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Foreword
Cumbria has the oldest population in the North West and we face an 80% increase in people with dementia over the next 20 years.  Demand for dementia services is increasing rapidly with a 129% increase in referrals in the past year.

We adopted a rigorous methodology for this review.  Our starting point was a number of patient and carer stories commissioned from the Picker Institute.  We then triangulated this using stakeholder interviews and organisational data, benchmarking against the NICE Quality Standard for Dementia.  We identified many areas of excellent practice but also recommendations for further improvement.  
Across Cumbria, this review has prompted improvements in the delivery of more equitable services for people experiencing dementia and their families.  This modernisation is occurring alongside, and as part of, delivering Cumbria’s Dementia Strategy, with collaborative working central to delivering high quality, person centred care.  The NICE Quality Standard has provided a key template for developing the evidence based care pathways which are fundamental to delivering excellent services across a range of rural and urban settings.

This improved clinical model is being currently rolled out to all localities and includes:

· Improving early recognition of dementia
· Memory service staff linking into each GP practice, in collaboration with local Dementia Advisors 
· Improved Memory Assessment services in a choice of settings 
· Delivery of evidence based care pathway interventions- delivering more effective care with an emphasis on ‘family intervention’ 

· Improved access to specialist behavioural and psychological approaches to reduce reliance on medication

· A focus on quality of life in dementia rather than symptom reduction

· Roll out of the Care Home Education and Support Service (CHESS) programme to improve quality of life of people with dementia in Care Homes

· Closer working between Liaison services, acute hospital staff and local memory services

CPFT has invested £103,000 in the financial year 2012-13 in education for dementia care through the Improving Recognition of Dementia project and support for the roll out and implementation of Deciding Right.  In addition, we have also invested £159,000 in asset based community development projects to create six Health and Wellbeing hubs across the county linking our services to our communities and the third sector.  
Dementia requires a joined up response, making the best use of the assets in the community and third sector agencies and the best use of acute hospital and social care resources.  We took our report and recommendations to North Cumbria University Hospitals NHS Trust, and agreed with them a joint action plan to improve dementia services provided by both agencies. 

Dr John Howarth, Director of Integration
David Storm, Dementia Pathway Lead
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Executive Summary

Cumbria Partnership NHS Foundation Trust has welcomed the opportunity to review the services it provides for people with memory problems and dementia as part of the 2012 -13 CQUIN schedule.  
The Trust has engaged directly with a number of patients and a range of professional stakeholders to understand their experience of memory services and has been open and objective in assessing the quality of care it provides against the NICE Quality Standard for Dementia.

The review highlights some key areas:
· It has shown that Cumbria is above the national average for identification of people with dementia; however there remain a significant number of people not identified and therefore not benefiting from improved outcomes that early diagnosis brings.  Improvement work is already underway through the Integration Bursary – Improving Recognition of Dementia.
· Referral rates to specialist dementia services increased by over 100% between Sept 2010-11 and Sept 2011-12.  With dementia rates expected to rise by 4-5% year on year for the next 20 years and a projected 2-3% increase in detection rates, there is a very real danger that the service will become overwhelmed.

· There has been significant investment in training for dementia specialist services around evidence based care pathways, using the NICE Quality Standard for dementia as a template. Further training is planned for CPFT generic services staff and for other service providers including Adult Social Care.
· The Care Homer Education and Support Service (CHESS) model in Carlisle is valued by stakeholders in providing specialist support to care homes.  Carlisle’s dementia service has successfully implemented evidenced based dementia care pathways; continuous improvement is supported by the 6 monthly care pathway audit process.  Plans are in place to roll out these models to all localities improving equity of provision and patient experience.
· The Patient Stories identify that, for some people with dementia and their carers, there is a lack of formality in being assessed at home which detracts from the gravity of the assessment and subsequent diagnosis; others prefer the informality of a home assessment.  Therefore it is important that people are offered a choice in the place of assessment, and this has been incorporated in to the service modernisation plan.  
· There is a lack of provision for respite and short breaks for people with dementia and their carers.  Whilst CPFT can improve upon the number of carers who are offered an assessment of their needs. The broader issue of lack of provision is beyond its scope and should be addressed as a matter of urgency.  
· There has been a significant investment in reducing the number of people with dementia who are prescribed antipsychotic medication for treatment of non-cognitive symptoms, but although prescribing rates have reduced there is still room for further improvement.  The roll out of the CHESS programme to all localities will contribute to this.
Summary of recommendations

Recommendation 1

Spread the training which has been delivered to staff in specialist services to cover staff working in wider generic services, through the Integration Bursary funded project.

Recommendation 2

Implement CHESS training for care homes in all localities across Cumbria

Recommendation 3

Promote a collaborative approach to improving physical care environments, funded through social care, as part of the Dementia Strategy Implementation actions and linked to the CHESS training package.

Recommendation 4

Work collaboratively with NCUHT to deliver dementia training for staff in each organisation.

Recommendation 5
Provide choice of place of assessment when practical to do so.

Recommendation 6
Ensure that all patients assessed by CPFT specialist dementia services receive a Memory Matters pack, to include a copy of their individual assessment and care plan.
Recommendation 7
Continue to promote early recognition of dementia, using the Integration Bursary project to provide education in early detection and promote the benefits of early diagnosis to Community Services, Adult Social Care and Primary Care staff.

Recommendation 8
Develop a common set of information, based on the Memory Matters pack, for use across all services i.e. Alzheimer’s Society, CPFT and NCUHT working collaboratively with patients and carers.

Recommendation 9
When developed, roll out the use of the information pack to Community Hospitals as part of the education programme identified in section 3.1 of this report.

Recommendation 10
Work in partnership with patients, carers and other service providers to agree a process for identifying a named co-ordinator; advice on when to contact other providers (such as a GP for physical health problems) and a process for keeping patients and carers informed if their coordinator changes.  Develop a process for effective care co-ordination across services, which provides clear information for the person with dementia and their carers about who to contact.

Recommendation 11
Information regarding planning for End of Life Care should be included in the Memory Matters information packs.

Recommendation 12
The CPFT care pathway process records audit should be expanded to include planning for End of Life care, including clear action plans to promote improvement where indicated.
Recommendation 13
Support the role out of Cumbria Deciding Right for people with dementia, ensuring that all people with dementia have their PPC shared with OOH services and NWAS.  
Recommendation 14
People with dementia discharged from acute and community hospitals to care homes will have their PPC care plans reviewed.

Recommendation 15
Continue the roll out of the carer’s assessment in South Lakes, and implement plans to spread to all other specialist services by September 2013.

Recommendation 16
Promote closer working with the third sector through the integration bursary scheme project to create Health and Wellbeing Hubs in each locality

Recommendation 17
Continue with the programme of education in the use of the Medication Scrutiny tool and in psychological and behavioural techniques to manage challenging behaviour.

Recommendation 18
Roll out the Care Pathway Process Records Audit to all localities.

Recommendation 19
Develop a process for Furness locality to target reduction in prescribing rates, monitor effectiveness and adjust as indicated.
Recommendation 20
Continue with implementing and developing the psychiatric liaison service.

Recommendation 21
Roll out the Butterfly scheme to all community hospitals and Step Up/Step Down units and discuss with NCUHT implementing the scheme across all their sites.

Recommendation 22
Ensure that the End of Life care policy for CPFT services takes into account the specific needs of people with dementia.

Recommendation 23
Review the county wide provision of respite/short break services for people with dementia and their carers taking in to consideration the projected increase in prevalence and detection rates.

Introduction

The term ‘dementia’ is used to describe a syndrome which may be caused by a number of illnesses in which there is progressive decline in multiple areas of function, including decline in memory, reasoning, communication skills and the ability to carry out daily activities.  Alongside this decline, individuals may develop behavioural and psychological symptoms such as depression, psychosis, aggression and wandering, which cause problems in themselves, which complicate care, and which can occur at any stage of the illness.  (Dementia Strategy)

Recent reports and research have highlighted the shortcomings in the current provision of dementia services in the UK.  Dementia presents a huge challenge to society, both now and increasingly in the future.  There are currently 700,000 people in the UK with dementia, of whom approximately 570,000 live in England.  Dementia costs the UK economy £17 billion a year and, in the next 30 years, the number of people with dementia in the UK will double to 1.4 million, with the costs trebling to over £50 billion a year.  (Dementia Strategy: Living well with dementia 2008).
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Cumbria has a significantly higher proportion of older people than the England average.  This trend is set to increase over the next 20 years.  This means that the numbers of people with Dementia are set to rise substantially from about 7,000 in 2010 to nearly 13,000 in 2030.  In contrast there will be a reduction in the numbers of people of working age to care for them (Implementing the National Dementia Strategy: working together to improve life with dementia in Cumbria).
This Service Review will provide assurance to Commissioners of the quality of dementia services provided by Cumbria Partnership NHS Foundation Trust (CPFT) and steps that are being taken to deliver continuous improvement.

1.1 Why review dementia services?
The financial and demographic pressures which the NHS faces necessitate increasing productivity and effectiveness in order to achieve improvements in the quality of care for people with Dementia.  NHS Cumbria aims to make the best investment decisions locally to “achieve the greatest health gains and reduction in health inequalities, at best value for current and future service users” (WCC 2010).  As part of the CQUIN framework for 2012-13 it has afforded CPFT the opportunity to review services for people with dementia against the NICE quality standard.

The information gathered during the review period will be used to inform areas for future development.  Actions are to be agreed and delivered across provider services (CPFT and NCUHT).
In conducting this report we aware that a project has been commissioned by Adult Social Care as part of the Dementia Strategy implementation plan.  
The Dementia Services Development Centre at the University of Stirling has undertaken to: 
· gather information about people with dementia and their carers living in Cumbria, giving details of their location, living situation, and current care and support received 

· explore, in-depth, the experiences of people with dementia and their carer/s, to compare and contrast experiences between individuals and to understand the impact of services and support provided 

· identify best practice within Cumbria as well as any gaps in current service provision. 

Phase 1 of the project has been completed, the results have not yet been published. The surveys will be repeated in a year’s time to identify if improvements have been made to patient and carer experience.
As an organisation CPFT aims to 

· Provide safe services that deliver clinical outcomes and patient experience that are highly rated

· Proactively encourage people to live independent, healthy and active lives

· Engage our communities in effective governance of the organisation through membership.

Through this review CPFT has shown that it understands and is open about the quality of care it provides and is able to objectively review standards of care to identify areas for improvement.  CPFT will continue to actively engage with patients to understand what quality means to them.  
The Review Design
This review looks at qualitative evidence from patients and stakeholders regarding their experience and opinion of memory services, and organisational data for quality, staffing, activity and patient experience and benchmarks these with the NICE Quality Standard for Dementia.  By using triangulating in this way, comparing outcomes from a variety of data sources, we have been able to provide a richer and more complete picture of the care which dementia services deliver.
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1.2 Minimising bias
By including more than one method of gathering information (qualitative – interviews / surveys / observation and quantitative – activity, training) this review has set out to minimise bias in all aspects of the evaluation as follows:

1. Response bias – in order to avoid patients who use and/or rely upon our services telling us “what we may want to hear”, an external, independent company was used to conduct the patient surveys and gather patient stories.  We assumed that stakeholders / third sector would be candid, as it was in their best interest to supply information on where they would like to see community health services improved for their clients / patients.  Their openness has been guarded by attributing the comments used in this report to “stakeholder” in general, rather than specific individuals.
2. Sampling bias – there is no connection between the selection of patients who were included in the survey / patient stories and the persons who compiled this review.  Patients who required help to complete the survey were not excluded, as the independent agency provided assistance as required.  Likewise, with the patient stories, the patients had an opportunity to be interviewed in their home, in hospital or at a location convenient to them.

3. Single view bias – the content of the report has been compiled by more than one person, and both the content and analysis have been checked for validity.
1.3 Professional Stakeholders 

To understand the effectiveness of community health services from a stakeholder view point a series of five telephone interviews were undertaken with a range of stakeholders including Senior Commissioners, GP, third sector, and adult social care.  
The interviews were based on a topic guide (Appendix 1).  Questions were derived from the NICE Quality Standard.  As the interviews were conducted over the telephone, it was not possible to record the interviews.  Instead, hand written notes of the discussion were taken and transcribed into a Word document which was read and verified by the interviewee.  The content of the discussion was then analysed into themes based on the NICE Quality Standard.

1.4  Patient Stories 

A patient story can be described as a narrative developed following a face to face interview with a patient or carer who describes in their own words their experience of health care; to determine what was good and what was bad and how the experience could be improved.
As part of this review, CPFT commissioned Picker Institute Europe to undertake a total of 15 face to face interviews with patients and /or carers currently using Memory services.  Picker Institute Europe was selected for their proven track record, having previously successfully completed patient stories for Cumbria Partnership Foundation Trust.

The sample was selected from the current case load for each locality – taking on board any safeguarding issues for patients / carers and interviewers.  Whilst selecting the sample this way could introduce bias, it meant that any clinical or safeguarding issues were taken into account.  For those who were not cognitively able to participate themselves, carers were invited to participate either with the patient present or alone.
The sample included two patients from five localities, three patients from one locality and one patient from each of the inpatient units.  A total of 18 interviews were conducted with a combination of patient and carers.
Clinicians from each service were responsible for obtaining written consent from participating patients prior to the interview and additional supporting information was provided by Picker Europe.  This included: 
1. Information for staff:  to ensure that staff involved in the study were aware of its purpose, clarify their role, actions required and processes to gain patient consent.

2. Information for patients and carers: to ensure that patients and their carers were clear about the purpose of the study, how the study was undertaken and what was required of them.  The information made explicit the need for consent, how confidentiality would be maintained and what would happen to the information received.  It made clear that the patient could withdraw from the study at any time.  A £10 voucher was given by Picker as a measure of gratitude.

Interviews took place within the patient’s own home, in a quiet and confidential area of the community hospital or, if requested by the patient, another location.  All interviews were carried out by a range of experienced interviewers.  The interviews which were recorded and supported by written notes that were later transcribed and thematically analysed.  
Table 1: Summary of Characteristics of Respondents who contributed to Patient Stories

	Respondents Characteristics  - Overall
	Number of interviews
	% of sample

	Total number of interviews conducted
	18
	100%

	Patient Gender
	
	

	Male
	11
	61%

	Female
	7
	39%

	Interview mix
	
	

	Total number of patients and their carers interviewed together, of which
	7
	39%

	Patient able to contribute
	5
	28%

	Patient NOT able to contribute
	2
	11%

	Patient and their carer interviewed separately (spouse was interviewed alone, while most of patients had son/daughter present)
	6 (3 pts)
	33%

	Patient interviewed alone (carer not present)
	2
	11%

	Carer interviewed alone (patient NOT able to contribute and not present)
	3
	17%

	
	
	


1.5 National Standard- NICE Quality Standard for Dementia
This review has utilised the National Institute for Health and Clinical Excellence (NICE) Quality Standard for Dementia as the basis for this report.  Quantitative and qualitative evidence of service provision has been reviewed against the 10 quality statements in the Quality Standard.  An additional statement has been included to capture quality of service offered to care homes in the county.
The NICE Quality Standard has been drawn up with reference to the evidence for clinical and cost effectiveness, and national policy and strategy on dementia care, to support the delivery of the NHS Outcomes Framework.
Table 2 – NICE Quality Standard for Dementia
	No
	Title
	Quality Statement

	1
	Appropriately trained staff
	People with dementia receive care from staff appropriately trained in dementia care.

	2
	Memory assessment services
	People with suspected dementia are referred to a memory assessment service specialising in the diagnosis and initial management of dementia

	3
	Written and verbal information
	People newly diagnosed with dementia and/or their carers receive written and verbal information about their condition, treatment and the support options in their local area.

	4
	Assessment and personalised care plan
	People with dementia have an assessment and on-going personalised care plan, agreed across health and social care that identifies a named care coordinator and addresses their individual needs

	5
	Decision making
	People with dementia, while they have capacity, have the opportunity to discuss and make decisions, together with their carer/s, about the use of:

· Advance decisions to refuse treatment

· Lasting Power of Attorney

· Preferred Priorities of Care

	6
	Emotional, psychological and social needs of carers
	Carers of people with dementia are offered an assessment of emotional, psychological and social needs and, if accepted, receive tailored interventions identified by a care plan to address those needs.

	7
	Non-cognitive symptoms and behaviour that challenges
	People with dementia who develop non-cognitive symptoms that cause them significant distress, or who develop behaviour that challenges, are offered an assessment at an early opportunity to establish generating and aggravating factors.  Interventions to improve such behaviour or distress should be recorded in their care plan.

	8
	Liaison services
	People with suspected or known dementia using acute and general hospital inpatient services or emergency departments have access to a liaison service that specialises in the  diagnosis and management of dementia and older people’s mental health

	9
	Palliative care needs
	People in the later stages of dementia are assessed by primary care teams to identify and plan their palliative care needs

	10
	Respite services for carers
	Carers of people with dementia have access to a comprehensive range of respite/short-break services that meet the needs of both the carer and the person with dementia

	Additional statement (not part of NICE QS) for care provided in care home settings 

	11
	Patients and staff in care homes
	People with dementia in care homes have access to specialist dementia services.

Staff working in care homes have appropriate training in dementia care


1.6 Organisational Data 
Care Pathway Process Records Audit

With the introduction of the Care Pathways within the Trust’s (CPFT) Dementia services, an audit tool was developed to follow the care pathway process, ensuring that standards are maintained and measured.  A sample of case notes of current Dementia service users is audited on a monthly basis to ensure that Care Pathways are being followed and the evidence based standards contained within the pathways are being delivered.
The audit information used in this report is taken from Carlisle Dementia Services audits conducted during March – August 2012. 90 case notes were audited during this time.

When other sources of information are drawn upon this is detailed within the text.

Review findings, analysis and recommendations
This section presents the key findings for each of the NICE Quality Standard statements, from the perspective of the patient and carer (patient stories, including some direct quotes from the Picker report), stakeholders and organisational information.
The evidence presented in the review focuses on the provision of specialist mental health services for people with dementia and their carers.  The analysis and recommendations have a broader focus looking at all services provided by CPFT, including Community Services and Community Hospitals, as well as working collaboratively with other providers to improve the patient and carer experience.
1. Appropriately trained staff

People with dementia receive care from staff appropriately trained in dementia care.

Patient Stories
Overall, carers and people with memory problems had confidence in the professionals who were working in the community and those providing residential care services.
Carers in particular mentioned the personal, caring approach.  Some people with memory problems also commented on the approachable, helpful manner of their CMHT contact and felt confident in their knowledge and care;

‘I felt I knew what they were about and I felt the manner in which they carried out the work was professional’ (patient)

 ‘…..it is comforting to know that the (CMHT team) have come across what we’re going through before and they have dealt with it all before, to have someone there with that knowledge so you can call on them and say ‘What do I do about this?’ (patient F)
Although one man was not sure what good talking would do

‘he’s alright when he’s here (CMHT contact) … I don’t know what he is here for really’ (patient)

Three carers whose spouses were receiving in patient care were interviewed.  All three were positive about the care their partner was receiving.  Good staff to patient ratios, professional and personalised care was highlighted;

‘I can’t remember anywhere he’s been so cared for....I mean you couldn’t get better care than you get here.  Really excellent, they are not like nurses, they are like friends, they are very helpful and caring’ (carer, F)

‘We cannot speak highly enough of the treatment he received when he was there, the care was top class, absolutely brilliant, while he was there they stabilised him.’ (carer, F)

In contrast to specialist in patient facilities for dementia, carers whose loved-one had been admitted to a general hospital for other health problems, talked of a lack of understanding and knowledge of Alzheimer’s disease;
‘I spoke to the nurse, she didn’t even know he had Alzheimer’s… it wasn’t acceptable’ (carer, F) 
‘The nurses were overworked, I used to make sure he’d had a meal… they take them, deliver them and they’re still there if you don’t keep an eye on it’ (Carer, M)
Stakeholders
Respondents stated feedback from patients indicated they had been treated with dignity, care and compassion when dealt with face to face.  No negative issues have been raised at a strategic or management level.  Only one respondent had directly seen and heard negative behaviours, the link was made to lack of staff training and time constraints (although time was viewed as more of an issue in acute care) 

Availability of training for staff was acknowledged, however all respondents suggested any public facing member of staff should have the appropriate levels of training and knowledge to communicate with, and support, a patient with dementia.  A training needs analysis approach was proposed to identify levels of training required for all staff and subsequently different training packages designed to meet the skill needs of each type of worker both general and those requiring specialist skills.
Organisational Information
CPFT runs a number of courses for staff who work within the dementia services, some of the courses are delivered in-house others are commissioned through external providers, predominantly the Dementia Services Development Centre at Stirling University and the Bradford Dementia Group (Dementia Care Mapping training).  
This training followed an analysis of skills across locality dementia services required to implement evidence based Care Pathways.
Table 3:  Summary of courses delivered by CPFT Learning Network for Dementia Services staff 

	Course title
	Description
	No.  attended
	Localities represented

	Dementia Care Mapping
	Behavioural analysis and interventions to support reduced use of anti-psychotic medication and improved wellbeing
	37
	Barrow; Carlisle; Eden; Allerdale; Copeland

	Cognitive stimulation
	Designed to enable staff to run cognitive stimulation groups and employ the techniques on a one–to-one basis as an alternative to medication
	9
	Carlisle; Eden; Allerdale; Copeland

	Diagnostic and post-diagnostic support
	Improved provision of early intervention, assessment and support at the point of diagnosis
	4
	Carlisle; Eden; Allerdale; Copeland

	Psychosocial Interventions (PSI) training for dementia
	Clinical Skills training on psychological interventions
	13
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Person centred care and recovery principles
	Mandatory training for all staff in dementia services
	80
	All

	Medication scrutiny tool 
	Improved scrutiny of medication, reduction in use of anti-psychotics to improve use of psychological / behavioural techniques
	57
	All

	Planned courses

	Meaningful occupation and wellbeing
	Focus on improved wellbeing as per NICE guidelines.  Aimed at Band 3 and 4 staff from Dementia Services
	Not yet run
	

	Neuro-psychological assessments


	Improved assessment of dementia, improved selection of clients requiring neuro-psych assessment from psychology; enable greater range of assessment from Dementia Service 
	Not yet run
	


In house training was provided during 2011-12 to support the introduction of the Dementia care pathways, to promote staff understanding and development of skills to support new ways of working.

Table 4: Older Adults Care Pathway Training 2011-12

	Subject
	No.  attended
	Localities represented

	Introduction to Care Pathways; Principles and Values: Team roles
	46
	All 

	Recovery Care planning; Formulation 
	28
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	ACE / HAD / IQ code
	41
	All 

	FACE Risk assessment tool
	17
	All 

	Mental State assessment: Personal and Medical History taking: history of current complaint
	20
	South Lakes; Carlisle; Eden; Allerdale; Copeland


	Subject
	No.  attended
	Localities represented

	Differential diagnosis and predictors of an aggressive course in dementia
	19
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Knowledge of medication: non-compliance, transportation, covert policy; aids and devices
	21
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Nutritional status and needs; physical screening
	21
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Taster session; Psychological Therapies (CBT, SFBT, PSI) 
	20
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Carer’s Assessment and welfare benefits 
	22
	South Lakes; Carlisle; Eden; Allerdale; Copeland

	Non-pharmacological treatment of dementia
	18
	South Lakes; Carlisle; Eden; Allerdale; Copeland


As part of this review a questionnaire was distributed to staff working in the Carlisle Memory Services (Appendix 2) 18 questionnaires were completed and returned of a possible 24.

Results indicate that all staff working in the service has access to appropriate, clinical and caseload/management supervision and training that enhances their practice.  Most staff felt they had the opportunity to apply the learning in practice, with the exception of dementia care mapping; the principles of which are being applied in patient observation, but there is limited opportunity to apply the mapping in full.
Analysis and recommendations
There is a significant amount of training taking place within specialist mental health dementia services and in to care homes in Carlisle as part of the CHESS education programme.  The CHESS programme is currently being rolled out into other localities.

Investment of £40,000 in the roll out and implementation of Deciding Right to promote education across services in planning for End of Life care for dementia has been contributed by CPFT and £63,000 has been invested through the Integration Bursary Fund to roll out dementia education across all clinical services in CPFT and in partnership with other service providers including social care and third sector.

Recommendation 1

Spread the training which has been delivered to staff in specialist services to cover staff working in wider generic services, through the Integration Bursary funded project.

Recommendation 2

Implement CHESS training for care homes in all localities across Cumbria

Recommendation 3

Promote a collaborative approach to improving physical care environments, funded through social care, as part of the Dementia Strategy Implementation actions and linked to the CHESS training package.

Recommendation 4

Work collaboratively with NCUHT to deliver dementia training for staff in each organisation.

2. 
Memory assessment services
People with suspected dementia are referred to a memory assessment service specialising in the diagnosis and initial management of dementia
Patient Stories
Delays and barriers to care and services

A delay in seeking help was described by many interviewees, often due to reluctance on the part of the patient.  Once help was sought, some talked of a quick referral to memory services and diagnosis;

 ‘I started to get anxious and I’d say “go to the doctor”, when he wouldn’t go, and eventually I got him to go and he was diagnosed…and they were very, very quick, you had an interview [assessment]’ (carer, F)

Other interviewees spoke of delays;

‘The GP gave her a small test and one of the nurses gave her another memory test… nothing seemed to happen… he is a good doctor but he doesn’t get on with his paperwork…so eventually, after I’d chivvied them up a consultant came down from the hospital and did all the tests’ (carer, M)
 ‘..I mean the GPs…they don’t know it all…it’s so complicated…there’s quite a lot of people go to GPs and they’ll say ‘Oh there’s nothing wrong, they’ve got a bit of depression’ (carer, M)
Specialist Memory Services

After consulting their GP, participants spoke about being referred to a consultant, to the Community Mental Health Team and/or a memory clinic for assessment and diagnosis.  Most of the interviewees said they had been assessed at home by a consultant or the CMHT who visited them.  Most considered home visits beneficial at the assessment stage, one interviewee said she preferred the formality of hospital visits;

‘The CMHT put us in touch with the consultant, again we were offered a home interview but I declined at that time – I like to get out and get into a medical situation….I feel I perform a bit better and I think perhaps he [the patient] does, because [at home] he would sit with his eyes closed all the time.  It is quite strange to have a consultant offering to come to the home.’ (carer ,F)
One carer who had been struggling at home for several years before seeking help, said although he had to push for treatment to be started after a borderline diagnosis, the consultant listened to him and involved him at the assessment;
‘We had an hour’s consultation, it was thorough, I was a bit determined really.  I didn’t want to come away and do nothing for six months and then go back.  I thought, “we will start now” [on medication].  I was glad that the consultant agreed’ (carer, M)
Stigma of diagnosis

Several participants talked of the impact of getting a diagnosis of dementia.  The stigma of Alzheimer’s disease in particular was mentioned by several carers, and some said it was a taboo subject.  Some felt that using the term ‘memory problems’ was more sensitive;

‘[the patient] had the diagnosis of Alzheimer’s which we wish she hadn’t had because… the name strikes terror… and x having depression to begin with, that just did it really for her.’ (carer, F)

One carer felt strongly that being open about the condition was important; he said it reduced his isolation and led to support, for example from the Alzheimer’s society.

‘In the early stages you find to a certain degree the family and that are in denial...it’s a stigma thing…from day one....I more or less put my cards on the table…[people] back of a bit…it’s a ;lack of understanding…because it’s only another illness.’ (carer, M)
Stakeholders
There is recognition from respondents that the diagnosis rate in Cumbria is above the national average with positive benefits noted, there was a particular reference to the ability to diagnose a patient whilst they are in hospital which was felt to be a positive step forward.  It was made clear there are challenges in obtaining an early diagnosis for individuals with memory concerns; from respondents perspectives this is a priority to be addressed and the rate improved by working on a system in line with the national dementia strategy.

Some stakeholders felt that it is not easy to access Community Mental Health Teams (CMHTs) and the process requires to be simplified.
Where a differential diagnosis is made e.g.  Subjective Memory Loss; a clarifying explanation needs to be given to all staff involved, including GPs, to ensure that accurate communication can take place with the patient.

Respondents unanimously noted the need to remove the stigma attached to dementia/memory loss.  Raising awareness for professionals and public to understand that the diagnosis of dementia does not mean that nothing can be done:
‘People need to be made aware of the range of care and support services that are available to them.  Ultimately, patients, and their carer’s, should feel confident that they will have as good an experience as possible.’

Organisational Information

Prevalence data for dementia is available through QOF which is a record of the number of people on GP dementia registers.  
Table 5: QOF data evidencing prevalence of Dementia in localities and across Cumbria compared to England  

	
	Expected numbers with dementia
	Number on QOF register
	Number on QOF register as % of expected

	
	2009
	2010
	2011
	2009/ 10
	2010/ 11
	2011/ 12
	2009/ 10
	2010/ 11
	2011/ 12
	2012

Q1

	Allerdale
	1,325
	1,336
	1,355
	588
	649
	758
	44%
	49%
	56%
	53%

	Carlisle
	1,354
	1,395
	1,439
	662
	743
	810
	49%
	55%
	56%
	62%

	Copeland
	743
	859
	900
	313
	358
	375
	42%
	48%
	42%
	50%

	Eden
	711
	739
	769
	284
	366
	376
	40%
	51%
	49%
	50%

	Furness
	902
	923
	952
	498
	505
	631
	49%
	50%
	66%
	59%

	S Lakes
	1,715
	1,823
	1,849
	769
	885
	988
	45%
	52%
	53%
	55%

	Cumbria
	6,866
	7,075
	7,264
	3,114
	3,523
	3,938
	45%
	51%
	54%
	55%

	England
	591,848
	610,836
	628,823
	232,430
	266,697
	
	39%
	45%
	
	


The table shows evidence of a year on year increase in the numbers of patients on the GP dementia register, this trend has continued through to 2012 Q1 and demonstrates that the diagnosis rate for Cumbria is above the national average for England.

To improve early identification and diagnosis of people with dementia, in addition to training programmes already discussed, CPFT has worked collaboratively with stakeholders as part of Cumbria Dementia Strategy to develop a pathway guide for GPs encouraging referral.  (Appendix 3)

Table 6: Referral rate to CMHT services

	Service
	2010-2011
	2011-2012
	% increase in referral rate

	Eden
	107
	244
	128%

	Carlisle
	180
	382
	112%

	Copeland
	70
	181
	158%

	Allerdale
	115
	272
	136%

	South Lakes
	142
	366
	157%

	Barrow
	165
	310
	87%


Approximately 60% of referrals received are to request an assessment leading to diagnosis. The remaining referrals are for symptoms management.  The table shows that the number of referrals received has increased by over 100% for 5 of the 6 localities.

Cumbria Learning Disabilities Service is currently commencing a project for Down’s Syndrome and Dementia.  This is being implemented as part of the Cumbria Dementia Strategy which, in line with best practice, identified the need to establish a dementia baseline and screening programme for adults with Down’s Syndrome who are recognised as being at high risk of developing Alzheimer’s Disease.  
Funding has been provided through the Cumbria Dementia Strategy Implementation Group for the service to employ an assistant psychologist for 12 months to help us undertake the following:

· Identify and develop a register of all adults with Down’s syndrome in the Cumbria service catchment area.  
· Establish a database/recording system that will hold results of dementia screening assessments undertaken with those who have been identified subject to consent/assent.  
· Develop information resources for adults with Down’s syndrome and families.  
· Develop evidence-based, practicable processes and systems for inviting adults with Down’s Syndrome for dementia baseline screening and follow up appointments and for reporting results of assessments in order to facilitate clinical practice.  
· Undertake initial dementia baseline/screening assessments on the first cohort of eligible identified adults with Down’s syndrome subject to consent/assent.  
Analysis 
The Patients Stories work identifies that for some people with dementia and their carer/s there is a lack of formality in being assessed at home that detracts from the gravity of the assessment and subsequent diagnosis.  For others the informality of a home assessment enables them to feel relaxed and therefore to function at their optimum.

Cumbria has a diagnosis rate at 55%, which is above the national average.  There is still a need to improve on this as early recognition leads to better outcomes.  
There has been over a 100% increase in referral rates in to specialist dementia services from Sept 2010-11 to Sept 2011-12 with Copeland experiencing a 158% increase.  With dementia rates expected to rise by 4-5% year on year for the next 20 years and a projected 2-3% increase in detection rates, there is a very real danger that the service will become overwhelmed.

Recommendation 5
Provide choice of place of assessment when practical to do so.

Recommendation 6
All patients assessed by CPFT specialist dementia services will receive a Memory Matters pack, to include a copy of their individual assessment and care plan 
Recommendation 7
Continue to promote early recognition of dementia, using the Integration Bursary project to provide education in early detection and promote the benefits of early diagnosis to Community Services, Adult Social Care and Primary Care staff.

3. 
Written and verbal information
People newly diagnosed with dementia and/or their carers receive written and verbal information about their condition, treatment and support options in their local area
Patient Stories
There was some confusion among some patients and carers as to what information had been given and in what form at assessment / diagnosis.
Some interviewees said they were well informed, verbally and in writing of the outcome of the assessment;

‘The [CMHT contact] did the test here and took it away.  Then they notified us in writing of all the results and the diagnosis and their thoughts…a copy of that was sent to the GP as well…it was in everyday language that you could understand’ (carer)
Others said they got information about Alzheimer’s disease, but not a copy of the assessment;

 ‘We came away from the hospital knowing he had Alzheimer’s…it was quite a while afterwards… they started sending me paperwork telling me different things about the disease and different peoples stories about the disease which was really good.’ (carer, F)

I got leaflets about it [Alzheimer’s] but not a copy of the assessment’ (carer, F)

Most interviewees described verbal information being given in the form of a chat during or after the home assessment visits, rather than formal or written information, or a copy of the assessment being handed to them.

‘They referred you and then the [CMHT contact] came and gave us a little bit of information….so yes, I suppose we did get it [information] at that stage.  (carer, F)

‘Not written information really, it was just a general chat with the Consultant, just a précis of the treatment actually.  They just told her [patient] at the time’ (carer, F).

‘Well it would be verbal I suppose’ (patient)
Other people commented on a lack of information.  One carer pointed out that a lack of information limited her options/choices;

‘I don’t think there is enough literature to help you to decide what you actually need…I can’t say what I want because I don’t really know what there is.’ (carer, F)

Some commented that they have to seek information out for themselves;

‘I’m doing it all myself online…I got wodges of stuff from the Alzheimer’s Society, they’re wonderful.’ (carer)
Stakeholders
It was stated that patients and carers are not always fully supported at the point of diagnosis that is discussions about the future, what to expect as the illness progresses and what services are available to support the patient and carer should be comprehensive.
Dementia Advisors have been appointed by the Dementia Implementation Group; the Dementia Advisors are seen as providing key information and support at this vital point in the patient pathway.  It was noted there is a need to demonstrate the difference the posts make, embed positive changes and ensure sustainability.  
Respondent feedback shows there appears to be a variety of approaches to follow up of initial assessment.  Clarity is required on responsibilities and processes to improve the quality of post diagnostic support.

Organisational Information
Table 7: Care pathway Audit findings – Carlisle Dementia Service

	March – August 2012: Care Pathway Process Record Audit
	Y(%)
	N(%)
	Comments

	Diagnosis given

· Information on diagnosis course and prognosis given
	89%
	11%
	2 patients requiring further review, 8 not recorded

	Initial interventions discussed and agreed
· Intervention/treatment option discussed
· Agree shared action plan
· Agree frequency of initial sessions
	74%

	23%
	

	Written information given (Including)
· Details of formulation diagnosis
· Details of intervention / treatments
· Where medication used – reason for / side effects
· Initial Care plan
· Contact numbers
	74%
	26%
	Information packs – Memory Matters given to 67 (74%) patients/carers


The audit results demonstrate that for patients seen by the Carlisle Dementia Service the majority (74%) receive written information in the form of a standardised Memory Matters pack.  The majority (74%) also receive information regarding the assessment process and outcome which is individual to their condition.
Analysis

This is an area where improvement has already happened within the Carlisle specialist dementia service, with the majority of patients (74%) receiving standardised information in the form of a Memory Matters pack and written information regarding the assessment process and outcome.

We recognise, however, that feedback from patients indicates that this is an area which requires further improvement, through joint working with other stakeholders.

Recommendation 8
Develop a common set of information, based on the Memory Matters pack, for use across all services i.e. Alzheimer’s Society, CPFT and NCUHT, collaboratively with patients and carers.

Recommendation 9
When developed, roll out the use of the information pack to Community Hospitals as part of the education programme identified in section 3.1 above.

4. 
Assessment and personalised care plan
People with dementia have an assessment and ongoing personalised care plan, agreed across health and social care that identifies a named care co-ordinator and addresses their individual needs
Patient Stories
Most interviewees in the sample were receiving care in the community and had a named contact in the CMHT.  Some were also in regular contact with their GP, but for others the CMHT had become the first point of contact for the memory problems;
‘No, we never go to the GP unless there’s something else wrong…if I have any problems I phone CMHT and I just tell them and they sort it for me’ (carer)

Interviewees described receiving home visits from their named contact at the CMHT on an ongoing basis; some were six monthly reviews, others mentioned more frequent visits.  Carers in particular, experienced these visits as very supportive;

‘x [CMHT contact] has been visiting fortnightly for the last 6 months…has been marvellous…x can talk to anyone…it’s sort of respite in a way.’ (carer)

 ‘They have been very good, they’ve kept us informed alright…oh I know they are there if I need help, if I need to shout, to discuss it, if it got worse’ (carer) 
Most interviewees spoke positively of the involvement of the CMHT and many commented on the benefits of a flexible, home based service.  Having an accessible named person who was easy to contact was of particular value to patients and their carers;

‘You can phone them even if it’s just to say “look I don’t want to be a pain but could you pop in and help?’ (patient, F)

Perhaps inevitably some patients were not sure of the purpose of the home visits;

‘He does a diagram and I have to copy it, do the same, he asks us a load of questions…I don’t know what he is here for really’ (patient, M)

 ‘There is a girl comes, and asks you a few questions, and they do a little drawing and things like that…They just come and see what you want, anything you need.  I don’t think they can issue tablets or anything…it’s just these tests, I think, to see how you are doing.’ (patient)

One patient commented on delays, in getting an appointment with a psychiatrist, when her husbands’ behaviour worsened, in the meantime she was offered more visits from the CMHT;

‘I rang [CMHT contact] and cried all over her and she was great…it was agreed [the patient] should have more visits… a 3 month wait for the consultant was longer than I…I was worried sick.’ (Carer, F)
Stakeholder
Positive feedback regarding the Cumbria Dementia Strategy was prevalent in all conversations.  The Strategy is seen as ‘making sense’ to stakeholders with note made of the time spent to make the Strategy coherent using a shared common language.  The Strategy needs now to be communicated within all organisation and further community organisations need to be involved.

There are a number of organisations and support services available across the county however feedback suggests that services, particularly those provided by the third sector, could be utilised further.  Training and knowledge is required for front line staff so they clearly understand the provision available and have a method for contacting and involving other agencies to create a holistic and joined up approach to care delivery.
Correspondence and interactions with CPFT are timely, clear and feedback was positive.

It was recognised that there is further work to be done on integration but the direction of travel is positive and the Trust (CPFT) is engaging in a meaningful way.  Respondents considered that it would be beneficial if all organisations agreed to sign up to and work towards a Cumbria Dementia Pathway that describes a holistic approach to care and support for people with dementia.

Joint training between CMHT and social care is very supportive for both organisations and there are positive interactions.  A differing view was offered by one respondent who stated that from an external viewpoint the integration between health and social care has declined and most services are mainly working in silos.  Evidence was given in the form of the low take up by the NHS of specialised day care offered by the third sector.

There was a comment that services should not be viewed in isolation – organisations need to be aware of the impact of the changes they make to service provision and how this will impact on other organisations and ultimately the patient experience.
Organisational Information

Information from the care pathway process audit provides evidence of individualised holistic assessment and review.  Patients managed within the service are appointed a named care co-ordinator following assessment, it is acknowledge that this is an internal process, not co-ordinated across health and social care.  Patients requiring social care support are referred to the Adult Social Care Team for specific requirements for example, respite and home care.

Table 8: Care Pathway Audit Holistic Assessment Carlisle Dementia Services 
	March – August 2012: Care Pathway Process Record Audit
	Y(%)
	N(%)
	Comments

	Initial mental health assessment completed (as per care pathway)
Including where appropriate:

· Occupational / functional needs

· Nutritional needs

· Communication needs

· Psychological needs

· Behavioural needs / safeguarding issues
	94%
	6%
	5 initial assessments did not follow care pathway process

	Carers needs considered
· Formal carers assessment requested (5)
· CPFT carers assessment (59)
	71%
	29%
	10 patients had no informal carer

	Clinical scales completed
ACE (R) MMSE
	100%
	
	

	GRIST Risk Assessment completed 
	98%
	2%
	

	Medical/diagnostic appointment arranged
	98%
	2%
	

	Outcome measurement completed
MHCT / DEMQOL
	100%
	
	

	Initial letter to GP / referrer
	100%
	
	


Table 9: Care Pathway Audit Record of Patient Review
	March – August 2012: Care Pathway Process Record Audit
	Y(%)
	N(%)
	Comments

	Recovery plan reviewed
	61%
	39%
	2 patients awaiting medical review; 30 patients not at this stage in pathway.  Actual 92%

	Carer needs reviewed
	36%
	58%
	As above


	March – August 2012: Care Pathway Process Record Audit
	Y(%)
	N(%)
	Comments

	Outcome measure repeated following review
	61%
	39%
	As above

	Contingency/crisis plan reviewed
	61%
	39%
	As above 

	Where further sessions required

· Review formulation

· Agree further interventions/treatments

· Agree further sessions
	54%
	46%
	Actual 89% as only 55 at this stage in process

	Progress letter to GP / Referrer
	61%
	39%
	Actual 100% as only 55% at this stage in the process


The table above provides evidence of systematic review of patients managed within the CMHT.
Analysis

This statement focuses on the formulation of an individualised care plan across health and social care services which identifies a named care co-ordinator, current practice is informal arrangements are made between practitioners from health; primary care and specialist services and social care based on patients need.
All patients that are assessed by CPFT specialist services have an individualised care plan in place.  
Recommendation 10
Work in partnership with patients, carers and other service providers to agree process for identifying named co-ordinator, when to contact other providers (e.g.  GP for physical health problems) and process for informing patient/carer (i.e. include in Memory Matters pack).  Develop a process for effective care co-ordination across services which provides transparent information for the person with dementia and their carers regarding who to contact.

5. Decision making
People with dementia, while they have the capacity, have the opportunity to discuss and make decisions, together with their carer/s about the use of, advance statements, advanced decisions to refuse treatment, Lasting Power of Attorney, Preferred Priorities of Care
Patient Stories

There was no specific reference during the patient stories interviews regarding opportunities to make plans for the future.  The provision of information both written and verbal has been referenced in Section 3.3.
Stakeholders

There was recognition by all respondents that End of Life Care planning is essential and should be undertaken early in the process after diagnosis, whilst the patient has Capacity.  It was generally perceived that this area requires development and will form part of the Dementia Advisors role discussed in Section 3.3 above.
Organisational Information
The care pathway audit (internal service audit) does not currently review the provision of this information or the numbers of people who have Advanced Care Plans, Power of Attorney or Preferred Place of Care documents in place.  
Cumbria Deciding Right is an initiative that is being introduced across provider services in Cumbria; the focus is on planning for End of Life care which includes identifying Preferred Place of Care, advice on financial planning and co-ordination of care at the End of Life across service providers.
Analysis

The Deciding Right framework is being implemented across service providers in Cumbria; an element of the initiative is to focus on the additional requirements of End of Life care for people with dementia.

Recommendation 11
Information regarding planning for End of Life Care should be included in the Memory Matters information packs.

Recommendation 12
The CPFT care pathway process records audit should be expanded to include planning for End of Life care, including clear action plans to promote improvement where indicated.
Recommendation 13
Support the role out of Cumbria Deciding Right for people with dementia, ensuring that all people with dementia have their PPC shared with Out of Hours and ambulance services.  
Recommendation 14
People with dementia discharged from acute and community hospitals to care homes will have their PPC care plans reviewed.

6. 
Emotional, psychological and social needs of carers
Carers of people with dementia are offered an assessment of emotional, psychological and social needs and if accepted, receive tailored interventions identified by a care plan to address those needs

Patient Stories
Few carers said that they had had a formal and full assessment of their emotional, psychological and social needs.  Their relationship with their named contact at the CMHT in many cases seemed to be informal rather than a formal arrangement.  Carers said that this informal and flexible relationship was valuable to them.
However, some carers did not appear to be accessing the full range of support options available.  One carer who needed an elective operation felt unable to do so, as the only option offered by the hospital was to put her husband in residential care.  Another carer felt unable to leave her husband for any length of time due to his incontinence and confusion.  Respite care had been mentioned by the CMHT, but her husband was unwilling to accept the service;

‘I am a bit too self-sufficient.  I get really fed up sometimes, depressed.  [do you tell CMHT contact?] Not really I just make a joke of it and carry on’ (carer, F)
Only one carer talked of a care package being in place that specifically included his needs as a carer as well as his wife’s needs.  This happened after his wife had been in hospital and was returning home with reduced mobility.  Prior to discharge a care planning meeting had taken place and a package of care was put in place that was working well for them both.

Several carers mentioned the support and help available from the Alzheimer’s Society, in terms of information and, in particular the support group meetings;

 ‘One of the biggest assets has been going to these Alzheimer’s carers meetings because you do support each other…I’ve gone out looking, I could soon have become a recluse…I get the Alzheimer’s society magazine every month’ (carer, M)

I think the Alzheimer’s have kept me on the straight and narrow – they have been wonderful.’ (Carer) 
Stakeholders

Good experience of domiciliary assessments and Home Care Team providing necessary practical support to individuals.

CMHT and Adult Social Care are working together on a Dementia Home Environment Project (West); the joint working has been very supportive.

Respondents were clear that carers should have information about, and access to, on-going support throughout their lifetime as a carer.  Patient and carer needs should be addressed holistically and include a variety of different services, i.e. housing needs, financial changes and implications, peer support groups.

Carers should have ‘as good as possible experience’.

Organisational Information

The Care Pathway Process Audit – Carlisle Dementia Services, shows that out of a total of 90 patients seen in the service.  64 of their carers received a carer’s assessment, 5 of these carers were then referred for a formal carer’s assessment, 10 of the patients did not have a carer and 16 carers did not receive an assessment during the initial assessment phase.

Carlisle CMHT conducted an audit on the Use of psychological therapies with people suffering from dementia and their carers.  The audit was completed as a baseline in June 2011; an action plan for service improvement was then formed and implemented with the audit repeated in March 2012.

The findings of the audit relevant to carer’s involvement and education were
· There is evidence of joint working with the 3rd sector providers e.g.  Alzheimer’s Society and generic carers associations.  There is greater evidence of joint working within the CMHT, increasing the patient and carers access to specialist skills within the service
· Care plans have been revised to maximise the inclusion of carers as appropriate with a focus on the presenting problem, identifying staged intervention, with regular review of the care plan

· There has been further training provided to the team in the use of the DEMQOL, with a 35% increase in use including the carer element of DEMQOL

· The care Strain Inventory assessment tool has been introduced, measures strain related to care provision and identifies carers and families who may benefit form more in-depth assessment of their needs.
Analysis

Carlisle specialist dementia services routinely provide an assessment of the carers of patients in the service at assessment, reviewed six monthly or as required.

Recommendation 15
Continue the roll out of the carer’s assessment in South Lakes, and implement plans to spread to all other specialist services by September 2013.

Recommendation 16
Promote closer working with the third sector through the integration bursary scheme project to create Health and Wellbeing Hubs in each locality

7. 
Non-cognitive symptoms and behaviour that challenges
People with dementia who develop, are offered an assessment at an early opportunity to establish generating and aggravating factors.  Interventions to improve such behaviour or distress should be recorded in their care plan

Patient Stories
Many but not all interviewees had been prescribed medication for dementia symptoms.  There were reports about the benefits of medication as well as comments about availability of the drug Aricept in particular;
‘we knew about this Aricept… the earlier it is used the better’ (carer)

 ‘if there are some tablets… I know it won’t cure but if it holds it in abeyance’ (carer, F)

Interviewee’s experience of medication varied.  Some people were put on to medication very quickly, others were advised to wait.  Nightmares and sickness were both reported as side effects; although the affected patients were taken off the medication, delays were experienced before a suitable alternative was found.  Some people found that medication helped with symptoms, in particular having a calming effect on anger, agitation and aggression;

‘They’ve put him on another tablet to calm his mood down a bit, and now they’ve just put him on [x drug] because he was getting a bit depressed…since being on this new tablet he seems a bit better’

One carer commented on the usefulness of learning practical strategies to help his wife stay calm;
[CMHT contact] gave instructions on diversionary tactics…it has been helpful…because at the beginning all I thought was “well concentrate on telling her what’s actually there….what’s actually happening” and of course, after a while that was making her even more tense and I got more worked up.’ (carer, M)
Stakeholders
Respondents highlighted the need to increase staff awareness of the positive impact dementia friendly environments have in reducing patient distress and consequently the need to use medication
The majority of respondents acknowledged the priority CPFT is placing on reviewing the prescribing of medication and are looking for clear pathways for the use of medication.

The view is medication can be over prescribed in some areas of the county and subsequently more medical options are used as opposed to non-medical alternatives.  It is recognised that support is not always available, particularly to carers, to make options viable.  If medication is removed without other mechanisms for support in place this could lead to a negative experience for patients and potential repeated requests for medication from staff involved in their care.

A clear point is made that GPs are not accustomed to prescribing antipsychotic medication and therefore may need advice/support from other professionals.

Clear links were made between the use of medication and the need to increase the training and skills of staff to facilitate the use of different options for treatment and support.

Organisational Information

It is recognised that individuals suffering from a form of dementia can also suffer from psychological illnesses including depression and anxiety. Between 60-70% of people with dementia suffer from anxiety and/or depression at some stage of their illness’ (Walker 2004). It is now widely recognised that non-pharmacological interventions should in best practice be offered as a first line intervention’ (Douglas et al (2004)

The Carlisle CMHT audit – Use of psychological therapies with people suffering from dementia and their carers found an increase in the use of psychological interventions from baseline audit in June 2011, to the repeat audit in March 2012.  20% were assessed for psychological/behavioural needs in the initial audit rising to 45% in the repeat audit.  
Dementia Care Mapping is carried out within the Trust’s inpatients unit and by CPFT staff in care home settings. The purpose is to understand the level and quality of interaction patients receive, identify their response and possible triggers for behaviour that challenges and identify behavioural interventions that can be implemented to reduce the prescribing of medication.  Following a period of observations, recommendations are made to the team which become part of an evaluative cycle to bring about improvements and identify possible training needs.  Any developments are then captured in an action plan to enhance practice, skills and knowledge through on-going support network.
The mapping session carried out in the CFPT Ruskin inpatient unit identified three themes: 
ENVIRONMENT – mealtime experience differed between lunch and teatime. Can staff think of ways to make teatime a more therapeutic experience?
INDIVIDUAL SUMMARIES – staff to identify opportunities for reducing the % of ill being observed and increasing the % of well being
CULTURE – a high number of personal enhancers were noted. How can staff ensure that the benefits to the participants are maintained? Are there further activities that patients can enjoy in order to provide further experiences of well-being and opportunities for engagement and social interaction?

The table below evidences the rate of anti-psychotic prescribing in Cumbria for patients on the QOF dementia register.

Table 10: Antipsychotic prescribing August 2012, from CUMBRIA Dementia & Antipsychotics Audit
	
	No.  on dementia 
QOF register
	No.  on dementia QOF register who receiving antipsychotic meds in last 6 months
	Percentage receiving antipsychotic meds

	Allerdale
	687
	106
	15.4%

	Carlisle
	835
	148
	17.7%

	Copeland
	370
	59
	15.9%

	Eden
	388
	53
	13.7%

	Furness
	662
	152
	23.0%

	South Lakes
	985
	133
	13.5%

	Cumbria
	3927
	651
	16.6%


The same audit conducted in August 2011 showed 609 patients, out of a total of 3370 on the dementia register, had received antipsychotic medication in the last 6 months, a rate of 18.1%.  
Our objective is to reduce the percentage of patients receiving antipsychotics by 3% in 2012-13.
A process audit for the Carlisle Dementia Service records that when medication is used the Medication Scrutiny tool is implemented in 91% of cases.
Analysis

In line with Department of Health guidance and good practice, work has already been undertaken to reduce both the use and reliance on anti-psychotic medication in people with dementia.

This has included development of prescribing guidelines for patients with Behavioural and Psychological Symptoms of Dementia and the development of a medication scrutiny tool to be used by Community Memory Services to identify alternative non pharmacological interventions and therefore only using psychotropic medications as a last resort, with careful scrutiny over duration of use, efficacy and side effect management.
57 staff has received training in the use of this tool 

However there is still a need to improve on the reduction in anti-psychotic prescribing, with particular attention to be paid to prescribing rates in Furness - currently 21% which is above the Cumbria average of 17.5%.  
Recommendation 17
Continue with the programme of education in the use of the Medication Scrutiny tool and psychological and behavioural techniques.

Recommendation 18
Roll out the Care Pathway Process Records Audit to all localities.

Recommendation 19
Develop a process for Furness locality to target reduction in prescribing rates, monitor effectiveness and adjust as indicated.
8. 
Liaison services
People with suspected or known dementia using acute and general hospital inpatient services or emergency departments have access to a liaison service that specialises in the diagnosis and management of dementia and older peoples mental health

Patient Stories
In contrast to specialist in patient facilities for dementia, carers whose loved-one had been admitted to a general hospital for other health problems, talked of a lack of understanding and knowledge of Alzheimer’s disease;

‘I spoke to the nurse, she didn’t even know he had Alzheimer’s… it wasn’t acceptable’ (carer, F) 
 ‘The nurses were overworked, I used to make sure he’d had a meal… they take them, deliver them and they’re still there if you don’t keep an eye on it’ (carer, M)
Families felt that they had to stay with the patient in hospital in order to oversee treatment and care.  This was often stressful and exhausting for the carer;

‘The hospital rang me quite a few times at 8 o’clock in the morning.  Now I was going obviously every day, I spent most of the time there when x was in hospital…I left at nine o’clock at night.’ (Carer) 
Stakeholder

It was noted that admission to hospital can lead to poor outcomes for people with dementia.  Length of stay needs to be kept to a minimum to promote better outcomes, hospital staff in both Acute and Community Hospitals require appropriate training in the care of and communicating with people with dementia.

Rehabilitation services that work to prevent admission or support discharge need appropriate skills and training.

Dementia friendly care environments in hospitals and residential care are seen as important in the management and support of patients with dementia.  Work is being carried out and this needs to continue.  
Organisational Information
CPFT provides a mental health liaison service within the two acute hospital sites  - Cumberland Infirmary Carlisle and West Cumberland Hospital.  These are relatively new services commissioned in July 2013.
Initial results, from the first quarter of operation, show that between 12 and 17% of referrals to the liaison service are for people with dementia.

Table 11: Referrals to psychiatric liaison services

Referrals to the service as a whole (all reasons)

	Team
	Jul
	Aug
	Sep
	Oct
	Q1

	 
	15
	4
	1
	6
	20

	East
	62
	52
	50
	35
	164

	South
	18
	30
	51
	14
	99

	West
	33
	44
	42
	3
	119

	Total
	128
	130
	144
	58
	402


Referrals with a diagnosis of dementia

	Team
	Jul
	Aug
	Sep
	Oct
	Q1

	 
	 
	2
	 
	2
	2

	East
	3
	4
	3
	3
	10

	South
	16
	6
	15
	3
	37

	West
	3
	4
	3
	 
	10

	Total
	22
	16
	21
	8
	59

	% total referrals
	17%
	12%
	15%
	14%
	15%


The Butterfly Scheme © has been implemented in Millom and Workington Community Hospitals and in Abbey View Step Up/Step Down (SUSD) unit; it is a patient opt-in scheme for the identification and care of patients with symptoms of confusion.  They may have already had a diagnosis of dementia, or are awaiting a diagnosis or having an acute confusional episode.

The Butterfly symbol © is used to identify patients who are suffering from these symptoms as a reminder that they may need more support.

The Butterflies are placed on the patient’s beds and Patient Status at a Glance Board; there is a full Butterfly for those with a diagnosis and an outline for those awaiting a diagnosis.

Analysis

Liaison service in place across Acute Hospital sites in Cumbria.

Butterfly scheme implemented in Millom and Workington Community Hospitals and Abbey View SUSD unit.  In Acute services Jenkin Ward, West Cumberland Hospital has also implemented the scheme.

Recommendation 20
Continue with implementing and developing liaison service.

Recommendation 21
Roll out the Butterfly scheme to all community hospitals and Step Up/Step Down units and discuss with NCUHT implementing the scheme across all their sites.

9. 
Palliative care needs
People in the later stages of dementia are assessed by primary care teams to identify and plan their palliative care needs

Patient Stories
Within the patients stories interviews there is no specific reference to planning for the person with dementia’s palliative care needs, a number of carers referred to the CMHT as being the first point of contact to discuss changing needs.
Stakeholders

It was generally perceived that this is an area for development.  The End of Life care needs of patients with dementia is met across a number of environments and services but tends to be a reactive rather than proactive approach.
Planning for End of Life Care; that is advanced care planning is essential and needs to take place following diagnosis and whilst the person has capacity to make their wishes known.

Organisational Information

CPFT is in the process of developing an End of Life Care Policy – which provides a quality framework for staff caring for someone with a diagnosis of dementia who is approaching the end of their life.  It has been piloted on 3 patients within the inpatient unit.  The work is linked to the End of Life Care Strategy

Analysis

This quality statement refers to Primary Care assessment of palliative care needs which is outwith the scope of this review.

CPFT is developing an End of Life Care Policy – which provides a quality framework for staff caring for someone with a diagnosis of dementia approaching the end of their life, utilising elements of the Liverpool Care Pathway during the last few days of life.

Recommendation 22
Ensure that the End of Life care policy for CPFT services takes into account the specific needs of people with dementia.
10. 
 Respite services for carers
Carers of people with dementia have access to a comprehensive range of respite/short break services that meet the needs of both the carer and the person with dementia

Patient Stories
Several carers were not accessing respite care and some were clearly under strain or feeling isolated.  Some carers were offered respite but felt unable to take it as their spouse was not receptive

One carer was paying for a home sitting service run by Alzheimer’s Society for six months, when the service was withdrawn;

‘at that stage he wouldn’t let me out of his sight at all…I was paying for this wonderful lady… but the Alzheimer’s Society withdrew all this work we were left with nothing, nothing at all’ (carer, F)

Two interviewees were concerned about the closure of local authority run day centres; one carer said that they provided stimulation and structure for his wife as well as some respite for him.  Another said that an increase in home based services to compensate had not materialised.

Stakeholders

This statement was not addressed specifically in the stakeholder interview guideline and was not raised by the stakeholders during the interview process.
Organisational Information

The Care Pathway Process Audit – Carlisle Dementia Services, shows that out of a total of 90 patients seen in the service.  64 of their carers received a carer’s assessment, 5 of these carers were then referred for a formal carer’s assessment, 10 of the patients did not have a carer and 16 carers did not receive an assessment during the initial assessment phase.
Analysis

The provision of services to support carers is a real area of concern; and beyond CPFT’s capacity to address.  Alzheimer’s Society has reduced its day care provision as a result of cuts in funding, adding to what was already sparse services.

Recommendation 23
Review the county wide provision of respite/short break services for people with dementia and their carers taking in to consideration the projected increase in prevalence and detection rates.

11. Patients and staff in care homes
People with dementia in residential and nursing care homes have access to specialist dementia services.  Staff working in care homes have appropriate training in dementia care.
Patient Stories
Overall, carers and people with memory problems had confidence in the professionals who were working in the community and those providing residential care services.  Carers in particular mentioned the personal, caring approach.
Due to the size of the sample interviewed for patient stories it is not possible to differentiate between the quotes from patients receiving care in different settings without compromising their anonymity.  The quotes used throughout Section 3 of this report could be from carers and patients currently or previously using care home services.  
Stakeholders

Developing dementia friendly care environments in hospitals and residential care is seen as important in the management and support of patients with dementia.  Work is being carried out and this needs to continue.  
There are good examples of services in specific areas of the county e.g. CHESS service in Carlisle.  The geographical challenges of the county where acknowledged in terms of the impact on service delivery, however, there is a need to provide an equitable service where key elements are in place leading to the same quality of outcomes.

Clear links were made between the use of medication and the need to increase the training and skills of staff to facilitate the use of different options for treatment and support
Organisational Information

The Care Home Education and Support Service covering Carlisle locality provides support and education for staff working in care homes as well as individual assessment and care planning for patients with dementia.
The Mental Health Education Programme is a 15 week programme delivered in half day sessions.

67 staff were trained in two programmes in 2011; 69 staff in two programmes in 2012.  
The programme covers all aspects of care for the person with dementia for example

· Dementia Awareness – what is not dementia
· Understanding behaviour

· Meaningful Occupation and activity

· Person centred care – life story and wellbeing

· Effective communication
· Physical implications – nutrition, pain management

The CHESS service had 144 contacts between Sept 2010 and Aug 2011 and 166 contacts between Sept 2011 and Aug 2012. These are individual contacts with residents to provide assessment and care planning advice.

Dementia care mapping is conducted by CPFT staff in care home settings. Individuals with dementia are observed to identify the percentage of ill-being and well-being and how this is supported by staff interaction.  Recommendations are made to improve the percentage of well-being and reduce the percentage of ill-being.
Analysis
The CHESS programme is working well within Carlisle locality, but there is a lack of equity in provision across Cumbria.
Recommendation
Recommendation 2 applies – roll out of CHESS training to all localities
Appendix
Appendix 1 – Stakeholder interview topic guide
Conduct a series of semi-structured interviews with stakeholders from other service areas.  (not Acute Trust – collaborative approach to action planning following findings of reviews)

Duration of interviews 20 minutes, allocate 3 hours for typing up.  Set aside 3 hours to analyse the information when all interviews are complete.  
Information for interviewee

Comments will be anonymous, with no reference to name or role

During the telephone interview notes will be taken, transcribed and emailed to you with identified timeframe in which to respond with amendments/additions.

Topic Guide for Stakeholder Interviews

1.  CPFT provides a number of community health services for people with memory problems and dementia; such as community hospitals, community nursing, specialist services e.g.  memory services, CHESS inpatient assessment units and Allied Health Professions e.g.  occupational therapy and podiatry.

With people with dementia in mind….

What experience have you had of these services?

How effective are they?

· Access / responsiveness

· Quality / safety / outcomes

· Patient experience

2.  There has been a lot of media interest lately in services for people with dementia particularly around use of medication, staffs lack of knowledge and skills, issues of dignity and respect and care and compassion………

Does anything that you have read or heard about reflect in community services locally?

3.  There is a lot of research to show that integrated services lead to better health outcomes….

Do you feel that dementia services are well integrated with other health and care services or the third sector locally?

· Connectivity / information

· Multi agency working

4.  In general….

What works well in dementia services?   

What could be better?
5.  Now thinking about all services for people with dementia…

What do you think services should be like for older people? Describe your vision.

How do services meet this vision now?

What needs to be done to achieve it?

Appendix 2 – Mental Health Services staff questionnaire

Dementia Services Review: Staff Questionnaire

The purpose of this questionnaire is to collect details of specific areas of training, support and access to specific specialist practice within your clinical area.

I would be grateful if you would complete and return the questionnaire to the address below.

	Role:
	Banding:
	Locality:




	1.  Have you undertaken any further training regarding care for people with dementia?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Details of training Undertaken including training provider

	2.  Do you feel you have the opportunity to practice this training?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:



	3.  Do you feel you have knowledge and/or skills in the following areas:
	
	

	3(a) Behaviour that challenges others?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 


	Comments:



	3(b) Psychological needs of a person with dementia?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:

	3(c) Carer needs?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:

	3(d) Communication needs?
	Yes  FORMCHECKBOX 
 No   FORMCHECKBOX 

	Comments:

	3(e) Care planning?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:

	3(f) Breaking difficult information
	Yes  FORMCHECKBOX 
 No   FORMCHECKBOX 

	Comments:

	4.  Do you feel you have opportunities within your service to develop new skills?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:



	5.  Do you receive appropriate clinical supervision?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:



	6.  Do you feel you receive appropriate caseload supervision?
	Yes  FORMCHECKBOX 
 
No   FORMCHECKBOX 

	Comments:

	7.  Any other comments:




Appendix 3 – Primary Care Pathway: Dementia early identification and referral
[image: image5.emf]

Annex
Annex 1 – Integration Bursary 
Improving Recognition of Dementia

In order to improve early recognition of dementia across Health and Social Care settings, CPFT has invested £63,000 in a project to build on work already undertaken within Cumbria Dementia Strategy to improve the early recognition and referral of people with new or suspected dementia.  
This will include delivering a rolling programme of training on dementia, depression and delirium (3 Ds); together with the implementation of a 3 Ds screening tool-this delivered to a range of staff working across Health and Social care.

· Clinical /improved care: The project will enable improved awareness and screening of dementia and access to specialist locality based Memory services.  This will greatly reduce delays in diagnosis and treatment offered to people with dementia.  The 3Ds screening tool is an evidence based tool designed to be used by a variety of staff working in Primary care, Community Hospitals, Community Nursing and Social Care.  Use of this tool will aim to improve detection of dementia. This a National priority, as well as improving consistency of across Cumbria.

· Efficiencies: The project will efficiently deliver training across Cumbria to a range of Health and Social care staff, with training delivered using an integrated approach and also building closer integrated working.  In turn this will reduce duplication of assessment, improve efficiencies if referral and access to specialist Memory services.

· Patient / staff experience: The project will enhance patient experience and is based on stakeholder feedback regarding delays in referral to specialist memory services, patients being able to access diagnostic services promptly and using a ‘soft start’ approach.  This will enable staff already working with patients to use an evidence based tool to back up concerns they may have regarding the patient, with greater knowledge and closer links with memory services.  This will lead to reduced use of multiple referrals, greater multi-disciplinary advice and support and joint working.  
Annex 2 – Deciding Right roll out and implementation

Deciding Right is a comprehensive End of Life framework.  An element of the initiative is to include the additional requirements of End of Life care for dementia sufferers.

The £40,000 from CPFT has been combined with a contribution from the Adult Social care Dementia fund, a contribution from the Cumbria Commissioning Group (CCG) and a small amount from the Regional Innovation Fund.  The total fund of £165,000 is for
· 3 x high level Deciding Right launches – countywide

· Publication of the Deciding Right books and leaflets

· Employment of 3 part time Deciding Right facilitators who will be responsible for working with GP practices and services that support the practice community i.e.  Social Care, Community Services, independent sector providers; specialist providers to embed the Deciding Right framework into their everyday practice

· Care home education on End of Life care for residents with dementia who may lose capacity

Annex 3 – Dementia Advisors

Dementia Advisors

The Cumbria Dementia Strategy was published in 2011 following consultation with people with dementia, their carer/s, health and social care professionals and third sector partners.

As part of the implementation of this strategy Dementia Advisor roles are being introduced in each locality across Cumbria.

The Dementia Advisors - employed by Alzheimer’s Society - will work collaboratively with locality Memory services and Adult Social Care colleagues, enabling people with dementia and their carers to be offered support following diagnosis, and providing an extended information and signposting service to immediate carers, families and friends of the people who are referred to the service.

This close working relationship will enable integrated working at diagnostic clinics, ensuring people with dementia and their carer/s are offered high quality seamless services.  In addition, the dementia advisors will work closely with Memory services to ensure local GP practices are updated with information, advice and training.[image: image6.png]
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Cumbria Projected Population with Dementia Based on Demographic Change
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			They are trend based projections, which means assumptions for future levels of births, deaths and migration are based on


			the previous five years. They show what the population will be if recent trends in these continue.


			The projections do not take into account any future policy changes that have not yet occurred.


			The latest subnational population projections available for England are based on the 2004 mid year population estimates


			(published 20 December 2005) and project forward the population from 2005 to 2029.


			Please note that improvements in the methodology are likely to be implemented in 2007 and these projections may therefore


			be subject to revision
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