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1. [bookmark: _Toc475361675]Background

[bookmark: _Toc475361676]Introduction to the SEED programme
Research has consistently shown that people with dementia (PwD) receive poorer quality end of life care (EoLC) compared to those with cancer, with worse symptom control, fewer deaths at home and more hospital admissions in the last year of life. The aim of the SEED Programme is to support professionals, both service commissioners and providers, to deliver good quality, community-based EoLC in dementia by:
i) Identifying what is ‘good quality’ EoLC in dementia
ii) Exploring which aspects of existing EoLC in dementia are effective and efficient
iii) Developing and piloting an evidence-based intervention to support the provision of good quality EoLC in dementia
iv) Determining how community-based EoLC in dementia should be organised and commissioned.

The SEED programme comprises six separate but interlinked workstreams (WS1-6). These are described in detail in Appendix 1, but briefly comprise:
WS1	Systematic reviews of current evidence and outcome measures for EoLC in dementia
WS2	In depth qualitative studies to define good practice in delivering EoLC to PwD
WS3	Development of the SEED intervention (using the findings of WS1 and WS2) and educational resources
WS4	Pilot trial to explore the feasibility and acceptability of the SEED intervention in practice
WS5	Economic modelling study
WS6	Exploration of how care is currently commissioned and development of evidence-based guidance for commissioners.

This manual focuses on the pilot trial of the SEED intervention (WS4).

The study is funded by a National Institute for Health Research (NIHR) Programme Grant for Applied Research. It is being led by a team of researchers from Newcastle University (see Appendix 2 for details). 

[bookmark: _Toc475361677]How the SEED intervention was developed
The SEED intervention was informed by earlier work conducted as part of the SEED programme which included literature reviews and a series of qualitative studies to: 
· Examine existing recommendations, care planning and guidelines about EoLC for PwD
· Identify examples of ‘best practice’ of EoLC in dementia
· Explore the perspectives of professionals (including national experts, service providers and frontline staff) on the components of ‘good’ EoLC for PwD and their family carers (1, 2)
· Describe the EoLC experiences of people, and their carers, dying from or with dementia in the community, identify any unmet needs and practical solutions to address these
· Observe day-to-day practice in EoLC in dementia to further define and identify good practice (observations from case studies) and 
· Identify facilitators and barriers to the delivery of good EoLC in dementia.

We have also drawn on the experience of the Compassion study funded by Marie Curie and conducted by colleagues at University College, London (3). The Compassion study explored the feasibility of introducing an Integrated Care Leader (ICL) to work with care homes. The specific aims of the ICL were to: facilitate the integration of existing services; provide education, training and support for both professional and family carers; and influence the priorities of service commissioners. 

2. [bookmark: _Toc475093723][bookmark: _Toc475093776][bookmark: _Toc475184228][bookmark: _Toc475184321][bookmark: _Toc475184416][bookmark: _Toc475093724][bookmark: _Toc475093777][bookmark: _Toc475184229][bookmark: _Toc475184322][bookmark: _Toc475184417][bookmark: _Toc475361678]Overview of the SEED intervention 
The aim of the SEED intervention is to improve EoLC for PwD and their families by:
· Developing capacity of existing health and social care professionals to deliver good EoLC to PwD and their families
· Activating and co-ordinating existing services
· Providing direct support to PwD and their families (if needed). 
The intervention comprises (Figure 1):
· A person - a Dementia Nurse Specialist
· Lists of tasks and outcomes relating to the seven key factors shown to support the delivery of good EoLC in dementia
· A care resource kit comprising existing and newly developed resources.
Each of these components is described briefly below.


Figure 1 The SEED intervention
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[bookmark: _Toc475361679]Who - The Dementia Nurse Specialist
The Dementia Nurse Specialist will be based in primary care but will work with a range of community health and social care professionals who are involved in EoLC for PwD. A key focus of the intervention is on building capacity in existing services and improving linkages and co-ordination of existing resources. This will ensure that any changes made as a result of the intervention are sustainable. Examples of the professionals who are likely to be involved include:
· Primary care team
· Care home managers and staff
· Specialist community teams (e.g. rapid response nursing, palliative care, mental health)
· Hospice staff
· Social care and voluntary sector staff.
The Dementia Nurse Specialist may also provide some hands-on care to PwD and families if needed. Three distinct groups of PwD (and their family members) who may benefit from the support of the Dementia Nurse Specialist have been identified:
· Those who have been diagnosed  with dementia within the last two years
· Those dying with dementia who are probably receiving non-dementia specific support and may therefore have unmet needs relating to their dementia
· Those dying of dementia.
The focus of the work and types of interventions are likely to be very different for these three groups; for example, with PwD who have been diagnosed relatively recently, the focus is likely to be on planning ahead; with those dying with dementia, generic staff (or those from other specialties, such as Macmillan nurses) may need support with understanding and managing dementia-related symptoms; in contrast, those dying of dementia may be in care homes where staff  have considerable expertise in dementia but may require support around EoLC. 
The Dementia Nurse Specialists will be supported by a core intervention team who will provide specialist advice as needed. The team will include: a palliative care consultant; specialist palliative care nurse; community matron; lead GP/practice manager; old age psychiatrist/community psychiatric nurse; and representatives from local hospice(s) and care homes. This group will support the Nurse Specialists by identifying local contacts; providing expertise in palliative care and dementia and problem solving. Support and mentoring will be provided by group members as required and will include face-to-face meetings, telephone and email contacts. Additional supervision and mentoring will be arranged with a Macmillan Clinical Nurse Specialist with whom the Dementia Nurse Specialists will meet 2-4 weekly (see Section 8).

[bookmark: _Toc475361680]What – the seven key factors which support good end of life care in dementia
Our qualitative work has highlighted seven key factors which underpin the delivery of good EoLC for PwD. These factors span the entire illness trajectory - from timely planning discussions while the person with dementia has capacity to continuing care after death:
•	Undertaking timely planning discussions to ensure plans are discussed when the PwD still has capacity and that they are approved, documented and disseminated. While PwD may be reluctant to engage in planning, evidence indicates that failing to do so can increase pressure on family members at already stressful times.
· Recognising end of life (EoL) and providing supportive care to ensure effective management of key symptoms (e.g. pain, anxiety and nausea), and minimising distress by providing comfort in a familiar environment.
•	Co-ordinating care includes liaison between day and night staff in services and having established links with local hospices, particularly for support out of hours.
•	Working effectively with primary care can be facilitated by having a named liaison person in the practice. For care homes liaison can be improved by scheduled routine visits and limiting the number of GP practices with which their residents are registered.
•	Managing hospitalisation includes avoiding unnecessary admissions by appropriate out of hours support and documentation of wishes and preferences. It also involves managing admission and discharge effectively where hospitalisation is required.  
•	Continuing care after death can enable family members to be supported by known members of staff who were involved in providing EoLC for the person with dementia. This continuity of care is valued by family members.
•	Valuing staff and ongoing learning facilitates staff retention and results in a more skilled and knowledgeable workforce. Stable staff teams are more able to detect signs of emotional vulnerability in their colleagues and ensure timely and appropriate support.
These seven key factors have informed the job description of the Dementia Nurse Specialist (see Appendix 3a for the ‘theoretical’ job description provided to Trusts and Appendix 3b for the job description for one Trust) and will be central to the delivery of the intervention. A more detailed description of each factor is provided in Section 4. 

[bookmark: _Toc475361681]How – identifying timely and appropriate resources
The research team have identified and reviewed a wide range of resources relating to EoLC, focusing on those specifically concerned with dementia where possible. A summary table highlighting some of the key resources relating to the seven key factors is provided in Appendix 4. Further details of existing resources and how they map to the seven factors are provided in two supplementary documents (Overview of existing resources and Overview of new resources). The list of resources will evolve over the pilot trial as the Dementia Nurse Specialist, core intervention team and others identify new resources. Part of the role of the Dementia Nurse Specialist will be to identify any gaps where new resources may be required. 

Two potential new resources identified through the qualitative work are a care planning guide for PwD and their families and scenarios to facilitate discussions with PwD and their families and to be used for staff training. These new resources are in the process of development and some extracts from current drafts are included in the supplementary document (Overview of new resources). These new resources will continue to be developed iteratively throughout the pilot trial. 

To improve the reporting of interventions, a checklist of key areas has been developed (4). Table 1 summarises aspects of the intervention using this checklist and indicates the section of the manual where further details can be found.


Table 1	Overview of the intervention
	Item 
	

	Brief name
Provide the name or a phrase that describes the intervention
	
The Supporting Excellence in End of life care in Dementia (SEED) intervention, led by a Dementia Nurse Specialist.

	Why – Section 3
Describe any rationale, theory, or goal of the elements essential to the intervention
	
Earlier work completed as part of the programme grant has highlighted the importance of seven factors in delivering good EoLC to PwD. The intervention will focus on these seven factors (but will have the scope to include additional areas if appropriate).
The aim of the intervention is for the Dementia Nurse Specialist to act as a resource. For PwD and their families who are approaching the EoL this may include providing hands-on care or facilitating the provision of such care by co-ordinating existing services. 
For professionals providing EoLC to PwD, the Dementia Nurse Specialist will work with managers and frontline staff to address barriers to the delivery of good EoLC, improve co-ordination of services and share good practice.

	What
Materials – Section 4
Describe any physical or informational materials to be used in the intervention, including those provided to participants or used in intervention delivery or in training of intervention providers. Provide information on where the materials can be accessed (such as online appendix, URL)

Procedures – Sections 5/6
Describe each of the procedures, activities, and/or processes to be used in the intervention, including any enabling or support activities
	
A range of resources will be used in the intervention, including readily available (Appendix 4) and newly developed items (Overview of new resources). The latter will continue to be developed iteratively throughout the study in response to feedback from the Dementia Nurse Specialists and other stakeholders. 


The intervention will be tailored to the needs of individual participants. The needs of PwD and their family members will be identified through a process of discussion and review of existing service provision. 
Professionals participating in the study will be invited to identify their own training/learning/support needs.

	How – Section 6
Describe the modes of delivery (such as face to face or by some other mechanism, such as internet or telephone) of the intervention and whether it will be provided individually or in a group
	
The mode of delivery will be tailored to individual needs and preferences. Face-to-face sessions will often be most appropriate for PwD and their family members. For other service providers the intervention may be delivered via telephone calls, routine meetings or training events. The latter activities may be delivered in group sessions. 

	Where – Section 6
Describe the type(s) of location(s) where the intervention will occur, including any necessary infrastructure or relevant features
	Four GP practices in Northumberland, North Tyneside and Newcastle will participate in the pilot trial. Two will act as intervention sites (Alnwick and North Tyneside); two will act as control sites (Newcastle and Hexham). The Dementia Nurse Specialists will only be involved with the intervention sites. 
The intervention will primarily be delivered to PwD and their family members in their usual place of residence. However, if PwD are transferred to another community care setting towards EoL, the Dementia Nurse Specialist may additionally provide support in these settings. 
Intervention sessions for professionals will primarily take place in their usual place of work.

	When and How Much– Section 6
Describe the number of times the intervention will be delivered and over what period of time including the number of sessions, their schedule, and their duration, intensity, or dose
	
As the intervention will be needs-led, it is difficult to quantify details of when and how much. The pilot trial will enable us to see the variations in types, duration and frequency of support provided to PwD, their family members and professionals.

	Tailoring– Section 6
If the intervention is planned to be personalised, titrated or adapted, then describe what, why, when, and how
	
For PwD and their family members the intervention will be adapted to individual needs and the extent to which these are already being met by existing services.
Similarly for professionals, the nature, duration and content of the intervention will be negotiated with the Dementia Nurse Specialist to meet their specific needs.

	Who provided – Section 7
For each category of intervention provider (such as psychologist, nursing assistant), describe their expertise, background, and any specific training to be provided
	
Dementia Nurse Specialists (with a background in dementia/palliative care)
Training and support needs of the Dementia Nurse Specialists will be identified through an initial educational needs assessment and addressed throughout the study (see Section 7). The Dementia Nurse Specialists will receive regular supervision from a Macmillan Clinical Nurse Specialist. A core intervention team will provide access to a range of expertise.



3. [bookmark: _Toc475184234][bookmark: _Toc475184327][bookmark: _Toc475184422][bookmark: _Toc475184235][bookmark: _Toc475184328][bookmark: _Toc475184423][bookmark: _Toc475184236][bookmark: _Toc475184329][bookmark: _Toc475184424][bookmark: _Toc475184237][bookmark: _Toc475184330][bookmark: _Toc475184425][bookmark: _Toc475184238][bookmark: _Toc475184331][bookmark: _Toc475184426][bookmark: _Toc475184239][bookmark: _Toc475184332][bookmark: _Toc475184427][bookmark: _Toc475184240][bookmark: _Toc475184333][bookmark: _Toc475184428][bookmark: _Toc475184241][bookmark: _Toc475184334][bookmark: _Toc475184429][bookmark: _Toc475184242][bookmark: _Toc475184335][bookmark: _Toc475184430][bookmark: _Toc475184243][bookmark: _Toc475184336][bookmark: _Toc475184431][bookmark: _Toc475184244][bookmark: _Toc475184337][bookmark: _Toc475184432][bookmark: _Toc475184245][bookmark: _Toc475184338][bookmark: _Toc475184433][bookmark: _Toc475184246][bookmark: _Toc475184339][bookmark: _Toc475184434][bookmark: _Toc475184247][bookmark: _Toc475184340][bookmark: _Toc475184435][bookmark: _Toc475184248][bookmark: _Toc475184341][bookmark: _Toc475184436][bookmark: _Toc475184249][bookmark: _Toc475184342][bookmark: _Toc475184437][bookmark: _Toc475184250][bookmark: _Toc475184343][bookmark: _Toc475184438][bookmark: _Toc475184251][bookmark: _Toc475184344][bookmark: _Toc475184439][bookmark: _Toc475184252][bookmark: _Toc475184345][bookmark: _Toc475184440][bookmark: _Toc475184253][bookmark: _Toc475184346][bookmark: _Toc475184441][bookmark: _Toc475184254][bookmark: _Toc475184347][bookmark: _Toc475184442][bookmark: _Toc475184255][bookmark: _Toc475184348][bookmark: _Toc475184443][bookmark: _Toc475184256][bookmark: _Toc475184349][bookmark: _Toc475184444][bookmark: _Toc475184257][bookmark: _Toc475184350][bookmark: _Toc475184445][bookmark: _Toc475184258][bookmark: _Toc475184351][bookmark: _Toc475184446][bookmark: _Toc475184259][bookmark: _Toc475184352][bookmark: _Toc475184447][bookmark: _Toc475184260][bookmark: _Toc475184353][bookmark: _Toc475184448][bookmark: _Toc475184261][bookmark: _Toc475184354][bookmark: _Toc475184449][bookmark: _Toc475184262][bookmark: _Toc475184355][bookmark: _Toc475184450][bookmark: _Toc475184263][bookmark: _Toc475184356][bookmark: _Toc475184451][bookmark: _Toc475361682]The seven key factors influencing end of life care in dementia
Since the focus of the work to be undertaken by the Dementia Nurse Specialist will be informed by the seven key factors, these are described in more detail below.
[bookmark: _Toc457922306][bookmark: _Toc475361683]Timely planning discussions
The inevitable deterioration in cognitive function in dementia may mean that PwD may no longer have capacity to make decisions towards the EoL. This creates the potential for unnecessary interventions if the wishes and preferences of the person with dementia are not known (or are not documented or disseminated appropriately). While our research suggests that PwD are confident that their families will be able and willing to make decisions on their  behalf, interviews with family carers revealed that they may feel unsure of what the person with dementia would have wanted and be reluctant to make decisions on their behalf. 

Even when the issue of planning for the future had been discussed there was often some uncertainty over exactly what had been agreed. While the person with dementia may feel they have their ‘affairs in order’, carers were often unsure which plans had been made and did not fully understand the processes required to ensure they were put into practice.  This could lead to plans being overturned, for example, where appropriate paperwork had not been signed by a GP or lodged with the ambulance service. A lack of awareness of plans by wider family members could also result in disagreements at the EoL and unwanted interventions.

Currently opportunities for planning discussions are limited and often triggered by specific events (e.g. diagnosis or admission to a care home) when the person with dementia may already be feeling overwhelmed. It is therefore also essential to create opportunities for discussing planning ahead at a time when the person with dementia and their family are under less pressure. One opportunity might be to make the issue of planning ahead an integral part of the annual primary care dementia review; this will be explored as part of the SEED intervention.

[bookmark: _Toc475361684][bookmark: _Toc457922307]Recognition of end of life and provision of supportive care
To date, recognising when a person with dementia is approaching EoL is frequently cited in the literature as problematic for both health and social care professionals. However, some care home staff, particularly senior nurses, felt confident about accurately identifying PwD who were approaching the EoL through behavioural and physical changes. Some care homes used tools to facilitate recognition of EoL (e.g. the Gold Standards Framework approach). Recognition of EoL required changes in the nature of provision of care for both the dying person and their family carers. For the person with dementia, there was an emphasis on identifying and treating symptoms common at the EoL such as pain, anxiety and nausea. Both staff and family members valued comfort and a familiar environment at the EoL, and services aimed to have open discussions with families about prognosis to ensure that they had the opportunity to visit and say goodbye to the person with dementia. 

Difficulties in achieving a good death sometimes arose where medical and social care staff disagreed about whether the person was approaching EoL. Access to anticipatory medicines could be problematic due to the reluctance of some GPs to prescribe medications (particularly for anxiety). The identification and management of pain could be facilitated where staff knew the person with dementia well and were able to notice facial expressions or physical signs of pain. Pain scales were occasionally used to track responses to medication. Some issues arose with the use of syringe drivers where staff lacked confidence in setting up the equipment. Such difficulties highlighted the need to set up the equipment prior to the night shift, to avoid nurses having to set up equipment alone.

Family members often had additional support needs as the person approached the EoL, particularly, if this stage was protracted or involved a series of ‘false alarms’. To ensure that the emotional and information needs of carers were met, the recognition that the person was approaching the EoL often required close liaison with staff. 

[bookmark: _Toc475361685]Co-ordination of care
The extent to which local services are integrated and work together seamlessly is varied and poor co-ordination can lead to discontinuity and unsatisfactory care at EoL. Responsibility for co-ordination of care is unclear (particularly in the community). The high levels of input sometimes required at the EoL by people living in their own homes may mean that a single service provider does not have the capacity to provide all care. This can lead to the involvement of different service providers and may also create a lack of integration since different agencies may be unwilling to share their records. Continuity of care can also be challenged if the status of a person with dementia in a care home changes from residential to nursing care, leading to the withdrawal of community nursing support.  

Additional issues relating to co-ordination of care relate to out of hours provision. The 111 service is frustrating for care home nurses due to the lack of flexibility. Out of hours GPs are not necessarily aware of the range of local community services available (particularly where the out of hours service covers a large geographical area). Where care homes have well-established links with local hospices, these can provide useful support; however such links are not consistently in place. 

Co-ordination of care within services – particularly between day and night staff – is also a key issue. Care home residents seem to die more frequently during the night, yet staffing levels are significantly lower at night and staff may therefore be less well placed to deliver good EoLC. Since typically only one single nurse is on duty at night, opportunities to discuss management and to share decision-making if any problems arise are minimal. Night staff may also have fewer opportunities to develop relationships with family members and participate in training or debriefing following a death.

[bookmark: _Toc457922308][bookmark: _Toc475361686]Effective working relationships with primary care
While relationships with the primary care team (GP, district nurse, practice nurse) are a fundamental part of good quality co-ordination of care, the unique contribution of primary care to EoLC, means that we have included this as a separate factor. A good relationship with the local primary care team can ensure a proactive approach to patient care (e.g. through ‘ward rounds’ in care homes). Regular and on-going contact ensures that professionals get to know the person with dementia and their family, including their personal values as well as their medical history. Such contact also enables professionals from the primary care team to develop working relationships with other staff providing care (e.g. care home staff) and recognise and value their expertise. Close working relationships can ensure that different professional groups are able to negotiate shared goals and are aware of and signed up to any EoL paperwork. Relationships between care homes and primary care can be facilitated by having a named liaison person in the practice (either a GP or practice nurse), scheduled routine visits, and by limiting the number of different GP practices with whom residents are registered.  This relationship can be extended to provide families with opportunities to meet with primary care practitioners to discuss and plan for EoL. A key limiting factor in developing effective relationships between care home and primary care is the perceived lack of interest and knowledge of dementia of some GPs. 

[bookmark: _Toc457922309][bookmark: _Toc475361687]Managing hospitalisation
Hospitalisation of PwD towards, and at, EoL is generally recognised as being undesirable as it may lead to a range of potential negative outcomes including:
· Distress & disorientation for PwD
· Risk of inappropriate interventions
· Risk of dying alone in unfamiliar surroundings or of dying in the ambulance.

Managing hospitalisation involves documenting the wishes of the person with dementia about future hospital admission and avoiding hospitalisation wherever possible through use of alternative community resources. Provision of appropriate out of hours support is key to ensuring that night staff receive the support and advice needed to avoid unnecessary hospital admissions. 

Where hospitalisation is unavoidable, the effects can be minimised by ensuring that a known member of staff accompanies the person with dementia (if admitted from a care home), that information is shared effectively and that rapid discharge planning enables the person with dementia to return to their usual place of care as soon as possible.  When PwD are discharged from hospital to a new care home at the EoL, the quality of EoLC can be compromised by incomplete discharge notes, delayed access to medications and a lack of detailed information about the individual.

[bookmark: _Toc457922311][bookmark: _Toc475361688]Continuing care after death
Immediately after the death of a person with dementia, there is often a lack of clarity over whether the police and/or coroner need to be involved. Greater understanding among community staff may avoid unnecessary delays in transferring the body. Further police training could avoid situations in which a number of police attend a death and increase their sensitivity to the potential upset their presence may create in care homes.

Immediate family carers of PwD are at risk of becoming isolated towards the EoL, since wider family may feel uncomfortable visiting a person with advanced dementia. The communication difficulties often associated with the advanced stages of dementia also mean that carers may have developed a close working relationship with professionals providing care.  When the person with dementia dies, there is often no legitimate reason for the carer to have continued contact with the service (especially in care homes where they are no longer paying for the service), however, interviews with carers highlighted the value they place on continued care and support from professionals. 

Staff often gained a sense of satisfaction and closure through administering last offices and attendance at funerals. 

[bookmark: _Toc457922312][bookmark: _Toc475361689]Valuing staff & ongoing learning
The perceived low status and low pay of care staff can result in high staff turnover. Valuing staff and providing opportunities for development may help with staff retention and result in a more skilled and knowledgeable workforce. Stable staff teams will have insight into the strengths/weaknesses of their colleagues and may be able to detect early signs of emotional vulnerability so that appropriate support can be put in place. Within care homes informal support for staff often centred on established staff groups with new members of staff sometimes being marginalised; this was particularly likely where staff did not work in small teams. Personal characteristics of staff, such as empathy and compassion, are valued by families as much (if not more) than formal qualifications. 

A key component of ongoing learning could be the introduction of reflective post death meetings. Where such meetings are already in place, they may focus on procedural, rather than emotional, aspects of caring. The dying trajectory in dementia is more uncertain and there may be considerable variation in the dying pathway; discussing deaths can maximise opportunities for learning and improving future care. Since there are likely to be fewer opportunities for direct communication with the dying person, it may also be useful for staff to reflect on the care provided and identify any implications for improving care.

4. [bookmark: _Toc475361690]SEED resources
[bookmark: _Toc475361691]
Identifying and cataloguing existing resources
The identification of resources began prior to the analysis of the qualitative data collected in WS2 and therefore pre-dated the development of the seven key factors influencing EoLC. The initial phase of identifying and mapping resources used the following headings:
· Name of resource
· Whether dementia-specific
· National/international
· Relevance to the 6 steps of EoLC in the NICE guidance
· Target audience
· Whether any adjustments were required
· Availability (e.g. downloadable; freely available; cost).
When information on the seven key factors became available, the resources were mapped to these. At this stage, a process of editing was used which prioritised resources which were:
· Dementia-specific
· Freely available
· UK based
· Grounded in evidence
International resources were included for professionals if they were high quality and had a strong evidence base. International resources were included for PwD and families if they were accurate, high quality and were judged acceptable by PPI members.
The edited list of resources indicated considerable variation in the availability of resources for different key factors.
Initial discussions with clinicians involved in developing the intervention suggested that being able to use the catalogue of resources interactively with PwD, families and professionals would be valuable. In addition to cataloguing resources by the seven key factors, other dimensions thought useful for searching resources included the format of the resource (e.g. written document, video), the target audience (e.g. PwD, family members or professionals). The process of interactively searching with PwD, families and professionals was thought potentially useful as a way of checking which of the seven key factors were most important. While the factors were thought appropriate for professionals in their current form, the headings were less meaningful for PwD and families. We therefore produced a new set of more accessible headings to be used with these groups. Further details are provided in two separate documents - Overview of existing resources and Overview of new resources.

[bookmark: _Toc475361692]Development of new resources
Potential areas in which new resources might be valuable were identified both through the mapping of existing resources and the data collected in WS2. While there are already a wide range of resources available relating to timely planning discussions, our interviews with PwD and families indicated considerable confusion over which plans were in place and the range of types of plans that could be made. The data also highlighted that while PwD were often confident that their families would make sure their wishes were enacted, family members were not always aware of patient preferences and could find making decisions on the patient’s behalf difficult and stressful. This suggested the need for a simple, introductory document which explained the different types of plans, provided a record of the plans in place and prompted PwD and families to discuss possible options for EoLC. This document, the care planning guide, was drafted initially by the research team, designed by the WS3 team and has undergone an iterative process of review and development through workshops with PPI representatives and care home staff. The document will be used by the Dementia Nurse Specialists where relevant and additional feedback will be obtained throughout the pilot trial.
The research team also identified that a series of scenarios could support discussions around the seven key factors and, for staff, provide a training resource. Initial work on the scenarios focused on one area, continuing care after death. Again, the research team drafted the initial content and the design team considered how best to present the material. Further details are provided in two separate documents describing existing and new resources.
The Dementia Nurse Specialist will identify any gaps in resources and feed these back to the research team. 
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A key aspect of developing the intervention has been to translate the seven conceptual factors into practical activities. This work has been informed by the Theory of Change. This approach was used since it focuses on desired outcomes, adopts a collaborative approach and explicitly explores the rationale underlying interventions. Developing a Theory of Change for the SEED intervention involved an iterative and collaborative process between the research team and key local stakeholders, including the PIs for the two intervention sites, a palliative nurse specialist who will support the Dementia Nurse Specialists, and a specialist dementia nurse (who has now been seconded to the role of Dementia Nurse Specialist for the pilot study). 
The stages involved in developing the Theory of Change included:
· Identifying a realistic and definite goal
· A process of working backwards from the goal to identify activities and associated indicators that can be used to assess the status quo and progress and achievements
· Identifying barriers and facilitators to the intervention
· Exploring assumptions underlying the links between activities and our goal.
In developing the Theory of Change for the SEED intervention, we identified activities directed to achieving change at two levels:
· The experience of individual PwD and their families
· Systems level, including services and staff.
Both of these levels need to be addressed in order to achieve our end goal. A diagram summarising the Theory of Change for the SEED intervention is shown in Figure 2. 
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Figure 2 Theory of Change for the SEED interventionTimely planning discussions
Recognising EoL and providing supportive care
Managing hospitalisation
Co-ordinating care
Working effectively with primary care
Continuing care after death
Valuing staff & on-going learning
Changing systems
Improving the experiences of PwD and families
Improving EoLC for PwD
Enabling factors
Changes we want to happen
Ultimate goal – what we are trying to achieve
Tasks
Activities
Metrics
Outcomes – how we will assess progress

We then produced a series of documents, describing the SEED intervention at different levels of detail (Figure 3).
Figure 3 Resources for the Nurse Specialists










Overview		     Activities & outcomes		      Activity checklist

The overview provides a simple one page summary of the seven key factors and the related objectives. The second level summarises the activities and outcomes relating to each objective for each of the seven key factors. The third level represents a working document which can be used by the Dementia Nurse Specialist for reviewing current care being provided to eligible PwD and families; this will highlight unmet needs and includes space for planning how to meet these. The full documents for each of the three levels are provided in Appendix 5. Parallel activities and outcomes documents and activities checklists are also available for reviewing system level conditions required to deliver good EoLC and for documenting action plans for system level change.
6. [bookmark: _Toc475361694]Enacting the intervention
[bookmark: _Toc475361695]
Working with individual people with dementia and families
Improving the experience of individual PwD and families requires a process of identifying and recruiting eligible participants, reviewing current care and identifying unmet needs and strategies to meet these. Each of these components is described in more detail below.

[bookmark: _Toc475361696]Identifying eligible people with dementia and carers
Eligible PwD will be identified through the dementia and palliative care registers of participating practices. Participating practices will be asked to update their dementia registers prior to the start of the study using the dementia quality toolkit (http://www.necsu.nhs.uk/dementia). In control practices, the process of screening and approaching PwD will be undertaken by members of the primary care team with support from the research team. In intervention practices, the Dementia Nurse Specialist will take a lead role in screening and approaching PwD with support from the research team. A screening log will be provided to document the process and outcome and a detailed guide has been written to ensure a consistent approach. Family carers and key informants will be identified through the person with dementia, personal or nominated consultees and/or care home staff.
[bookmark: _Toc475361697]Recruitment and assessments by the research team
The process of seeking informed consent and completing outcome measures will be conducted by the research team. Outcome data will be collected at baseline, four, eight and twelve months. In addition, should the person with dementia die during the study period, a post-death interview will be conducted with family members and key informants. Details of outcome measures are provided in the SEED WS4 protocol.
[bookmark: _Toc475361698]Review of care to identify unmet needs by the Dementia Nurse Specialist
The Dementia Nurse Specialist will use the activity checklist to review current care of PwD recruited to the study. Not all sections of the activity checklist will be relevant to all PwD; in particular, for PwD recruited within two years of the diagnosis of dementia the focus of the intervention will generally be on timely planning discussions. To facilitate completion of the checklist, the Dementia Nurse Specialist may review the patient’s primary care records, discuss the patient at the practice multidisciplinary team meeting and with other professionals involved in the patient’s care (including care home staff).
[bookmark: _Toc475361699]Addressing and reviewing unmet needs
Having identified unmet needs, the Dementia Nurse Specialist will work collaboratively with others involved in the patient’s care to develop an action plan. This will include documentation of responsibilities for specific actions and target dates for completion. The Dementia Nurse Specialist will be responsible for checking the implementation of action plans and reviewing whether they have been successful.

[bookmark: _Toc475361700]Promoting system-level changes
[bookmark: _Toc475361701]Mapping local services
A key task for the Dementia Nurse Specialists will be to map services involved in the provision of EoLC to PwD within the area covered by the host practice. The process of service mapping will adopt a ‘snowball’ approach with the practice managers of intervention practices having a key role in identifying initial key contacts. Members of the core intervention team will also assist with the identification of relevant services. The aims of the mapping exercise will be:
· To understand the current range of professionals potentially involved in providing EoLC and the boundaries between them
· To identify expertise within the local area which could support the SEED intervention 
· To start to build relationships with local service providers to facilitate joint working in relation to individual PwD and systems level change
· To identify current systems which support good EoLC for PwD and those which could be improved.
[bookmark: _Toc475361702]Identifying and prioritising key systemic issues
The data from the mapping exercise will provide an initial informal impression of potential systemic issues which may be undermining the delivery of good EoLC to PwD. The core intervention team and practice staff will also be able to highlight recurrent issues which arise with this patient group. Through discussions with these colleagues, the Dementia Nurse Specialist will prioritise specific issues on which to focus and use the systems level activity checklist to gather further data from existing documentation and discussions with key individuals. 
[bookmark: _Toc475361703]Addressing and reviewing systemic issues
The Dementia Nurse Specialist will work collaboratively with appropriate members of the core intervention team and colleagues in health and social care to develop an action plan. This will include documentation of responsibilities for specific actions and target dates for completion. The Dementia Nurse Specialist will be responsible for checking the implementation of action plans and reviewing whether they have been successful.
[bookmark: _Toc475361704]On-going development of the SEED intervention
Progress and activities will regularly be reviewed with the core intervention and research teams to identify any changes or adaptations needed (either to the Theory of Change, indicators, resources or intervention activities). These discussions will also help to identify generalizable learning which can inform future activities and will ensure that we learn from and build on experiences.

7. [bookmark: _Toc475184293][bookmark: _Toc475184386][bookmark: _Toc475184481][bookmark: _Toc475184294][bookmark: _Toc475184387][bookmark: _Toc475184482][bookmark: _Toc475184295][bookmark: _Toc475184388][bookmark: _Toc475184483][bookmark: _Toc475184296][bookmark: _Toc475184389][bookmark: _Toc475184484][bookmark: _Toc475093752][bookmark: _Toc475093805][bookmark: _Toc475184297][bookmark: _Toc475184390][bookmark: _Toc475184485][bookmark: _Toc475361705]Education, training and supervision
Opportunities for training and development will be embedded throughout the pilot trial and will comprise:
· Initial orientation including educational needs assessment
· Introductory workshops tailored to needs assessment
· Ongoing mentoring and supervision provided by a Macmillan Clinical Nurse Specialist and local PI
· Three monthly reflective practice meeting to review progress and identify further training needs.
A Macmillan Clinical Nurse Specialist who is also EoL Development Lead for Nursing/Residential Homes will provide mentoring and supervision. The Dementia Nurse Specialists will also be supported by a core intervention team in each area (North Tyneside and Alnwick). Preliminary meetings will be held with each core intervention team to discuss their remit and the frequency and timing of meetings. 
[bookmark: _Toc475361706]Initial orientation
The initial orientation session will involve the Dementia Nurse Specialist, chief investigator, members of the research team, local PI and the Macmillan Clinical Nurse Specialist. The focus will be on introducing the intervention and completing an educational needs assessment form to review existing skills and knowledge and identify any gaps (see Appendix 6). Since the Dementia Nurse Specialists are from different professional backgrounds (palliative care and dementia) they will require a period of familiarisation with both the alternate specialist discipline and also with primary care. The nurse with a background in palliative care will therefore spend a week with a specialist dementia team and the nurse from a specialist dementia team will spend some time with a palliative care team. 

Both nurses will require a period of familiarisation with primary care; this may include accompanying GPs to visits to PwD in their own homes or care homes; shadowing a district nurse in the community; observing annual dementia reviews and attending relevant practice meetings. Both of the Dementia Nurse Specialists appointed have extensive experience of working with care homes; familiarisation with this setting will therefore not be required. 

[bookmark: _Toc475361707]Introductory workshops
The educational needs assessment will be used to develop two half day workshops tailored to the specific training needs of the Dementia Nurse Specialists. The workshops will involve the Dementia Nurse Specialists, chief investigator and a multidisciplinary group of clinicians including GP, old age psychiatrist, palliative care consultant and the Macmillan clinical nurse specialist. In view of the complementary expertise of the two staff appointed, this may be an opportunity for them to share their existing skills and knowledge. Since the Dementia Nurse Specialists will have a role in recruiting PwD, family members and professionals for the pilot trial, they will complete training on Good Clinical Practice (and Adults Lacking Capacity if required) prior to any involvement in recruitment. This will also ensure basic knowledge of and familiarity with key research processes. The research team and trial manager will provide support and training with research tasks.

[bookmark: _Toc475361708]Mentoring and supervision
Ongoing supervision will be provided two to four weekly by the Macmillan Clinical Nurse Specialist. A palliative care consultant and old age psychiatrist will be available for additional input as needed. Supervision will include both individual and joint sessions to enable the two Dementia Nurse Specialists to share experiences and work collaboratively to solve any emerging problems.

[bookmark: _Toc475361709]Reflective practice meetings
Reflective practice meetings will be held monthly for the first three months of the project; following a review these may then be bi-monthly for the remainder of the pilot trial. These meetings will involve the Dementia Nurse Specialist, Macmillan clinical nurse specialist, local PI and a member of the research team, with additional clinical input being arranged as and when needed.

8. [bookmark: _Toc475361710]Embedded process evaluation
This is a pilot trial to explore the feasibility and acceptability of a Dementia Nurse Specialist with a specific remit to improve EoLC for PwD and their families. Alongside the pilot trial we will also be conducting an embedded process evaluation. The pilot trial will allow us to test out whether it is feasible to recruit PwD, family carers and health and social care professionals. It will also enable us to test out a range of outcome measures to see whether they are acceptable to PwD and carers and are sensitive to the sorts of changes that might occur as a result of the SEED intervention. The Dementia Nurse Specialists will have a key role in recruiting participants for the pilot trial.
The process evaluation will focus on participants’ experiences and views on participation in the pilot trial and the SEED intervention. We will collect data through interviews; observations; informal discussions; audio recordings of intervention delivery and meetings; and documentary analysis. The aim of the process evaluation is to understand why and how the SEED intervention works (or does not work) in practice. The participation of the Dementia Nurse Specialists and core intervention team will be crucial to the success of the process evaluation.

The Dementia Nurse Specialists (and core intervention team) therefore have a dual role in delivering the intervention and contributing to research tasks. The rest of the manual has described the delivery of the intervention; in this section we focus on the research-related tasks. For the Dementia Nurse Specialists there are three distinct research tasks:
· Recruitment of participants for the process evaluation
· Documenting activities
· Participating in the process evaluation.

The core intervention team will also be involved in the process evaluation. Previous experiences of pilot trials has highlighted the need to ensure that staff responsible for intervention delivery understood their dual role and the expectations concerning their involvement in research processes. We have therefore included this section in the manual. Any member of the research team will be happy to help with any queries; the contact details of key individuals involved in the trial are provided in Appendix 2.

[bookmark: _Toc475361711]Recruitment of participants
The Dementia Nurse Specialists will contribute to identifying potential participants for the process evaluation. To understand how the SEED intervention works in practice, we will interview PwD, their families and a range of the health and social care professionals who have had contact with the Dementia Nurse Specialist, to explore their views on this new model of care and describe how the intervention has affected their care or practice. We will work with the Dementia Nurse Specialists to identify potential participants. 

In addition to the interviews, we will also arrange some observation. This will allow the researchers to gain insight into how the SEED intervention is delivered in practice. We will be as flexible as possible in negotiating opportunities for observation.  We do not aim to be burdensome to the Dementia Nurse Specialists or other participants and do not wish to influence the delivery of the intervention.  We will aim to be as unobtrusive as possible and would withdraw if our presence was having a negative effect on the interaction. Again, further details of the role of the Dementia Nurse Specialist in identifying and recruiting participants for the process evaluation are provided in the recruitment manual.

[bookmark: _Toc475361712]Logging Dementia Nurse Specialist activities
A key feature of the SEED intervention is the extent to which it can be tailored to individual PwD and families and to local circumstances. Because of this flexibility, it is impossible to predict in advance how much time Dementia Nurse Specialists will spend on different activities (e.g. directly working with PwD and their families, training professionals, linking services). As part of the pilot trial, we will collect data to understand the proportion of time spent on different activities. This will also provide insight into the extent to which different services engage with the SEED intervention. We will work with the Dementia Nurse Specialists to identify the best ways of collecting these data. The activity checklists will also provide data on the nature of the work undertaken by the Dementia Nurse Specialists.

[bookmark: _Toc475361713]Participating in the process evaluation
The Dementia Nurse Specialists and the core intervention team will also be directly involved in the process evaluation as participants through interviews and observation. The interviews will ensure that those most closely involved in delivering the intervention have opportunities to share their experiences and opinions regarding the SEED intervention.  These interviews would be audio-recorded and transcribed for analysis. The transcripts would be anonymised. Although quotations would be used in disseminating the findings, these would be identified only by a study ID number. Because of the small number of participants (there will only be two Dementia Nurse Specialists), additional issues regarding confidentiality may arise; these would be discussed with the relevant participants and ways of further protecting confidentiality would be identified.

To facilitate these research-related activities, an initial meeting will be arranged between the Dementia Nurse Specialists and the research team to discuss the research in more detail and address any questions or concerns. Similarly the research team will meet with the core intervention team to discuss participation fully. While informed consent will be sought from members of the core intervention team, we will not seek written consent from the Dementia Nurse Specialists since involvement in the research is a non-negotiable part of their role. (This is not to say that they must agree to all requests for observation or interview by the research team, but rather to clarify that there is an expectation that the Dementia Nurse Specialist role includes a willingness to participate in the research activities). 

We also anticipate regular contact with the research team (face-to-face/telephone/email) to facilitate communication and develop good working relationships.  We anticipate that the Dementia Nurse Specialists will meet with the research team at least once per month, and other contact will be ad-hoc as required.
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[bookmark: _Toc478477529]Appendix 1	Overview of the SEED programme
	Workstream
	Aims
	Methods
	Participants

	WS 1
Mapping current evidence and outcome measures for end of life care in dementia
	· To examine existing recommendations, care planning and guidelines
· To identify  UK ‘best practice’, and the quality of evidence underpinning this 
· To identify person-centred outcome measures
· To consider resource implications of existing pathways to inform economic modelling
	Systematic and policy review
Mapping of best practice
Q-sort with people with dementia & family carers
	Research team
National Council of Palliative Care survey 

	WS 2
Defining and delivering good practice
	· To understand whether and how 'best practice' is delivered towards the end of life
· To assess the relevance of existing guidance to day-to-day practice
· To identify practical strategies used to address the complex needs of people with dementia at the end of life
	Telephone and face-to-face interviews
Focus groups
Non-participant observation

	People with dementia, family carers, national experts in end of life care and dementia, service managers and frontline staff
Participating sites will include both ‘best’ and ‘usual’ practice

	WS 3
Development of the SEED intervention 
	· To develop an evidence-based intervention for end of life care in dementia informed by the findings of WS1 and WS2
· To model current pathways to describe experiences and key elements of good practice
· To draft resources to support the delivery of the intervention
	Visual design methods
Task workshops
	Research team
PPI members
Service managers and frontline staff

	WS 4
Pilot trial of the SEED intervention
	· To conduct a pilot trial to investigate whether a definitive multi-centre randomised controlled trial of the SEED intervention is feasible

	Completion of standardised outcome measures
Qualitative interviews
Observation
Analysis of documentation
	People with dementia and family carers
Dementia Nurse Specialists
Core intervention team
Health & social care professionals

	WS 5
Economic modelling study
	· To assess the feasibility of conducting a cost-utility analysis 
	Use of structured questionnaires to collect data on resource use from participants and health and social care records
Standardised questionnaires to collect data on health-related quality of life for PWD and their family carers
	People with dementia
Family carers
Health & social care professionals

	WS 6
Commissioning good quality, community-based end of life care in dementia
	· To  maximise the impact of the SEED programme by developing user-friendly, practical guidance for delivering end of life care
	Telephone and face-to-face interviews
Workshops
	Service commissioners
People with dementia
Health care professionals
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	Name
	Role
	Email
	Telephone

	Louise Robinson
	Chief investigator
	a.l.robinson@ncl.ac.uk
	01912087013

	
	
	
	

	Chris Massey
	Principal investigator (NTW)
	christopher.massey@ntw.nhs.uk
	01915665422

	
	
	
	

	Paul Paes
	Principal investigator (NHCT)
	paul.paes@northumbria-healthcare.nhs.uk
	01912354904

	
	
	
	

	Angela Mattison
	Programme administrator
	angela.mattison@ncl.ac.uk
	01912085625

	
	
	
	

	Claire Bamford
	Day-to-day management of WS4
	claire.bamford@ncl.ac.uk
	01912087047

	
	
	
	

	Dot Coe
	Research associate (baseline & follow-up assessments)
	dorothy.coe@ncl.ac.uk
	01912085237

	
	
	
	

	Emma McLellan
	Research assistant (baseline & follow-up assessments)
	emma.mclellan@ncl.ac.uk
	01912083028

	
	
	
	

	Marie Poole
	Research assistant (process evaluation)
	marie.poole@ncl.ac.uk
	01912087215

	
	
	
	

	Kate Rennie
	Trial manager
	katherine.rennie@ncl.ac.uk
	01912088979

	
	
	
	

	
	
	
	

	
	
	
	




[bookmark: _Toc478477531]Appendix 3a	Theoretical job description provided to NHS Trusts

Job title:	Dementia Nurse Specialist
Band/scale:
Locations:
Hours:
Accountable to:

Main purpose of role:
1.	Timely planning discussions
Aim
To increase awareness that dementia is a terminal illness amongst patients, family, carers and care professionals
To reduce the fear & stigma of discussing EoL care
To understand the legal & clinical status of different approaches to planning (e.g. LPA, DNACPR)
To involve pwd as far as possible in planning discussions
To ensure key family members are involved & support the plans made
To ensure staff involved in planning discussions have appropriate skills & expertise
To ensure that plans are disseminated appropriately

2.	Recognising EoL & providing supportive care
Aim
To improve recognition that pwd are moving towards EoL
To ensure families, professional clinicians and carers understand the uncertainty of EoL care trajectories in pwd
To improve recognition of pain at EoL
To improve management of distress (e.g. pain, anxiety) towards and at EoL
To reduce medication burden for pwd towards and at EoL
To facilitate appropriate anticipatory prescribing towards and at EoL for pwd
To improve access and guidance on the use of anticipatory medicines
To explore and meet carer needs at EoL


3.	Co-ordinating care
Aim
To improve and ensure effective communication between different agencies providing care towards and at EoL, for pwd and their families
To clarify responsibilities for planning with pwd
To clarify the first point of contact for advice & support at EoL (e.g. local hospice vs out of hours GP)
To facilitate timely access to additional specialist services and resources for EoL care (e.g. equipment, continuing care funding)
To ensure that all relevant agencies have necessary paperwork re planning & preferences for care
To ensure pwd have access to EoL care specialists in hospices & palliative care teams
To develop skills of care home staff in advocating for pwd at EoL
To plan for changes that might occur overnight for pwd towards and at EoL
To provide appropriate support for night staff, particularly when pwd are at EoL
To ensure that night staff are integrated with the broader care team and are able to access equivalent training and guidance

4.	Working effectively with primary care
Aim
To improve accuracy and cross-referencing of primary care registers (dementia, carer, EoL) to ensure they are up to date
To ensure GPs and other community-based staff have appropriate skills to provide care to pwd
To ensure GPs, community nurses, ambulance staff, out of hours staff and care home staff fully support EoL plans
To improve consistency in prescribing of anticipatory medicines
To improve continuity of care for pwd towards and at EoL (e.g. allocation of a lead GP/care home staff)
To improve access to a range of specialist community services (for pwd in their own homes & in care homes) at EoL, for example Macmillan nurses, palliative care doctors, respite services.
To ensure GPs and other community-based professionals support a holistic approach to EoL care for pwd
To improve access to a range of specialist community services (for pwd in their own homes & in care homes) at EoL, for example Macmillan nurses, palliative care doctors, old age psychiatry, respite services



5.	Managing hospitalisation
Aim
To improve clarity over the purpose of hospital admission
To reduce unnecessary hospitalisation
To improve management of pwd towards and at EoL whilst in hospital
To facilitate discharge of pwd towards and at EoL to their usual place of care

6.	Continuing care after death
Aim
To ensure that staff understand the circumstances in which the police/coroner have to be involved
To ensure that the deceased is cared for appropriately
To provide ongoing emotional support to family carers
To provide practical support to family carers
To support care staff following a death

7.	Valuing staff and on-going learning 
Aim
To recognise good practice in EoL care for pwd
To identify strategies to manage challenges to delivering good care to pwd towards and at EoL
To provide clinical and professional leadership/mentorship in supporting good practice in EoL care in dementia by offering expertise and guidance to clinicians, care staff, partner organisations and families
To recognise & value the emotional attachments between staff & pwd
To recognise the importance of personal attributes of staff (as well as formal qualifications)
To explore the emotional impact of EoL care as well as procedural issues
To assist with the evaluation and audit of this role and area of care.


[bookmark: _Toc478477532]Appendix 3b	Dementia Nurse Specialist job description (NHCT)
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[bookmark: _Toc478477533]Appendix 4	Summary of key resources
	Timely planning discussions
For professionals:
Facilitating discussions on future & EoLC with a person with dementia (factsheet)
http://hospicefoundation.ie/healthcare-programmes/dementia-palliative-care/guidance-documents-dementia/ 
EoLC: what matters to the person who’s dying (video)
http://www.scie.org.uk/socialcaretv/video-player.asp?v=holisticassessment  

For pwd/family carers:
I have dementia… how do I plan for the future? (booklet)
http://www.alzheimer.ie/Living-with-dementia/I-am-a-Carer/Plan-for-the-future.aspx
Before you go, planning and support for the end of life (information guide)
http://www.ageuk.org.uk/Documents/EN-GB/Information-guides/AgeUKIG51_Before_you_go_inf.pdf?dtrk=true 
  

	Co-ordination of care                                                                                      
For professionals:
End of life care: why it is essential to coordinate care (video)
http://www.scie.org.uk/socialcaretv/video-player.asp?v=coordinationofcare  

For pwd/family carers:
Coordinate my care initiative (electronic care plan)
http://www.stchristophers.org.uk/planning-end-of-life-care/planning-end-of-life-care-coordinate-my-care/  


	Effective working relationships with primary care
For professionals:
End of life and palliative care: thinking about the words we use (video)
http://www.scie.org.uk/socialcaretv/video-player.asp?v=palliative-care-or-end-of-life-care  


	Managing hospitalisation
For professionals:
Remain in the Care Home (RICH) plan (example document)
http://www.dementia.jennerhealthcentre.co.uk/ 


	Recognition of EoL and provision of supportive care
For professionals:
Care of dying adults in the last days of life (NICE guidelines)
https://www.nice.org.uk/guidance/ng31 

For pwd/family carers:
End of life care (factsheet)
https://www.alzheimers.org.uk/site/scripts/download_info.php?fileID=2267    


	Continuing care after death
For professionals:
Loss and grief in dementia (guidance document)
http://hospicefoundation.ie/healthcare-programmes/dementia-palliative-care/guidance-documents-dementia/    

For pwd/family carers:
Grieving following the death of someone with dementia (factsheet)
https://www.alzheimer.ie/Alzheimer/media/SiteMedia/Helpline%20and%20Information%20Resources/Info%20Pack%20PDF's/ASI_Grieving-Loss_Section-E3_final.pdf 


	Valuing staff and ongoing learning
For professionals:
Quality end of Life Care for All (QELCA) (work-based learning)
http://www.stchristophers.org.uk/qelca 
 


[bookmark: _Toc478477534]Appendix 5a	SEED overview (Level 1)
 

[bookmark: _Toc478477535]Appendix 5b 	SEED activities and outcomes (Level 2)[bookmark: _Toc478477536][bookmark: _Toc475361908]1.	Timely planning discussions 
1.1	To provide opportunities for discussions about EoL care with patients & families
1.2	To provide opportunities for documenting preferences for EoL care
1.3	To ensure appropriate dissemination of completed documents
1.4	To ensure timely review of completed documents


	
	Activities – individual level	
	Outcomes

	1.1
	Discussions about: 
· End of life trajectory in dementia
· Personal values
· Preferred decision makers (including LPA)
· Comfort care planning
· Unwanted treatments & interventions (including        hospitalisation & DNACPR)
	Documented in patient notes

	1.2
	Assessment of capacity where relevant prior to completion of formal documentation
	Documented in patient notes

	
	Documentation completed on:
· Preferred decision makers (including LPA)
· Comfort care planning
· Unwanted treatments & interventions (including       hospitalisation & DNACPR)
	Documented in patient notes
Interviews with patients/carers

	1.3
	Documentation disseminated to:
· Care home
· OOHs service
· Ambulance service
	Review of CH and GP records
?

	1.4
	Timely review of documents above
	Review of CH and GP records



	

	Conditions – system level
	Outcomes 

	1.1
	Staff trained & competent in assessment of capacity
Responsibility for assessment of capacity and contexts in which assessment is required are agreed
	Training records
Documented responsibility
Informal discussions

	1.2
	Staff aware that discussions are an outcome in themselves and should be documented
Responsibility and trigger points for different types of discussion are agreed
Staff have appropriate knowledge of different planning options, access to resources to support discussions (e.g. care planning guide) and can signpost individuals to appropriate professionals for further discussion/documentation
	Informal discussions

Documented responsibility & trigger points
Resources available
Informal discussions

	1.3
	Staff aware of documentation and requirements for completion (including time frame for review)
	Training records
Informal discussions

	1.4
	A protocol for appropriate dissemination of completed documents
	Protocol exists, is accessible and has date for review

	1.5
	Protocol which sets out appropriate intervals and trigger points for reviewing end of life documentation
	Protocol exists, is accessible and has date for review





[bookmark: _Toc475361909][bookmark: _Toc478477537]2.	Recognising end of life & providing supportive care
2.1	To identify pwd approaching the end of life and add them to the palliative care register
2.2	To share prognosis with families and prepare them for the end of life
2.3	To ensure the timely recognition and management of pain and discomfort at EoL
2.4	To review end of life planning documents
2.5	To ensure that all staff are aware of, and follow, relevant documentation

	
	Activities – individual level
	Outcomes

	2.1
	Recognising small, incremental changes that may indicate that the patient is approaching the end of life
	Documentation of weight, activity levels, mobility in GP and CH records
Systematic review and interpretation of any changes

	
	Regular clinical review by GP or CH nurse against palliative care criteria (e.g. using the ‘surprise’ question)
	Documentation in GP or CH notes

	
	Add patients to palliative care register when identified as approaching end of life
	Documentation & palliative care register

	2.2
	Discussion re prognosis and common EoL trajectories and uncertainty with family (and pwd if appropriate); written information offered and provided if required
	Discussion and information provision documented in notes
Family understanding via interviews 

	2.3
	Pain/distress scales used to monitor wellbeing, inform management, support communication with GP/clinical lead and assess impacts of medication
	Use of scales, interpretation and actions taken recorded in notes
Informal discussions 

	
	Homely meds (e.g. paracetamol, senna) available for CH residents if required
	Details of medication requested, prescribed and administered recorded in GP/CH notes
Clear rationale recorded if medication requested but not prescribed

	
	Anticipatory medications available if required (i.e. anti-emetic; anti-secretions; pain relief; anti-anxiety) 
	Details of medication requested, prescribed and administered recorded in GP/CH notes
Clear rationale recorded if medication requested but not prescribed

	2.4
	Review of care planning documents
	See 1.5

	
	Develop comfort care plan if not already in place
	Documentation in GP or CH notes

	2.5
	Staff are aware of specific end of life documentation in place (e.g. emergency health care plan)
	Informal discussions

	
	Staff know the key contact for the family and circumstances in which s/he is to be contacted
	Observation of handover meetings
Informal discussions

	
	Staff provide consistent, personalised care based on knowledge of the individual
	Whether all staff involved in providing care have read the care plan (and other relevant documents)




	
	Conditions – system level
	Outcomes 

	2.1
	Proactive, regular clinical review (for CH patients) by GP or clinical lead
Weekly ward rounds by GPs in CHs
Agreement of criteria for adding patients to the palliative care register (either CH or GP)
Staff aware of and use indicators such as the surprise question
	Review documented in GP and/or CH notes
Whether weekly ward rounds take place
Review of palliative care register
Documented use of indicators in GP/CH notes

	2.2
	Staff have skills and knowledge to support discussions
Suitable written information available and accessible
Triggers for such discussions identified
Responsibilities for such discussions agreed
	Informal discussions
Training records
Written materials available
Protocol exists, is accessible and has date for review

	2.3
	Protocol for use of pain/distress scales including interpretation, actions and communicating the findings
Staff trained in use of scales & interpreting results
	Protocol exists, is accessible and has date for review
Informal discussions
Training records

	2.4
	GP/clinical lead proactively consider potential need for ‘homely meds’
CH staff provide GP with adequate information to facilitate prescription
	Documentation in CH/GP records
Documentation of evidence to support prescription in CH records
Informal discussions

	2.5
	GP/clinical lead proactively consider potential need for anticipatory meds
CH staff provide GP with adequate information to facilitate prescription 
Protocol which sets out appropriate intervals and trigger points for considering the prescription of anticipatory medication (e.g. when patients are added to palliative care register)
	Documentation in CH/GP records
Documentation of evidence to support prescription in CH records
Informal discussions
Protocol exists, is accessible and has date for review
Documented rationale for why anticipatory meds have or have not been prescribed

	2.6
	See 1.5 
	See 1.5

	2.7
	Handover systems are in place which explicitly include information on end of life documentation where relevant
Staff understand the status of documentation
Staff understand that pwd and family priorities outweigh their own preferences and beliefs
	Informal discussions
Observation

Training records
Informal discussion

	2.8
	Information is clearly documented and accessible on family contacts & preferences
Staff understand that pwd and family priorities outweigh their own preferences and beliefs
	Documentation in CH records
Training records
Informal discussions

	2.9
	See 2.8
	See 2.8




[bookmark: _Toc475361910][bookmark: _Toc478477538]3.	Co-ordinating care
3.1	To improve co-ordination between multiple services and agencies
3.2	To improve communication within and between services
3.3	To improve access to continuing healthcare funding
3.4	To refer appropriately to specialist services

	
	Activities – individual level
	Outcomes

	3.1
	Lead professional allocated and known to family and other services involved in care
	Documented lead professional (e.g. GP/Nurse) in GP notes and CH notes
Informal discussions

	
	Clear documentation of professional roles and responsibilities
	

	3.2
	Staff communicate the needs of the pwd effectively (e.g. through evidence-based assessment such as pain/distress assessment scale; documenting changes in presentation, and demonstrating knowledge of baseline of person)
	Documented use of assessment tools and clear description of changes in CH notes (or tools such as SBAR)
Satisfaction with information provided
Informal discussions

	
	Individualised round the clock care is supported by up to date documentation which is shared within and between services
	Documentation in GP/CH/patient’s home
Evidence that documented preferences have been acted upon by both day and night staff

	
	Staff provide an explicit rationale for referrals
	Documentation of rationale for referral in GP/CH notes

	3.3
	Support for families to ensure eligible patients receive continuing healthcare funding
	Proportion of PWD dying at home for whom continuing healthcare funding was applied; fast tracked; and received prior to death
Proportion of family carers receiving support with applications

	3.4
	Refer patients to specialist support services as required
	Proportion of requests for specialist support met (e.g. palliative care)
Informal discussions



	

	Conditions – system level
	Outcomes 

	3.1
	Policy regarding named lead professional agreed locally
System for disseminating name and contact details of lead professional to families and other agencies involved in care
	Proportion of pwd for whom named professional is recorded in GP and CH notes
Evidence that details are shared with families & other agencies

	3.2
	Staff are trained in the use and interpretation of evidence-based scales
Staff use standardised tools to facilitate communication (e.g. SBAR)
	Evidence of staff training 
Evidence of use of tools in practice. 
Informal discussions with a range of professionals (including 
care home staff)

	3.3
	Clear responsibilities and trigger points for applying for continuing healthcare funding
Staff who are responsible are accessible and responsive
Staff not responsible know who to signpost to
	Policy detailing responsibility for applications
Informal discussions

	3.4
	Good knowledge of local services and referral criteria
	Informal discussions

	3.5
	Established systems for sharing key information and preferences
	Observation
Informal discussions





	[bookmark: _Toc478477539][bookmark: _Toc475361911]4.	Working effectively with primary care 
4.1	To provide a conducive environment in CH for GP visits
4.2	To have a named GP and alternate identified
4.3	To ensure regular (e.g. 3 monthly) proactive clinical review of PwD
4.4	To review medications towards end of life

	
	Activities – individual level
	Outcomes

	4.1

	CH staff communicate the needs of the pwd effectively (e.g. through evidence-based assessment such as pain/distress assessment scale; documenting changes in presentation, and demonstrating knowledge of baseline of person)

	Documented use of assessment tools and clear description of changes in CH notes (or tools such as SBAR)
Satisfaction with information provided
Informal discussions Rating of satisfaction with visit (CH staff; primary care staff)

	
	CH staff provide an explicit rationale for referrals
	Documentation of rationale for referral in GP/CH notes

	
	CH staff introduce professionals to pwd, provide key background information and model specific communication skills
	Observation
Informal discussions

	4.2
	Named GP to facilitate continuity
	Named GP recorded and known to family/CH staff
Proportion of consultations with named GP

	4.3
	Regular clinical review by GP or CH nurse
	Documentation in GP or CH notes

	4.4

	Homely meds (e.g. paracetamol, senna) available for CH residents if required
	Details of medication requested, prescribed and administered recorded in GP/CH notes
Clear rationale recorded in notes if medication requested but not prescribed

	
	Anticipatory medications available if required (i.e. anti-emetic; anti-secretions; pain relief; anti-anxiety) 
	Details of medication requested, prescribed and administered recorded in GP/CH notes
Clear rationale recorded in notes if medication requested but not prescribed

	
	Medication burden minimised towards end of life
	PwD medication review conducted and unnecessary medications stopped





	
	Conditions – system level
	Outcomes

	4.1
	Named GP practice (or lead GP) allocated to CH
See 3.2
	Proportion of CH residents registered with the lead practice
See 3.2

	4.2
	Clear responsibility for liaising with professionals
Feedback system in place to identify whether additional information was required
CH staff have knowledge of individual pwd
CH staff have good communication skills
	Documented responsibility

Documented system and evidence of use

Informal discussions
Evidence that staff have read care plans
Evidence of training
Observation

	4.3
	Named GP for all CH residents
Weekly ward rounds in CHs
	Review of CH records
Proportion of CH residents reviewed by GP in last 3/12
Informal discussions

	4.4
	See 2.4
	See 2.4

	4.5
	See 2.5
	See 2.5 

	4.6
	Policy about trigger-points for medication review (e.g. when patient added to palliative care register)
Evidence that medications are restarted where appropriate (e.g. if pwd rallies)
Clear responsibility for medication review towards end of life
	Proportion of pwd with medication review

Review of CH/GP records

Informal discussions





	[bookmark: _Toc478477540][bookmark: _Toc475361912]5.	Managing hospitalisation 
5.1	To ensure that a clear rationale is provided for hospital admissions
5.2	To ensure preferences regarding hospitalisation are reviewed and documented
5.3	To identify a range of options to support families and CH staff in the event of unanticipated changes
5.4	To ensure professionals who do not know the patient have access to key information 
5.5	To improve liaison between community and hospital staff to facilitate rapid discharge

	
	Activities – individual level
	Outcomes

	5.1
	Purpose of hospital admission is clearly documented and why hospital is the best way to achieve this
	Documentation of rationale for admission in CH/GP/OOHs notes
Evidence that alternatives have been considered

	5.2

	Pwd & family preferences regarding hospital admission are explored and (if appropriate) documented. 
	Documentation of preferences in CH/GP notes or completion of structured form (eg RICH plan)

	
	Explain that situations might still arise in which hospitalisation is needed
	Informal discussions

	5.3
	Identify a ‘community of support’ (eg palliative care team, local hospice helpline, OOH District Nurse) and agree ‘first port of call’
	Documentation of emergency support arrangements
Informal discussions

	5.4
	Include an up to date summary print-out of pwd medical records from GP which can be given to professionals not usually involved in the pwd’s care (e.g. OOHs GPs, ambulance staff, hospital staff) 
	A summary medical record dated within the last 3 months is available in CH records or with the family carer and is provided to professionals as needed.

	
	Provide other accessible information to hospital staff in the event of admission to facilitate appropriate care (e.g. ‘TOP 5’, ‘This is me’ or a copy of the comfort care plan).
	Appropriate information is available in the event of admission
The document is transferred to hospital with the pwd on admission

	5.5
	Adequate information and medication is provided on discharge to facilitate patient care until the person can be seen by the GP
	Informal discussions





	
	Conditions – system level
	Outcomes 

	5.1
	Documentation such as the Remain in Care Home(RICH) plan is routinely discussed with pwd and families
Identify the person with responsibility for the discussions about preferences relating to hospitalisation
Consider linking discussions to a specific trigger which may help to ensure discussions take place
	Proportion of CH residents for whom such documentation has been a) discussed, b) completed and c) is recorded in CH and GP notes
Proportion of PwD for whom completed documentation is shared with OOH; ambulance service etc.


	5.2
	Staff understand when EHCPs (or other documentation) is appropriate
	Proportion of PwD approaching EoL with appropriate documentation eg EHCP

	5.3
	Review all hospital admissions monthly to explore reasons for admissions; identify benefits; identify adverse outcomes; and agree action plans (which are reviewed at the next meeting)
Questions such as ‘what are we trying to achieve?’ are routinely used to promote a palliative approach where appropriate
	Evidence of review & action planning
Proportion of PwD admitted with no documented rationale
Informal discussions

	5.4
	Explore the scope for developing relationships between CH and other community services which may be able to provide advice OOHs (e.g. hospices, Macmillan nurses etc.)
	Proportion of PwD for whom a ‘first port of call’ is documented in CH records (or appropriate document for those living at home) e.g. emergency support plan/community of support

	5.5
	Review all hospitals admissions of pwd monthly (GP or CH)to explore reasons for admission; identify benefits and adverse outcomes; and agree action plans (which are reviewed at the following meeting)
	Documentation of monthly review meetings and evidence that action plans have been progressed

	5.6
	CHs have a summary medical record from the GP for all residents which is provided to professionals who do not know the pwd and transferred to hospital in the event of admission
	Proportion of PwD with patient/care home held summary medical records
Informal discussions

	5.7
	Liaison with hospitals regarding the most useful format and content of information
Systems in place to ensure documentation is readily available and consistently transferred
	Proportion of PwD with completed summary documentation (e.g. TOP 5/This is me documentation or similar)
Informal discussions

	5.8
	Close liaison with hospital by CH managers/senior nurses

	Proportion of PwD with lead community staff member who will liaise with hospitals identified in notes (could be a member of CH staff)
Proportion of PwD discharged to community with a) some medical history/information and b) medication
GP review of admission



[bookmark: _Toc478477541][bookmark: _Toc475361913]6.	Continuing care after death 
6.1	To prepare families for what will happen following the death of pwd
6.2	To support families in the immediate post-death period
6.3	To assess need for ongoing bereavement support

	
	Activities – individual level
	Outcomes

	6.1

	Ensuring that services are aware of preferences and requirements for post-death care (e.g. cremation/burial)
	Requirements documented in appropriate notes

	
	Discussion with families about potential coroner/police involvement prior to bereavement
	Discussion with families about potential coroner/police involvement is documented in CH notes (or relevant community notes?)
Informal discussions

	6.2
	Emotional and practical support offered to family carers in the immediate post-death period
	Documented in notes whether such assistance was a) offered b) provided


	
	Bereavement pack issued to carer following a death
	Documentation of receipt of bereavement pack

	6.3
	Follow-up phone call made within 3 months to assess how the carer is managing post-bereavement and signpost to other sources of support if required
	Documented evidence in appropriate notes of follow-up call
Documented evidence in appropriate notes of signposting to bereavement services



	
	Conditions – system level
	Outcomes 

	6.1
	Understanding of local requirements for coroner/police involvement 
Staff have skills and knowledge explain the process to family carers
	All staff are aware of local policy/procedures
Accessible record of which PwD have DoLs in place
Training records
Informal discussions

	6.2
	System/checklist of potential support which can be offered
Clear line of responsibility for who will offer/provide/signpost to support
	Evidence of checklist in use
Informal discussions
Informal discussions

	6.3
	Bereavement packs available to hand out
Clear lines of responsibility for issuing
	Informal discussion

Informal discussion

	6.4
	Identify a named individual responsible for follow-up (whether in care home or community)
Knowledge of local bereavements services and referral criteria
Systematic approach in place to prompt responsible individual to follow-up (e.g. diary alert)
	Informal discussions


Informal discussions

Informal discussions


[bookmark: _Toc475361914][bookmark: _Toc478477542]7.	Valuing staff & on-going learning – activities & outcomes
7.1	To value the emotional work involved in end of life care
7.2	To recognise the personal strengths of staff 
7.3	To establish routine post-death reviews

	
	Activities – individual level
	Outcomes 

	7.1

	Ensure opportunities for staff to share their feelings at the end of a shift where a PwD has died 
	Evidence of staff debrief

	
	Provide/signpost to ongoing bereavement support for staff as and when required
	Informal discussions

	
	Proactive review following personal bereavement and recognising that an adjustment period may be needed before staff are fully involved in end of life care
	Informal discussions

	7.2
	Identify opportunities for recognition of individual strengths
	Informal discussions

	7.3
	Develop a structured agenda for post-death reviews (covering both procedural and emotional aspects; good practice and areas for development
	Proportion of pwd for whom a post death review has taken place

	
	Ensure facilitation by an individual who can encourage and model reflective practice
	Informal discussions

	
	Develop strategies for change and identify how these are to be implemented
	Learning points from post-death review are documented and action plans are in place

	
	Ensure a range of staff are involved (including night staff, community nurses, GP)
	Record of involvement of staff in meetings



	
	Conditions – system level
	Outcomes 

	7.1
	The service culture recognises emotional attachment to residents (including community nursing teams)
	Informal discussions


	7.2
	Bereavement support policy in service/CH
Supervision process includes attention to emotional wellbeing
Systems for supporting staff following a personal bereavement outside work or death of ‘favourite’ resident (or a series of residents). This may be achieved through supervision, discussion with manager/supervisor on return to work following a bereavement, and a follow-up one month later.
	Evidence of policy in place and enacted
Informal discussions
Informal discussions

	7.3
	Service culture which values staff and invests in their development and training
Creation of additional roles which foster learning and development (e.g. champions for areas such as end of life care, nutrition, pressure sore prevention and management, etc.)
	Training records

Development opportunities
Informal discussions
Job satisfaction (scale?)

	7.4
	On-going routine post-death reviews involving a range of staff (e.g. night staff, community nurses, GP) which cover both procedural and emotional aspects and encourage a focus on both good practice and areas for development
Meetings facilitated by someone able to encourage and model reflective practice (possibly NS) 
Evidence of a clear process for developing strategies for change and how these are to be implemented
	Proportion of PwD for whom a post-death review has taken place and been documented
Proportion of night staff who have been involved in a post-death review
Proportion of day staff (of different grades) who have been involved in a post-death review
Learning points from post-death reviews are documented and action plans in place to facilitate implementation
Record of involvement of GP and community staff in such meetings
Informal discussions




[bookmark: _Toc478477543]Appendix 5c	SEED activity checklists (Level 3)
[bookmark: _Toc478477544][bookmark: _Toc475361916]1.	Timely planning discussions 
1.1	To provide opportunities for discussions about EoL care with patients & families
1.2	To provide opportunities for documenting preferences for EoL care
1.3	To ensure appropriate dissemination of completed documents
1.4	To ensure timely review of completed documents


	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	1.1

	Discussions about end of life trajectory in dementia
Unwanted treatments & interventions (including hospitalisation & DNACPR)
	
	
	

	
	Discussions about personal values
	
	
	

	
	Discussions about preferred decision makers (including LPA)
	
	
	

	
	Discussions about comfort care planning
	
	
	

	
	Discussions about unwanted treatments & interventions (including hospitalisation & DNACPR)
	
	
	

	1.2
	Assessment of capacity where relevant prior to completion of formal documentation
	
	
	

	
	Documentation completed on preferred decision makers (including LPA)
	
	
	

	
	Documentation completed about comfort care planning
	
	
	

	
	Documentation completed about unwanted treatments & interventions (including hospitalisation & DNACPR)
	
	
	

	1.3
	Documentation disseminated to care home
	
	
	

	
	Documentation disseminated to OOHs service
	
	
	

	
	Documentation disseminated to care home ambulance service
	
	
	

	1.4
	Timely review of documents above
	
	
	



	
	Conditions – system level
	Achieved (Y/N) 
	Date
	Plan of action

	1.1
	Staff trained & competent in assessment of capacity
Responsibility for assessment of capacity and contexts in which assessment is required are agreed
	
	
	

	1.2
	Staff aware that discussions are an outcome in themselves and should be documented
Responsibility and trigger points for different types of discussion are agreed
Staff have appropriate knowledge of different planning options, access to resources to support discussions (e.g. care planning guide) and can signpost individuals to appropriate professionals for further discussion/documentation
	
	
	

	1.3
	Staff aware of documentation and requirements for completion (including time frame for review)
	
	
	

	1.4
	A protocol for appropriate dissemination of completed documents
	
	
	

	1.5
	Protocol which sets out appropriate intervals and trigger points for reviewing end of life documentation
	
	
	





[bookmark: _Toc478477545][bookmark: _Toc475361917]2.	Recognising end of life & providing supportive care 
2.1	To identify pwd approaching the end of life and add them to the palliative care register
2.2	To share prognosis with families and prepare them for the end of life
2.3	To ensure the timely recognition and management of pain and discomfort at EoL
2.4	To review end of life planning documents
2.5	To ensure that all staff are aware of, and follow, relevant documentation

	
	Activities – individual level 
	Achieved (Y/N)
	Date
	Plan of action

	2.1

	Recognising small, incremental changes that may indicate that the patient is approaching the end of life
	
	
	

	
	Regular clinical review by GP or CH nurse against palliative care criteria (e.g. using the ‘surprise’ question)
	
	
	

	
	Add patients to palliative care register when identified as approaching end of life
	
	
	

	2.2
	Discussion re prognosis and common EoL trajectories and uncertainty with family (and pwd if appropriate); written information offered and provided if required
	
	
	

	2.3
	Pain/distress scales used to monitor wellbeing, inform management, support communication with GP/clinical lead and assess impacts of medication
	
	
	

	
	Homely meds (e.g. paracetamol, senna) available for CH residents if required
	
	
	

	
	Anticipatory medications available if required (i.e. anti-emetic; anti-secretions; pain relief; anti-anxiety) 
	
	
	

	2.4
	Review of care planning documents
	
	
	

	
	Develop comfort care plan if not already in place
	
	
	

	2.5
	Staff are aware of specific end of life documentation in place (e.g. emergency health care plan)
	
	
	

	
	Staff know the key contact for the family and circumstances in which s/he is to be contacted
	
	
	

	
	Staff provide consistent, personalised care based on knowledge of the individual
	
	
	



	
	Conditions – system level
	Achieved (Y/N)
	Date
	Plan of action

	2.1
	Proactive, regular clinical review (for CH patients) by GP or clinical lead
Weekly ward rounds by GPs in CHs
Agreement of criteria for adding patients to the palliative care register (either CH or GP)
Staff aware of and use indicators such as the surprise question
	
	
	

	2.2
	Staff have skills and knowledge to support discussions
Suitable written information available and accessible
Triggers for such discussions identified
Responsibilities for such discussions agreed
	
	
	

	2.3
	Protocol for use of pain/distress scales including interpretation, actions and communicating the findings
Staff trained in use of scales & interpreting results
	
	
	

	2.4
	GP/clinical lead proactively consider potential need for ‘homely meds’
CH staff provide GP with adequate information to facilitate prescription
	
	
	

	2.5
	GP/clinical lead proactively consider potential need for anticipatory meds
CH staff provide GP with adequate information to facilitate prescription 
Protocol which sets out appropriate intervals and trigger points for considering the prescription of anticipatory medication (e.g. when patients are added to palliative care register)
	
	
	

	2.6
	See 1.5 
	
	
	

	2.7
	Handover systems are in place which explicitly include information on end of life documentation where relevant
Staff understand the status of documentation
Staff understand that pwd and family priorities outweigh their own preferences and beliefs
	
	
	

	2.8
	Information is clearly documented and accessible on family contacts & preferences
Staff understand that pwd and family priorities outweigh their own preferences and beliefs
	
	
	

	2.9
	See 2.8
	
	
	





[bookmark: _Toc478477546][bookmark: _Toc475361918]3.	Co-ordinating care 
3.1	To improve co-ordination between multiple services and agencies
3.2	To improve communication within and between services
3.3	To improve access to continuing healthcare funding
3.4	To refer appropriately to specialist services


	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	3.1
	Lead professional allocated and known to family and other services involved in care
	
	
	

	
	Clear documentation of professional roles and responsibilities
	
	
	

	3.2
	Staff communicate the needs of the pwd effectively (e.g. through evidence-based assessment such as pain/distress assessment scale; documenting changes in presentation, and demonstrating knowledge of baseline of person)
	
	
	

	
	Individualised round the clock care is supported by up to date documentation which is shared within and between services
	
	
	

	
	Staff provide an explicit rationale for referrals
	
	
	

	3.3
	Support for families to ensure eligible patients receive continuing healthcare funding
	
	
	

	3.4
	Refer patients to specialist support services as required
	
	
	







	
	Conditions – system level
	Achieved (Y/N) 
	Date
	Plan of action

	3.1
	Policy regarding named lead professional agreed locally
System for disseminating name and contact details of lead professional to families and other agencies involved in care
	
	
	

	3.2
	Staff are trained in the use and interpretation of evidence-based scales
Staff use standardised tools to facilitate communication (e.g. SBAR)
	
	
	

	3.3
	Clear responsibilities and trigger points for applying for continuing healthcare funding
Staff who are responsible are accessible and responsive
Staff not responsible know who to signpost to
	
	
	

	3.4
	Good knowledge of local services and referral criteria
	
	
	

	3.5
	Established systems for sharing key information and preferences
	
	
	




[bookmark: _Toc478477547][bookmark: _Toc475361919]4.	Working effectively with primary care 
4.1	To provide a conducive environment in CH for GP visits
4.2	To have a named GP and alternate identified
4.3	To ensure regular (e.g. 3 monthly) proactive clinical review of PwD
4.4	To review medications towards end of life


	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	4.1

	CH staff communicate the needs of the pwd effectively (e.g. through evidence-based assessment such as pain/distress assessment scale; documenting changes in presentation, and demonstrating knowledge of baseline of person)
	
	
	

	
	CH staff provide an explicit rationale for referrals
	
	
	

	
	CH staff introduce professionals to pwd, provide key background information and model specific communication skills
	
	
	

	4.2
	Named GP to facilitate continuity
	
	
	

	4.3
	Regular clinical review by GP or CH nurse
	
	
	

	4.4
	Homely meds (e.g. paracetamol, senna) available for CH residents if required
	
	
	

	
	Anticipatory medications available if required (i.e. anti-emetic; anti-secretions; pain relief; anti-anxiety) 
	
	
	

	
	Medication burden minimised towards end of life
	
	
	




	
	Conditions – system level
	Achieved (Y/N) 
	Date
	Plan of action

	4.1
	Named GP practice (or lead GP) allocated to CH
See 3.2
	
	
	

	4.2
	Clear responsibility for liaising with professionals
Feedback system in place to identify whether additional information was required
CH staff have knowledge of individual pwd
CH staff have good communication skills
	
	
	

	4.3
	Named GP for all CH residents
Weekly ward rounds in CHs
	
	
	

	4.4
	See 2.4
	
	
	

	4.5
	See 2.5
	
	
	

	4.6
	Policy about trigger-points for medication review (e.g. when patient added to palliative care register)
Evidence that medications are restarted where appropriate (e.g. if pwd rallies)
Clear responsibility for medication review towards end of life
	
	
	








[bookmark: _Toc478477548][bookmark: _Toc475361920]5.	Managing hospitalisation 
5.1	To ensure that a clear rationale is provided for hospital admissions
5.2	To ensure preferences regarding hospitalisation are reviewed and documented
5.3	To identify a range of options to support families and CH staff in the event of unanticipated changes
5.4	To ensure professionals who do not know the patient have access to key information 
5.5	To improve liaison between community and hospital staff to facilitate rapid discharge

	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	5.1
	Purpose of hospital admission is clearly documented and why hospital is the best way to achieve this
	
	
	

	5.2
	Pwd & family preferences regarding hospital admission are explored and (if appropriate) documented 
	
	
	

	
	Explain that situations might still arise in which hospitalisation is needed
	
	
	

	5.3
	Identify a ‘community of support’ (e.g. palliative care team, local hospice helpline, OOH District Nurse) and agree ‘first port of call’
	
	
	

	5.4
	Include an up to date summary print-out of pwd medical records from GP which can be given to professionals not usually involved in the pwd’s care (e.g. OOHs GPs, ambulance staff, hospital staff) 
	
	
	

	
	Provide other accessible information to hospital staff in the event of admission to facilitate appropriate care (e.g. ‘TOP 5’, ‘This is me’ or a copy of the comfort care plan)
	
	
	

	5.5
	Adequate information and medication is provided on discharge to facilitate patient care until the person can be seen by the GP
	
	
	




	
	Conditions – system level
	Achieved (Y/N)
	Date
	Plan of action

	5.1
	Documentation such as the Remain in Care Home(RICH) plan is routinely discussed with pwd and families
Identify the person with responsibility for the discussions about preferences relating to hospitalisation
Consider linking discussions to a specific trigger which may help to ensure discussions take place
	
	
	

	5.2
	Staff understand when EHCPs (or other documentation) is appropriate
	
	
	

	5.3
	Review all hospital admissions monthly to explore reasons for admissions; identify benefits; identify adverse outcomes; and agree action plans (which are reviewed at the next meeting)
Questions such as ‘what are we trying to achieve?’ are routinely used to promote a palliative approach where appropriate
	
	
	

	5.4
	Explore the scope for developing relationships between CH and other community services which may be able to provide advice OOHs (e.g. hospices, Macmillan nurses etc.)
	
	
	

	5.5
	Review all hospitals admissions of pwd monthly (GP or CH)to explore reasons for admission; identify benefits and adverse outcomes; and agree action plans (which are reviewed at the following meeting)
	
	
	

	5.6
	CHs have a summary medical record from the GP for all residents which is provided to professionals who do not know the pwd and transferred to hospital in the event of admission
	
	
	









[bookmark: _Toc478477549][bookmark: _Toc475361921]6.	Continuing care after death 
6.1	To prepare families for what will happen following the death of pwd
6.2	To support families in the immediate post-death period
6.3	To assess need for ongoing bereavement support


	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	6.1

	Ensuring that services are aware of preferences and requirements for post-death care (e.g. cremation/burial)
	
	
	

	
	Discussion with families about potential coroner/police involvement prior to bereavement
	
	
	

	6.2
	Emotional and practical support offered to family carers in the immediate post-death period
	
	
	

	
	Bereavement pack issued to carer following a death
	
	
	

	6.3
	Follow-up phone call made within 3 months to assess how the carer is managing post-bereavement and signpost to other sources of support if required
	
	
	





	
	Conditions – system level
	Achieved (Y/N) 
	Date
	Plan of action

	6.1
	Understanding of local requirements for coroner/police involvement 
Staff have skills and knowledge explain the process to family carers
	
	
	

	6.2
	System/checklist of potential support which can be offered
Clear line of responsibility for who will offer/provide/signpost to support
	
	
	

	6.3
	Bereavement packs available to hand out
Clear lines of responsibility for issuing
	
	
	

	6.4
	Identify a named individual responsible for follow-up (whether in care home or community)
Knowledge of local bereavements services and referral criteria
Systematic approach in place to prompt responsible individual to follow-up (e.g. diary alert)
	
	
	











[bookmark: _Toc478477550][bookmark: _Toc475361922]7.	Valuing staff & on-going learning 
7.1	To value the emotional work involved in end of life care
7.2	To recognise the personal strengths of staff 
7.3	To establish routine post-death reviews

	
	Activities – individual level
	Achieved (Y/N)
	Date
	Plan of action

	7.1

	Ensure opportunities for staff to share their feelings at the end of a shift where a PwD has died 
	
	
	

	
	Provide/signpost to ongoing bereavement support for staff as and when required
	
	
	

	
	Proactive review following personal bereavement and recognising that an adjustment period may be needed before staff are fully involved in end of life care
	
	
	

	7.2
	Identify opportunities for recognition of individual strengths
	
	
	

	7.3
	Develop a structured agenda for post-death reviews (covering both procedural and emotional aspects); good practice and areas for development
	
	
	

	
	Ensure facilitation by an individual who can encourage and model reflective practice
	
	
	

	
	Develop strategies for change and identify how these are to be implemented
	
	
	

	
	Ensure a range of staff are involved (including night staff, community nurses, GP)
	
	
	



	
	Conditions – system level
	Achieved (Y/N)
	Date
	Plan of action

	7.1
	The service culture recognises emotional attachment to residents (including community nursing teams)
	
	
	

	7.2
	Bereavement support policy in service/CH
Supervision process includes attention to emotional wellbeing
Systems for supporting staff following a personal bereavement outside work or death of ‘favourite’ resident (or a series of residents). This may be achieved through supervision, discussion with manager/supervisor on return to work following a bereavement, and a follow-up one month later.
	
	
	

	7.3
	Service culture which values staff and invests in their development and training
Creation of additional roles which foster learning and development (e.g. champions for areas such as end of life care, nutrition, pressure sore prevention and management, etc.)
	
	
	

	7.4
	On-going routine post-death reviews involving a range of staff (e.g. night staff, community nurses, GP) which cover both procedural and emotional aspects and encourage a focus on both good practice and areas for development
Meetings facilitated by someone able to encourage and model reflective practice (possibly NS) 
Evidence of a clear process for developing strategies for change and how these are to be implemented
	
	
	



[bookmark: _Toc478477551]Appendix 6	Educational needs assessment for Dementia Nurse Specialist
	Thinking about…
	Specific skills/knowledge
	Confident about this 
	Need to learn about this

	Timely planning discussions
	Able to establish relationships & communicate effectively with PWD & their families
	
	

	
	Aware of how to introduce advance care planning and other possible planning/decisions
	
	

	
	Understand the legal and clinical status of different approaches to planning (e.g. LPA, DNACPR)
	
	

	
	Able to work collaboratively with existing staff responsible for discussing end of life planning (e.g. in hospices or with cancer patients) to share skills and knowledge
	
	

	
	Able to mentor and support staff to take on additional responsibilities related to timely planning discussions with PWD
	
	

	
	Able to advocate on behalf of the PWD if family members have reservations about his/her preferences
	
	

	
	Able to resolve conflict effectively where PWD and family members disagree
	
	

	Coordination of care
	Able to support community staff in analysing and responding to behavioural & psychological symptoms of dementia
	
	

	
	Able to support professionals/PWD/families to plan for crisis/deterioration 
	
	

	
	Able to identify and analyse support networks of PWD and families and to develop or sustain support
	
	

	
	Well-informed about sources of support locally (including out of hours services)
	
	

	
	Able to negotiate effectively with multiple health and social care agencies
	
	

	
	Able to foster links between day and night staff to improve integration

	
	

	Effective working relationships with primary care
	Able to develop good working relationships with members of an established team
	
	

	
	Able to provide training on dementia and EoL needs to primary care colleagues as required
	
	

	
	Able to contribute effectively to existing primary care meetings (e.g. district nurse meetings, ‘virtual ward rounds’)
	
	

	
	Able to use new systems for recording medical and nursing records effectively
	
	

	
	Able to review existing systems within primary care relating to end of life care (e.g. prescription of anticipatory medicines) and identify strategies for reducing unwarranted variations in practice
	
	

	Managing hospitalisation
	Able to command confidence and exhibit negotiation skills in liaison with multi-disciplinary team
	
	

	
	Able to advocate on the person’s behalf or support them in self-advocacy 
	
	

	
	Able to work with multiple agencies to develop pathways for aspects of EoL care for PWD which will minimise unnecessary hospitalisation
	
	

	Recognition of EoL & provision of supportive care
	Understand common symptoms that may arise at end of life in dementia and how to identify and manage these (including use of appropriate assessment tools)
	
	

	
	Able to elicit and address fears and concerns of PWD/families/professionals about management of crisis, distress and pain
	
	

	Continuing care after death

	Able to offer support to bereaved carers and other members of the support network
	
	

	
	Understand systems and policies to ensure appropriate care of the deceased (including involvement of services such as the police/coroner)
	
	

	Valuing staff & ongoing learning
	Able to deliver training at an appropriate level for a range of community staff
	
	

	
	Able to facilitate detailed case review discussions with a range of community staff to identify successes and areas for development
	
	

	
	Identify own support needs and those of other health and social care staff involved in end of life care for PWD; identify ways of addressing these
	
	

	
	Able to raise awareness of the emotional work involved in end of life care for PWD and ways of supporting staff 
	
	

	Additional skills
	Well-informed about the range of dying trajectories in dementia 
	
	

	
	Able to contribute to development of interventions by using the theory of change
	
	

	
	Understand the roles and responsibilities of different individuals and 
organisations in clinical research
	
	

	
	Understand the process of receiving informed consent and the roles and responsibilities of 
those involved in this process
	
	

	
	Understand the Mental Capacity Act and be able to assess the capacity of people with dementia who are eligible for the pilot trial
	
	






1. Timely planning discussions
1.1  To provide opportunities for discussions about EoL care with patients & families
1.2  To provide opportunities for documenting preferences for EoL care
1.3  To ensure appropriate dissemination of completed documents
1.4  To ensure timely review of completed documents


2. Recognising end of life & providing supportive care
2.1  To identify pwd approaching the end of life and add them to the palliative care register
2.2  To share prognosis with families and prepare them for the end of life
2.3  To ensure the timely recognition and management of pain and discomfort at EoL
2.4  To review end of life planning documents
2.5  To ensure that all staff are aware of, and follow, relevant documentation


3. Co-ordinating care
3.1  To improve co-ordination between multiple services and agencies
3.2  To improve communication within and between services
3.3  To improve access to continuing healthcare funding
3.4  To refer appropriately to specialist services


4. Working effectively with primary care
4.1  To povide a conducive environment in CH for GP visits
4.2  To have a named GP and alternate identified
4.3  To ensure regular (eg 3 monthly) proactive clinical review of PwD
4.4  To review medications towards end of life


5. Managing hospitalisation
5.1  To ensure that a clear rationale is provided for hospital admissions
5.2  To ensure preferences regarding hospitalisation are reviewed and documented
5.3  To identify a range of options to support families and CH staff in the event of unanticipated changes
5.4  To ensure professionals who do not know the patient have access to key information 
5.5  Community staff liaise with hospital staff to negotiate rapid discharge


6. Continuing care after death
6.1  To prepare families for what will happen following the death of pwd
6.2  To support families in the immediate post-death period
6.3  To assess need for ongoing bereavement support


7. Valuing staff & on-going learning
7.1  To value the emotional work involved in end of life care
7.2  To recognise the personal strengths of staff 
7.3  To establish routine post-death reviews
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Job Detaiis
Job Tt Dementia Nurse/Care Faciltator
Business Unit Community
DeparimentWard Pallatve Gare
Location North Tyneside Community
Pay Band Banas
CRETD WORTEg REF 1o
Wiain Purpose of the Job

The Supporiing Excellence 1n End of e Care and Dementa (SEED) Bigamme s funded
by the Nations insttte for Health Research and is led by Professor Louise Robinson atthe.
University of Newcaste,in coliboration with partner organisatians. This s a5 year research
sxogramme which will explore in detail what constitutes ‘good practice’ care firstly by
interviewing key groups and observing real world practice. From this data we will develop 3
9009 praciice intervention to test out and compare with usual care. This post, dementia
nurse care faciliator, was developed from the study findings. This fixed term post for 12
manths will aimto support professionals, both commissioning and providers, o deliver good
auality community based end of Ife care in dementia through the development of an
integrated care patway.

Dimensions

“The post holder wil bs recognised as an expertn either Gementia andlor paliative care and
will act as a lead 1) provider of information and i) faciltator of carel services for people with
Gementia and thei caters.

In agdiion, their role wil inluence, intate and manage change, to influsnce local healtn
‘agendain relation to dementia and end of ife care. To be aware of the constantly changing
local and national polfical agenda and respond approprately e.g. national sevice.
frameworks. To contribute o the development of cincal governance and qualty frameworks
and lead as appropriate on the implementaion of polices In and across professions and
teams.
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7. Communicafions and Relafionships

To act s a specialistresource To faciiate communty based professionals
Gelver highly complex service, co-ordinated for people with dementia and give
‘expertpractical, cinizal and emotional support to caters and familes ving with
dementia

Be influential through the development of communication systems with Primary
Care GP servies to improve the access for the person with dementia whether in
their own homes or within a care seting, o specialist communiy services through
the end of e pathway e.g. Macilan Nurses, Paliatie Care Doctors.

Be infuential through the development of communication systems with Secondary
Care services to improve the access for the person with dementia whether in their
‘own homes, within hospial or social care sefting, to specialist community services
through the end of Ife pathway e.9. Macmillan Nurses, Paliative Care Doctors,
Mental Healin Servizes for Older People, Memory Servies, Social Care, Hospice.
and Respite Services.

2 Knowledge, SKills, Training and Experience

Registered Nurse-Adult or Regstered Nurse Mental Healin
Demonsirabie fevel of previous post registration experience of working with people.
with dementia and/or end of Ife care in Primary & Secondary care satiings.
Demonsirable up to date knowledge of nationallocal Paliative Care/End of Life
Gare senvice frameworks.

Demonsirable up to date knowledge of nationallocal Dementia Strategies and how
they interface with paliative carelend of fe services.

Teaching & mentoring qualfication e.g. ENB 998, C&G 70377, D32/33

Experience of delivering or co-faciitating education and training

Specialst Knowledge of the Mental Health Act 1883 (amended 2007)

Knowledge of the Mental Capacity Act & Deprivation of Liberly Safeguards.
Knowledge of Local Authority Safeguarding polcies and procedures.

Effective use of communication (both writen & verbal) and interpersonal skils.
Abilty o work autonomously.
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. Analytical Skils

Undertake nfial palient assessmerts, formulate, infate and evaluate freatment
plans with the person with dementi, thei carers and families.

Use a comprehensive range of specialist knowledge and skils in paliative and
‘dementia care in order to provide expert practical, clinical and emotionl support to
caress and families Iving with demenia during end of ife

. Planning & Organisational Skills

“The post holder wil be an autonomous praciiioner sxpected 1o Qgarise Primary
Gare/Secondary Care meetings and education, o input nto the SEED Progamme.
of research, alongside a ciinical role.

‘The provision of support via ik meetings and person-centered advice to embed
best practice.

. Physical Skills

Standard keyboard SKITS
Driving betueen primary and secondary care

. PatientClient care

Exercise accountabilty for patient care, as et out in the NMIC Code of Professional
Conduct and at al tmes act within the poiiies and procedures of Northumbria
Healthcare NHS Foundation Trust

To work n parinership with the Pallative Care Specialist Nurse & Modern Matron
for MHSOP in providing leadership and best practice for people with dementa
Guring end of fe care in Primary, Secondary and Social Care seftings.

To be responsible for the planning and delivery of specialist Pallafive Care Services
in Primary & Secondary Care, priarfising clnial need to provide person-centered
care to people with dementia,thei cates and families at the end ofife

Act as an advocate to empower the person with dementa, thei carers and famiies
to Influence and access available specialist services as they move towards the end
ofie.

o carry out risk assessments and management of the physical environment to
safeguard the person with dementia, staff, zaters and families to enable complex
health needs to be managed within the appropriate environment a the end of Iife.
To assess, plan, implement and evaluate specialist packages of care for people
with dementia as they move towards the end of ife, which can include the analysis
of highly complex elnical, social and family stuations.

Work flexiby to enable timely responses to the changing needs of the person with
dementia atthe end of Ife.

Take a full and equal part with mult-gisciplinary teams in both Primary & Secondary
Gare to ensure delivery of person centered care to the person with dementia, heir
caress, and familes as they approach the end of theirIves

Be adaptable to working with the person with demeniia who may experience
periods of challenging behavior and how this may impact on their end of Ife care.
o partcipate in clinical supervision
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7. Policy & Service Development

+ Influence, nfiate, Implements and manage changes n practice and polcy relating
to people with dementia and end of e care.

+ Be aware of the constantly changing national and local health agendas and how
ths relates 1o people with Gementia and end of fe care.

+ Work in partnership with the Pallative Care Specialst Nurse & Modern Matron for
MHSOP in contrbuting to the development of the ciiical governance and qualty
frameworks to support person centered care delivery fo people with dementia, heir
carecs and families as they approach end of ffe.

+ Active involvement, (leading where approprite) in raising the profile o tis post
within end of fe and dementia care.

8. Financial & Physical Resources.

+ To contribute (o the effective and eficient Use of equipment and resources
belonging to NHCT.

+ Ensure that all business mileage and expenses are completed and submitied in
accordance with NHCT financial procedures.

5. Human Resources

+ Educafion and g s core 1o fhis post_ Gimizal supervision Wil bs offered by
Paliative Care CNS & Modern Maron for MHSOP as dictated.
+ Provides clinical supervision to students.

70, nformation Resources

= The post holder wil nave responsibty or ensuring patent recoros are Up fo Gate.
as required

7. Research & Development

+ Akey focus of tis ol s or e poSLGIGe! 1o partcpate in the SEED research
Programime as a seit-directed professional n colaboration with other members of
the mult-professional team. Encourage and support other professional involvement.
in the relevant research and contribute to the evidence base for the nursing and
medical inferventions.

T2, Freedom fo Act

= The post holder of s xed Term contract Wil b2 an BUTonamoUs practionsr Who
will laise clossly with the Paliative Care CNS/ Senior Consutant in iaison with the
research team. Tne post holder will be accountable for their own actions.
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Standards

The statements outined below are the standards of which all employees of Northumbria
Healtncare Trust are expected (o comply

Works 1o the standards expected in the Northumbiia Healincare NHS Foundation Trust
statement of values.

Risk Management - o deliver the quality standards and targets outined inthe Trusts Risk.
Management Strategy and local operational policies

Infection Control

Itis your responsibilty to adhere o infection control polices and guidelines n order o
promote cleaniiness and reduce infections. Hand hygiene must be undertaken correcty to
prevent tne spread of nfection. Personal protective equipment must be used n accordance.
with Trust poliy. You must contribute to the cleaniiness of the work environment and keep
it "clutter free” and fdy. You must also aftend mandatory training and updates to ensure
You receive training appropriate to your role

Health and Safety:

Managers have a duty to ensure that safe systems of work are used within thei area of
responsibiity; o investigate aceidents and incidents; o arrange for rsk assessmens to be.
conducted annually, and to ensure staf attend approprate health and safety training.

All employess have a duty 1o take reasonable care for their own health and safety, and that
of others who may be affected by their actvies; to cooperate with the Trust by complying
with all health and safety rules and safe systems of work. and to inform thei ine manager
of any work stuation, o practice which may be considered a danger to health and satey.

Patient, Gaer & Public Involvement:

Managers have a duty to ensure that the principles of patient, aces and pubii involvement
are adnered to throughout all areas of responsibity in ne with Section 11 ofthe Health and
Social Care Act 2001 and the Trusts strategy for Patient Gater & Pubic Involvement
Managers shouid ensure meshanisms are in place to obtain feedback, implement fessons.
learnt.and share good practice throughout the arganisation.

To ensure that they adhere to the principies of patient, cager and publc involvement n their
work area, n line with Section 11 of the Health and Social Care Act 2001 and the Trusts
strateqy for Patient, Gatet & Public Involvement, to ensure fhat patients are the focus of
everything they do and follow good practce shared in ine with the Trusts policies and
procedures, such as learning from complaints and concems.

Safeguarding:

“The safeguarding of allthose wha are vuinerable is an enormous obligation for all of s who
workin the NHS and partner agencies.

Safeguarding chidren and adults at ik of abuse of neglect is complex, requentl under
review and we must al take responsibity to ensure that it works effestvely
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Safeguarding is everyone's responsibility. It remains the responsibilty of every NHS
organisation and each individual healncare professional working in the NHS to ensure that
the principles and duties of safeguarcing adlis and chidren are holistcally, consistently
and conscientiously applied with the needs of adults at risk or abuse of neglect atthe heart
of all hat we do.

Partnership working s also key and it is vital that local practitioners confinue to develop.
relations and work closely with colleagues across their local safeguarding system {0 develop.
ways of working that are collaborative, encourage consiructive challenge and enable
learning in a sustainable and joined-Up way.

NHS England wil confinue to seek assurance that the safeguarding arrangements across.
the nealth system are effectve.

Environment and Sustainabilty

The trust aims {0 be an exemplar organisation that embraces sustainabilty and meet its
corporate responsibily. It s the responsibilty of al employees to support the Trusts' vision
for sustainable development. To underiake their duies in a way that is not wasteful of
environment, financial and social resources throughout ther dally activie.
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Appendix 1

NOTE: This appendix is not intended to form part of the ‘official’ Job Description, but
is intended for Job Evaluation purposes only.

Effort and Environment

Physical - (Please describe circumstances, requency and the degree of effort required)
Use of computer, VDU ang scanner

Use of teaching aids
Driving witin the primary and secondary care setting

Mental - (Please describe the scope, circumstances and frequency of exposure)

Mentally able o carry out the ful requirements of the post,including frequent concenration
on patient assessments

Emotional - (Please describe the exposure and involvement in dstressing siuations)

Emotionally able to carry out the emotionl requirements of tis post and ighly emotional
circumstances e.g.terminally il paients, confused and aggressive clients.

Working Conditons - (Please describe the fype and extent of exposure fo unpleasant
working conditions/hazards)

“The post holder wil be expected to work across primary and secondary care and will
include exposure o frequent unpleasant conditions for example body fluids efs.
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Appendix 2

Grid
DUTIES AND RISK FACTORS OF THE POST Yes TNo

T Exposiure Prone Procedures (EPPs)"” <
2 Manual Hanoling Operations X
5[ Dusl, O, Smels. X

%[ Chemicals, Fumes or Gasses (Giufaraidenyde, Toer, <

anaesiheiic oases, reconstitution/handiing of cytotoxie drugs)

5[ Patient Contact X

5 Babiesiohiren Confact X
7| Food handing / Preparation X
5 [Drving X

5 Fork Lif Truck Drving <
10| User of Display Screen Equpment X

11| Mose X

12 [ nfestation X
15| Blood and Body FlugsWaslerSamplesiFoul Liven X
14| Exvessve Colo X
15| Excessive Heal X
16 Inclement weafher X

17| Radition <
15[ Laser Use X
15| Heights over2 melies. X
20. [ Confined Spaces X

21 Vibration te. Power Took X
22 [Using machinery wih movinglexposed parts X
25 [Shitwork X
24 Use of latex producs X
25| Physical violence / aqaression X

26| Employment of young people X
27 Any olher hazards please spesity X

25 [Other

Ifany hazard is dentiied above please give details below.
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