacity in the 
current system.  

Hospice provision is essential (member of the public) 
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Because of the closure of the only hospice, inadequate levels of 
nursing care in residential homes and in the community (member of 
the public) 

5.3.4 What else might people need or be useful 
In response to the question: 

What else do you feel will be important to consider to support the people of 
South Tyneside to discuss dying and to support living the best life until 
death?  

 Discussing dying: 

keeping death and dying on the agenda - demystifying it, allowing 
people to express their fears and preferences and supporting them to 
achieve them.  (stakeholder) 

We are born and we will all die - so don’t shy away from thinking 
about it.  (stakeholder) 

Open discussions - not making it a big taboo subject.  (carer) 

It needs to be discussed among the family a long time before it is 
needed (member of staff) 

 Education:  

Education of frontline staff (palliative care specialist) 

 Education/awareness raising (public health initiative), support 
healthcare staff to feel confident in having conversations about death 
and dying. (carer) 

Continuing to investing in the ongoing education for staff relating to 
end of life care and planning would help to maintain, standardise and 
improve care delivered (stakeholder) 

Improved knowledge about Deciding Right Initiatives and more 
education for healthcare professionals (member of staff) 

More resources i.e. social care, end of life care educators for care 
homes ensuring elderly patients are dying in their "home" and not in 
hospital (member of the public) 

 Access to specialist care: 

To have continued access to specialist palliative care teams in both 
the hospital and community.   (member of staff) 

To promote the specialist palliative care teams when and where 
appropriate.   (member of staff) 

To continue to make links with hard to reach groups to make services 
more accessible to them. (stakeholder) 

 A whole person approach: 
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Communication and being responsive to an individual's physical, 
medical, spiritual and social needs. (stakeholder) 

Holistic approach. Good communication skills. Knowledge of what 
care/services are available to patient and their loves ones.  Provision 
of equipment e.g. commodes, pressure relieving mattresses etc.  
Encouraging them to contact health care provider if symptoms not 
controlled.  Knowledge and documentation of patients wishes DNR, 
preferred place of care, preferred place of death, advanced care 
planning appropriate to the individual's circumstances (member of the 
public) 

 Involving the family 

Greater community involvement in thinking through the issues before 
a terminal diagnosis is (carer) 

the ongoing support and inclusion of the family members (carer) 

 A hospice 

That we have access to a local welcoming friendly hospice with staff 
who can support patients and relatives (member of the public)  

 More resources: 

More palliative nurses (member of staff) 

dedicated counselling and nursing support with back up if in pain 
(stakeholder) 

 A service in the community that is not clinical: a place with time to support 
patients providing information, joined up services, acting as a one stop pastoral 
care shop. 

Access to knowledgeable people who aren’t… medical professional 
e.g. Cancer Connections / Maggie’s (carer) 

Local support services (carer) 

5.4 Ideas for the future of palliative and end of life care in South Tyneside 
To provide evidence to the co-design process respondents were asked for their views 
on the future shape of palliative and end of life care in South Tyneside. The topics 
covered were: 

 Views on the most important factors in the last years of life; 
 Views on the most important factors in the last days of life;  
 Preferences for care in hospital, in a hospice or at home; and 
 Willingness to travel.  

5.4.1 Most important in the last year of life 
In response to the question: 



 

60 
© ASV Research Ltd 

Tell us in your own words, what are the most important things to you in the 
last year of life? 

Respondents provided answers which have been broadly themed as follows: 

 Time: having the time to develop a relationship with patients and loved ones that 
recognises their needs: 

That space and time be offered to both the patient and family 
members to work with variable needs as time moves on.  (member of 
staff) 

That recognition is given to changing needs and wishes as the impact 
of the process of dying proceeds.  (stakeholder) 

 Time with loved ones: 

Just being able to have my family around in an environment that is 
comfortable and friendly. (patient) 

time to talk with family; (patient) 

 Dignity and respect: 

Dignity. Dignity. Dignity. Without being condescending.  (patient) 

That the person is treated with utmost respect and given the right 
information.  (carer) 

 Good communications based around a clear and shared understanding of need: 

Good, effective communication between a multidisciplinary team, so 
that every person dealing with the patient is aware if plan of care. 
(member of staff) 

Communication with patient and family keeping them updated with 
and where to get the necessary help /advice when required (member 
of staff) 

 Choice: 

The choice to die in their preferred place be that home, hospice or 
hospital should be available regardless of where a person lives (carer) 

Choice of where to die being a priority (carer) 

 Care: 

Excellent care and support through all of the stages of a life-
threatening illness, with local services that can be accessed easily by 
the patient and their family (carer) 

Care & support to help you feel as comfortable & pain free as 
possible for both the patient & to make the family reassured their 
loved 1 is looked after. Also help to carry out the patient’s wishes 
when they have gone (patient) 
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 Being listened to:  

To be included in the conversation. (carer) 

Having my opinion listened to and my priorities explored and 
respected. (patient) 

 Being in control: 

Having as much control as possible over events surrounding my life. 
(patient) 

Not to prolong my life at the cost of its Quality. (carer) 

 Support for loved ones:  

to have my friends and family supported (patient) 

Support for my family, practical and emotional (carer) 

Knowledge that family to be left are advised, receive care and help..   
(carer) 

 The ‘little things’: that do not necessarily contribute to clinical care but have a big 
impact on quality of life: 

Trying to maintain the kind of life I had before as far as is possible, for 
example going on holiday, days out, eating out, seeing friends and 
family. (carer) 

A hairdresser/barber to do weekly calls to patients in the 'home' or at 
nominated place (carer) 

opportunities to celebrate family events (carer) 

 Being comfortable specifically being able to manage pain effectively: 

For me to have specialist nurses and doctors who can control 
symptoms to make death easier, (patient) 

The most important thing is in my opinion pain control. (carer) 

 Responsive and flexible: 

Each growing need may require openness to movement through all 
the options of care available, home, hospital, hospice. If any one of 
these supports is missing then the outcome for the patient and family 
members may be negative.   (stakeholder) 

 A physical space for my care needs that isn’t overly clinical: 

There are occasions, especially for family members, where end of life 
care in a facility such as the former St. Clare's Hospice, is more 
suitable.  My friend's dad died at home and he went through an awful 
experience where he had to change the bed (his dad passed a lot of 
blood) and it was a particularly traumatic experience. 
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If care is tailored to the individual and delivered with compassion and 
an individual care plan this cannot be done without access to 
residential care outside a hospital setting. (stakeholder) 

5.4.2 Most important in the last days of life 
In response to the question: 

Tell us in your own words what is the most important thing to you at the end 
of life (when you die)?  

Respondent provided answers which have been broadly themed as follows: 

 Being at home: 

Being close to home, being able to see my dog, ensuring my family 
are supported and being comfortable & pain free at the end of life 
would be important to me. (patient) 

Being cared for at home surrounded by loved ones (carer) 

My plan would be to die at home with my loved ones around me. I 
would want healthcare professionals to make me feel included (where 
possible) in decisions about my care & be personable and caring 
(carer) 

 Access to a hospice for end of life: 

I would personally prefer hospice care if I was dying.  This would 
mean easier access to specialist support, an optimal physical 
environment, family could visit easily and with few restrictions and 
would be free to continue in role of parent/partner/sister/daughter etc. 
etc. without experiencing the additional stress of being responsible for 
my care. (carer) 

I hope that if my symptoms were uncontrolled at the end of my life, or 
my family were struggling to cope, that I would have access to a local 
hospice for symptom management and end of life care. (carer) 

Hospice would be ideal. Otherwise I would like to die at home as opposed to 
in hospital. (carer) 

 Pain free: 

Being pain free, comfortable and having an advanced plan being followed as 
much as practically possible (carer) 

 Not in hospital: 

Family and a friends and being cared for either within the home or specialist 
provision - but not on a hospital ward (carer) 

 Choice: 

Having a choice, also the best care that's available. (carer) 
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In my present circumstance (living on my own) it would hospital or hospice 
(member of the public) 

being cared for in place of choice (patient) 

5.4.3 Hospital, hospice or somewhere else 
In response to the question: 

“If you (or the person you were caring for) had symptoms that could not be 
managed easily at home with existing services would you prefer to have 
treatment at hospital or at another specialist unit such as a hospice?” 

While a smaller proportion of respondents answered this question, it can be seen quite 
clearly there is a majority preference for treatment in a hospice (66%). 

 
No % 

Hospice 103 66% 
Hospital 7 4% 
Other 12 8% 
Grand Total 122 78% 

Base: 157 (Balance did not respond) 

When considered by the role in which the respondents provided their answers, it can 
be seen that whilst there are variations between 80%- and one-hundred percent 
preference for hospice care, there remains a strong majority in favour. 

 
Hospice Hospital Other 

As a member of staff providing end of life 
care 

26 90% 0 0% 3 10% 29 

On behalf of my organisation  10 91% 1 9% 0 0% 11 

On behalf of myself 61 80% 6 8% 9 12% 76 

Rather not say 4 100% 0 0% 0 0% 4 

Blank (information not provided) 2 100% 0 0% 0 0% 2 

 

5.4.4 Willingness to travel  
In response to the question: 

“Would you be prepared to travel to a hospital or hospice out of South 
Tyneside in order to get excellent care?” 

 Over a third of respondents (38%) would not be prepared to travel; 
 Approximately one quarter (24%) would be prepared to travel; 
 15% did not know; and 
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 The balance preferred not to say or did not respond.  

 No. % 
No 60 38% 
Yes 37 24% 
Don't know 24 15% 
Prefer not to say 2 1% 
Grand Total 123 78% 

Base: 157 (Balance did not respond) 

When considered by the role of the respondent: 

 Members of staff and people responding on behalf of their organisation were 
more likely to say they would travel (40% and 45% respectively); 

 People responding on their own behalf, however, were significantly more likely 
to not be willing to travel (60%). 

 
No Yes 

Don't 
know 

Prefer not 
to say 

As a member of staff 
providing end of life care 

7 23.3% 12 40% 10 33.3% 1 3.3% 

On behalf of my 
organisation 

4 36.4% 5 45.5% 2 18.2% 0 0% 

On behalf of myself 46 60.5% 18 23.7% 11 14.5% 1 1.3% 
Rather not say 1 25% 2 50% 1 25% 0 0% 
Blank (information not 
provided) 

2 100% 0 0% 0 0% 0 0% 

This suggests that while there appears to be a willingness to travel for excellent care 
this is more likely to be the view of professionals, whereas the people most likely to 
use the service are significantly less inclined.  

The main reasons for providing the answers were: 

 It’s inappropriate for people from South Tyneside to have to travel elsewhere for 
palliative and end of life care.  

“…people who live in Hebburn or Jarrow, the local transport services 
aren’t good enough for people to go all the way to Newcastle or 
Sunderland…” (member of the public) 

 Transport links are poor and will put undue pressure on patients and their loved 
ones. 

“Buses don’t run during night and the Metro is off as much as it is on 
and if you have to get there quickly, e.g. if you had news that you only 
had the last few minutes to spend with the person who was dying, that 
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time would be critical and many people may not be able to find the taxi 
fare.” (member of the public) 

“The closure of St Clare’s means the nearest hospice is now outside of 
South Tyneside. For people who don’t drive and / or have other 
commitments (family, working, etc) travelling outside the borough 
makes it a lot harder when a loved one is coming to the end of life.” 
(member of the public) 

 Any new facility needs to be in South Tyneside.  

“St Clare’s was well-placed in the centre of South Tyneside and 
something local like this would make the difference.” (carer) 

“No, I would expect excellent care to be available in South Tyneside.” 
(carer) 

 Well, I suppose we would have no choice, but it wouldn’t be great.  

“If that’s where the service was, we’d have to travel. It feels 
disheartening that a town of our size couldn’t have a specialist facility to 
itself. At times of crisis, the minimum fuss (for the family) the better.” 
(carer) 

5.5 Operating principles for a new service 
Through the early stages of evidence gathering the partners developed five principles 
to inform the design of future services. These principles are shown in the box below. 

We have put in place five principles to help us in thinking about the qualities 
we believe are vital in any palliative and end of life care, which are: 

A. Needs are recognised and communicated clearly, decisions about care 
are made in accordance with the person’s needs and wishes, and 
these are reviewed and revised regularly by doctors and nurses. 

B. Sensitive communication takes place between staff and the person 
who is dying and those important to them. 

C. The person, and those identified as important to them, are involved in 
decisions about treatment and care. 

D. The people important to the person are listened to and their needs are 
respected. 

E. Care is tailored to the individual and delivered with compassion – with 
an individual care plan in place. 

Respondents were asked the following question related to those principles: 

“If you are able to or have an opinion please rank all the options in the list 
below from 1 to 5, where 1 is the most important to the service and 5 is the 
least important.” 

In response to this the design principles were ranked individually and using an 
average score an overall rank calculated as shown below. 
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Value in ranked order 
Average 
Score 

D. The people important to the person are listened to and their needs 
are respected. 

4.1 

B. Sensitive communication takes place between staff and the person 
who is dying and those important to them. 

2.9 

C. The person, and those identified as important to them, are involved 
in decisions about treatment and care. 

2.9 

E. Care is tailored to the individual and delivered with compassion – 
with an individual care plan in place. 

2.7 

A. Needs are recognised and communicated clearly, decisions about 
care are made in accordance with the person’s needs and wishes, 
and these are reviewed and revised regularly by doctors and 
nurses. 

2.1 

This ranking of the principles recognises the overall importance of each while allowing 
the partners in the design process the opportunity to recognise the weighted 
importance of each. Therefore, “people important to the person are listened to and 
their needs are respected” is viewed as the most important in respect to the other 
principles. 

It is, perhaps, significant to note specific comments on this made by respondents 
related to the importance of all the criteria, and a direction to avoid ‘cherry picking’ 
based on this exercise: 

“…you can't rank those 5 things separately - they are all inherently 
important to good, modern palliative and end of life care. Trying to rank 
them would suggest perhaps that someone is thinking one or more of them 
could be dropped from a service...” (carer) 

“…they're all (above) vital - I can't rank them…” (carer) 

“…I feel the question above is ridiculous.  You cannot grade them.  They 
are all intertwining and need to be collectively managed…” (member of the 
public) 

5.6 Any other issues or ideas 
Finally, respondents were asked for ‘any other’ comments they may wish to make. 
These comments can be broadly themed as: 

 Parity of treatment for all conditions; 
 Location of services; 
 Social care; 

 Dedicated beds to care for people 
with life limiting conditions; 

 Cooperation within the system; 
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 Coordination within the system; 
 A whole person approach; 
 Allocation and availability of 

resources; 
 Calls for a wide-reaching 

engagement; 

 Concerns over access to pharmacy 
in the current system; 

 Restoring a hospice to South 
Tyneside; and 

 Observations by respondents 
related to the engagement process. 

Details of these themes are discussed below. 

5.6.1 Parity of treatment for all conditions 
An overarching sentiment expressed by respondents was the desire to see all 

conditions treated equally. There is a perception that people with life limiting 
conditions as a result of cancer can access more services than others, with 
conditions such as COPD. The call for future action can be summarised in the 
comment… 

“…that all life limiting conditions are considered…” (stakeholder) 

5.6.2 Location of services 
Respondents voiced concerns over the potential impact the physical location of 
palliative and end of life services could have on patients, their carers and loved ones. 
Concern was expressed around the potential impact on other services, resulting in 
longer hospital stays.  

“…I worry if end of life services are moved too far away, that is one of the 
choices that will be taken away from families and their loved ones possibly 
staying in hospital longer…”  (carer) 

This was further expanded by specific concerns that to locate any future palliative and 
end of life services outside the boundaries of South Tyneside borough would 
introduce significant travel impacts. Resulting in an unequal service compared with 
those offered in neighbouring areas.  

“…people of south Tyneside should have services as near and as good as 
adjoining areas…” (member of staff) 

5.6.3 Social care 
Respondents expressed a broadly consistent view that alongside good clinical care, 
one of the most important factors, particularly related to keeping patients in their own 
home, is the availability of social care. Many felt that the care available was 
inadequate and more importantly was not available quickly enough to provide the 
required support.  

“…patients should have access to fast track social care more easily…”  
(member of staff) 
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5.6.4 Dedicated beds 
Many respondents spoke of the need for dedicated inpatient beds, providing clinical 
care in a non-clinical setting. This was not limited to a place to end life, but in earlier 
stages, particularly when waiting for care plans to be put in place to return home and 
arranging care from the community nursing team.  

“…dedicated palliative care ward in the acute setting where it is quieter for 
patients and family to be cared for until community plans are in place…” 
(member of staff) 

5.6.5 Cooperation  
The need for greater cooperation in the system was highlighted with respondents 
citing issues of communication between NHS departments not being effective. 
Importantly, patients do not distinguish between different organisations and felt that 
service from the ‘NHS’ should be seamless, which in many cases was not their 
experience. 

 “Improved collaborative working with other stakeholders.” (stakeholder) 

This theme was further developed to cover the way in which the commissioning 
bodies in the neighbouring boroughs that now form the ‘footprint’ of the merged South 
Tyneside and Sunderland Foundation Trust should cooperate. It was felt that this 
would ensure parity of palliative care services.  

“...that the CCG's in Sunderland and South Tyneside should work together 
to provide equal and fair services for patients within the trust (for example- 
patients in Sunderland can access funded services such as Legacare & 
patients in South Tyneside cannot).” (member of staff) 

5.6.6 Coordination 
Respondents highlighted the need for improved coordination of care through shared 
computer record keeping systems. 

“…improved regional computer system which is aligned…” (member of 
staff) 

This was also felt to extend to the need for a unified contact telephone number 
handling all queries, especially in the case of emergencies and when speaking with 
primary care.  

“…Emergency numbers for quicker contact.” (carer) 

“Greater understanding from GP surgeries...” (carer) 

5.6.7 Whole person approach 
Respondents highlighted the need to adopt a holistic whole person approach when 
dealing with patients with life limiting illness. This was felt very much to include the 
patient’s family and loved ones:  
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“A whole family approach, so that everyone's views are heard, despite 
whether they can be acted on. This empowers people to know that their 
views were important, but ultimate choice/decisions are led by the patient.” 
(member of staff) 

“…the carers need to be looked after and supported…” (carer) 

“…that families views are taken into account when making decisions.  I feel 
Doctors do not always listen and put questions to the patient in a way that 
manipulates the answers they are given..” (carer) 

There needs to be readily available counselling for the patient and their family/loved 
ones: 

“…counselling to prevent mental health problems occurring and difficult 
conversations with relatives based on the patient's wishes.” (stakeholder) 

“…bereavement counselling…” (carer) 

The needs and wishes of the patient should be recognised as being of paramount 
importance, particularly when it comes to the manner of their death. 

“Respecting wishes of individual who is dying i.e. DNR” (carer) 

“…dignity and comfort no pain..”  (carer) 

During palliative care it is felt that the patient and their family/carers sometimes feel 
very alone and isolated. Respondents believe that simple methods of contact on a 
regular basis can alleviate this feeling and make them feel in touch with healthcare 
professionals and their own treatment. 

“..regular contact from beginning of their journey by text, call or person - 
their preference so they don’t feel they are just palliative patient but rather 
an individual who is going to be supported in living well…” (stakeholder) 

The personal beliefs of the patient and their family/carers was felt to be of huge 
importance and must be recognised as part of the whole person approach. Religious, 
spiritual cultural beliefs must be recognised, acknowledged and as far as possible 
supported during palliative care. 

“Religious beliefs especially where the person dying belongs to a faith not 
well understood by Doctors, nurses and carers..” (member of the public) 

5.6.8 Resources 
Respondents highlighted the need to fully take advantage of this opportunity by 
ensuring that resources are in place to meet the demand of palliative care in South 
Tyneside. This will require commissioners and the foundation trust to examine the 
resources required to ensure that what is perceived as underinvestment in the past is 
redressed and South Tyneside is able to provide palliative care services on a par with 
neighbouring boroughs. 
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“…there needs to be sufficient resources within the system for care needs 
to be met.  Without this and even with the best will in the world none of the 
other principles can possible be embodied in a meaningful way…” (carer) 

“…need to get this right now, no half measures. Other trusts have heavily invested in 
palliative care, we need to do the same...” (member of the public) 

“Face to face specialist palliative care consultant support available at least Monday 
to Friday.   Face to face specialist nurse 7 days a week.  Investment in a multi 
professional team” (stakeholder) 

However, these sentiments were tempered by respondents who sounded a note of 
realistic caution. These respondents drew attention to the fact that there are skills 
and workforce shortages which ultimately could impact on services in South 
Tyneside. 

“There is a limited specialist workforce so be realistic in what can be 
achieved.  the majority of care is delivered by unqualified care staff and 
these are the most important people to have the right skills and attitude” 
(member of staff) 

5.6.9 Wider engagement 
Respondents to the survey were of the opinion that the engagement regarding 
palliative care in South Tyneside should seek opinion from as wide a range of 
individuals as possible. This includes staff, residents and wider stakeholders. 

“…please involve and engage with the teams who are already delivering 
care.  we have a lot to say and can contribute to help develop things...” 
(member of the public) 

“…listen to the people in South Tyneside "what do they want" is important, 
as a professional I am aware of what improvements can create a flourishing 
service, as a spoke person I would like the people of S/T to have fair 
access to palliative care provision, a good quality service…” (member of 
the public) 

5.6.10  Access to pain relief for people at home 
Respondents highlighted the need for pain relief medicine to be readily available to 
patients in their own home 24 hours a day, seven days a week, 365 days a year. This 
was felt to need a dedicated pharmacist available to dispense on a corresponding 24-
hour basis. 

“…dedicated on call pharmacist…”   (member of staff) 

“…pain relief and sedation should be available promptly from community 
nurses /palliative care team..” (member of staff) 
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5.6.11  Location 
Respondents who spoke of the need for a physical base for palliative care focused on 
the type of location they felt was appropriate. One of the most common responses 
was that any physical location should not be in hospital but be in a quality 
environment. 

“…location and quality environment - not in hospital…” (carer) 

Where respondents felt there was a case for building on the hospital site this was 
largely due to a perceived lack of independent buildings. In this case respondents felt 
that location on the site, but not in hospital, was appropriate.  

“…if an independent building is not available in South Tyneside to deliver 
the service then is should be in my opinion not be located within the main 
hospital building. Within the grounds of the hospital is fine but I think is it 
wrong for those going through the grief of watching a person die and the 
person themselves at the end of their life should not be surrounded by 
others visiting for general medical treatments…” (member of the public) 

5.6.12  Restoring a hospice in South Tyneside 
Aside from the issues of location, respondents who felt it important that hospice was 
restored to South Tyneside mostly felt that provision of a bedded unit would meet that 
need. 

“… I cannot stress enough the feeling of the people in South Tyneside - 
they are upset that South Tyneside does not have a hospice and we need 
one in some way shape or form.” (stakeholder) 

“If you are to look at future services for palliative and end of life care in 
South Tyneside the need is there to consider how to provide residential 
specialised care outside the hospital system. This is the only way to respect 
the needs and wishes of those who are dying.” (member of the public) 

However, there were a small group of respondents who felt the only acceptable 
solution would be the restoration of St Clare’s Hospice as was. 

“Reopening of our hospice!!!!!” (member of the public) 

“Bring back St Claire’s Hospice.” (member of the public) 

5.6.13  Staff 
Respondents also felt that staffing was a key issue to get right. 

“…skilled nurses - doctors and support staff..” (carer) 

In addition, respondents felt that educating and raising awareness of palliative care 
issues in non-specialist staff was of vital importance. 

“…education of non-specialist staff. palliative care is every ones concern..” 
(stakeholder) 
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“…more training for nursing and medical staff…” (palliative care specialist) 

5.6.14  Observations on the engagement  
A small number of respondents took the opportunity to provide observations on the 
engagement process, which provide understanding of some of the issues faced in 
terms of the public perceptions. These are all valid observations and should be 
considered as part of the overall evidence gathering.  

“Stop trying to commercialise and front stage services.  Hospice care is the 
cornerstone of end of life for those who choose this option.  The previous 
question is a contrived joke.” (member of the public) 

“It is a political choice to cut NHS services & has been since austerity was 
introduced in 2010” (member of the public) 

“Not to have a pre-determined outcome. The local community 100% believe 
that this is a paper exercise and your attempt to humour them in to 
believing their opinion counts. Please prove us wrong and help us to build a 
stronger health economy rather than once again letting us down and 
ignoring this community’s health needs.” (member of the public) 

“Stop wasting thousands of pounds on consultations.” (member of the 
public) 

“This survey should be carried out with the same principle of an election. all 
houses in South Tyneside should be given the opportunity to have their 
say.” (stakeholder) 
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6 CO-DESIGN EVENTS: DEVELOPING SOLUTIONS IN PARTNERSHIP 
Collaborative co-design of the potential solutions 

6.1 Introduction 
The process, including the evidence gathering phase detailed in the preceding 
sections, was conducted within a co-production environment, where all views are 
recognised as having equal value.  

To develop the potential solutions for consideration by South Tyneside CCG and wider 
stakeholders, three co-design sessions were held to:  

 Validate the initial findings;  
 Develop selection criteria; and  
 Develop a set of potential solutions for consideration 

The process is shown in the overview diagram below.  

 

This section sets out the topline results of the validation and co-design sessions. For 
details of the individual sessions please refer to Appendix Four and Five of this report.  

Technical definitions3: 
 Co-Production: citizens and public bodies develop services on an equitable 

basis, recognising the strengths of all to deliver better outcomes 
 Co-Design: involving all stakeholders in the process to ensure the end product is 

usable based on the views of ‘experts in their own lives’ 

  

 
3 Credit: Loffler, E. (2009) ‘A future research agenda for co-production: A series of commissioned 
reports, Swindon: Research Councils UK 
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6.2 Initial validation session: 11 June 
The initial validation session discussed in turn the following key themes from the 
emerging findings of the evidence gathering phase: 

1. Primary care (GPs) 
2. Community care 
3. Specialist care 
4. Hospice 
5. Patients, carers, family and friends 
6. Communications and co-ordination  

The group sessions drew out additional areas for consideration and added to the 
overall evidence base for the subsequent co-design sessions.  

Detailed outcomes of the validation session are found in appendix five.  

6.3 Co-design session one: 18 June 
The workshop was designed to allow participants to identify the individual components 
of the palliative and end of life care system for South Tyneside, based on five 
facilitated deliberative discussions, which were: 

 Deliberation 1: What does a patient need? 
 Deliberation 2: Beds, what’s the difference between palliative and end of life? 
 Deliberation 3: What support services do we need? 
 Deliberation 4: What support infrastructure do we need? 
 Deliberation 5: Agreeing the appraisal criteria for potential solutions 

Detailed outcomes of the deliberative discussions are found in appendix five.  

6.3.1 Co-designed solutions from session one 
The groups worked together to develop the components required in their collectively 
co-designed solutions. The feedback from each of the deliberation phases was 
brought together in a facilitated consensus session where the overall shape of the 
outline solutions were agreed.  

6.3.2 Overarching elements: all potential solutions 
It is assumed that all potential solutions will include the following elements, which 
either exist already, will be enhanced or will be put in place: 

 Any solution will be located within the boundaries of South Tyneside borough. 
 Any palliative and end of life care must be delivered as close as possible to the 

person’s home. Any facility should be easily accessible to all residents. 
 An integrated IT system that will support sharing patient records as well as 

enabling efficiencies through the use of various forms of telemedicine and online 
consultations; 
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 An integrated single point of contact for palliative care, with a 24-hour telephone 
line (the same number day and night); and 

 Access to pharmacy 24 hours a day, seven days a week, and 365 days a year. 
This might include access to hospital pharmacy services or negotiation with 
supermarket pharmacy providers. 

6.3.3 Outline Solution One: A Voluntary and Community Sector Led Model 
This potential solution will be entirely provided by charitable support for third sector 
provision. This will include: 

 A physical hub funded by charitable donations; 
 Provision of complementary therapies; 
 Provision of outdoor activities including gardening and a welcoming garden 

space; 
 Provision of social support; 
 Provision of financial advice and support; 
 Provision of spiritual support; 
 Provision of psychological services such as counselling (including pre and post 

bereavement); and 
 Provision of social navigators to assist patients, carers and love ones to find their 

way around the care system in South Tyneside to alleviate/mitigate any potential 
difficulties. 

It is important to note that the existing levels of palliative and end of life care in South 
Tyneside would continue to be delivered in this outline solution.  

6.3.4 Outline Solution Two: A Palliative Care Home 
this potential solution will consider commissioning specialist care home support for 
palliative patients which will provide: 

 Respite care for palliative patients; 
 Access to social activities; 
 The potential for day care services; and 
 The potential for spiritual support. 

This will involve, or is likely to involve, the full-scale takeover of all or a significant part 
of a single care home centrally located in South Tyneside. 

The success of this approach is predicated upon the provision of a small bedded unit 
to manage complex symptoms. It is likely that many people will choose to end their life 
in such specialist care. 

Current levels of palliative and end of life care would continue to be delivered.  
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6.3.5 Outline Solution Three: Enhancing the Current Circumstances 
This potential solution could be seen as a low cost, but not no cost, option and would 
consist of: 

 No provision of any dedicated end-of-life beds in South Tyneside as per the 
current situation; 

 No provision of any dedicated palliative care beds in South Tyneside as per the 
current situation; 

 Enhancement to the current availability of specialist palliative care consultants in 
South Tyneside to one full-time equivalent hospital-based and one full-time 
equivalent community-based (in hours only); 

 Provision of an additional two nurses per shift in the community team to allow 
‘rotation’ into a specialist palliative care role during the daytime to ensure levels of 
service enjoyed out of hours are available during the daytime as well. The rotation 
of duty will ensure that existing staff retain palliative care skills.  

6.3.6 Outline Solution Four: ‘Virtual’ Palliative Care 
In describing this potential solution the term ‘virtual’ is used to define services 
delivered outside of a physical location, in other words in the patient’s own home. This 
will see the provision of specialist palliative and end-of-life care in the community 
delivering services to citizens of South Tyneside in their own home. This will include: 

 24/7 access to specialist palliative care consultants; 
 24/7 access to specialist palliative care nurses - two nurses to be on shift 24/7; 
 Access to dedicated equipment and adaptations to make patient’s homes safe for 

the delivery of palliative and end-of-life care; 
 Access to dedicated homecare staff that will provide respite and support not only 

to the patient but to those who love and care for them, especially overnight. This 
will require skilled staff experienced in both palliative and end-of-life situations; 

 Access to nursing staff who can also spend time overnight with patients and 
administer medicines as required and rapidly certify end-of-life; 

 Access to prescribers to ensure all medicines are readily available; 
 A readily accessible community model of 24/7 pharmacy. 

Within this model it is also be recognised that a very large part of palliative and end-of-
life care will continue to be supported by existing primary care activity and the 
community nursing team. 
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6.3.7 Outline Solution Five: Nurse Led Palliative Care Hub 
A bricks and mortar physical hub which is led by nurses, as above, with the exception 
of the availability of consultant support during the day, as per existing arrangements. 
Consisting of: 

 A dedicated eight bed unit with safe levels of staffing; 
 Day care services; 
 Full access to therapies; and 
 Counselling services. 

The sites mentioned in the first co-design session for location of such a hub were: 

 Bede Wing; 
 Haven Court; 
 Palmer Community Hospital; 
 Primrose Hill Hospital.  

6.3.8 Outline Solution Six: Hybrid Hub/Virtual Model 
This potential solution will require a smaller bedded unit located somewhere within the 
South Tyneside Hospitals footprint (as part of South Tyneside and Sunderland 
Foundation Trust). The elements in this hybrid model will include: 

 A four bedded unit offering end-of-life care for residents of South Tyneside who 
do not wish to die either at home or in an acute Hospital setting, as well as 
complex symptom management. This will require the small unit to have a ‘home 
from home’ feel and not to be a medicalised setting; 

 The unit will be supported by safe staffing levels; 
 The remainder of services will be provided by the ‘virtual’ palliative and end-of-life 

care model as described in option four. 

The sites mentioned in the first co-design session for location of such a hub were: 

 Bede Wing; 
 Haven Court; 
 Palmer Community Hospital; 
 Primrose Hill Hospital.  
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6.3.9 Outline Solution Seven: Hybrid Model V2 
This potential solution is based upon the following elements: 

 A voluntary and community sector presence providing non-NHS services within a 
recognised hub; 

 A small dedicated four bedded unit providing complex care management; 
 Specialist palliative care consultants available to the system on a rotation basis 

from the Sunderland site; and 
 A virtual palliative and end-of-life care system, as described in option four. 

The sites mentioned in the first co-design session for location of such a hub were: 

 Bede Wing; 
 Haven Court; 
 Palmer Community Hospital; 
 Primrose Hill Hospital.  

6.3.10 Outline Solution Eight: Consultant Led ‘Full-Service’ Palliative Care Hub 
To develop a full-service hub, with a bricks and mortar physical presence, that will 
include: 

 24/7 on site or on-call availability of specialist palliative care consultants (which 
may include a rota arrangement for consultants from St Benedict’s for out of 
hours support); 

 A dedicated eight bed unit which will have safe levels of staffing (nurses and 
healthcare assistants) offering palliative and end of life beds; 

 A day care service; 
 Full access to therapies, OT, physio, etc (including alternative therapies); 
 A pharmacy; 
 Dedicated chef/cooking facilities to meet individual needs: 
 Dedicated personal care: 
 A chaplaincy (and other spiritual needs for faiths other than Christian/non-

believers); and 
 Counselling services (including pre and post bereavement). 

The sites mentioned in the session for location of such a hub were: 

 Bede Wing; 
 Haven Court; 
 Palmer Community Hospital; 
 Primrose Hill Hospital.  
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6.4 Co-design session two: 28 June 
The process used in the final co-design session was in three stages: 

1. Group discussion of first impressions of potential solutions, designed to result in a 
‘first sorting’, the aim of which is to discard what ‘doesn’t make sense’. The 
prompts to assist the groups in this were: 
 What do you like about this possible solution? (focus on positives) 
 What don’t you like about this possible solution? 
 Have you considered the information provided in the packs? 

2. Using the principles of self-organising groups:  
 Groups applied the appraisal criteria and additional decision-making 

information. 
 Consensus appraisal decision making is done on a round robin discussion, 

using a traffic light system: 
 Red lights discarded. 
 Amber lights discussed further (until either agreed as red or green). 
 Green lights carried forward to large group consensus session. 

3. Individual ‘voting’ on the possible solutions and their components to allow a 
balanced view of the views of all participants.  

Detailed outcomes of the deliberative discussions are found in appendix five.  

6.4.1 Outline appraisal criteria 
Hurdle Criteria (the potential solution must provide) 

1. The solution is safe, sustainable, and legal. 
2. The option provides care in such a way that nobody is disadvantaged by their 

diagnosis, condition or their circumstances. 
3. The option provides care to support all to live the best lives they can from 

diagnosis to end of life. 
4. The option provides care able to respond to individual wishes, needs and 

faith.  
5. The option is able to explore and implement innovative and unexpected 

solutions, no matter how large or small. 

Additional criteria (used to narrow down the suitable solutions): 

• The solution must be able to demonstrate robust and transparent governance and 
financial procedures (fit for purpose). 

• Promotes a centre of excellence approach. 
• Provides an education function. 

The unstated criteria that the group had agreed in previous sessions was that any 
potential solution must be located in South Tyneside.  
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6.5 The shortlist of potential solutions from the co-design session 
Following the process of an initial shift and shortlisting of possible solutions the groups 
independently developed five possible solutions to deliver palliative and end of life 
care in South Tyneside.  

These solutions were as follows, and where reference is made to possible solutions 
these refer to the high-level results from the first co-design session.  

6.5.1 Possible solution one 
Hybrid one - possible solution eight, plus income generation: 

 Social care: bringing in-house 
support to clients at home or 
wherever they want to be   

 Community team: rapid response 
24/7 

 Specialist palliative care  
 Bricks and mortar hub in Bede Wing  
 Counselling, complementary 

therapies, social navigation in the 
hub 

 Palliative beds and respite option  
 Education hub: to bring in revenue 

including student nurses 
 Income generation 

 Nurse led day hospice and some 
treatments in home to prevent 
hospital admission  

 Consultant led MDT  
 Based on the hospital site so can 

use existing resources out of hours 
 Bedded unit using the beds from 

ward 20 
 Specialist consultants and registrars  
 Providers using space generating 

revenue through commercial/hirers  
 Model for all, recognising need  
 Estates: creates brand/identity with 

the community 

6.5.2 Possible solution two 
Hybrid two - mix of potential solutions 4 and 5/moving to 8 and 4: 

 Best use of money to serve most 
people  

 95% social/community-based 
primary treatment versus 5% 
specialist care  

 Estate: Bede Wing or Haven Court  

 Enhanced symptom management 
and access to specialist care 

 Centre of excellence: service for the 
many 

 Involve community to build/decorate: 
BBC exposure 

6.5.3 Possible solution three 
Patient representative group outline hybrid: 

 Social navigator   
 24/7 doctors available -accessible 

but not necessarily on the premises 
 Personal care for people who will 

not be able to look after themselves  

 Provision of legal/financial advice 
provided through a 
voluntary/charity organisation 

 Counselling/psychology 
 Free parking  
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 Regularly audited  
 Clinical treatment on site  
 Access to occupational 

therapist/physiotherapist 

 Directory for pastoral care 
 Dedicated cooking 
 Free beds in care homes as an 

addition if needed 

6.5.4 Possible solution four 
Residents group one outline hybrid: 

 Specialist inpatient and virtual 
community model  

 Using BBC DIY SOS/Ground Force 
to mobilise the community; or just 
mobilise the community 

 Eight beds at Primrose Hill 
 Single point of access 

6.5.5 Possible solution five 
Residents group two outline hybrid - mix of potential solutions four and five: 

 Education, support, training, to 
upskill/expand specialist provision  

 Specialist centre  
 Access to specialist consultants 

and St Benedict’s  

 MDT to ensure access to specialist 
services when needed 

 Must be able to manage the needs 
of the few 
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6.6 Prioritisation: overall ranking for possible solutions  
The final exercise in the co-design session was to apply an individual priority/weight to 
each. When considered by the total score for each of the possible solutions, in overall 
ranked order the possible solutions developed were: 

1. Hybrid one: possible solution eight, plus income generation (total votes 302) 
2. Hybrid two: mix of potential solutions 4 and 5/moving to 8 and 4 (total votes 70) 
3. Patient representative group outline hybrid (total votes 73) 
4. Residents group 1 outline hybrid (total votes 58) 
5. Residents group 2 outline hybrid: mix of options four and five (total votes 11) 

The detail of the votes given against the previously described components that 
comprised each of these possible solutions is shown in the following tables.  

Hybrid One: Possible Solution Eight, Plus Income Generation (total votes 302) 
Social care: bringing in-house support to clients at home or wherever they want to 
be (61 votes) 
Community team: rapid response 24/7 (35 votes) 
 Specialist palliative care (32 votes) 
 Bricks and mortar hub in Bede Wing (27 votes) 
 Counselling, complementary therapies, social navigation in the hub (24 votes) 
 Palliative beds and respite option (22 votes) 
 Education hub: to bring in revenue including student nurses (22 votes) 
Income generation (20 votes) 
 Nurse led day hospice and some treatments in home to prevent hospital admission 
(18 votes) 
 Consultant led MDT (12 votes) 
 Based on the hospital site so can use existing resources out of hours (12 votes) 
 Bedded unit using the beds from ward 20 (six votes) 
 Specialist consultants and registrars (eight votes) 
 Providers using space generating revenue through commercial/hirers (two votes) 
 Model for all, recognising need (one vote) 
 Estates: creates brand/identity with the community 
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Hybrid Two: Mix of Potential Solutions 4 And 5/Moving To 8 And 4 (total votes 
70) 
Best use of money to serve most people (26 votes) 
95% social/community-based primary treatment versus 5% specialist care (21 votes) 
Estate: Haven Court (seven votes): 
Bede Wing (11 votes) 
Enhanced symptom management and access to specialist (nine votes) 
Centre of excellence: service for the many (three votes) 
Involve community to build/decorate: BBC exposure 

 

Patient Representative Group Outline Hybrid (Total Votes 73) 
Social navigator (13 votes) 
24/7 doctors available -accessible but not necessarily on the premises (11 votes) 
Personal care for people who will be able to look after themselves a time (nine votes) 
Provision of legal/financial advice provided through a voluntary/charity organisation 
(seven votes) 
Counselling/psychology (eight votes) 
Free parking (six votes) 
Regularly audited (five votes) 
Clinical treatment on site (five votes) 
Access to occupational therapist/physiotherapist (four votes) 
Directory for pastoral care (three votes) 
Dedicated cooking (one vote) 
Three beds in care homes as an addition if needed (one vote) 

 

Residents group 1 Outline Hybrid (total votes 58) 
Specialist inpatient and virtual community model (20 votes) 
Using BBC DIY SOS/Ground Force to mobilise the community; or just mobilise the 
community (14 votes) 
Eight beds at primrose hill (13 votes) 
Single point of access (11 votes) 

 

Residents group 2 Outline Hybrid: mix of options four and five (total votes 11) 
Education, support, training, to upskill/expand specialist provision (nine votes) 
Specialist centre (one vote) 
Access to specialist consultants and St Benedict’s (one vote) 
MDT to ensure access to specialist services when needed 
Must be able to manage the needs of the few 
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6.7 Prioritisation: ranking and grouping of the components  
A total of 521 votes were given out by participants in the final session. Taking each as 
an expression of individual priority, the importance to the group of the components that 
make up the potential solutions can be considered. Based on this, considered below 
are: 

 The overall ranking of each of the individual components of the potential 
solutions; and  

 A thematic grouping of those individual components.  

This approach allows for consideration of the views of everyone in the process, as 
experts in their own lives, as well as clinical or technical experts, recognising all as 
having equal value in the process. 

6.7.1 Overall ranking of the individual components 
The table below shows the top five most supported components within the individual 
solutions are: 

1. Providing in-house social care to patients delivered at home or wherever they 
want to be; 

2. A rapid response community nursing team providing palliative care, available 24 
hours a day, seven days a week, every day of the year; 

3. Specialist palliative care available in South Tyneside; 
4. A bricks and mortar hub; and  
5. Ensuring best use of money to serve the needs of most people.  

Potential solution component No. % 
Social care: bringing in-house support to clients at home or wherever 
they want to be (61 votes) 

61 11.7% 

Community team: rapid response 24/7 (35 votes) 35 6.7% 
Specialist palliative care (32 votes) 32 6.1% 
Bricks and mortar hub in Bede Wing (27 votes) 27 5.2% 
Best use of money to serve most people (26 votes) 26 5.0% 
Education hub: to bring in revenue including student nurses (22 votes) 22 4.2% 
Palliative beds and respite option (22 votes) 22 4.2% 
95% social/community-based primary treatment versus 5% specialist 
care (21 votes) 

21 4.0% 

Specialist inpatient and virtual community model (20 votes) 20 3.8% 
Income generation (20 votes) 20 3.8% 
Nurse led day hospice and some treatments in home to prevent hospital 
admission (18 votes) 

18 3.5% 

Using BBC DIY SOS/Ground Force to mobilise the community; or just 
mobilise the community (14 votes) 

14 2.7% 

Eight beds at Primrose Hill (13 votes) 13 2.5% 
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Potential solution component No. % 
Based on the hospital site so can use existing resources out of hours (12 
votes) 

12 2.3% 

Consultant led MDT (12 votes) 12 2.3% 
Single point of access (11 votes) 11 2.1% 
Bede Wing (11 votes) 11 2.1% 
24/7 doctors available -accessible but not necessarily on the premises 
(11 votes) 

11 2.1% 

Personal care for people who will be able to look after themselves a time 
(nine votes) 

9 1.7% 

Enhanced symptom management and access to specialist (nine votes) 9 1.7% 
Specialist consultants and registrars (eight votes) 8 1.5% 
Counselling/psychology (eight votes) 8 1.5% 
Estate: Haven Court (seven votes): 7 1.3% 
Bedded unit using the beds from ward 20 (six votes) 6 1.2% 
Free parking (six votes) 6 1.2% 
Clinical treatment on site (five votes) 5 1.0% 
Regularly audited (five votes) 5 1.0% 
Access to occupational therapist/physiotherapist (four votes) 4 0.8% 
Providers using space generating revenue through commercial/hirers 
(two votes) 

2 0.4% 

Three beds in care homes as an addition if needed (one vote) 1 0.2% 
Specialist centre (one vote) 1 0.2% 
Access to specialist consultants and St Benedict’s (one vote) 1 0.2% 
Model for all, recognising need (one vote) 1 0.2% 

6.7.2 Thematic grouping of the individual components 
When the individual votes for the separate components are grouped according to 
theme, it can be seen that participants broadly voted against the areas shown in the 
table and chart.   

Themed grouping % 

Community care at home: 
palliative and end of life 
care 

33% 

Hub Model: Clinical Care 21% 

Estates and facilities 20% 

Hub Model: Pastoral Care 11% 

Income generation  8% 

Governance/Vision 6% 
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6.7.3 Community care at home: palliative and end of life care 
The most important element of the future operation of care, is to ensure there is a 
dedicated palliative domiciliary care team in place. This element is also predicated on 
the community nursing team being strengthened to deliver palliative care response as a 
priority to patients in their own homes.  

Component No. % 
Social care: bringing in-house support to clients at home or 
wherever they want to be (61 votes) 

61 11% 

Community team: rapid response 24/7 (35 votes) 35 7% 
95% social/community-based primary treatment versus 5% 
specialist care (21 votes) 

21 4% 

Specialist inpatient and virtual community model (20 votes) 20 4% 
Nurse led day hospice and some treatments in home to prevent 
hospital admission (18 votes) 

18 3% 

Single point of access (11 votes) 11 2% 
Personal care for people who will be able to look after 
themselves a time (nine votes) 

9 2% 

Three beds in care homes as an addition if needed (one vote) 1 0.2% 
Grand Total 176 33% 

6.7.4 Hub model: specialist clinical care 
The second highest ranked thematic grouping is provision of specialist palliative care 
consultants, with full supporting services. This includes a managed provision of 
palliative and respite options.  

Component No. % 

Specialist palliative care (32 votes) 32 6% 
Palliative beds and respite option (22 votes) 22 4% 
Consultant led MDT (12 votes) 12 2% 
Enhanced symptom management and access to specialist (nine 
votes) 

9 2% 

Specialist consultants and registrars (eight votes) 8 2% 
Counselling/psychology (eight votes) 8 2% 
24/7 doctors available -accessible but not necessarily on the 
premises (11 votes) 

11 2% 

Clinical treatment on site (five votes) 5 1% 
Access to occupational therapist/physiotherapist (four votes) 4 1% 
Specialist centre (one vote) 1 0% 
Access to specialist consultants and St Benedict’s (one vote) 1 0% 
Grand Total 113 22% 
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6.7.5 Estates and facilities 
There is a clear call for a physical presence, a hub model of specialist palliative care. It 
is apparent that this is most favourably viewed as being located on a hospital site to 
access existing resources, which implies South Tyneside District Hospital. Within that 
site Bede Wing and then Haven Court are the favoured locations. However, the 
suggestion that the estates and facilities part of any potential solution is reliant on 
community support or TV programmes suggests a note of caution needs to be taken.  

Component No. % 

Bricks and mortar hub in Bede Wing (27 votes) 27 5% 
Using BBC DIY SOS/Ground Force to mobilise the community; 
or just mobilise the community (14 votes) 

14 3% 

Eight beds at Primrose Hill (13 votes) 13 2% 
Based on the hospital site so can use existing resources out of 
hours (12 votes) 

12 2% 

Bede Wing (11 votes) 11 2% 
Estate: Haven Court (seven votes): 7 1% 
Bedded unit using the beds from ward 20 (six votes) 6 1% 
Free parking (six votes) 6 1% 
Grand Total 96 18% 

6.7.6 Hub Model: Pastoral Care 
Alongside the specialist clinical palliative care there is also strong support for the 
provision of ‘pastoral’ care for patients, their families and carers in the physical hub.  
Essentially, this was described as a voluntary and community sector led provision of 
the service which cannot be or are difficult to be funded through the NHS. Highest 
ranked amongst these was the concept of a ‘social navigator’, generated by the group 
in the first co-design session, who would signpost and support the navigation of 
services and benefits.  

Component No. % 
Social navigator (13 votes) 13 2% 
Education, support, training, to upskill/expand specialist 
provision (nine votes) 

9 2% 

Counselling, complementary therapies, social navigation in 
the hub (24 votes) 

24 5% 

Provision of legal/financial advice provided through a 
voluntary/charity organisation (seven votes) 

7 1% 

Centre of excellence: service for the many (three votes) 3 1% 
Directory for pastoral care (three votes) 3 1% 
Dedicated cooking (one vote) 1 0% 
Grand Total 60 12% 
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6.7.7 Income generation 
A large element of the model for the location of a physical palliative care hub in Bede 
Wing at South Tyneside District Hospital was supported by the premise of developing 
an income stream to support it. However, the individual components and the overall 
grouping related to income generation scored amongst the lowest when considered by 
the wider group.  

Component No. % 

Education hub: to bring in revenue including student nurses 
(22 votes) 

22 4% 

Income generation (20 votes) 20 4% 
Providers using space generating revenue through 
commercial/hirers (two votes) 

2 0% 

Grand Total 44 8% 

6.7.8 Governance/Vision 
While governance and vision for the potential solution was the lowest scoring of the 
themes, it was an area in which many voiced concern, particularly after the failure of St 
Clare’s.  

Component No. % 

Best use of money to serve most people (26 votes) 26 5% 
Regularly audited (five votes) 5 1% 
Model for all, recognising need (one vote) 1 0% 
Grand Total 32 6% 

6.8 A co-designed and unified potential solution 
From the detailed voting session on the co-designed solutions, which were developed 
in a reductionist, small table approach, it is possible to establish the overall preferences 
of all. The most important to which are a solution capable of: 

1. Providing in-house social care to patients delivered at home, or wherever they 
want to be; 

2. A rapid response community nursing team providing palliative care, available 24 
hours a day, seven days a week, every day of the year; 

3. Specialist palliative care available in South Tyneside; 
4. A bricks and mortar hub; and  
5. Ensuring best use of money to serve the needs of most people.  

Taking these as the guiding principles, and considering the other outcomes from the 
validation and co-design sessions, a unified potential solution for palliative and end of 
life care in South Tyneside is based around: 

 Provision of a community delivery model, with the District Nursing team as the 
lead, with a dedicated palliative domiciliary care service to provide personal care 
and support for the family.  
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 This community provision would be supported by a specialist palliative 
care consultant led Multidisciplinary Team (MDT); 

 Provision of a physical hub for NHS funded clinical services which will include 
specialist palliative care services in a ‘non-clinical’ atmosphere. This will include: 
 Addressing the numerical inequality of specialist palliative care 

consultants with Sunderland, which may involve rotation of staff from St 
Benedict’s; 

 Nurse led day care provision; 
 Palliative and end of life beds, with nursing support; 
 Access to counselling and psychological services; 
 Access to occupational and physio therapists;  
 Availability of specialist consultants, 24/7, on a call out basis; 

 Provision of non-NHS funded ‘pastoral’ care in the same physical hub, including: 
 Provision of a ‘social navigator’ to help patients, families and carers cope 

with the pressures of diagnosis and life limiting conditions in terms of 
simple signposting to help and support; 

 Legal and financial advice, including access to benefits; 
 Provision of alternative therapies; 
 Provision of social support and networking; 

 The physical hub to be located on the South Tyneside District Hospital site, with 
Bede Wing being favoured, followed by Haven Court, as the setting.  

 Consideration to be given to the potential for income generation, mostly framed 
within the context of NHS resources, from sources such as training places and 
reallocation of existing resources.  

  A robust governance structure in place to prevent any future failures as 
experienced at St Clare’s.  
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7 SUMMARY AND CONCLUSIONS 
Summary of findings and emerging conclusions 

7.1 Introduction 
In this section the results of the evidence gathering phase are summarised, and the co-
designed solution is presented in the conclusions. For the purposes of this section the 
definitions of palliative care* are based around: 

 Primary 
palliative care: 

The skills and competencies provided by South Tyneside GPs 
and a dedicated specialist palliative care District Nursing team. 

 Secondary 
palliative care: 

The skills and competencies provided by the specialist palliative 
care consultants and other specialists (physiotherapy, 
occupational therapy, dietitian, etc.)  

Not necessarily all located in South Tyneside but ‘rotated’ in from 
Sunderland to ensure the skills are available, complementing 
permanent specialist palliative care in the borough.  

 Tertiary 
palliative care: 

Where specialist care for the most complex cases is provided 

* Please note these are not fully accurate technical/clinical definitions and are used 
in this context to differentiate the components of the co-designed model.  

For further clarity, the coproduced definitions of palliative and end of life care are: 

 Palliative care is received in the last year or years of a patient’s life; 
 End of life care is received in the last days of a patient’s life.  

Again, these may differ from technical/clinical definitions, but they provide the clearest 
understanding of the process for South Tyneside from the work of those involved in the 
co-design process.  

7.2 Summary 
In summary, the evidence gathering phase was designed to provide evidence to the co-
design sessions, with the solutions developed being the ultimate objective of the 
exercise, covered later in the conclusions in this section. However, some of the main 
points to come from this research focus on: 

 The patient (and their loved ones); 
 Specialist care; 
 Community nursing; 
 Primary care; 
 Hospice provision;  
 The need for a physical location for palliative and end of life care;  
 Coordination and communication; 
 Conversations about death; and 
 Governance and oversight. 
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7.2.1 The patient, their loved ones and carers 
The focus of the journey for patients with life limiting illness begins at diagnosis. Very 
often, whilst prepared for bad news, the patient hopes for the best. With the diagnosis 
of life limiting illness by a consultant, invariably in a hospital setting, there is a reported 
sense of unreality, leading to difficulty in understanding what is being said about the 
condition and its treatment post diagnosis. 

“…you may as well speak a foreign language…” (carer) 

The main need at this point is to de-medicalise the experience for all, the patient, their 
loved ones and their carers. Calling for a separate way to provide an explanation of the 
diagnosis, the prognosis, and treatment plan, in simple terms, to reduce anxiety for all. 
Equally, there was a call for recognition that life limiting illness is not limited to the 
elderly or through cancers, it impacts on people of all ages and is caused by many 
diseases. It was also felt that support should be the same for all, whether living 
together or alone, which means this approach needs to be flexible and personalised to 
the needs of each patient, instead of trying to provide a ‘one-size-fits-all’ solution.  

Building on the need for a de-medicalised experience, the sentiment moves toward a 
‘whole person’ approach, which considers not only the clinical needs of the individual’s 
life limiting illness but the wider impact on them and their loved ones. This calls for 
support in a range of areas, some of which cannot be funded through the NHS, 
including: 

 Advice on the types of care available and the places where this is available, as 
well as connecting with social workers. This was most commonly described as a 
sperate care navigator role; 

 The provision of counselling services for the patient to support them in 
understanding their condition and living the best life that they can; 

 The provision of complementary therapies to enhance the quality-of-life of 
patients with life limiting illness; 

 Recognition that care for the ‘family’ is often very good during their loved ones 
illness, however, after their death this support is rapidly removed. In this context 
there is an identified need for pre and post death counselling, including a clear 
recognition of what happens after the loss of a loved one; 

 Addressing the spiritual needs of the patient and their loved ones irrespective of 
organised religion or any other preference. This requires provision of space for 
contemplation and meditation as well as support from the chaplaincy 

 Providing financial advice to patients, their family, loved ones and carers to 
ensure that all assistance is made available to them.  
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Supporting choice was also a very strong theme, predominantly described around two 
areas: 

1. ‘Whatever you want’: for many patients with life limiting illnesses, the little things 
matter. What people mean is that being able to have a shave, have make up 
applied or a nice haircut are all important parts of improving their overall quality of 
life. Equally, being encouraged to take part in normal activity such as a pint of beer, 
a glass of red wine or going outside are important. As are recognition that 
pleasures, which had been denied for health reasons for a long time (cream cakes 
were cited) can add to the quality of life and are to be encouraged.  

2. ‘A place to die’: The current lack of any hospice provision within South Tyneside 
means that patients who choose not to die at home to avoid the associations with 
death in the family home for their children and family have no other choice but to die 
in hospital. This is against the reported wishes of patients, including patients with 
life limiting illnesses who took part in group discussions.  

Access to specialist care is also cited as incredibly important for patients, people 
recognise and value the support of the District Nurses. They also feel, however, that 
South Tyneside residents are significantly let down by the scarcity of both specialist 
palliative care consultants, and other specialist skills. This is most often felt at end of 
life, when there is often no one with specialist skill available to discuss the implications 
of issues such as the interaction of existing conditions at death. 

“…I still feel I failed him. He wanted to die at home, and they told me we had 
to keep him in the hospice to die…no one told me that it was because of 
complications with his diabetes and the cancer…” (carer) 

There is also a widely held belief that any palliative or end of life care system needs to 
offer a fully equal access service. Moving away from the commonly held perception that 
the former St Clare’s hospice model was predominantly focused on the ‘…white and 
well to do.”  This equal access taking account of, among other things, the additional 
support required by: 

 Specific cultural and religious beliefs and preferences of BAME (black, Asian 
and minority ethnic) groups; 

 The support required for those who have additional needs, such as physical 
disability, mental health issues, Autism, Asperger, impaired vision/sight loss, 
impaired hearing/hearing loss, learning disabilities, etc; 

 The inter and intra generational needs of the service, coping with both frail and 
elderly people caring for frail and elderly patients, and the demands of younger 
people with life limiting conditions, particularly where they have children, as well 
as parents dealing with the illness of their own children; and  
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 Coping with the demands of comorbidity4 in patients with life limiting illnesses, 
including the increasing commonness of dementia. 

There are anecdotal suggestions that many South Tyneside residents choose hospital 
as their final place to die, despite early statements of preference to die elsewhere, due 
to: 

 In deprived communities, households are often felt to lack the resilience to support 
patients at home. In addition, the perceived chaotic nature of many households in 
the same deprived communities are felt to be incapable of providing the peaceful 
and restful environment required for care of patients with life limiting illnesses; and 

 Hospice provision in South Tyneside is perceived as being for the ‘middle classes’. 

Above all, the feeling is this co-design exercise offers the opportunity to help the 
journey from diagnosis to death from life limiting illnesses to be based on giving people 
the chance that they: 

“…don’t just die following diagnosis; but live the best life you can until 
you die..” (palliative care specialist) 

7.2.2 Community Nursing 
The view expressed by people of the District Nurses providing palliative and end of life 
care is invariably very positive, citing caring and compassionate, patient focused care. 
It was also recognised that the large majority of palliative and end of life care is 
provided by this group, with many patients having little or no contact with specialist 
palliative care.  

However, this is tempered against the recognition that there is a disparity between the 
service delivered in normal working hours and out of hours (5pm to 8:30am), although 
both are offered seven days a week. The out of hours palliative care team are reported 
as being less task focused and able to provide more time to care for patients, whereas 
the District Nurses during the daytime are faced with a “…massive to-do-list..” which 
often means they are not able to prioritise palliative care to the extent they would 
always wish.  

An example cited of the difference between in and out of hours was a case handled 
over the weekend where a patient was in severe pain and in need of medication. 
However, by the time the District Nurse was able to attend they had fallen asleep with 
exhaustion and therefore it was not possible to administer any pain relief. This pattern 
continued for some time throughout the day as the nurse had other patients to see, it 
was eventually resolved, but caused distress to the patient, their family and the 
healthcare professional involved. Had this happened out of hours it was reported that 
the team would have been able to stay with the patient until the issue was resolved.  

 
4 Comorbidity: the simultaneous presence of two or more chronic conditions in a patient, (Oxford English 
Dictionary definition.)   
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The District Nursing team report that they have felt the pressure of the removal of 
hospice from the system in South Tyneside, particularly in the area of symptom 
management. This is most often felt at weekends where, anecdotally, most crises 
happen, compounded by difficulties with accessing prescriptions and pharmacies to 
dispense the required drugs. 

The District Nurses are as focussed on the care of the family/loved ones as on the 
patient, although the latter clearly takes precedent, and often find themselves 
undertaking activities that fall into the category of social care. This is largely due to the 
reported difficulties with arranging social care for patients.  

7.2.3 Care from GPs 
GPs provide an essential part of the primary palliative care support, along with the 
District Nursing team. However, the support from GPs for palliative and end of life care 
is described as ‘patchy’, from excellent to sufficient. The reasons cited for this include: 

 The pressures of the role of a GP; 
 Varying levels of confidence and experience in dealing with patients with life 

limiting illness; and  
 Lack of experience or an unwillingness to have difficult conversations with patients 

about dying.  

Where the service is described as excellent this is often as a result of close working 
relations with the community nursing team as well as their own passion and 
commitment. This leads to the question of “what support is needed?” to ensure a more 
consistent approach from GPs, which is an area where specialist palliative care 
consultants and nurses can provide support through education.  

7.2.4 Specialist palliative care 
Opinion on the provision of specialist palliative care in South Tyneside can be 
summarised as “not enough capacity” which in short, equates to: 

 Shortage of consultants, with only one full time equivalent covering both 
community and hospital roles; 

 Shortage of specialist support from inpatient nursing to occupational therapists, 
physiotherapists, and other specialist therapies; 

 Shortage of education and support to others – the scarcity of resources results 
in consultants and other specialist roles having no real capacity to provide 
education and support to colleagues to address some of the issues highlighted 
elsewhere.  

This results in the commonly held view amongst healthcare professionals, stakeholders 
and the public that South Tyneside compares badly with neighbouring areas. Leading 
to the question of fairness for the citizens of South Tyneside under the current system, 
which goes beyond the lack of hospice provision in the borough. 
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7.2.5 Hospice 
There is shared opinion amongst the majority of people asked for their views that a lack 
of a hospice is denying choice to the residents of South Tyneside. Hopefully people will 
not need the services, however, it is an unavoidable reality for people with life limiting 
illness. The main issues reported were the provision of bedded accommodation, which 
broadly fall into the following categories: 

 End of life beds, providing an alternative to dying at home; 
 Respite beds; 
 Palliative care beds providing the opportunity for observation and symptom 

management. 

Overall, however, there is a consensus that there is a need for some form of palliative 
care beds in South Tyneside to provide a replacement for those lost with the closure of 
St Clare’s. However, it is also felt that this offer could be enhanced beyond the nurse 
led model, to a more closely integrated consultant model, allowing access to specialists 
while allowing the opportunity to ask “…how are you?5”, rather than “…how is your 
condition?”6 

The ability of St Clare’s to provide day care was also commented on as being a loss to 
the area, with the ability to manage symptoms through observation being lost. 
However, for many sharing their views there was a fundamental tension between 
observational symptom management on a regular basis and becoming a ‘social club’, a 
criticism levelled by some at the former St Clare’s.  There was also a clear message for 
the reintroduction of the St Clare’s ‘boost’, by which people meant the uplift and good 
feeling introduced in patient’s lives by attending a place they viewed as safe and 
supportive.  

There was also a balancing point of view expressed, that too much emphasis could be 
placed on simply replacing the former St Clare’s with a direct replica without 
considering alternatives, ‘how do you know what you don’t know?’ (GP) 

7.2.6 A physical location for palliative and end of life care 
Those sharing their views in the initial engagement phase expressed a view that in the 
event that a new physical location was adopted in South Tyneside to act as a hospice, 
the need was for a facility which will: 

 Perform as a centre of clinical excellence, not as a nurse led facility, but 
consultant led with other specialist services co-located. Seeing an increased 
provision of palliative care specialists in South Tyneside; 

 Act as a physical focus for a ‘whole person’ approach including extensive 
pastoral care services. In short a community led model to provide support for 

 
5 Palliative care specialist 
6 Ibid 
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‘pastoral care’. The view being that this would most effectively result from 
community led design of the pastoral facilities; 

 Provision of a relatively small bedded facility to offer:  
 Inpatient beds for complex case management; 
 Inpatient beds for symptom management; 
 Inpatient beds for respite care; and  
 Inpatient beds for end of life for those who choose it. 

There was also a very strong sentiment that inside a hospital is not the right place, but 
in the grounds of the Hospital may be.  

7.2.7 Coordination and communication 
A commonly reported issue from all sharing their views was the lack of coherent 
coordination and communication between all the component parts of the palliative care 
system operating in South Tyneside. Patients and family are frustrated by the need to 
call multiple ‘single point of contact’ numbers and professionals share this frustration, 
which extends to the care being provided. The consensus is that a common 
communication and coordination approach is required for palliative care, recognising 
that progress is being made in joining up record systems, with more still to be achieved.  

7.2.8 Conversations about death  
A consistent theme throughout the process has been the reluctance of the public, 
stakeholders and some healthcare professionals to have open conversations about 
death and dying. This is felt to have a profound impact on the ability of some 
professionals to discuss the issue, leaving many patients unprepared for being 
diagnosed with a condition that will lead to their death.  

No solutions were offered, but it is an observation made by many.  

7.2.9 Governance and oversight 
The future model of palliative and end of life care in South Tyneside is felt to need to be 
influenced by the lessons learnt from the unfortunate closure of St Clare’s hospice. 
Many felt it important that any future model incorporated a robust governance model 
which is regularly audited.  
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7.3 Possible solutions developed through co-design 
From the evidence gathering phase, the co-design sessions, and co-design survey, any 
future system care should offer rapid, appropriate, individualised, specialist, expert 
care, without time limiting targets, to deliver palliative and end of life care to patients in 
South Tyneside. These can be expanded as: 

 Rapid Rapid access to palliative and end of life care in the community to 
support people with a life limiting illness to remain in their own 
home as long as they wish. 

 Appropriate  Appropriate care is provided in the setting of the patient’s choice, 
taking account of cultural, spiritual and additional needs, including 
the needs of family and loved ones.  

 Individualised The priority is that the individual receiving specialist and end of life 
care, and their family/loved ones receive the right care for their 
needs. This includes considering the whole person needs not just 
the clinical aspects.   

 Specialist Specialist consultants and other specialist palliative care 
disciplines are available to support the citizens of South Tyneside. 

 Expert Expert care is delivered in the community by GPs and District 
Nurses within the homes of people facing a life limiting illness.  

 Dignity Patients and their family/loved ones will be treated with respect at 
all times in a manner that preserves their dignity.  

The additional element to this was considered to be time, where, a specialist District 
Nursing team could deliver palliative care in a system that puts the patients’ needs to 
the fore, in which there is no target for time per appointment or numbers treated.  

Working with the participants in a co-production environment provides the co-designed 
system to provide a significantly RAISED level of palliative and end of life care for all 
citizens of South Tyneside. If implemented this level of care could be significantly 
higher than previously received, even including the now absent St Clare’s hospice.  

Based on the exercise to develop a unified co-produced model detailed in Section 5 
and informed by the outcomes of the co-design survey it is possible to develop a 
hypothetical new system of palliative and end of life care in South Tyneside. Based on 
the opinion of co-design participants this could include a system that provides primary, 
secondary and tertiary palliative care within the borough: 

 At home;  
 In hospital; or  
 In a dedicated hospice.  

Importantly, building on commonly expressed sentiment, all care should be provided so 
the patients receive care not dictated by timebound service targets. Therefore, ensuring 
the patient and their family/loved ones receive the support they need, when they need 
it.  
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From the co-design exercise is it clear that any potential solution should be designed 
around two discrete but interdependent elements: 

1. Patients and their needs are at the heart of the system; and 
2. A hub and spoke model with an enhanced community service to support people to 

stay in their own homes longer and to die there if that is there choice. 
Complemented by specialist palliative care (secondary and tertiary) in a physical 
hub, along with pastoral care services.  

These are discussed in turn below.  

7.4 Patient centred  
The overriding theme of this potential element of any future model for palliative and end 
of life care is: 

“…if it doesn’t add value to the patient, stop doing it…” (Nursing staff) 

This forms a core value for South Tyneside, based on the views of co-design 
participants, which puts the needs of the patient over those of any other in the process. 
Clearly there will be clinical reasons for treatment choices and the care provided for 
patients with life limiting illness, but informed choice is paramount. In other words, if the 
patient chooses not to have a particular treatment which may prolong their life but 
significantly erodes their quality of life, the wishes of the patient comes first. This 
extends to activities and facilities that are in place because they always have been, the 
example of day care at St Clare’s becoming a social centre is a case in point. This will 
call for regular patient focused review of activities to ensure they remain relevant and 
don’t fall into the category of ‘that’s what we’ve always done.’ 

The element of any model felt to be of paramount importance for the patient is that of 
choice. Specifically, the choice of location for their care and ultimately the place in 
which they end their life.  

The potential way in which this could come together, based on the views of participants 
in the process, is show in the diagram below.  
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The components of this model could be broken down into two distinct elements: 

 Pastoral care; and  
 Clinical care.  

Discussed in turn below.  

7.4.1.1 Pastoral care 
Providing support for patients: 

 Spiritual needs; 
 The ‘little things’;  
 Counselling; 
 Complementary therapies; 
 Support for additional needs; 
 Information provided by Care Navigators; 
 Financial advice; 
 Easy access for loved one and carers; 
 General advice and support; 
 Translation of clinical diagnosis and advice; and  
 Respite care. 

Consideration:  The model delivered by Cancer Connections in South Tyneside 
already delivers many of these elements, and it is suggested that 
they would be appropriate design partners to ensure the lessons 
learnt in their development are embedded in the new service.  
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7.4.2 Clinical and social care 
Providing support for patients: 

 Social care; 
 Specialist social care; 
 Community palliative care (primary) – including ability to prescribe and rapid 

access to a 24-hour pharmacy to dispense prescription; 
 Specialist palliative care (secondary and tertiary); and 
 Symptom management. 

7.5 Hub and spoke palliative care 
The co-designed proposal could be delivered through a series of ‘spoke’ elements 
delivered through the primary palliative care team (District Nurses, GPs, and other 
community services) as shown in the diagram. These elements were co-designed to 
enable people with life limiting illness, their family, loved ones and carers, feel safe and 
supported in the community.  

Complementary support to the spoke elements could be delivered through a physical 
hub, again based on the views of co-design participants. Ideally, co-located within the 
grounds of South Tyneside District Hospital, providing specialist palliative care and 
acting as a base for the pastoral care activity. The view of co-design participants 
supporting the location on the main hospital site is that it will provide access to other 
clinical and support services as required. Palmers and Primrose Hill were also 
discussed as options for the location of the hub, although less favourably received. 

 

Patient centred care must be at the heart of any possible solution, with the potential to 
access all hub and spoke services through a single point of contact, which is, ideally, a 
phone number, staffed 24 hours a day, seven days a week, 365 days a year. 
Therefore, for delivery of the co-designed ideal, there would be no need to contact 
anyone else for support by patients with life limiting illness, their carers, and loved 
ones. 

The care in both the physical hub and community spokes could be co-ordinated 
through a consultant led multi-disciplinary team (MDT). 
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The discussions and wishes from co-design participants is for a team of District Nurses 
dedicated to palliative and end of life care, supported by specialist domiciliary social 
care. This has the potential to see the delivery of a South Tyneside specific ‘Hospice at 
Home’ model, complemented by the care received in any physical hub. 

The component elements of this model, again building on the views of co-design 
participants, could be a: 

 Single point of access;  
 Community hub providing primary palliative care: 

 District Nurses and GPs; 
 Social care, in partnership with the local authority; 
 Specialist domiciliary social care – with carers experienced in palliative and 

end of life care;  
 Access to round the clock specialist palliative care; 
 Access/signposting to all identified pastoral care services. 

 Physical hub, providing secondary and tertiary palliative care: 
 Specialist palliative care (including consultants); 
 Inpatient beds for palliative care (including symptom management), respite 

care and end of life; 
 Day care clinics; 
 Physiotherapy and occupational therapy; and 
 All the pastoral care services listed in the patient centred section; 

Consideration: The staff required to provide the co-designed solution is likely to 
require recruitment of: 

 Additional District Nursing staff to provide primary palliative 
care services; 

 Additional specialist palliative care consultants in South 
Tyneside to make the current ‘community’ and ‘hospital’ posts 
equivalent to one full time post for each; 

 Additional specialist palliative care – OT, physiotherapist, 
dietitian, etc; and 

 Specialist domiciliary care to provide support to palliative and 
end of life social care.  

Consideration:  The physical hub could be located within the grounds of South 
Tyneside District Hospital, at either Bede Wing or Haven Court. 
Other locations could also be looked at (Palmers and Primrose 
Hill.)  

Consideration:  Based on expressed opinion, the recently combined South 
Tyneside and Sunderland Foundation Trust, which provide 
secondary and tertiary specialist palliative care, could look at the 
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ways in which the consultants based in Sunderland can provide 
on-call provision on a rota basis for South Tyneside. 

7.6 SWOT analysis 
To allow further considerations of the possibilities described in developing a unified 
potential solution an outline and high-level SWOT (strengths, weaknesses, 
opportunities and threats) analysis is set out on the following pages. This analysis is 
conducted based on the evidence distilled from the views of the co-design participants. 

No conclusions are drawn from this SWOT analysis, it is provided to support further 
decision making. 



 

103 
© ASV Research Ltd 

 

Co-designed solution 
element Strength Weakness Opportunity Threat 

 Provision of a 
community delivery 
model, with the District 
Nursing team as the 
lead, with a dedicated 
palliative domiciliary 
care service to provide 
personal care and 
support for the family.  
 Community 

provision supported 
by a specialist 
palliative care 
consultant led 
Multidisciplinary 
Team (MDT). 

 Community 
provision supported 
by dedicated 
specialist palliative 
social care at home.  

 Builds on the 
strengths of the 
existing primary 
palliative care in 
South Tyneside. 

 Establishes a route 
to retain, enhance 
and develop skills 
and expertise 
among the existing 
District Nursing 
team through the 
proposed rotation 
of staff into the 
specialist 
community 
palliative team. 

 Moves away from 
the requirement of 
a task-based 
approach in District 
Nurses. 

 Recognises that the 
majority of palliative 
care is delivered by 
GPs and District 
Nurses/ 

 Will require 
additional District 
Nursed to provide 
enhanced, non-task 
oriented palliative 
care.  

 Inconsistent levels 
of buy-in and 
support from GPs 
for palliative and 
end of life care.  

 Inconsistent levels 
of skills and 
experience 
amongst GPs in 
palliative and end 
of life care resulting 
in ‘patchy’ levels of 
care.  

 Enhanced 
integration of 
primary palliative 
care with 
secondary and 
tertiary services. 

 Retains and 
enhances the 
specialist palliative 
care skills in the 
community nursing 
team.  

 Provides the 
opportunity for 
education and 
awareness raising 
among other 
professionals of 
palliative and end 
of life care. 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Lack of willingness 
among senior 
leaders to support 
the creation of a 
specialist 
community nursing 
palliative care 
team. 

 Adopting a model 
of fixed nursing 
positions leading to 
loss of palliative 
care skills in the 
wider community 
nursing team. 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

 Provides enhanced 
links with palliative 
care specialists 
through 
establishment of an 
MDT. 

 Provides a South 
Tyneside specific 
‘Hospice at Home’ 
model supporting 
people with life 
limiting illnesses to 
stay at home until 
end of life if this is 
their choice. 

 Provision of a physical 
hub for NHS funded 
clinical services which 
will include specialist 
palliative care services 
in a ‘non-clinical’ 
atmosphere. This will 
include: 
 Addressing the 

numerical inequality 
of specialist 
palliative care 

 Brings together a 
‘hospice’ function 
with day care, 
respite beds, 
palliative care beds. 

 Provides specialist 
palliative care 
services and 
consultants in one 
place  

 Develops a centre 
of excellence for 
palliative and end 

 Reliant on 
specialist skills that 
are in short supply 
in the NHS 

 Anecdotal reports 
that South 
Tyneside is 
unattractive to 
specialist staff 

 Assumes the ability 
to achieve a parity 
of funding between 
South Tyneside 
CCG and 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Enhances the level 
of consultant and 
other specialist staff 
in South Tyneside.  

 Provides additional 
choice for people 
when considering 
where they wish to 

 Shortages of skilled 
specialist staff 

 Failure to achieve 
funding agreement 
between South 
Tyneside and 
Sunderland CCGs.  
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Co-designed solution 
element Strength Weakness Opportunity Threat 

consultants with 
Sunderland, which 
may involve rotation 
of staff from St 
Benedict’s; 

 Nurse led day care 
provision; 

 Palliative and end of 
life beds, with 
nursing support; 

 Access to 
counselling and 
psychological 
services; 

 Access to 
occupational and 
physio therapists;  

 Availability of 
specialist 
consultants, 24/7, on 
a call out basis; 

of life care in South 
Tyneside; 

 Addresses the 
inequalities in 
service provision in 
South Tyneside 
compared with 
neighbouring 
boroughs; 

 Builds on the 
shared resources of 
the newly merged 
South Tyneside 
and Sunderland 
Foundation Trust in 
delivering equitable 
care across the two 
boroughs 

Sunderland CCG 
contracts.  

die through 
specialist beds. 

 Provides access to 
additional specialist 
services for 
patients with life 
limiting illness.  

 Provision of non-NHS 
funded ‘pastoral’ care 
in the same physical 
hub, including: 

 Provides a ‘whole 
person’ approach to 
palliative care. 

 Provides support 
for some of the 

 Reliant on 
charitable giving for 
non-NHS funded 
services 

 Provision of a 
community asset 
supported by the 
people of South 
Tyneside, providing 

 Likely to require 
setting up a 
charitable arm of an 
NHS led provision, 
which has not been 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

 Provision of a 
‘social navigator’ to 
help patients, 
families and carers 
cope with the 
pressures of 
diagnosis and life 
limiting conditions in 
terms of simple 
signposting to help 
and support; 

 Legal and financial 
advice, including 
access to benefits; 

 Provision of 
alternative 
therapies; 

 Provision of social 
support and 
networking. 

most worrying non-
clinical issues. 

 Supports people to 
navigate through 
the care system.  

 Allows access to 
therapies not 
funded through the 
NHS. 

 Reliant on 
volunteers to 
deliver many of the 
services 

 Relies on skills and 
resources which 
are in short supply 
on a voluntary 
basis in South 
Tyneside  

care beyond the 
clinical to those 
who most need it.  

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

tested with senior 
leaders and it is not 
clear who would 
take responsibility 

 Reliant on 
charitable giving to 
fund services. 

 Potential loss of 
support from the 
public for charitable 
giving resulting 
from St Clare’s 
situation.  

 Any lack of robust 
governance and 
oversight could 
lead to similar 
failing of the 
charitable arm in 
the same manner 
as St Clare’s. 

 Has the potential to 
be treated as a 
social club rather 
than a care service 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

 The physical hub to be 
located on the South 
Tyneside District 
Hospital, with Bede 
Wing being favoured, 
followed by Haven 
Court. Primrose Hill 
and Palmers 
community hospitals 
also mentioned.  

 

 Bede Wing  
 Located on the 

South Tyneside 
District Hospital 
site. 

 Highest scoring 
option in co-design 
sessions 

 There is no 
reported issue with 
the availability of 
space to 
accommodate the 
proposed centre of 
excellence.  

 Large premises, in 
a reported very 
poor condition, 
requiring 
considerable capital 
investment to 
achieve a centre of 
excellence.  

 Reported visual first 
impression of the 
Bede Wing as 
being austere and 
uninviting, 
detracting from the 
required welcoming 
and patient friendly 
atmosphere. 

 Located within the 
main hospital 
buildings detracting 
from the required 
non-clinical 
atmosphere. 

 Developing an 
integrated clinical 
and pastoral care 
centre of 
excellence, in one 
space. 

 Co-location of 
services with main 
hospital allowing for 
use of shared 
services and 
facilities. 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Lack of available 
capital funding 
within South 
Tyneside and 
Sunderland 
Foundation Trust 
(STSFT) to carry 
out required works. 

 Potential reliance 
upon charitable 
giving to achieve 
the capital 
programme 
required to develop 
a centre of 
excellence 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

 The physical hub to be 
located on the South 
Tyneside District 
Hospital, with Bede 
Wing being favoured, 
followed by Haven 
Court. Primrose Hill 
and Palmers 
community hospitals 
also mentioned.  

  

 Haven Court 
located on the 
South Tyneside 
District Hospital 
site, developed 
through a c. £9m 
grant from South 
Tyneside Council 
(Integration 
Pioneers 
programme), 
focuses on care for 
older people in a 
purpose-built 
modern facility.  

 Has a separate 
identity to the 
District Hospital, 
and entrance 
providing 
reinforcement of 
the non-clinical 
atmosphere 

 Currently offers 
integrated health 
and social care for 
older people, 
including dementia 
patients, with the 
associated potential 
to disrupt the ‘calm’ 
atmosphere 
required for 
palliative and end 
of life care. 

 Will require capital 
works to provide 
separation of 
functions. 

 

 Increased 
integration of health 
and social care. 

 Bright and modern 
facility that already 
provides service in 
a non-clinical and 
patient friendly 
environment. 

 Co-location of 
services on the 
main hospital site 
allowing for use of 
shared services 
and facilities. 

 Provision of 
pastoral care for 
palliative and end 
of life care patients 
and loved ones has 
the potential to be 
offered to existing 
older people as an 
added synergy / 
benefit 

 Establishes a 
centre of 
excellence with 

 Unclear if required 
capital funding is 
available from the 
Hospital Trust 
(STSFT). 

 Will require 
approval from 
South Tyneside 
Council for changes 
in the purpose of 
Haven Court, which 
is unclear at this 
point.  

 Unclear if the space 
required for 
palliative and end 
of life specialist 
services is 
available. 

 Potential to link the 
prospects of death 
with older people’s 
social care through 
co-location of 
palliative and end 
of life care. 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

RAISED palliative 
and end of life care. 

 The physical hub to be 
located on the South 
Tyneside District 
Hospital, with Bede 
Wing being favoured, 
followed by Haven 
Court. Primrose Hill 
and Palmers 
community hospitals 
also mentioned.  

 Primrose Hill, 
located on a 
community hospital 
site in Jarrow, 
location of the 
former St Clare’s 
hospice. 

 Requires significant 
capital investment. 

 Not co-located with 
a main hospital site, 
therefore no 
potential to share 
services and 
facilities. 

 Re-establishes a 
hospice facility in 
Jarrow 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Little support for the 
option in the co-
design sessions. 

 Association in 
people’s minds with 
the past failure of 
St Clare’s which 
may act as a barrier 
to any charitable 
giving.  

 Palmers, will utilise 
an existing 
community hospital 
asset 

 Requires significant 
capital investment. 

 Not co-located with 
a main hospital site, 
therefore no 
potential to share 
services and 
facilities. 

 Increased the 
usage of an 
existing community 
asset 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Little support for the 
option in the co-
design sessions. 
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Co-designed solution 
element Strength Weakness Opportunity Threat 

 Consideration to be 
given to the potential 
for income generation, 
mostly framed within 
the context of NHS 
resources, from 
sources such as 
training places and 
reallocation of existing 
resources.  

 Uses the existing 
assets within the 
NHS system in 
South Tyneside to 
develop 
independent 
income streams to 
support the centre 
of excellence at low 
or no cost.  

 Creates training 
places to develop 
skills in palliative 
care.  

 Based on unproven 
funding 
hypotheses. 

 Lacks senior buy in 
from STSFT. 

 Requires as yet 
undeveloped links 
to training 
institutions to offer 
places.  

 Assumes that 
existing beds and 
staff can be moved 
without gaining 
approval in 
advance.   

 Increased the 
usage of existing 
NHS assets. 

 Establishes a 
centre of 
excellence with 
RAISED palliative 
and end of life care. 

 Provides training 
opportunities for 
future specialist 
palliative care 
consultants, nurses 
and other 
specialists.  

 Inability to convert 
capital funding into 
revenue and vice 
versa. 

 Failure to establish 
links with training 
institutions 

 Failure to gain 
support from the 
Trust for such 
actions.  

 A robust governance 
structure in place to 
prevent any future 
failures as experienced 
at St Clare’s.  

 Provides robust 
oversight of the 
operation 

 Added costs to the 
operation 

 Potential to avoid 
the issues faced by 
St Clare’s 

 Developing a 
system for an NHS 
led facility that does 
not comply with 
statutory 
requirements.  



 

111 
© ASV Research Ltd 

8 APPENDIX ONE: DETAILS OF INVOLVEMENT  
Details of the people engaged in the co-design process 

8.1 Introduction 
Set out below are the total number of people engaged in giving their views in this 
engagement process, in both the engagement and co-design phase.  

8.2 Engagement phase 
We gathered views via: 

 One-to-one interviews; 
 Group discussions; 
 A survey; and 
 Discussions with voluntary and community sector groups to, among other things, 

hear the views of underrepresented groups.  

8.2.1 Interviews 
A total of eighty-five one-to-one interviews were conducted, as shown below.  

Group Number of interviews 

GPs 8 

Stakeholders 22 

Staff 22 

Patients & Carers 21 (3 of which were members of 
the general public with no direct 
experience of palliative and end 
of life care) 

General Public 

Care Homes 6 

Expert Opinion 6 

Total 85 
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8.2.2 Group discussions 
In total we held ten discussion groups, engaging views from sixty-six people.  

Group Number of attendees per group 

Staff 

3 

8 

3 

13 

6 

Stakeholder 
7 

9 

General Public 
9 

4 

Expert Opinion 4 

Total 66 

 

8.2.3 Survey 
In total 157 valid responses were received and analysed, either from the online survey 
hosted by South Tyneside CCG or from hard copies of the questionnaire completed by 
respondents.  

Details of the information provided by respondents is included in Appendix Three. 

8.2.4 Voluntary and Community Sector (VCS) groups 
The following VCS groups provided input to the co-design process.  

 South Tyneside Region Equality Forum (STREF) 
 Cancer Connections 
 Sight Services 
 Healthwatch South Tyneside  
 South Tyneside ACS 
 Apna Ghar 
 Age Concern Tyneside South (ACTS) 
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8.3 Co-design events 
The total number of attendees who completed the sign in sheet are shown below.  

Date  Event 
Number completing 
the sign in sheet 

11 June Validation event 51 

18 June Co-design event 1 58 

28 June Co-design event 2 51 

More people attended than completed the sign in at each session, meaning real 
numbers of attendees were higher.  
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9 APPENDIX TWO: THE QUESTIONNAIRE  
Hard copy version of the questions  

Palliative and End of Life 
care in South Tyneside 
Working together to develop a new 
service 
We want you to help us to develop the support that is provided to people who are in the last 
months or years of their life in South Tyneside, known as end of life and palliative care. 

We understand that discussions around death and dying can be uncomfortable and difficult, 
however if you feel that you would like to and are able to contribute, we would be delighted 
to have your input into this work.  

At this stage we are seeking to hear all views and opinions, including opinions on new or 
innovative ways to enhance care, your responses will be analysed anonymously, and it is 
important that you are as honest as possible to allow us to hear things we otherwise may 
have missed or ideas we may not have thought of. 

When answering these questions, we want you to think about Palliative7 and End of Life 
services in South Tyneside which focusses on the care received during the last year of life 
not just the last few days of life. This also considers the needs of carers as well as 
patients.  

This is an opportunity to share your views and thoughts on the ways in which people in 
South Tyneside with life limiting conditions can live the best life they can.  

We are seeking views that will support the aim of improving our health and care services in 
a way that is: 

• Safe 
• Sustainable  
• Legal 
• Able to provide care irrespective of the severity of people’s care needs (nobody 

should be disadvantaged by their condition) 
• Able to provide care irrespective of their individual personal situation and that of their 

family/carers; in other words nobody should be disadvantaged by their 
circumstances 

 
7 End of life care includes palliative care. If a patient has an illness that can't be cured, palliative 
care makes them as comfortable as possible, by managing pain and other distressing symptoms. 
It also involves psychological, social and spiritual support for them and their family or carers. This 
is called a holistic approach, because it deals with you as a "whole" person, not just your illness or 
symptoms. 
Palliative care isn't just for the end of life – you may receive palliative care earlier in your illness, 
while you are still receiving other therapies to treat your condition. www.nhs.uk 
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• Able to support all to live the best lives they can from diagnosis to end of life 
• Able to respond to individual wishes, needs and faith 
• Able to explore and implement innovative and unexpected solutions, no matter how 

large or small 
• Is fair to all regardless of diagnosis  

When completing these questions, it is important for you to know that this is just one of the 
ways people can share their views. We are working with an independent agency (ASV) to 
support the codesign of palliative and end of life services. For more information about how 
people can get involved, please contact admin@asv-online.co.uk or call 07548 136478  

A bit about you 

1. To help us understand your response better, please can you tell us if you are 
answering this questionnaire … (Please tick one box only) 

 ✓  

… on behalf of myself   Go to Q2 

… as a member of staff providing end of life care  Go to Q3 

… on behalf of my organisation (please tell us the name of the 
organisation in the box below) 

 
Go to Q4 

   

Rather not say  Go to Q4 
 

2. You told us you were responding on behalf of yourself, could you just tell us if 
you are responding as… (Please tick one box only) 

 ✓  

… a carer / family member of a patient with experience of end 
of life care in South Tyneside 1 Go to Q4 

… a person with experience of end of life care in South 
Tyneside 2 Go to Q4 

… a member of the public with views on the matter (not 
described above) 3 Go to Q4 

… other (please specify in the box below) 4 Go to Q4 

 

Rather not say 5 Go to Q4 

 
 

mailto:admin@asv-online.co.uk
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3. You told us you were responding as a member of staff providing palliative or 
end of life care. Please could you provide us with information on your role and 
organisation you work for? (Answers are not compulsory and where provided they 
will be treated anonymously) 

 
Role  

Organisation  

Care provided  
 

Current service 

 
Following the unfortunate closure of St Clare’s hospice in January 2019, South Tyneside is 
presented with the opportunity to reconsider the way palliative and end of life services are 
delivered to best meet the needs of patients. To do this, we would like to know peoples’ 
thoughts on the current service provided.  

When answering the below questions, please keep in mind that the current service 
does not include a hospice. 
4. How well do you feel people are currently supported and cared for who need 

palliative and end of life care services in South Tyneside? (Please remember 
that the current service does not include a hospice) (Please tick one box only) 

 Not well at 
all 

 Not well 
sometimes 

 Neither well 
nor poor 

 Well 
sometimes  Very well  Don’t know 

       

 Go to Q6  Go to Q6  Go to Q6  Go to Q6  Go to Q6  Go to Q7 
5. Can you tell us why you have provided the answer you did in question 4? 

 

 
6. What do you feel works well with the current palliative and end of life service 

in South Tyneside? 
  
  

 
7. Do you think there is anything that could be improved about the current 

palliative or end of life care services in South Tyneside? 
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8. What else might people need, or might be useful that isn’t provided? 
  
  

 

Ideas for the future of palliative and end of life care in South Tyneside 

 

We would now like you to think about how you feel the ideal service may look in the future.  

There is an opportunity for us to work together to develop the palliative and end of life care 
service in South Tyneside in a way that builds on what is good now, recognises the gaps 
we have, and looks to the future including innovations in technology and complementary 
services.  

We also need to consider the needs of all irrespective of condition and how the service may 
respond flexibly to different age groups.  

There are a number of priorities for people at the end of life which are useful to help think 
about for future needs. These include: 

 Needs are recognised and communicated clearly, decisions about care are made in 
accordance with the person’s needs and wishes, and these are reviewed and 
revised regularly by doctors and nurses. 

 Sensitive communication takes place between staff and the person who is dying and 
those important to them. 

 The person, and those identified as important to them, are involved in decisions 
about treatment and care. 

 The people important to the person are listened to and their needs are respected. 
 Care is tailored to the individual and delivered with compassion – with an individual 

care plan in place. 
9. Tell us in your own words, what are the most important things to you in the 

last year of life? 
(e.g. how will people be treated on diagnosis, how will they be supported right the 
way through their illness, what are the most important things for patients and carers 
during this time, what other support is needed as well as excellent medical care, are 
there any small things that will make a big impact) 

  
  

10. Tell us in your own words what is the most important thing to you at the end of 
life (when you die)? 
(e.g. being cared for close to home, being looked after by family, having access to 
hospital, hospice, etc?) 
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11. If you (or the person you were caring for) had symptoms that could not be 
managed easily at home with existing services would you prefer to have 
treatment at hospital or at another specialist unit such as a hospice?' 

   
Hospital   
Hospice   
Other (please specify below)   
 
 

 
12. Can you tell us why you provided the answer you did related to the location of 

your care (hospital, hospice or other)? 

  
  
 

13. Would you be prepared to travel to a hospital or hospice out of South Tyneside 
in order to get excellent care? 

   
Yes    
No   
Don’t know   
Rather not say   

 
14. Can you tell us why you provided the answer you did in question 13 related to 

willingness to travel to a hospice or hospital outside of South Tyneside? 

  

 
We are also interested to hear your views on different ways of looking at dying, how can we 
best help people to have open discussions about and plan for dying.  
 
15. What else do you feel will be important to consider to support the people of 

South Tyneside to discuss dying and to support living the best life until death? 
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We have put in place five principles to help us in thinking about the qualities we believe are 
vital in any palliative and end of life care which are: 

A. Needs are recognised and communicated clearly, decisions about care are 
made in accordance with the person’s needs and wishes, and these are 
reviewed and revised regularly by doctors and nurses. 

B. Sensitive communication takes place between staff and the person who is 
dying and those important to them. 

C. The person, and those identified as important to them, are involved in decisions 
about treatment and care. 

D. The people important to the person are listened to and their needs are 
respected. 

E. Care is tailored to the individual and delivered with compassion – with an 
individual care plan in place. 

We believe all five principles for enhanced palliative and end of life care are important when 
delivering services, however, it would be useful for us to know which you feel are most 
important. It is not compulsory to answer this question  

16. If you are able to or have an opinion please rank all the options in the list 
below from 1 to 5, where 1 is the most important to the service and 5 is the 
least important. 

 Rank 1 to 5 
(6 if including 
‘other’) 

A. Needs are recognised and communicated clearly, decisions about 
care are made in accordance with the person’s needs and wishes, 
and these are reviewed and revised regularly by doctors and nurses. 

 

B.  Sensitive communication takes place between staff and the person 
who is dying and those important to them. 

 

C. The person, and those identified as important to them, are involved in 
decisions about treatment and care. 

 

D. The people important to the person are listened to and their needs are 
respected. 

 

E. Care is tailored to the individual and delivered with compassion – with 
an individual care plan in place. 

 

F. Other – please specify below  

 

 



 

120 
© ASV Research Ltd 

17. Are there any other issues or ideas that you feel are important for us to 
consider in developing the future services for palliative and end of life care in 
South Tyneside? 

  
  

 

It would help us to understand your answers better if we knew a little bit about you. These 
questions are completely optional, but we hope you will complete them. 

The information is collected anonymously and cannot be used to identify you personally. 

18. How old are you? 

16-17 18-24 25-34 35-44 45-54 55-64 65-74  75 or 
older 

Prefer not 
to say 

1 2 3 4 5 6 7 8 9 

19. What is your gender? 

Male Female Other Prefer not to say 

1 2 3 4 

20. Does your gender identity match your sex as registered at birth? 

Yes No Prefer not to say 

1 2 3 

21. Are you currently pregnant or have you been pregnant in the last year? 

Yes No Prefer not to say 

1 2 3 

22. Are you currently…? 

Single (never married or in a civil partnership) 1 

Cohabiting 2 

Married 3 

In a civil partnership 4 

Separated (but still legally married or in a civil partnership) 5 

Divorced or civil partnership dissolved 6 

Widowed or a surviving partner from a civil partnership 7 

Prefer not to say 8 
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23. Do you have a disability, long-term illness, or health condition? 

Yes No Prefer not to say 

1 2 3 

 

24. Do you have any caring responsibilities? (Please tick all that apply) 

None 1 

Primary carer of a child or children (under 2 years) 2 

Primary carer of a child or children (between 2 and 18 years) 3 

Primary carer of a disabled child or children 4 

Primary carer or assistant for a disabled adult (18 years and over) 5 

Primary carer or assistant for an older person or people (65 years and over) 6 

Secondary carer (another person carries out main caring role) 7 

Prefer not to say 8 

25. Which of the following terms best describes your sexual orientation? 

Heterosexual or straight 1  Asexual 5 

Gay man 2  Prefer not to say 6 

Gay woman or lesbian 3  Other 7 

Bisexual 4    
26. What do you consider your religion to be? (Please select only one) 

 No religion 1  Muslim 6 

Christianity 2  Sikh 7 

Buddhist 3  Prefer not to say 8 

Hindu 4  Other religion 9 

Jewish 5    
27. What is the first half of your postcode? (For example NE 10, NE 31) 

 
Thank you completing this survey and for taking the time to contribute your opinion 

If you would like to be kept informed about the development resulting from this survey and 
the wider engagement activity around end of life care you may supply your contact details 
for North of England Commissioning Support (NECS) to contact you on behalf of South 
Tyneside CCG. Please be assured that your contact information will be held by NECS on 
behalf of South Tyneside CCG in a format that means that they will not be able to link your 
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details with your response. 

If you choose to provide your information, NECS on behalf of South Tyneside CCG may 
contact you to: 

• Provide you with an electronic copy of the feedback report 

• Invite you to attend a feedback event where the results of this engagement exercise will 
be shared 

• Keep you informed of the outcome of this engagement exercise  

I give permission for South Tyneside CCG to contact me (please tick all that apply): 

By email By post By phone No permission 

    

If you have given us permission to contact you, please provide your details below: 

Name:  

Address 1:  

Address 2:  

City / Town:  

Email address:  

Phone number:  
You have the right to withdraw any previously given consent at any time. To do this please 
email stynccg.enquiries@nhs.net or call 0191 283 1903 

Personal and confidential information 

We can only use any information that may identify individuals (known as personal 
information) in accordance with the Data Protection legislation and other laws such as the 
Health and Social Care Act 2012. (www.legislation.gov.uk/ukpga/1998/29/contents and 
www.legislation.gov.uk/ukpga/2012/7/contents/enacted) 

Thank you 

If you would like to hear about future engagement on changes and other NHS news you 
can sign up to My NHS https://www.southtynesideccg.nhs.uk/get-involved/involve-me/ 

  

mailto:stynccg.enquiries@nhs.net
http://www.legislation.gov.uk/ukpga/1998/29/contents
http://www.legislation.gov.uk/ukpga/2012/7/contents/enacted
https://www.southtynesideccg.nhs.uk/get-involved/involve-me/
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10 APPENDIX THREE: DETAILED SURVEY DEMOGRAPHICS  
Demographic details of online and hard copy respondents 

10.1 Introduction 
In total 157 valid responses were received and analysed, either from the online survey 
hosted by South Tyneside CCG or from hard copies of the questionnaire completed by 
respondents.  

Details of the demographic information provided by respondents is included in this 
appendix. It should be noted that this information is entirely voluntary and not every 
respondent their details.  

10.2 Demographic details  
Responding as… No % 
...as a member of staff providing end of life care 42 27% 
...rather not say 5 3% 
… on behalf of my organisation 13 8% 
… on behalf of myself 95 61% 
Grand Total 155 99% 

Where respondents provided details of the organisation they were responding on 
behalf of, they cited: 

 Age Concern Tyneside South 
 Apna Ghar Minority Women's 

Centre 
 Escape Intervention Services 

Ltd 
 Macmillan Cancer Support 
 Marie Curie 

 North East Ambulance 
Service 

 Orchard Care Ashlea Mews 
 South Tyneside Council  
 South Tyneside Trust 
 Victoria Medical Centre 

Where respondents indicated they were responding on their own behalf they indicated 
they were responding as shown in the table below.  

Responding on behalf of myself as… No % 
… a carer / family member of a patient with experience of end of life care in 
South Tyneside 

30 19% 

… a member of the public with views on the matter (not described above) 35 22% 
… a person with experience of end of life care in South Tyneside 24 15% 
… other  6 4% 
Grand Total 95 61% 

Where respondents provided details related to ‘other’ they indicated they were: 

 Former trade union representative 
 GP 
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 Parent who is currently having palliative care 
 Retired surgeon and cancer specialist.  

How old are you? No. % 

18-24 1 1% 
25-34 4 3% 
35-44 28 18% 
45-54 30 19% 
55-64 24 15% 
65-74 25 16% 
75 or older 9 6% 
Prefer not to say 3 2% 
Grand Total 124 79% 

 

Gender No. % 
Female 90 57% 
Male 31 20% 
Prefer not to say 3 2% 
Grand Total 124 79% 

Does your gender identity match your sex as registered at birth? 

 No. % 
No 1 1% 
Prefer not to say 5 3% 
Yes 118 75% 
Grand Total 124 79% 

Are you currently pregnant or have you been pregnant in the last year? 

 No. % 
No 118 75% 
Prefer not to say 4 3% 
Yes 1 1% 
Grand Total 123 78% 

Are you currently? 
 

No. % 
Cohabiting 11 7% 
Divorced or civil partnership dissolved 6 4% 
Married 82 52% 
Prefer not to say 6 4% 
Separated (but still legally married or in a civil partnership) 2 1% 
Single (never married or in a civil partnership) 8 5% 
Widowed or a surviving partner from a civil partnership 9 6% 
Grand Total 124 79% 



 

125 
 

 

Do you have a disability, long-term illness, or health condition? 
 

No. % 

No 82 52% 
Prefer not to say 6 4% 
Yes 36 23% 
Grand Total 124 79% 

Do you have any caring responsibilities? 

Caring responsibilities  No % 
Primary carer of a child or children (between 2 and 18 years) 25 16% 
Primary carer of a disabled child or children 1 1% 
Primary carer or assistant for a disabled adult (18 years and over) 11 7% 
Primary carer or assistant for an older person or people (65 years and over) 19 12% 
Primary carer or assistant for an older person or people (65 years and over) 19 12% 
Secondary carer (another person carries out main caring role) 7 4% 
Prefer not to say 8 5% 
Grand Total 90 57% 

 

Which of the following terms best describes your sexual orientation? 

 No % 
Gay woman or lesbian 1 1% 
Heterosexual or straight 114 73% 
Other 1 1% 
Prefer not to say 7 4% 
Grand Total 123 78% 

 

What do you consider your religion to be? 
 

No % 
No religion 38 24% 
Christianity 74 47% 
Buddhist 1 1% 
Hindu 1 1% 
Jewish 0 0% 
Muslim 1 1% 
Sikh 0 0% 
Prefer not to say 5 3% 
Other religion 4 3% 
Grand Total 124 79% 
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11 APPENDIX FOUR: INFORMATION PACK CO-DESIGN EVENT 2 
Information to inform discussions including ‘soft costs’ 

 

South Tyneside Palliative and End of Life Care Co-Design Event 

28th June 2019 

Living Waters, South Shields 

 

Information Pack 
 

• All information contained is purely for discussion purposes and is not to 
be removed from the premises 

• Full details will be included in the final report to the CCG governing body, 
this version contains estimates to support solutions development only 
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Location Commentary from South Tyneside and Sunderland NHS 
Trust 

Bede Wing at 
South 
Tyneside 
District 
Hospital 

 

The Bede wing has been vacant for a few year since NTW left 
the building. This was a mental health facility and as such is 
designed for this purpose. When we have explored this for other 
potential development Estates colleagues have highlighted that 
significant capital investment would be required to use the 
building for alternative purpose. It is also a fairly large building 
certainly more than may be required. 

Haven Court Haven Court is a new building with a focus on Dementia. South 
Tyneside Council commission a range of service from this 
building from reablement bed for patient discharged from 
hospital, respite, time to think and a number of long-term 
residential beds. There are a number of permanent resident as 
such careful consideration must be made before changing the 
status of what has become their home. There is a range also 
some outpatient service provided by NTW and Day care from 
Alzheimer’s Society. 

Palmer 
Community 
Hospital 

There is currently no bedded space at Palmer. NTW now take 
up most of clinical ward space with some commitment for 
clinics, radiology etc. There is some office space free but again 
capital investment would be required in the event this was 
sufficient for this development. 

Primrose 
Hospital 

Since the closure of St Clare’s Hospice this space has been 
free. The element of the building which was previous occupied 
by St Clare’s could be appropriate, but this is not appropriate for 
all the models and for the one which it is appropriate we would 
have to address historical issues which resulted in the closure 
before we could consider this a viable alternative. 
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• Potential Solution 1: A Voluntary and Community Sector Led Model 

No cost to NHS  

• Potential Solution Two: A Palliative Care Home 

No cost to NHS  

• Potential Solution Three: Enhancing the Current Circumstances 

No additional physical space required. 

Increase in consultant cover from 1.2 WTE to 2.00 WTE will cost £94k 

Additional District nursing to include palliative care element will be £218k 

Additional Specialist Palliative Care Nursing 24/7 would be £436k 

TOTAL £748k 

Overhead and management costs are excluded (approx. +20%) 

• Potential Solution Four: ‘Virtual’ Palliative Care 

This model is partly operational in that there is already a team which provides 
palliative care in the community 24/7 and a Palliative Care Consultant for the 
Community. The funding below would be additional. 

24/7 access to Consultant/specialist GP delivered Palliative Care - additional 
£307k 

24/7 access to additional specialist palliative care nursing support – 2 nurses 
additional per shift would be £436k. 

24/7 access to dedicated pharmacist - £17k (adding to current on call provision)  

No homecare costings are provided in this estimation 

Total estimated costs will be £760k 

Overhead and management costs are excluded (approx. +20%) 

• Potential Solution Five: Nurse Led Palliative Care Hub 

Costings are estimations only and DON’T include any renovation costs 

Typical ward costs are circa £1 million (nurse staffing plus medical supplies and 
maintenance) 

Day care facility £164k 

Therapies £203k 

Total estimated cost of £1.37 million 

Overhead and management costs are excluded (approx. + 20%) 
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• Potential Solution Six: Hybrid Hub/Virtual Model 

Physical space is required to be identified and to house this. 

Costings are estimations only and DON’T include any renovation costs or rental 
charges. 

Sustainable safe staffing levels for a 4 bedded unit are similar to an 8 bedded 
unit, the model does not benefit from economies of scale. 

Safe staffing indicates that a senior nurse and HCA would need to be present 
24/7, this may be reduced if the 4 beds were incorporated into an existing care 
facility. 

Staffing costs will be £310 (if part of existing facility) but would be £436k if stand 
alone. 

Additional on costs for other therapies, pharmacy and other support would be 
£220k 

Estimated cost of model: £656k 

Overhead and management costs are excluded (approx. +20%) 

• Potential Solution Seven: Hybrid Model V2 

This model is partly operational in that there is already a team which provides 
palliative care in the community 24/7 and a Palliative Care Consultant for the 
Community. The funding below would be additional. 

24/7 access to Consultant/specialist GP delivered Palliative Care - additional 
£307k 

24/7 access to additional specialist palliative care nursing support – 2 nurses 
additional per shift would be £436k. 

24/7 access to dedicated pharmacist - £17k (adding to current on call provision)  

No homecare costings are provided in this estimation 

Total estimated costs will be £760k 

Overhead and management costs are excluded (approx. +20%) 

Physical space is required to be identified and to house this. 

Costings are estimations only and DON’T include any renovation costs or rental 
charges. 

Sustainable safe staffing levels for a 4 bedded unit are similar to an 8 bedded 
unit, the model does not benefit from economies of scale. 
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Safe staffing indicates that a senior nurse and HCA would need to be present 
24/7, this may be reduced if the 4 beds were incorporated into an existing care 
facility. 

Staffing costs will be £310 (if part of existing facility) but would be £436k if stand 
alone. 

Additional on costs for other therapies, pharmacy and other support would be 
£220k 

Estimated cost of model: £656k 

Overhead and management costs are excluded (approx. +20%) 

TOTAL ESTIMATED COST OF THE MODEL: £1.416 million 

• Potential Solution Eight: Consultant Led ‘Full-Service’ Palliative Care Hub 

The costings for this model are based on current costs that are associated with 
running St Benedict’s Hospice in Sunderland. 

While there are 14 beds in St Benedict’s and this suggests 8 beds for South 
Tyneside, this has a small impact in overall costs (mainly staffing) as these are 
fixed costs and not related specifically to bed numbers. 

Costings are estimation of annual running costs only. 

This does not include any renovation costs for a suitable building. 

The costs are estimated to be between £2 - 2.5 million 

This would be the total cost, but it could be offset by charitable funding or 
reducing certain elements of the model, however it is likely that these would be 
unable to be reduced to less than £2 million without compromising the ability to 
run an effective hospice in South Tyneside. 

Please note that this is in addition to the costs already deployed within South 
Tyneside on the Specialist Palliative Care Consultants, End of Life Facilitator, the 
Specialist Palliative Care nursing team (known as Macmillan Nurses) and the 
Palliative Care out of hours team. 

Overhead and management costs are also excluded (Most organisations will 
charge 20% for overhead and management costs, relating to payroll, HR, general 
outgoings) 
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Missed Hospice Service Data- March 2019 

 

Referrals which would have been made to St Clare’s by HSPCT/CPCT:  81 

Day Hospice: 9 

General Support Groups:  12 

Specialist Support Groups: 7 

Family Counselling: 14 

Bereavement Support: 5 

Complimentary Therapies: 6 

Palliative Care Physiotherapy: 3 

Lymphoedema Management: 0 

Complex Symptom Control: 16 

Respite Admission: 9 

Other: 0 

 

Alternative referrals made due to St Clare’s closure:  24 

Lest Talk: 1 

AICT Physiotherapy: 1 

Hospital Admission: 4 

Ward 20 STDH: 4 

Marie Curie Planned Service: 1 

GP: 1 

St Bede’s Hospice, Gateshead: 1 

Social Navigator Team: 1 

Community Palliative Care Team: 7 

Hospital Palliative Care Team: 3 

Source: South Tyneside Palliative Care Team 
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Last Days of Life – 24hr Care 

• A health care assistant (HCA) or a Palliative Care Assistant (PCA) would be with be with 

the patient/customer for the last 5 or 3 days of their life 24/7 

• An HCA/PCA would also be available to drop in during the day to assist with additional 

tasks that might need two people, such as moving and handling, bed wash etc 

Total Annual 
Patients 

5 Day Model 3 Day Model  

100 £280,000 £168,000 

150 £420,000 £252,000 

200 £560,000 £336,000 

250 £700,000 £420,000 

300 £840,000 £504,000 

350 £980,000 £588,000 

400 £1,120,000 £672,000 

450 £1,260,000 £756,000 

500 £1,400,000 £840,000 

550 £1,540,000 £924,000 

600 £1,680,000 £1,008,000 

650 £1,820,000 £1,092,000 

700 £1,960,000 £1,176,000 

750 £2,100,000 £1,260,000 

800 £2,240,000 £1,344,000 
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• Review of the figures shows no significant variation by area/ward for the preferred place of death 
• Total figures shown in the table below 

Source: NECS Information Services. 

 

Area 

Recorded Deaths on the Palliative Care Register between April 2018 and May 2019 

Deaths on 
Palliative 
Register 

Patient 
Declined, 

Undecided 
or Unable 
to Specify 
Preferred 
Place of 
Death 

Preferred 
Place of 
Death 

Recorded 
% 

Actual 
Place of 
Death 

Recorded 
% 

Preferred 
and Actual 

Place of 
Death 

Recorded 

% 
Deaths in 
Preferred 

Place 
% 

South 
Tyneside 

Total 
779 12 327 42.6% 550 70.6% 247 32.2% 135 54.7% 
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12 APPENDIX FIVE: CO-DESIGN EVENT NOTES 
Notes made by participants at each of the three co-design events 

12.1 Introduction 
At each of the co-design sessions the groups were organised for discussions on a 
‘cabaret style’ table basis, with approximately eight people at each table during the 
sessions. At each of the three sessions notes were taken at each table, either by an 
appointed scribe or a table facilitator.  

The notes from each of the events and tables are shown in the following sections of 
this appendix, in their raw form, which have been used to inform the findings in section 
six of the main report. 

12.2 Notes from the validation session: 11 June 2019 
The participants at the session were presented with the findings based around six key 
themes in turn: 

1. Primary care (GPs) 
2. Community care 
3. Specialist care 
4. Hospice 
5. Patients, carers, family and friends 
6. Communications and co-ordination  

Discussion took place on ‘cabaret style’ tables. The groups were arranged so there 
was a mix of membership on each table, clinicians, palliative care specialists, 
voluntary and community sector organisations, representatives of patient reference 
groups, family/carers and members of the public. The groups were given a summary 
presentation of the topline findings and then asked to review them against the 
following validation questions: 

1. Does this make sense? 
2. Does it reflect your opinion? 
3. What doesn’t fit with your experience/expectations? 
4. What else? (have we missed anything) 
5. What support is needed? 
 Innovation and unexpected? 

In the following sub sections we share a copy of the slide for each topic and the key 
discussion points recorded by participants.  
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GPs 

 

 Time and resource: not enough – 
resources and equipment  

 Continuity and reactive  
 Upskilling: Hard when fire fighting  
 Info sharing – systems to support and 

safeguard. Reduce duplicated  
 Superb GPs – but not just! Primary 

care fear  
 Natural variation – raise baseline  
 Real time access to prescribers  
 Excellent to  
 Should GP be primary point of contact 

not 24 hours? 
 Communication – many don’t want to 

know we’re dying but we’re going to 
anyway 

 Prescription system broken down – 
pharmacy access and supplies  

 Access to GP: Obstruction/gatekeeper 
– education/ training receptionist 
(Priority) and all staff  

 Prescribing errors (cardex?) need re-
writing  

 GPs asking District Nurses what to 
prescribe  

 District Nurse link to practice – 
dependent on personal relationships 
and size of practice  

 Skills and response 
 Entire family not just  
 Lack of guidelines and incident  
 Bereavement support 
 Weekends – comms between team 

difficult  
 Speaking to GP – not recognising or 

overestimating the competence of 
patient/carers makes the journey more 
difficult 

 Lack of true coordination of care and 
knowledge of role as care co-ordinator  

 Flag on system (EMIS) for palliative 
patient/carer – VIP! 

 Upstream contact with GP and care of 
dying documentation  

 Diagnosis/prognosis role for GP  
 Palliative lead in surgery  
 Lack of training/skills/experience  
 Honesty with patient  
 Day – care – not everyone has family 

– to live with – diagnosis  



 

136 
 

 Innovative ways of delivering 
prescription (supermarkets) 

 Continuity and communication is the 
key to good relationships – moving 

from tick box to local knowledge to 
communicate to primary care  

 Lack of social care  
 Nursing home – end of life care 

missing  
Community  

 Time – single point of access for pall 
care patients  

 Priority pall nurse – right people  
 Day care and where people want to 

die  
 More electronic comms – cardex 

exchange  
 Central – in one room  
 Positive experience reported  
 Importance of all community nurses 

and social care/carers – restrictions 
last days of life 

 24-hour care (mandated) 
 No one dies in 30 min slot x 4 x day  
 Investment to support time to care  
 Case load prevent prioritisation of 

palliative care prevents  
 Therapeutic relationship focus in care 

to support the family if want to die with 
dignity 

 Social care 

 More complex needs  
 What are community nursing than 

doing as compared with others? 
 Planned v crisis – other things include 

social care  
 Concern if nurse on rota – deskilling a 

healthcare practitioner 
 Clinical supervision – challenges  
 Every four hours – lucky twice a day  
 Eqpt – syringe drivers  
 Difficulties in social care – family 

frustration variable quality  
 Access to palliative care OOH team, 

weekend, Bank Holiday. Should have 
out of hours cover during the day – 
investment required for this  

 Prescribing for District Nurses 
 Support for roles – 

seniority/competence     
 Switch to OOH, Apparent that less 

pressure = better experience  



 

137 
 

 Fluid flexible response   Social, community (home support for 
patient and family)

 Specialist Care  

 Don’t know what we don’t know – 
comparisons – no knowledge  

 Training and ability to take up training 
– lunching – protected education time 
for all  

 No specialist physio, psychologist, OT  
 Alternative therapies  
 Day services and support 
 Tackle isolation  
 Fatigue management  
 Inpatient bed  
 Intervention – non-CCG  
 Too much good note required  
 Who do we know?  
 Specialist intervention  
 Not just anger other with complex 

issue  
 Lonest no palliative care nurses in  
 Definitions – pall, end of life - 

difference but overlapping 
 Gapes being plugged  
 Willingness within the health system to 

make this a priority.  

 St Clare’s filled gap  
 Staff (specialist) shortage  
 Education for all including generalist  
 End of life facilitators  
 Must be a priority! ACUTE and CCG  
 Do compare badly with neighbouring 

areas in terms of specialist skills and 
resources 

 Preferred place of care  
 Thank you to everyone  
 Social care - not enough to maintain 

people at home – experience palliative 
end of life care carers (those who don’t 
panic) 

 Seamless care/home support no 
longer exist  

 Training and education to support 
palliative and end of life care 

 Ward 20 – make ward user friendly by 
providing ‘private’ facilities not just 
clinical  

 Spiritual needs met as well as clinical 
for patients 



 

138 
 

 Inequality experience for people dying 
in hospital S. Tyneside compared with 
neighbouring areas 

 Education role for specialist to support 
generalist  

 Integration that may be needed, 
specialist care when needed passed 
back to generalist as required – 
smooth this transition  

 Access to consultant in advisory role  
 Marie Curie planned overnight service 

– healthcare – reactive struggle when 
planned  

 Important to have a specialist in 
palliative care to open conversation 
right on diagnosis with a life limiting 
condition 

 Dedicated inpatient palliative care 
should be offered 

 Pharmacist needed – none in place  
 Capacity  
 Education and training capacity – if we 

find it other teams don’t have it – link 
to protected learning time  

Hospice  

 Haven court – still needs specialist 
inpatient – not in Haven Court – 
already day care  

 Specialist staff – getting people to 
work in S. Tyneside rotation day  

 Diff end of life v specialist palliative 
care  

 Death @ home – social support 
 Other services into haven court  
 Jarrow, Hebburn etc  
 Best possible place  
 Money  

 Function needed to deliver not just 
social club but deliver therapies and 
counselling 

 Environment (non-hospital) most 
important  

 Appropriate environment  
 Must be responsive and robust 
 EOL – v. spec pall care – symptom – 

different needs/staff – patients may 
drift in matter of hours  

 Replicate best model or do something  
 Inter-related needs  
 Love St Clare’s but difficult to get in  
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 Nurse led unit? – respite v active 
treatment  

 Active treatment missing  
 Do you want to look at main road and 

car park?  
 More than beds – local – feel part of 

community  
 Ward 20 not right name for hospice – 

trying but not what’s needed   
 Point of contact – gives and offers 

hope  
 Right environment and service – not 

just medicalised  
 What level of care? – replicate or  
 Replicate ‘magic dust’ peace, calm, 

relaxer environment 0 symptom 
manage without intervention  

 Voluntary sector – very important to 
deliver services  

 ‘Softer’ – therapies for families – 
commissioners may not recognise  

 Support valuable  
 Day care - what provided – social 

model v medical model – social 
service integrated – social isolation not 
just medical intervention  

 Central, accessing, sustainable, 
attractive for staff and cover OOH – 
out of box thinking  

 Skilled experienced nursing staff 
difficult to recreate and expensive  

 Hospice is more than just beds – 
brand/identify/S. Tyneside 

 Step down/up – focal point for care  
 Definitions must be right EOL – last 

days or last year  
 Public perception – not just    

The Centre of it all (Patients, Family and Carers)  

 Communication – Advice but don’t 
want to read  

 Someone there to talk to rather than 
pushing the formal info  

 Support – Support – cancer 
connections as a model for other 
services  

 Support after bereavement – now not 
3 months down line – signposting to 
other service including EOL  

 Social isolation then what preventing 
crisis  

 Support for staff – person not patient  
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 Coordinating, communicate key 
worked  

 Advanced commissions  
 Apps for generalist for impaired cc  
 Support ground – nonmedical 

environment promotes dignity  
 ‘Human’ – bereavement visit cuts 

prevent – share experience ongoing 
process  

 Lack of services none can  
 No long waiting list  
 Recognise vulnerable patient relative  
 Encourage living not dying  
 Perceptions – important  
 Signposting  
 Advocacy – benefits  
 Other condition – frail, elderly w NECS  

 Social isolation and loneliness after 
death  

 Include all family if important  
 Pre and post 
 Social and financial  
 3rd sector very important  
 Getting equipment moved promptly – 

beds – commodes  
 Too focused on what’s wrong with the 

person rather than the person  
 Anger – leaving young children  
 Advanced comms skills and time  
 Support District Nurses 
 Eqpt educating people on what system 

can be do – clean eqpt – dirty eqpt  
 Emotional experience – not just clinical 

psychologist  
 Detect emotional needs early on 

Money  
 Elephant in the room’ 
 How can CCG respond to this? St 

Clare’s – raised a lot of money from 

a small community. Do CCG expect 
this to be matched?  And who by?  
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12.3 Notes from co-design event 1: 18th June 2019 
Deliberation 1: What does a patient need? 

 

Table 1:  
 Care  
 Empowerment  
 Honest and open  
 Heard and listen – not talked to 
 Advice and information  
 Choice – transparent  
 Promotion  
 Bit like PALS in working  
 MacMillan have a database – can it 

be shared  
 Professional and givers know what is 

available  
 Single point of contact  
 Single point of info  
 Key worker (names person)  
 Finances  
 Accessible person calls  
 Continuity of care  
 Information  
 Should be one close to that person  
 What do I have to do leaflet?  
 Dignity  
 Considerate   

 Timeline  
 Pastoral  
 Tyneside Connect re finance  
 Dementia etc non-cancer  
 Multiple conditions  
 Not unified if not cancer  
 Cancer got free respite with hospice  
 Equity – cancer/other  
 More beds  
 Inpatients beds  
 Complex  
 End of life  
 Respite  
 Hub- out of hours caring, info centre, 

education centre  
 Go to Gateshead  
 Day hospice – respite, patient  
 Palliative – Care unit? Conversion  
 Safety net  
 Bring staff for hospital into 

community  
 Steps of care  
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 Where south Tyneside central – 
costs and accessibility of travel – 
bus  

 St Clare’s in a nice building  
 Respite – people now paying 

because means assessed via social 
care  

 On hospital discharge – speed, 
people want to go home to die, 
support when need it (getting better) 
zero resource issues for carers. 

 Sponsorship  
 Staff  
 Being able to employ and keep 

people  
 Staff share  
 Staff rotation  
 Value – burn out  
 Nature of staff  
 Failure  

Table 2:  

 Choice – preferred place CME, 
conversations  

 Holistic care  
 24/7  
 Right timing night-time – all nights @ 

night-time  
 Specialist care – consultant led must  
 Fluency could not fragment   
 Continual – generalist – specials  
 Not always dependent on GP 
 SPCN autonomous  
 Time to care  
 Flexible  
 Integrate team  

 Protection and invest SPC to support 
consistent  

 Whole – patient needs  
 Patient at centre – conducted around 

them  
 Needs and responsibilities  
 Best use of resources  
 Single point access 
 Hub  
 Day care  
 MDT  
 Beds  
 Seamless comms  

Table 3:  

 Domiciliary health care – more lives 
increase in hours  

 Premises  
 Training for generalist and advance 

team – priority  
 Specialist team/ utilising team skills 

better  
 In hours palliative care team – 

expensive model  
 Single point of contact – true 

navigation  

 No blocker – need enabler 
 Choice for preferred place of care – 

DNS/Staff dialogue/independent 
agenda 

 Prescribing ability to change 
prescriptions when needed  

 Direct prescriptions for South 
Tyneside patients – access at 
hospital  

  



 

143 
 

Table 4:  

 Information – from correct 
person, at the right time, in a way 
the patient wishes  

 Choice of place of death – locally 
within S. Tyneside  

 Access – 24 hours a day -
discussion single point of access 
very clear point of contact  

 Consistency – feeling safe and 
secure  

 Symptoms central  
 Reassurance – someone who 

cares and capable of solving 
problem  

 Level of competence of people 
involved  

 Spiritual support  
 Equipment – timely and removal 

needs to be timely  
 Discussion re future choices  
 Flexibility of choices  
 Support to live well – 

hairdressers, shopping, dog 
walking  

 Support for relatives and carers  
 Timely verification of death – 

before and after  
 MDT – would need family 

member to attend  

Table 5:  

 Respite for families and somewhere 
for families to go and fully about their 
fears and needs  

 Early in – info and communication 
that’s appropriate  

 Knowing there’s support to help me 
when I need it. So I feel safe  

 Need to know what’s available in 
other services  

 Hospital staff might not know what’s 
available in the community  

 What are my choices? Including time 
to manage expectations  

 Someone that knows you, not 
repeating story every time  

 NHS good at this, but not time  
 Of access understanding cultural 

awareness  
 It’s not luck, we have designed our 

service to ensure we can give time 
to patients  

 Knowledge GPs 
 Advice lines? Navigators  
 Who will look after my family?  
 I want to feel safe  
 I don’t want to die alone  
 Options/choice  
 Time  
 Continuity  
 Expertise  
 Flexibility  
 Equity  
 Death doula  
 Room to chance my mind this my 

decision today  
 People resolve issues – holistically, 

spiritually and psychology  
 Non-abandonment  
 Hospice ethos – I will be here for you 

no matter what. You can be rude, 
abusive, but I won’t abandon you  
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Table 6:  

 Last year/last phase of life  
 Early palliative care – quality and 

longer life  
 Being diagnosed  
 Information and info 

services/signposting  
 Honest  
 Clarity – making in understandable  
 Real but not frightening  
 More intensive supportive – 

counselling, specialist nurse/ 
counsellor  

 Financial advice  
 Support for family  
 Key worker – CNS/ Care navigator/ 

chronic disease nurse – somebody 
who sits across all. A central hub 
e.g. hospice  

 Same standard of care for all 
diseases  

 Ability to self-refer when ready  
 Needs to be 1:1/ human – not an 

answer machine  
 Final year/palliative  
 Different trajectory for different 

disease  
 Care needs assed – ASC/OT – clear 

access to know where to go  
 Hub is crucial to this  
 Ring no can get through to someone  
 Experience staff  
 Not passing  

 Cancer connections for cancer 
patients only – what about other 
conditions  

 Health promotion – comms 
promotion needed to ensure patients 
aware of deciding right etc  

 OT input at an early stage but timely  
 Education across system  
 More honesty from Drs re: what’s to 

come  
 Discussions re wills LPA  
 Emotional, psychological and 

spiritual support – not just about 
ADLS – who’s going to provide 
support?   

 Not just about death – wishes, 
experience etc  

 Could these be covered by day care  
 Nursing/therapeutic model rather 

than social – living well  
 Last phase of life 
 Dying where you want to die  
 Pain management – can’t always get 

the meds – everybody needs to 
make sure they know what’s out 
there. # 

 Recognising approaching death – 
pall. Care team and DNs – fantastic 
– don’t have McMillan palliative 
carers anymore – like Gateshead 

 Back home quickly if admitted to 
hospital – not enough capacity w/I 
NEAS no dedicated phone line 
getting dropped down priority list  
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Table 7:  

 Integration  
 Pooling the budget  
 Budgets and systems  
 Pool in charity money  
 £800k – is this for everything?  
 NHS budget/commission only  
 Two Cats of patients  
 Specialist pall care needs  
 More choice where can go  
 If complex needs  
 At moment  
 Care in two phases needs to be 

high standard # 
 End of life patient  
 Die with dignity and respect  
 Macmillan  
 or care agency  
 skills  
 dedicated pool of carers specialist 

with skill set not generic cares  
 for patients and carers  
 need right specialised home care to 

support families as well as patients 
to fulfil patient’s wishes  

 patients and clinicians need 
appropriate facility where people 
can be looked after outside of their 
home  

 specialist palliative care  
 dedicated unit for patients whose 

health can’t be manged a home  
 also, people who don’t want to be 

at home when they die  
 people who don’t have family or 

family who don’t want patients to 
die at home  

 Pal care nurses being able to 
prescribe  

 Change in expectations – reacted 
to normal dying  

 Hospice at home – specialist pal 
care trained nursing still  

 Implementing in Gateshead 
 Consistent, reliable access to 

assessment; prescribing, drugs – 
pain relief  

 Patients feeling safe and confident 
in care they’re receiving – part 
being in environment with constant 
access to care they need  

 ‘normal dying’ – family to recognise 
don’t need Drs and NRS  

 Carers– to support families with 
‘normal dying’ giving people 
confidence to die at home  

 24/7 care OOH pall team (nurse) 
rep in hours and healthcare 
assistants  

 Single point of contact – navigators  
 Joined up technology and access 

to information (like EMIS) for all 
joint up services  

 Dedicated unit for pal care for 
patient whose health can’t be 
manged at home who don’t to die 
at home or whose family can’t 
support  

 Dedicated care agency or pool of 
specialist fractional carers – 
potentially including carers to 
support families with ‘normal dying’  

 Ignoration of budgets, services and 
systems including joined up 
technology and access to info  

 Hospice at home – 24/7 care with 
OOH palliative care team and 
health care assistants   
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Deliberation 2: What’s the difference between palliative and end of life care? 

 

Table 1: 

 What’s the difference?  
 Beds where  
 Where support differences  
 Care vs care  
 Treatment  
 Palliative  
 End of life  
 Death  
 No false home  
 Train staff to deal with things  
 Managing symptoms/pain  
 Managing “what’s happening next” 
 Keeping them up to date  
 Help to accept  
 Be there for the families  
 Flexibility/ change meds  
 Emergency healthcare plans  
 Advanced decision to reduce 

treatment  
 Anticipating drugs  
 Crisis prevention patient control  
 Way want to go.  
 Where?  

 Care in death?  
 Discussing options 
 Bereavement support  
 Bending the rules -# 
 Spiritual support  
 Understanding resilience  
 Carers support (family or formal 

carer) 
 Personal hygiene care  
 Clinicians specialist carers cost more  
 Marie curie – as and when not 

planned in  
 Diagnosing dying  
 Licence to fulfil persons wishes  
 Diagnosing dying  
 Really difficult conversation  
 Health care assistant to support 

struggling families  
 Beds  
 Hospital complex symptoms  
 Social network  
 Things near might agitate ready to 

die  
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 Advocate  
 Agitation – support unit  

 Hospital specialist staff   

 

Table 2:  

 EOL  
 Pal care 
 SFC  
 Beds – specialist care  
 Yes – beds – not hospitals need 

specialised unit  
 Hospital – not good environment  
 Not just about EOL 
 Optimise symptom explain  
 Not work 
 Not in hospital  
 Sometimes complex symptoms can’t 

be managed – need specialised  
 Respite  
 Definitions right – hospice  
 Hospice and SP beds – end life  
 Living well last year  
 Not EoL care # 
 Beds @ end life care  
 Missing no diff elements  
 Day treatments  
 Blood transfusions 

 Clinics  
 Day services  
 Holistic  
 Completely different  
 Not last days of life  
 Not generalist  
 Not St Clare’s 
 100% specialist  
 On STFT site – if not medical model 

– access to fit  
 Where  
 If full medical model  
 Local in S. Tyneside  
 Haven court  
 Bede wing  
 Primrose  
 Palmers  
 Community  
 Integration  
 Fragmentation of unit 
 Team needs to secure  

Table 3:  

 Definition  
 Palliative – labelled for people with 

cancer 
 Non operable COPD CFC  
 Life limiting  
 ‘last stretch’ of care  
 Specialist palliative care team but 

conversation about it steams early 
and led by   

 Day care – access to specialist  
 Communication between care 

providers/patient/family  

 Educate professionals  
 Public be aware of what you can get  
 Early access/early referral  
 Right care/right time  
 One chance at getting it right  
 Best supported care  
 EOL – dying phase 
 Living while dying  
 Preferred place of care  
 Flexibility of service  
 Education  
 Seamless care  
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 Where  
 Should be where patient wants to be  

 Family  

Table 4:  

 Inpatient beds needed  
 In a hub setting  
 Day care – modern building  
 Flexible system and number of beds  
 Central location within South 

Tyneside  

 Bede wing  
 Haven court  
 Home provision  
 Social and medical  
 Fast acting already exists  

Table 5:  

 End of life = last year  
 Palliative = longer  
 Imminent death = last few days 
 Do patients understand the 

difference?  
 Explore the definitions with 

patients  
 Communications about what the 

diagnosis means to me  
 Sometimes hard to put patients 

into a category depending on 
disease trajectory  

 Don’t treat people as a diagnosis, 
as human beings  

 I deal with death all the time and I 
didn’t know often they have 6 
months left  

 How are they coping today and 
how will they cope tomorrow?  

 No what’s the matter with you but 
what’s matters to you  

 We need to learn how to deal 
with uncertainty I don’t know but 
I’m not going anywhere  

 Where do we want to be? It 
depends….  

 When things change, people can 
change their minds, get scared, 
want to be in a clinical setting  

 Hospice – a safe place to suffer 
 Dealing with a dying person is a 

core skill  
 Create a space to hold 

uncertainty and know where to go 
for drugs etc  

 Need to be able to deliver 
medical support and compassion  

 How people die and who’s with 
them is more importance than 
where  

 It’s an urban myth that everyone 
want to die at home  

 Some people are well palliative, 
but things can change very 
rapidly. Can suddenly find 
yourself dying at home with no 
services in place  

 So how do people find out about 
their choices and how to get help 
if/when things suddenly change.  
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Table 6:  

 Pall/EOL bed  
 Beds are in the wrong place – 

geriatric  
 Definition – palliative and EOL 
 Different definitions within but need  
 Where do beds need to be?  
 Needs to fluid otherwise pts fall 

between gap – care needs to be 
seamless throughout  

 Where can patients go if they’ve 
done their care plan, if they don’t 
want to die at home  

 Can’t get access to other hospice 
beds in other areas  

 People dying in hospital  
 Pts not always willing/ able to travel  
 Ppl should be given choice but can’t 

always deliver on this  
 Not necessarily a hospice but need 

beds  

 What about respite/symptom control 
 3 things to be a hospice- register 

with CQC, volunteers, charitable – 
will end up with care homes  

 Could Haven Court be used Bede 
using  

 Definitely a lack of specialist support 
call  

 EOL care definition up to 1 year 
before death  

 Palliative until last days of life  
 Holistic  
 Need good, clear assessment  
 Misunderstanding generally about 

terms  
 It often depends on referral 

processes someone can be referred 
for palliation and die rapidly  

Table 7:  

 Support is required  
 Care vs care  
 Can still be living their life  
 Groups but movement believe who. 

Same professionals who look after 
two groups. Skills can look after both 
groups  

 End of life  
 Still living life  
 Last year  
 Or days  
 Bed bond  
 Most families or patients think its 

days  
 Palliative  
 Care of any condition which is 

incurable  

 Psychological symptoms as well as 
physical  

 Last days of life  
 Majority could be looked after at 

home visit social care and medical 
nursing  

 Need more robust system – need to 
aim for this  

 Even with robust community system 
still people who don’t want to die not 
have  

 Ability to respond to urgent need  
 Someone who can stay at house not 

just medical need  
 Responsible service to assess and 

respond to need  
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 Gap in response – in hours and out 
of hours  

 Whatever model needs safe place 
for someone to go  

 Last year/palliative  
 Day care services  
 Counselling services  
 Holistic services/ complementary 

therapist  
 Hub  
 Cancer connections but not just 

cancer  
 Support and information  
 Signposting well used  
 This offer all this in list  
 Drop in centre  
 Benefits advice  
 Medical needs/complex symptom 

management  
 Inpatient bed  
 Day treatment  

 Resource would save money going 
through accounts system  

 Integrated service to reduce cost 
wastage  

 E.g. palliative care nurses can save 
money on patient care and patient 
mis-care  

 Patients not mis using beds who 
don’t need them  

 People might be able to go home 
with proper support and free up beds  

 Nursing homes not A&E keeping 
people in  

 Where could beds be  
 Medical and nursing input – hospital 

site  
 Safe place to die – not ness a 

hospice but not sensible to have to 
sites (primrose) 

 Nurse led and consultant led wing  
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Deliberation 3: What support services are needed? 

 

Table 1:  

 Home ‘bed;  
 Day sitters  
 Complementary therapy  
 Cancer connections model at home  
 Psychological/holistic care only  
 Flexible care provides not 4 x ½ hr 

per day e.g. very early calls 
 Accept can’t do for all  
 Leadership  
 Practical key – evolve  
 Befriending  
 Info advice  
 Benefits confidence  
 Conversation near end of life  
 24 hours care per day in final days  
 Helps family to separate themselves  
 Explanation that not incompetence  
 Courses  
 Delivery friendly but for all as 

palliative  
 Doctor, dietitian, psycho etc  
 Paralysis do   

 More involvement of all ages in 
design  

 Encouragement to you in ‘meaning 
fully’  

 Know what we’ve got  
 Big gap if not fast associable   
 Definition in 
 People coming off fast track  
 In-patient bed  
 Explore access to hospital bed  
 St Clare’s model regardless of the 

condition  
 Privacy and dignity  
 Access for relatives  
 Training  
 Communication  
 Allowing to speak openly  
 Emotional resilience  
 Understanding not an assuming  
 Databases require updating before 

sharing  
 Big gap in social care being failed by 

clinicians  
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Table 2:  

 Support Services  
 What 
 When  
 How look  
 OOH STFT – 4.15 pm- 9am – 

need unpinned  
 Some planned  
 Hub – need access to MDT  
 24/7 access to care services  
 SPC  
 OT  
 Physio  
 Psychology  
 Pharmacy  
 Consultation  

 Issue – not to de-skill District 
Nurses  

 Wide resources  
 Day care  
 Care homes  
 Domically care  
 Voluntary sector  
 Health and social care  
 Experience  
 Mandatory standards  
 Conclusion how to respond 

appropriately to crisis – 
suggestion to rotate – with 
capacity sources  

Table 3:  

 Independent agencies inequity – 
need required skills 

 Dedicated domiciliary team  
 Proactive – early intervention  
 Discharge planning process on 

admission  
 Dedicated nurse in hospital/ 

consulted  

 Dedicated team – healthcare 
assistance  

 Communication – proactive  
 Early referral – proactive  
 Icons to flag EOL care (EMIS)  
 Comfort pack  
 Equipment service longer hours  
 Referrals for equipment to OT  

Table 4:  

 Where and how?  
 Respite  
 Day services  
 Medical/ physio  
 Reiki  
 Nice food  
 Gardening  
 Coordination of support servicers  
 Age concern  
 More care sitters  
 Cutting on paperwork/bureaucracy   
 Electronic solution  

 Some members have reservations 
about this and who can see their 
data 

 Care package  
 Non cancer provision  
 Involvement of chaplaincy and other 

faiths as support  
 Co-ordination of volunteers  
 Visit at home  
 Peer support  
 British heart foundation  
 Get them involved  



 

153 
 

Table 5:  

 Lack of domiciliary care – both 
personal care and support 

 Psychological care/counselling  
 Lack of talking therapy if not eligible 

for clinical psych help  
 Psychological support – NICE give 

four levels of need we’re not 
providing that – outside of cancer  

 From advice and guidance to CBT 
etc  

 District nurses – given more time, 
training and supervision, would they 
deliver more to support 
social/emotional need  

 Respite for families  
 Overnight care  
 Different levels of skill mix palliative 

care teams  
 Someone who’s skilled, patient 

facing, not necessarily a nurse, 
someone in between  

 The support people receive depends 
on what they’re dying from  

 ‘what do you do when people don’t 
meet eligibility criteria’  

 Are care skills transferable within the 
third sector  

 Make good use of the team we 
already have  

 Re social support systems  
 What is there already:  

 E.g. what are communities 
doing?  

 Are neighbours looking out for 
people?  

 Befriending  
 Encouraging neighbourhood 

support  
 Age concern – winter watch 

scheme keeping in touch with 
those who wish  

 ‘Humanist care’  
 Chaplaincy – it’s about 

understanding what people need at 
the end of life, evidence shows 
people respond favourably to a 
chaplain even if not of their fail. It’s a 
kind person that will listen. 

Table 6:  

 Hospital to home team (originally 
seamless care) for 6 weeks 

 Joint funded by Health & Social Care 
(H&SC) social services pulled 
funding  

 Same discharge after assessment  
 Trained in palliative care – PEG 

feeding etc  
 Had good support knew pat well  
 Macmillan overnight – nothing 

anymore  

 Hub – practical, financial – could be 
hospice. Respite unit  

 1-3 admission/year could we get 
funding to keep people out of 
hospital  

 What percentage of other palliative 
patients compared to cancer? 

 Social care funding – why are we 
fitting 3 months but EoL last year – 3 
weeks ST  
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 Is location of ST ideal? Would trust 
get it? Do we want it because of 
upkeep cost?  

 Need day care as it keeps people 
out of hospital  

 Need a hub but not just cancer  
 Living well centre – flexible so need 

home visits also  
 Bereavement services through GP 

but most don’t do until 3 months 
after  

 Services are terrible in ST high 
waiting times over the phone  

 Need good quality counsellor – need 
to give  

 Drop in/ mero group intense 1:1  
 Need a range of services as not one 

size fits all  
 Non-pall services which pts could 

access but they would need 
education  

 Do Not Resuscitate (DNR) often not 
discussed or shared  

 It’s not what you say it is how you 
say it discussing the patient’s 
diagnosis, prognosis and treatment 

Table 7:  

 Day hospice  
 Wish list  
 Who can support patient in day 

hospice?  
 Respite for carer  
 Day care missing  
 Big trust issue for people to invest in 

changes for EOL care  
 Pain/symptom management  
 Fatigue management  
 Exercise classes  
 Holistic  
 Social integration  
 Making friendships  
 Phycological support  
 New models needs  
 Medical and social support  
 Physio  
 It strong  
 Medical presence  
 Can offer treatments  
 Otherwise offered in A&E  
 Holistic care would fit nicely in a 

hospice setting alongside drop in 
service  

 St Clare’s had social model rather 
than medical model  

 Mental wellbeing and social isolation 
– need more than coffee morning  

 Is there room in ST for a charity like 
cancer connexions for non-cancer 
ailments  

 Is it likely that community will fund 
this?  

 Will NHS pay?  
 A respite missing  
 Day care service missing  
 Haven court  
 Some existing services need 

improve  
 Need improvements in referral 

system/person referring  
 Respite beds used as solution in 

crisis if palliative/EoL patient 
‘specialist unit’ other ailments 
identified  

 Patient care focus group to help with 
design of series  

 Already got migrated in work system  
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Extra sheet of notes:  

 District Nurses and pharmacy 
assistants taking drugs out to 
patients  

 Ideal  
 An environment really for 

palliative end of life patients  
 Calmness, peace and serenity  

 Good specialist symptom control 
is a ‘great improver’  

 Need people not to die in pain  
 Hospital campus is a benefit  
 Consultants and medics are the 

key resource barrier  
 Social media not mentioned once  

Deliberation 4: What infrastructure is needed? 

 

Table 1: 

 Community  
 Patient  
 Single point of contact (SPOC) 24 

hour  
 Social care  
 Specialist palliative  
 Social navigator 
 3rd sector  
 Voluntary  
 Day service  
 Using care homes as day care or 

hub  
 Drugs  
 Hospital pharmacy 24 hours with 

‘stockpile’  

 Electronic scripts – OOH on EMIS  
 Electronic cardex – OOH can 

change  
 24-hour specialist support for 

community teams  
 On call consultant hospice nurse  
 24-hour equipment  
 Inpatient – OT physio psychologist  
 Respite – haven court, downstairs 

rehab respite units  
 Supportive symptom – nursing/ 

haven court bed  
 Complex symptom/ crisis – ward 20, 

haven couth with hospital palliative 
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team/ community specialist palliative 
support  

 Shared care from Sunderland  

Table 2:  

 Infrastructure  
 Integrated hub – not just beds 
 Atomically got beds in it  
 Wider SFC facilities/ unit  
 Coordinate/share consultant with 

Sunderland, bring specialist 
palliative care teams in  

 Lead cool across flexible  
 Not 100% sure the medical council 

at the Foundation Trust are on side  
 Beds – lots capital – more 

community services  

Table 3:  

 Not ward 20  
 Sell the old site and use for new 

building  
 Rapid response team – band 5s  
 An extension of OOH pall care team 

but staffed by general nurses  

 Volunteer recruitment and 
coordination of this  

 Use of technology – video 
consultations? Remote monitoring  

Table 4:  

 Hub – place  
 Palmers  
 Bede wing  

 Consultant onsite  
 All teams based there – Multi 

Disciplinary Team (MDT)  
 Hospital liaison services/nurse (more 

core) 
 Holistic 

 Daily MDT 
 Triage – flagged  
 Access to comp therapies  
 Lymphoedema services  
 Welcoming environment/ home from 

home  
 More funding needed for long 

term/future scope  

Table 5:  

 Hub  
 Could it be a floor of a facility?  
 Lease of building  
 Downside of everyone under one 

roof can connect in other ways – 
teleconferencing  

 Upside I can talk to all the other 
teams can up-skill/share skills  

 A centre site shared philosophy  

 Volume? What are metrics how 
many are we talking about in 
customers per year  

 Need to understand the referral 
processes  

 We need to understand the referral 
processes  

 We need to build resilience into a 
service  

 Is there space to expand  
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 Some services could be in a hub, 
access and signpost # 

 Flexible, bookable space  

 What we people referred to hospices 
for  

Table 6:  

 Bridge and monitor and other 
infrastructure  

 Ward 20 – potential option – hospital 
setting not user friendly – rooms 
could be nicer – too clinical – could 
they change environment?  

 Ward 10 – respiratory and medical 
ward – some pts like this for PPOD  

 Beed to buy building, for hospice, 
not rent  

 Somewhere accessible for every 
condition not just cancer  

 Café  
 Voluntary sector lead  
 Everyone right brought in  
 Age UK – nobody should die alone  
 Other agencies who can help - how 

can we tap into these  

 Adult Social Care and Home Care 
services – being aware of what we’re 
commissioning across they system  

 Bringing services to pts across 
continuum  

 We have the infrastructure, but it’s 
not coordinated – needs putting 
together in a hub and people/ 
services come into the hub  

 How can we use care through EoL 
Quality and Outcomes Framework 
(QOF) payments?  

 Need to map out current services 
and identify gaps  

 Robust service  
 Teletherapy  

Table 7:  

 Hospice site could solve a lot of 
issues  

 OOH pharmacy  
 More integrated model  
 Hospital  
 Community  
 Joined up  
 Better for patients and staff  
 More confidence in service  
 More continuity with service 

provision  
 Moving community team into 

hospital  
 EoL/palliative (ward 20)  

 Beds moved into same place at 
hub  

 Hub  
 With nurses to signpost to 

services and priorities patients 
medical and social needs  

 Bespoke unit in grounds of 
hospital so people don’t feel like 
they’re going to hospital  

 More homely  
 Single rooms  
 More homely services  
 Guest room for relative  
 Community services  
 EoL beds hub  
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Deliberation 5: Agreeing the appraisal criteria for potential solutions 

 

 Preface - Remove as same as 
before  

 Remove – criteria 4 – remove 
service, keep left in brackets “…by 
their condition”. No one should be 
disadvantaged by their 
circumstance.  

 Other – provide equitable service for 
South Tyneside and Sunderland 
where no one is disadvantage as 
Foundation Trusts are merged into 
one (South Tyneside and 
Sunderland FT) 

 Faith and culture  
 Exceptional care – put South 

Tyneside on the map for excellence 
 Concept – recognise 95% is non-

specialist, 5% specialist.  Get 
balance right.  

 Resources - £800k per annum is not 
enough. Where’s the other £1.4m 
from St Clare’s to come from and 
there were gaps even with that level 
of funding.  

 Future – what are the next 
conditions? Who will be treating? 
How many in the future?  

 Efficient – Why are people coming 
from care homes into hospitals for 
palliative and end of life care  

 Access – which concludes can it 
cope with as a criteria 

 Quality – Register specialist 
opportunity  

 Efficient – Partnerships across 
borders  

 Staff – Sustainability of staff 
intrastent -> governance   

 Efficient – Can we get a sponsor?  
 Staff – Initial “hump” – prioritising 

costs  
 Given – safe, sustain, legal  
 Irrespective and diagnosis, severity 

and care needs (merge)  
 Needs to be cost-effective  
 Needs to be self-sustaining  
 Needs an effective fundraising  
 Needs sounds governance – strong 

clinical  
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 Got 23 need that are not conation 
specific   

 Go 23 in south Tyneside  
 Adaptable, innovative, evidence 

based  
 Holistic  
 Inclusive ‘not’ isolating  
 Got to look @ patients working  
 Local  
 24-hour access  
 Continuing education arm  
 Effective governance ‘fit for purpose’  
 Audit of any new system – regular  
 No waiting times  
 Efficiency  
 Severity of diagnosis/ regardless of 

condition 
 Able to support all to live best lives 

they can from diagnosis to end of life 
irrespective of severity of diagnosis 
or personal circumstances  

 Able to respond to wishes needs and 
faith of the individual and family 
support need work  

 Value for money/cost effective – how 
is this defined?  

 Is it the best use of the S. Tyneside 
fund?  

 Auditable quality indicates  
 Informed by guidance and already 

existing re spec. palliative care.  
 Ability to generate revenue to some 

extent not if too reliant on fundraising 
this creates risk # 

 “It’s a moral imperative to provide 
good quality are at end of life. 
Maternity care get it why not end of 
life” 

 Being NHS provides governance 
and certain standards that might not 
be fund in private/ facilities.  

 Roots of hospices it was movement. 
It came from third sector, but should 
come as NHS 

 Good governance is a must.  Mang 
organisation fail because of poor 
governance structures.  

 Appraisals, still validation, managing 
training and development 

 Merge/make simpler – merge 4&5, 
not the last all  

 Additional criteria:  
 Cost effective – not going to get 

more than £800k  
 Quality  
 Effective  
 Best practice  
 Centre for excellence – 

everybody should want to work 
here/learn from us  

 Person – centred  
 24/7 – use wider workforce trust 

site  
 Work to remove barriers to 

access  
 Need to choose name carefully 

not hospice in the title  
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Issues for further consideration 
Recognising that not all issues could be resolved in the session, we used a ‘washing 
line’ on which participants could hang a note of the questions they identified to ensure 
all were considered. The issues identified and considered for the next session were: 

 Services available 
 Communication methods  
 How well you are!! Depends  
 Skill mix with the specialist palliative 

care team  
 Must be informed  
 Expertise  
 Time  
 Choice  
 Realistic/manged expectation  
 Continuity  
 Domiciliary Care  
 Psychology support – advanced 
 Skill set  
 Overnight support  
 Respite  
 Mac Centre – at ST  
 Humanist Care – Non-religious 

pastoral support (spiritual)  
 Flexibility  
 Language ‘palliative’ vs ‘complex 

physical’ psychological social etc  
 Domiciliary support e.g. psychology 

complementary therapies  
 Non-cancer and carer’s families  
 Dedicated specialist rehabilitation in 

palliative care needed to promote self 
– management QOL  

 Can you use the definition of a 
hospice to provide specialist beds in 
‘path to excellence’ trust or 
elsewhere?  

 Mental health needs  
 Need to get definitions right to ensure 

we are all talking the same language. 
Public perception very different e.g. 
generalist palliative care, specialist 
palliative care, end of life care – last 
days of life or last year of life? It 
makes a big difference to service 
provision 

 Does cancer dominate the service? 
what about the rest? 

 What about links to heart units for 
specialist care for people with terminal 
heart disease  

 South Tyneside had the highest rate of 
transferring dying patients from care 
homes to hospital - what can be done 
to reduce this statistic? 

 What’s the Trusts commitment to this 
work given they have no statutory 
responsibility to provide services? 

 Is the bed question an appropriate 
question? Is a palliative care bed the 
same as end of life bed?  

 Preferred place of death is the key 
question South Tyneside is not good at 
answering 

 What is the difference in paying rent to 
STFT for haven Court, Bede Wing, 
Palmers, etc. and not old site St 
Clare’s?  

 Robust, sensible, appropriate 
investment urgently needed   

 Long term investment needed from 
CCG for a hub. Equity between 
Sunderland and South Tyneside  

 Attracting healthcare professional to 
the hub/hospice role 

 More investment needed in specialist 
palliative care 800K not enough  

 Harness the skills in the workforce, 
coalface training, education in pall 
care to up confidence/competence  

 Sell primrose  
 More money than £800K 
 Need a better range in the audience  
 Visit other units; e.g. QE North 

Tyneside Northumberland  
 Look at the NECS hurdle criteria for 

path to excellence  



 

161 
 

 What volumes per year  
 What is the systems boundary?  
 Can you identify all the cash across 

the systems? Used for palliative and 
end of life care. We not what the St 
Clare’s pot was that what about all the 
money used, in little bits across the 
whole system  

 BME – issue or not an issue?  
 Can ST residents get admission to 

specialist care?  
 Community services and specialist 

services mentioned sherried time as 
an asset – and they that good? 
Especially when people say you can’t 
get into specialist care 

 Is the £800k budget just palliative? 
  

 Does the infrastructure need to be 
tailored to its disease? e.g. is heart 
disease care different to cancer   

 Not charity dependent  
 St Clare’s saving into budget?  
 Not everyone in this room understand 

difference between palliative and 
specialist palliative care 

 Data available next year 
 Let’s make it better than good  
 Why only £800K? St. Benedict’s is 

80% funded ST should be the same  
 Palliative is fund how do we account 

for this?  
 Fit for purpose governance  
 It must be in S. Tyneside  
 Is South Tyneside FT signed up? 

Summary notes 
The plenary session, which informed the development of the potential models 
discussed in session 2 were recorded on post-it notes and grouped using themes. The 
results are shown below.  
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12.4 Notes from event 2: 28 June 2019 
Appraisal criteria used in the co-design session 
From the consensus reached at the end of session one, the appraisal criteria used in 
the session were: 

Hurdle/Gateway Criteria (Musts) 
1. The solution is safe, sustainable, and legal. 

2. The solution provides care in such a way that nobody is disadvantaged by their 
diagnosis, condition or their circumstances. 

3. The solution provides care to support all to live the best lives they can from diagnosis 
to end of life 

4. The solution provides care able to respond to individual wishes, needs and faith  

5. The solution is able to explore and implement innovative and unexpected solutions, 
no matter how large or small 

Additional Criteria 
 The solution must be able to demonstrate robust and transparent governance and 

financial procedures (fit for purpose) 

 Promotes a centre of excellence approach  

 Provides an education function 

UNSTATED: MUST BE IN SOUTH TYNESIDE 

Initial ‘discarding’ possible solutions tests 
An initial sift was conducted on the possible solutions developed in co-design session 
one, using the following tests.  
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Shortlisting tests 
Once the initial sift had been conducted the groups went on to develop a short list of 
their group’s preferred potential solution, using the test below.  

 

The outcomes, in the form of the raw notes recorded on the tables, are shown below.  

Community Nurse Group  
Potential Solution One: A Voluntary and Community Sector Led Model  

 Essential – provision of complimentary therapies  
 Desirable – Provision of outdoor activities including gardening and welcome 

garden space  
 Essential – provision of social support – 24/7 domiciliary home care  
 Essential – provision of financial advice and support  
 Essential – provision of spiritual support  
 Essential – provision of psychological services such as counselling (pre and post 

bereavement.  
 Desirable – Provision of social navigators to assist patients, carers and love ones 

to find their way around the care system in South Tyneside to alleviate/ mitigate 
any potential difficulties.  

Potential Solution Two: A Palliative Care Home  

 Lacks information  
 Needs clarity 
 Triangle of need – top SPC move down to primary care and community nursing 

and social care and 3rd, bottom social care and 3rd sector.  
 Specialist bed base complementation day care 3rd sector volunteer  
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Potential Solution Three: Enhancing the Current Circumstances 

 Desirable – Enhancement to the current availability of specialist palliative care 
consultants in South Tyneside to 1 full-time equivalent hospital-cased and one full-
time equivalent community-based (in hours only09  

 Essential – Provision of an additional two nurses per shift in the community team to 
allow ‘rotation’ into a specialist palliative care role during the daytime to ensure 
levels of service enjoyed out of hours are available during the daytime as well. The 
rotation of duty will ensure that existing staff retain palliative care skills  

 From District nurse  

Potential Solution Four: ‘Virtual’ Palliative Care 

 Desirable – 24/7 access to specialist palliative care consultants  
 Essential – 24/7 access to specialist palliative care nurse – two nurses to be on 

shift 24/7 – 1 in bed from Potential Solution 3, linked to rotation of District nurse, 
would incorporate skill of District Nurses  

 Essential – access to dedicated equipment and adaptations to make patients 
homes safe for the delivery of palliative and end of life care # 

 Essential – access to dedicated homecare staff that will provide respite and 
support not only to the patient but to those who love and care for them, especially 
overnight. This will require skilled staff experienced in both palliative and end of life 
situations – foundation base  

 Essential – access to nursing staff who can also spend time overnight with patients 
and administer medicines as requires and rapidly certify end of life – strengthened 
and improved  

 Essential – access to prescribers to ensure all medicines are readily available  
 Including social navigator  
 Voluntary sector  
 Spiritual support needs included  
 Potential Solution s 4 and 5 combined  

Potential Solution Five: Nurse Led Palliative Care Hub 

 Symptom management  
 Access to specialists 
 Yes, with extra’s including complex palliative management  
 Included as education hub   
 We want to use the money for the most patients seen on a day to day basis – 

managed in patient’s homes with support from day care/social care, hospice 
services. Most patients nursed without specialist nurse input but would benefit from 
hospice respite/care.  

  



 

165 
 

Potential Solution Six: Hybrid Hub/Virtual Model  

 Need more beds 

Hurdle Criteria  

 4&5  
 All EOL  
 Spiritual  
 More staff/skills knowledge  
 Virtual ward – specialist  
 Potential Solution existing service  
 Elitism and excellence should have to be view  
 Struggle  
 Definition what it is  
 Redesign what is excellence  
 Potential Solution 5  
 Additional consideration  
 Haven court  

Favourite combination of Potential Solution 5 and 4 with more beds  

Councillors/residents  
Potential Solution One: A Voluntary and Community Sector Led Model  

 St Clare’s – risks financial sustainability  

Potential Solution Two: A Palliative Care Home  

 Who is going to pay for this?  
 Ife we can clarify this as an idea we may be in favour  
 Social care funding  
 CHC/fast track funding  
 Private funding – means tested  
 Skill level provision (how will this be controlled)  
 Sustainability  
 Provide choice to die outside of hospital  

Potential Solution Three: Enhancing the Current Circumstances  

 Not enough support  
 Recruitment issues but it is a good addition 
 Lack of a dedicated space  
 Ward 20 is not a dedicated appropriate space  

Potential Solution Four: ‘Virtual’ Palliative Care  

 If you already have these what is additional part  
 Timing around this equipment delivery/mobilisation of services distinction needed 

between palliative and end of life care  
 Do you get a choice? – no beds  
 Is this value for money  
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 How dare we assumed of skills within the care team  

Potential Solution Five: Nurse Led Palliative Care Hub  

 Less beds and savings spent elsewhere  
 Haven Court – preferred environment (opacity)  
 Palmer Community Hospital – one raised concern (is this too hospital) 
 Concerns about lack of medic/consultant input – would like access but perhaps not 

part of the hospice  
 Do you need 8 beds (perhaps 6 beds) how many beds are required?  
 No advice lines.  

Potential Solution Six: Hybrid Hub/Virtual Model  

 Must be in South Tyneside  
 Add in 24/7 support line  
 Need to have access in a timely way to a medic  
 Haven Court – this is the only option to create a ‘home from home’  
 Primrose Hill Hospital – concerned about long term condition  
 This is good balance between issues raised between Potential Solution s 4/5  
 Under budget means higher wages to ensure skill level and possible provision of 

comp therapy and welfare/benefits advisor – bereavement support 
 Transport considerations to be factored into this – rapid movement of patients  
 Focussed all-cause mortality not just cancer  
 Sustainable – renovation costs, rental costs, year on year costs, staffing service, 

education. Who owns runs the service?  
 Safe – contracting, governance, policies/procedures, design of rooms important. 

Trustee board/non-exec board  
 Equity – integration of referral pathways, single en suite rooms  
 Additions to six – medic across, bereavement, therapy support, transport 

considerations, 24/7 support line  
 Excellence – understanding and achieving in the future   

Potential Solution Seven: Hybrid Model V2  

 Need input from NHS  
 Financial sustainability  
 No homecare is a deal-breaker  
 Comp therapy costed but this is not a necessity  
 Where is the counsellor? Bereavement/loss support  

Potential Solution Eight: Consultant Led ‘Full-Service’ Palliative Care Hub  

 Is a consultant required  
 Feeling that there were all eggs in one basket 
 Day services not a priority  
 No home-based services which would be needed  
 Finical suitability  
 Inequality in provision of care  
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Additional considerations: 

 End of life care fostering – Idea only  
 Finance not mentioned  
 Telephone – personal  
 One prescription system  
 NHS and not charities 
 Support call 
 Supports the wider functions/health system  
 Board of governors from the community  
 Possibility for future  
 What is our understanding/knowledge?   

Mixed Providers/Partners/CCG/Psych/Health Watch  
Potential Solution One: A Voluntary and Community Sector Led Model  

 Where? This model can grow  

Potential Solution Two: A Palliative Care Home  

Discard  

 No additional cost  
 ? Sustainability  
 Massive training issue  
 Still expensive  
 Square peg/round hole  
 Inequitable  

Potential Solution Three: Enhancing the Current Circumstance  

Discard  

 No end of life beds 
 Not working now  

Potential Solution Four: ‘Virtual Palliative Care 

 Hospice @ home service  
 Ideal for community  
 No in-patient beds – no way  

Potential Solution Five: Nurse Led Palliative Care Hub  

 Existing consultant provision insufficient  

Potential Solution Six: Hybrid Hub/Virtual Model  

 We like this and enhanced with Potential Solution 1  

Potential Solution Seven: Hybrid Model V2  

 We like this a lot  
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Potential Solution Eight: Consultant Led Full-Service Palliative Care Hub  

 Aspirational  
 Increased beds future proof  
 Has everything  
 What patient’s families want  
 Will reduce other costs long term if we get it right  
 Cost  
 No hospice at home service  
 Future proof  
 Utilising St Benedict’s skills/knowledge  
 How does it connect/support community teams?  
 Accessed by fear  
 EOLC role to have clinically with community nurses  

NHS Group 
Potential Solution One: A Voluntary and Community Sector Led Model  

 Concerns  
 Failure of existing 3rd sector provider  
 Sustainability of  
 Governance  
 Rule out  
 Too little health provision  

Potential Solution Two: A Palliative Care Home  

 Governance/oversight  
 Quality/consistency  
 Disjointed  
 Continuity lacking  

Potential Solution Three: Enhancing the Current Circumstances  

Disregard  

 No beds no option  

Potential Solution Four: ‘Virtual’ Palliative Care  

 No beds  
 At home fantastic  

Potential Solution Five: Nurse Led Palliative Care Hub  

 Does not include community  
 Only nurse led/accountability  
 1.3m  

Potential Solution Six: Hybrid Hub/Virtual Model  

 What does the trust footprint mean contradictory?  
 With 4 in h’s entirety  
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 656,000 

Potential Solution Seven: Hybrid Model V2  

 Potential Solution 4 with 6 and voluntary element  
 Complementary  
 Not relevant  
 1.4 m  
 NEAS  

Palliative Care Specialists Group 
Potential Solution One: A Voluntary and Community Sector Led Model.  

 Consider alongside bedded/Clinical element only  
 Positive – holistic, no cost to NHS, would be a positive addition to a model with 

clinical specialist care.  
 Negative – No specialist service, no inpatient beds, reliant on charity -> unviable, 

not a model for clinical care, not integrated, doesn’t address EOLC and SPC 
issues.    

Potential Solution Two: A Palliative Care Home.  

 Discounted (other than respite element)  
 Positive – dedicated respite unit with having input needed.  
 Negative – unclear on identify of unit, not specialist, issues of staffing/training.  
 Specialist Pall Care model = MDT =Consultant led.  

Potential Solution Three: Enhancing the Current Circumstances.  

 Discount other than last element  
 Positive – additional nurses, to add to another model  
 Negative – no beds, additional consultants, only of value if associated with bedded 

unit etc.  

Potential Solution Four: ‘Virtual’ Palliative Care.  

 Discounted 
 For advice or visits  
 One agency trained as well  
 OOH Pall care team  
 Positive – dedicated care agency full trained. Additional nurses overnight to care  
 Negative – no inpatient unit  

Potential Solution Five: Nurse Led Palliative Care Hub  

 Copy re St Clare’s 
 May be an option in addition to increase nurses in community (rapid response) and 

increase in medical input and education but is not specialist.  
 Positive – inpatient beds, day care/respite – but what kind?  
 Negative – under bed, not specialist – no OOH carer, missing health and social 

care and increase support at home  
 Good leadership and governance 
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 Bricks and mortar ‘hub’ = Bede’s wing – to benefit from STF resource staff support 
etc but with own identify ‘brand’ 

 Option 1 – housed within this (cancer and non-cancer) to support IPU and 
community -> fact – expanding – bereavement counselling – chaplain, family 
worker – social worker – comp therapy – welfare nights -carer support – 
information/navigation hub.  

 May require independent transport system  
 Revenue/Cost £ - commercial (Starbucks/Tesco express) 
 Voluntary sector (rent units)  
 Trainees (pall care registrars)  
 Decrease pall/EOL patients in acute beds, investigation costs etc  
 Use on site STDH medical cover OOH (rather than consultants OOH)  
 Education hub  
 Student nurse – increase recruitment and retention  
 DIY SOS – invite local business to support (community project) to get Bede unit up 

and running – volunteers  
 Marketing/comms – sustainability, fundraising – crucial  
 Environment  
 Day services – outpatient clinic – fatigue management and rehab. Day treatments 

(transfusion etc) to decrease hospital admissions. AHP/nurse led. Step up/down.  
 Beds – respite. 7/8 EOLC beds relocated from ward 20 with remaining ward 20 

COTE beds merging end 2/19 
 1.8 WTE nurses 70:30 relished unqualified plus 1 WTE consultant per 8 hospice 

beds = national council data   
 Population based needs assessment (2014) tells us we need x beds and 4 nurses 

and 2 consultants  
 A lot of this is already budgeted for (other pots of £) e.g. 8 EOLC beds and staff, 

existing SPC staff  
 The £800k has identified as being for specialist palliative care – if this is not 

commissioned now it never will be and current staff will leave  
 Consultant led MDT  
 Additional N/WTE consultant  
 Registrars/senior Drs/ AHOC specialists  
 Full range of AHP’s  
 Community specialist team (nurses and AHPS).  
 Specialist pall care x 4 beds  
 Goof IT integrated systems  
 Community  
 24 hours + 
 ‘rapid response’ pc nursing (i.e. extend OOH service)  
 Sitting with specialist palliative care team  
 Social care brought ‘in home’ (Marie Curie budget or Macmillan. 
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Option Six: Hybrid Hub/Virtual Model  

Discounted  

 Negative – only end of life, already have 8 in hospital, reduces no EOLC beds 
already have training them somewhere, no community services.  

 Ultimately every preferred Potential Solution ended up with services within a kind 
of 8+/9 Potential Solution model  

 Can’t go *BANG* here’s a fully functioning Potential Solution 8/9 model service not 
realistic need a project plan  

 Starting objectives  
 Timeline to functioning provision  
 Up and running  
 Expanding model and upping revenue  
 Happy to produce project plans 

Potential Solution Seven: Hybrid Model V2 

 Enough beds  
 What is this  
 Positive – include holistic elements of options, complex care/ specialist beds  
 Negative – doesn’t mention existing EOLC beds (ward 20) and where they would 

be housed. Making an amputation re- St Benedict’s consultant. No respite/day 
services  

Potential Solution Eight: Consultant Led ‘Full-Service’ Palliative Care Hub  

 With merger of Trusts– there needs to be an equitable service across two locations.  
 8 EOLC beds and 4 specialist beds  
 Can Macmillan fund care service (2x HCAs)? 
 Could have community for volunteers to project manage conversion, decimate etc 

reduce trust costs.  
 Could decrease cost by having OOH hospital on call if on hospital site 
 Nursing consultants  
 Need to add rapid response and social care  
 Positive – identifies and brand, bedded unit, specialist, potential resource from 

trainees, what about Marie Currie contract? And how fits with whole model  
 Negative – nothing about increase support in community re nursing and social 

care. Rolling about education. Relevant an St Benedict’s input. No mention of 
current 8 beds house.    

 Need to be ambition here – innovative  
 We should not rehearse the ‘need’ arguments again. There is the same need (if 

not more) for SPC and EOL care in ST as there is anywhere else  
 Got to think about existing funding – so our model uses existing doctors and nurses 

(and probably a minimal nursing resource)  
 Equality of service across ST & S  
 Additional fund a gold standard service 
 Capital costs  
 There is community goodwill – volunteer, architects and builders, etc. etc.  
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 In fact could we interest ‘DIY SOS’ or learn create our own (then monetise it by 
movie documentary) 

 Look @ existing estate  
 Monetise primrose site   

 1 long term in care (direct to future capital projects) – requires investment – 
CCG – run  

 2 sell off – property – instant buck – capital projects 
 3 there’s a lot of existing staff that could be re-deployed into integrated 

model including 3 consultant – level doctors would propose that the 8 EOL 
beds on ward 20 would close. Nursing and doctors time would move to new 
unit  

 Overall EOL plan – to clerk wards 19 & 20 and relocate into intern wing  
 There are exiting plans for a centre of excellence for elderly care to be sited on the 

hospitals top floor – these could be erected # 
 In the interim ward 20 could move to old ward 8 have 8 frailty beds and then retain 

the additional 12 beds to flex up to winter pressures then spill across new ward 20 
and new facility so no additional services doctor costs  

 Options to monetise hospital site – potential source of revenue Tesco’s extra, 
Costa, Lloyds pharmacy, Clintons etc  

 Selling rooms within new facility their sector and business  
 Money from training – specialist doctors/ nurses would rotate two  
 OOH cover from existing ward 20 care budgets (decrease burden on care) 
 Charitable donations  

Patient Group 
Potential Solution One: A Voluntary and Community Sector Led Model  

 Charity could collapse at any time  
 Shouldn’t just be charities  
 Hospice charity/third sector of size  
 Vulnerable  
 Financially  
 Hospice UK  
 Governance  
 St Clare’s  

Potential Solution Two: A Palliative Care Home  

 Designated care home good idea  
 Classification of funding  
 Free to patient  
 Maybe in tandem with another Potential Solution   

Potential Solution Three: Enhancing the Current Circumstance  

 Within Budget  
 Combines with Potential Solution 2 and have specialist care home for palliative 

care  
 Designated nurses  
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Potential Solution Four: ‘Virtual’ Palliative Care  

 Already have  
 Care at home should be 24/7  
 Trained palliative carers  
 Designated nurses  
 Merge with Potential Solution 2  

Potential Solution Five: Nurse Led Palliative Care Hub  

 £600,00 short  
 Only for a select few  

Potential Solution Six: Hybrid Hub/Virtual Model  

 Not necessarily on premises  
 24/7 
 Doctors/medics  
 S Tyneside  
 Dedicated unit – pain management  
 Clinic room  
 8 beds on ward 20  
 Day service  
 Legal advice – financial  
 Access to therapies – have OT and physios  
 Alt therapies v sector  
 Dedicated cooking  
 Dedicated personal care for those wanting to die at home  
 Counselling 1 x ½ time  
 Psychologist increase  
 Cancer connections  
 It systems access  
 Free car parking  
 Respite for families few beds in care home designated  
 Single point of access  
 Social navigator  
 Regular audit  
 If merged with Potential Solution 2 or 4  
 Not enough beds  

Potential Solution Seven: Hybrid Model V2  

 Too small  

Potential Solution Eight: Consultant Led ‘Full-Service’ Palliative Care Hub  

 Too expensive: 
 Save cost with designated care home  
 Already have cancer connection  
 Counselling  
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 Cancer connections  
 Therapies  
 To help achieve  
 Sell St Clare’s and Primrose  
 8 beds on ward 20  
 Have OTs, Physios  

12.5 Notes of Information Pack  
Information pack 1  
 Sustainable – do we already own a Potential Solution. Who will pay for new rental 

costs/purchase costs? 
 Palmers would be more sustainable/transport 
 Safe – Haven Court – requires improvement – not rented - don’t like the idea of 

CHC/FT/Social care  
 ‘Legal’ ownership  
 Not private  
 Responsibility for running the services   
 Contracting to up lift  
 ‘Equity – Muslim/Jewish – diagnosis ‘room design’  
 Single en suite rooms  
 Education function – how do we continue  
 Provides sustainability  
 Musts  
 Safe, sustainable and legal  
 Be equitable (no diagnosis bias)  
 Live well until you die  
 Respond to the person  
 Able to innovate  
 Governance/financial ‘fit for purpose’  
 Excellence  
 Education  

Information pack 2  
 Also, you could move the Primrose site  
 Nursing run by 20/21 care could attract lots of fast track funded patients ££££ - 

long term resource for St residents who is needs and resource to trusts long term  
 The quick bucks selling of the site to provide funds for capital investment in order 

to provide the gold standard Potential Solution   
 Need identity and equity recognising  
 The facts need SPC and EOL beds not delivered well within acute care  
 I think we can be a lot more informative about revenue and figures there  
 All effective palliative and EOL care models in England and part funded by 

significant charitable donation  
 We are also missing the impact of the acute trust merger and the absolute 

necessary for services to be equitable across the whole of South Tyneside in 
compassion for patients to Sunderland need get political here.  

 If Sunderland can do it – surely we can in South Tyneside 
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 Plus we’re forgetting – providing on preferred integrated service – there’s a lot all 
paid for already  

 Actually need to cost this because it’ll be down to NHS and not LA  
 This is a lot of money for very little ‘service’  
 This is a lot of money for very little actual medical services  
 These are based in the under resourced model and are a gross underrepresented 

of the actual need of ST patients 
 Budget and third sector  
 CCG commission budget £800K  
 CCG spend on community services currently  
 Acute trust promise of SPC and EOL budget  
 Acute trust strategic budget for SPC and EOL care  
 There’s a mismatch here  
 We think we’re designing a solution for palliative and EOL care which 

encompasses primary and secondary care i.e. a global solution for us to work in.  
 CCG seems stuck on the notion of ‘replacing the service’ from St Clare’s   
 Apart from the fact that £3m that be clear is not a lot of money for HC provision  
 The provision of gold standard SPC and EOL care for the patients of ST is a MUST  
 But it would also create a significant revenue stream in terms of Dr and nursing 

specialist, trainees and businesses who wish to run services from any facility and 
‘new’ charitable donation and integration of some existing third sector providers 
(also a revenue stream – as they can pay rent) 

 Also in terms of budget  
 SPC and EOL beds – although staffing costs are significant ‘medical’ costs are in 

acute beds – which is where a lot of these patients currently go. Clinicians do fewer 
SPC/EOL blood tests and expensive investigations  

 Dedicated EOL beds and SPC bed overall cost less than EOL and SPC within the 
acute trust  

 Also for a truly integrated model there need to look at things like the Marie Curie 
contract etc  

 We think the money is easily ‘reject able’ to provide an equitable – gold standard 
service in ST   
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