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SPPC Response to Consultation: 

National Dementia Dialogue 2015: Have your say
About the Scottish Partnership for Palliative Care (SPPC) 
The SPPC is the umbrella body representing the major organisations involved in palliative care in Scotland. Our membership includes all NHS Boards in Scotland, all Scottish voluntary hospices, and many national charities with an interest in palliative care.  (Full membership is detailed at www.palliativecarescotland.org.uk) 

The Partnership’s aims are to promote equitable access throughout Scotland to high quality palliative care for all patients and families on the basis of need not diagnosis. 

About this response
The SPPC welcomes the Scottish Government commitment to producing a 3rd National Dementia Strategy.  We have focused our response two sections of the consultation paper:

· Section 3: Palliative and end of life care

· Section 7: Care Homes

Section 3: Palliative and end of life care

How can we best ensure that people with dementia and their families receive consistent, coordinated care and support at end of life and that they always know where to go for help?
a) Consistent, coordinated care and support:
 “Meeting more people’s palliative care needs in Scotland will require greater support to help people talk sensitively, openly and honestly about deteriorating health and death. Communication can sometimes be poor and anticipatory care planning has not always been as good as it could have been.”
Strategic Framework for Action on Palliative and End of Life Care, Scottish Government, December 2015.
Anticipatory care planning is an essential part of most aspects of healthcare and is not restricted to people whose deteriorating health and risk of dying is now impacting on decision making. Thus anticipatory care planning may well start before a person has palliative care needs and will evolve over time as a person’s prognosis, understanding and priorities evolve. Anticipatory care plans should reflect what matters to the person, which is likely to be wider than just clinical issues.

For a person with dementia, there is a limited time when they may have capacity to undertake anticipatory care planning.  Finding the right time for these discussions takes sensitivity and can be difficult, and it must be acknowledged that some people may not wish to talk about future care needs, however the opportunity to do so should be available to all.  Anticipatory care planning which encompasses palliative and end of life issues can improve the outcomes experienced by an individual and their family
.  

Sensitive, open and honest conversations about what matters to the person are the heart of anticipatory care planning.  Documenting, reviewing, updating and sharing decisions and preferences identified during these discussions makes it more likely that care provided will reflect what the person wants. My Thinking Ahead and Making Plans
 is a useful tool that can facilitate future care planning. 
Initiating discussions and reviewing and updating plans may take place in any setting and does not have to be professionally led.  It may be that the person or those who matter to them have been thinking or already have plans in place, if so sharing with the professionals involved in their care should be encouraged. This would make it more likely that what the person wants is taken into account.

Transitions between settings, increased need for care, support, or equipment  can provide a useful trigger for initiating or updating planning, for example on discharge from hospital. Within the care home setting it is essential that staff are engaged in the anticipatory care planning process and are empowered to respect the preferences recorded in a plan, for example by not initiating an unwanted hospital admission.  

Anticipatory care planning may include the development of personal emergency care plans which record what treatments will be of benefit and in line with the person’s preferences in the event of a sudden deterioration.  Such plans should also include actions for informal carers. To maximise the possibility of improving the quality of patient care such emergency care plans should be widely accessible and recognisable and a consistent approach across Scotland would be essential to ensure appropriate engagement with eHealth systems (particularly the Key Information Summary), and out of hours and emergency healthcare services.
b) Knowing where to go for help

A key-worker model, such as the Dementia Practice coordinator role recommended by Alzheimer Scotland. would be helpful. 
Relevant information should be made available where we know people with dementia and their carers go to seek information e.g. NHS Inform, YouTube, council / health websites etc.
How can we best ensure that the workforce caring for people with advanced dementia and at end of life have access to the specialist support they require to continue to care?  

Specialist support may be from wide variety of providers for example specialist dementia workers / practitioner, palliative care, community nursing, heart failure nurse to name a few.

Hospice enabled dementia care, the first steps, published by Hospice UK and Hope for Home in 2015, sets out practical steps hospices can take to support people with dementia, their families and carers. It suggests that hospices should adopt a facilitative role, working in partnership with their local community and care providers, to ensure people affected by dementia have access to the necessary care and support wherever they live and whenever they need it.   It suggests a collaborative approach to the development of services and skills in response to the needs of people affected by a diagnosis of dementia, where hospices develop/contribute to a broad portfolio of services, engage in reciprocal exchange of learning, while also recognising that they are one small element of dementia care.

We suggest that the strategy should frame the contribution of hospices and NHS specialist palliative care services according to this model, rather than the phrasing contained within the consultation document, which seems more focused on inpatient capacity. (‘Scotland’s dementia hospice and hospice-at-home capacity needs significant development to meet this need.’ p.12) 
It is also important to note that undertaking the facilitative approach articulated within Hospice enabled dementia care, the first steps will require enhanced specialist palliative care capacity.
What should be the balance between the provision of specialist care and up-skilling the dementia workforce on palliative care?
Hospice enabled dementia care, the first steps suggests that there needs to be a reciprocal exchange of learning between those with expertise in end of life care and those with expertise in dementia care.

In addition to ensuring that palliative care specialists are involved within Advanced Dementia Specialist Teams, it is important to recognise that palliative care isn’t provided only, or even primarily, by palliative care specialists.  Much of the care that people receive when their health is deteriorating could be termed generalist palliative care, and is provided by health and social care professionals alongside the rest of their care.  

Palliative care can and should be delivered alongside active treatment where that is appropriate, and isn’t just about ‘end of life’ care.  It is important to ensure that all staff are aware of this and appropriately trained and supported, if people with dementia are to receive the best possible care.  

The new Scottish Government Strategic Framework for Action includes a commitment to:
“support the workforce by commissioning NHS Education for Scotland and the Scottish Social Services Council to develop a new palliative and end of life care Educational Framework.  This will address the needs of the health and social care workforce and will be focused on fostering an integrated and collaborative approach to educational provision.”

The development of the Strategic Framework is an opportunity to highlight the palliative care needs of people with dementia and how best to ensure that the ‘dementia workforce’ are upskilled in palliative care.
Which practitioners need to be involved in providing care and support for people with advanced dementia and at end of life, and how can we ensure equality of access, and effective cooperation between different health and care professionals?

We support the trial of the model articulated within Alzheimer Scotland’s Advanced Dementia Practice Model: understanding and transforming advanced dementia and end of life care, which advocates the creation of Advanced Dementia Specialist Teams which include a Consultant Geriatrician, AHP Specialists, District Nurse with dementia expertise, Specialist Psychiatrist, Specialist Psychologist and Palliative Care Specialist.  We welcome the Scottish Government’s intention to test and evaluate this service model in at least two geographical areas in the next dementia strategy.  It is important to recognise that though this won’t require a ‘whole new workforce’ it will require additional resources to enable the professionals involved to have the time to dedicate to this new role. Families, friends, lay  and social care workers and care home staff  provide a large amount of care for those with dementia and they need to be adequately supported by practitioners. It is also important to consider the number of practitioners involved and ensure the balance is right to promote best care.  
One major problematic area for staff/carers is support around medicines for symptom management – they can often present a challenge for patients and carers alike. Expertise from pharmacists (who are not AHPs, and so not covered by the list above) should be included where medicines are involved.

Section 7: Care Homes
What else should be done nationally to improve dementia care in care homes?

What additional support do families of loved ones with dementia in care homes need?  How can we improve the quality of life for people with dementia in care homes?

We would highlight the Full report on The Future of Residential Care for Older People in Scotland, published by the Scottish Government and COSLA in February 2014.  The report provides a useful exploration of the issues affecting the provision of care in care homes, and makes explicit reference to both dementia and palliative care: 
“The provision of good palliative and end of life care is part of the core work of residential care. Many older people living in care homes, both nursing and residential homes, have a range of chronic and potentially life threatening health problems. These can include diseases such as cancer, heart disease and dementia. These conditions tend to worsen over time and can leave residents in a fragile state of health, facing painful and difficult symptoms in their final years. Furthermore, 21% of the population over the age of 65 die in care homes. Given this, care homes are an increasingly important setting for palliative and end of life care and support. 
In order to be able to provide high quality palliative and end of life care, care homes need to develop good internal resources and have well trained and well supported staff. Residential homes which have no registered nursing staff on site also need good links and support to local healthcare systems including primary and community services, as well as to specialist care resources. Also, there is real potential here to utilise telehealthcare technology to develop such links.
Key challenges in improving palliative and end of life care in residential and care home settings mostly relate to workforce issues. These are: 
· Developing and embedding a culture which supports staff to provide good palliative and end of life care; 
· Sustained and consistent leadership and management with the necessary focus on quality care in this area;
· Retaining staff which will help to sustain and embed the appropriate culture;

· Obtaining and affording high quality courses – which in itself raises challenge of cost and cost of backfilling participating staff;
· Developing and sustaining good consistent links to local NHS and General Practice Services and creating clear community care hubs which support people living in care homes. The locality focus to be developed under Integration as set out in the Public Bodies Bill provides a clear opportunity to configure services around communities, which, of course, include care homes.”

There is a need to address the pay and status of the care home and care at home staff, without which other necessary workforce development (such as recruitment encompassing behaviours, retention, training, professional development and leadership development) seem unlikely to be successfully addressed.

The report also includes the following recommendation:

“That given the increasing levels of dementia seen in residential care home settings, we ensure that the good practice set out in Promoting Excellence is enshrined in a formal qualification and that work is undertaken with the sector to support the roll out of appropriate levels of training in palliative care needs in each facility.”

Promoting Excellence: A framework for all health and social services staff working with people with dementia, their families and carers highlights knowledge and skills relating to palliative care at ‘dementia skilled practice’, ‘enhanced dementia practice’ and ‘expertise in dementia practice’ levels.
The models set out within Hospice UK’s Hospice enabled dementia care, the first steps and within Alzheimer Scotland’s Advanced Dementia Practice Model should have a positive impact for people with dementia who live in care homes and their families.
Hospices in Scotland have been very involved in providing education, training and support to care homes, and were identified by the then Care Commission as the key provider of palliative care education to the care home sector.  Innovative models of linkage have been developed.  The hospice sector in Scotland in partnership with care home providers has also tested the innovative Namaste approach to improving quality of life for people with very advanced dementia.  There is scope to resource and scale up hospice / care home partnership working.
� The impact of advance care planning on end of life care in elderly patients: randomised controlled trial


Karen M Detering, Andrew D Hancock, Michael C Reade, William Silvester. BMJ 2010;340:c1345


Anticipatory care planning and integration: a primary care pilot study aimed at reducing unplanned hospitalisation Adrian Baker, Paul Leak, Lewis D Ritchie, Amanda J Lee and Shona Fielding Br JGenPract 2012;


� Accessible at: �HYPERLINK "http://www.nhsggc.org.uk/your-health/health-services/palliative-care/thinking-ahead/my-thinking-ahead-and-making-plans/"�http://www.nhsggc.org.uk/your-health/health-services/palliative-care/thinking-ahead/my-thinking-ahead-and-making-plans/� 
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