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Royal College of Psychiatrists in Northern Ireland Response to the “Improving Dementia Services in Northern Ireland” Regional Strategy

The Royal College of Psychiatrists, Northern Ireland, welcomes the opportunity to respond to the consultation on the strategy “Improving Dementia Services in Northern Ireland”.

The Royal College of Psychiatrists is the statutory body responsible for the supervision of the training and accreditation of psychiatrists in Britain and Ireland and for providing guidelines and advice regarding the treatment, care and prevention of mental and behavioural disorders. 

The College has 340 members in Northern Ireland, including  doctors in training. These doctors provide the backbone of the local psychiatric service, offering inpatient, day patient and outpatient treatment, as well as specialist care and consultation across a large range of settings, including Psychiatry of Old Age. 

Psychiatrists will often be involved in diagnosis as well as case management and treatment of people with dementia, working within multidisciplinary teams and with carers and the voluntary sector.

This strategy to improve dementia services in the province is welcome. As the report highlights, there is a growing need for a clear care pathway for people with dementia. This will require improved understanding and communication, as well as clear objectives. It will require new ways of working, but will also have resource implications.

The College has concerns that the Strategy does not set out the detail of service delivery, and would stress that investment in dementia services, while necessary, should not drain resources for general mental health services for old age people. 

The Royal College of Psychiatrists commends the spirit of this Strategy, but stresses the necessity of prioritising services on those with the most need. In an environment where funding and resources will be tight, an implementable strategy that identifies those with most need and provides a framework for care is required. We do not believe this document meets that requirement. 

Improving prevention and delaying the onset of dementia (Section 3)

Q1. Are all the relevant risk factors identified?

The statement that ‘Dementia is not always preventable’ would imply that it usually is. As yet we do not know how much of dementia is preventable. We agree that is important to highlight the advantages of a healthy lifestyle and for primary care practitioners to do everything that is possible to address the risk factors in an attempt to reduce the incidence or delay the onset, but the implication that onset can be prevented is misleading. Reducing the incidence of vascular disease may reduce the incidence of vascular dementia or reduce its severity.
Q2. Do you agree with the proposed actions in relation to prevention?

Please see Further Comments with relation to awareness programmes

Further development of secondary prevention targets to the Dementia Indicator in the QOF may be helpful. 

While there is a focus on holistic identification of risk factors in primary care, it is likely that an elderly person will receive care from a variety of secondary specialists who will be individually treating conditions that may contribute to the onset of dementia. It will be important that the individual coordinating a person’s dementia care, has a full picture of the individual’s healthcare and considers the complexity of risk and symptoms. 

The Scottish dementia strategy notes that admission to a general hospital for a physical health problem may be the first opportunity to identify dementia and these specialist services need to inform and advise the patient and carers accordingly. Accordingly, we would suggest that any admission to hospital of an older person should trigger a full assessment of risk factors for dementia. 

A further significant impact on prevention of dementia would be to raise the cost of alcohol and tobacco through minimum pricing or increased taxation along with advertising curbs on food products promoting unhealthy diets. 

Q3. Do you agree that the values and principles proposed in the Strategy give adequate guidance for future service development?

The Royal College of Psychiatrists welcomes the stated values and principles for dementia service provision and agrees they should provide a foundation for future service development. We believe that these principles should underpin all mental health services, and in particular those for all older people with mental illness. Old Age Psychiatric Services are traditionally underfunded, and service development for this sector as a whole should be developed on these principles. 

However, it will be impossible to implement these principles without resources and education. Much will rely on attitudinal change, staff knowledge, and ‘joined-up’ working between medical disciplines. This education will require resources. The ‘right to the highest attainable standard of health and well-being’ will require investment in health services that in the current economic climate may not be attainable. 

The aspiration that every person with a diagnosis of dementia will have a key worker is challenging, and we do not believe it would be a good use of resource. Many people diagnosed with dementia will also have illness related to the risk factors and in addition to a GP could have a diabetic nurse, stroke nurse, dementia worker and possibly a chest or heart nurse. 

We welcome the introduction of the principle of autonomy, but implementing this in practice will depend on the Mental Capacity Bill, in particular the capacity test and whether advance decisions will be included in the legislation. 

The Scottish dementia strategy sets its principles in a rights-based charter that clearly sets out rights and expectations, and we would suggest that a similar structure is adopted.

Q4. Is the “Staged Response” model a best practice basis for future service development?

The Royal College of Psychiatrists has concerns with this model as it assumes dementia has a fairly well defined pathway of progression. We would not agree with this. There is tremendous variation in the course of dementia for patients and services have to be flexible enough to be able to identify, adapt to and manage individual differences. The Strategy puts much weight on individualised person-centred care, and a staged-response model may not allow for this. The staged response as given in the strategy pays little attention to those with more severe impairment or challenging patterns of behaviour which are frequently seen over the course of the illness.

There is insufficient emphasis in the Strategy on the importance of the diagnosis.  It is skimmed over as if it is quite a simple step achieved by the patient attending the Memory Clinic.  The diagnosis in the early stage is not easily made and is often difficult at the first appointment.  At the early stage it is not possible to predict the rate of progression and this varies greatly between patients. Ideally the diagnosis should be made by a doctor who has wide experience in psychiatry and medicine to detect those whom have presented with subtle signs indicative of a diagnosis other than dementia. 

The care pathway for managing dementia cannot be ‘one size fits all.’ For example, we would also question whether “every person diagnosed with dementia should be allocated a key worker” as many people newly diagnosed will neither want nor require a key worker, after initial information/education/counselling.

While we agree that independent information, support and advocacy are important, offering this at the point of diagnosis may be inappropriate for some people. Many people are too overwhelmed at this time, but might benefit from it at a later stage. We would suggest instead that “independent information, support and advocacy should be available and offered flexibly.”

General Hospitals benefit from a Liaison Psychiatry Service for Older People, led by a Consultant Psychiatrist with expertise in Liaison Psychiatry.  It focuses on education for all staff in the the District General Hospital in the care of Older People with mental health problems and dementia as well as seeing individual patients and advising on their care.  It addresses delirium management and management of depression and other mental illnesses.  All Trusts should develop such Liaison Services for Older People to each General Hospital in order to make a difference to the older person’s journey.

Q5. Has the Strategy identified appropriate methods or means to raise awareness of dementia?

Please also see General Comments

The Scottish dementia strategy identified a lack of information as being one of the key reasons people do not go to the GP when they start to experience symptoms, and one of the key reasons why GPs do not refer people on for assessment. 

While an extensive awareness campaign is not required, the Public Health Agency should work with the voluntary sector and frontline statutory sector services to raise awareness through targeted public relations activities. This work should seek to raise awareness within the healthcare as well as reaching specific public audiences. 

Healthcare practitioners should have easily accessible information on dementia to pass on to individuals at risk of developing dementia or who are showing early signs of the disease as well as to carers. We would recommend that this information is given at a time when the individual and family or carers are ready to receive it, and this will vary.

We would recommend the Public Health Agency explore uses of cost-efficient, targeted dissemination of information, working with the voluntary sector who already do this well.

Q6. Do you agree that memory services adhering to the principles in Table 4 would improve the experience of people with dementia?

We agree with the principles of the memory service, but the term used in the Strategy of memory service is wide and has no boundary. This implies a service from cradle to grave for all sorts of memory disorder, which is not feasible. In this context, we recommend defining a service of assessment for those who may have dementia, not a service based on symptoms. 
Q7. Do you agree that, where needs are complex, specialist services should be delivered by a regional centre?

While local services should be able to deal with most cases that are complex, it is important to have access to regional expertise which can advise on the more difficult case. Services may be focused on Old Age Psychiatric Services, but specialist services may also be based in Geriatric Medicine or Neurology. 

Q8. Do you agree that the key service issues facing people with dementia and their families have been identified?

Multidisciplinary Approach to meeting need: The Strategy states that ‘Trusts will ensure that all people with a diagnosis of dementia who seek services should have a care plan drawn up and reviewed in line with the Northern Ireland Single Assessment Tool (NISAT).’  We would suggest this sentence should finish “where appropriate”.  Many people are now being diagnosed very early in their illness when they neither want, nor need, a detailed care plan.

Section 8.9 refers to “pathways.....from memory services to the multi-disciplinary teams”.  This suggests these are distinct entities, however in most services they are the same. We are concerned that this may indicate a lack of understanding of the way in which services operate.
Medication and other interventions: The Royal College of Psychiatrists believes that specific treatments should continue to be available for patients with mild to moderate dementia.  The Royal College of Psychiatrists endorses the findings of the Banerjee Report on anti-psychotics (2009) and recommends implementation of similar service developments in Northern Ireland. 

Respite Care: The Strategy states that in developing standards to inform commissioning for dementia care a range of both traditional and innovative respite provision will be developed to meet the needs of people with dementia and their carers. There is no explanation of how this will be funded. 

Environmental Design: While we applaud the will to conduct and environmental assessment of existing facilities used by people with dementia and draw up a prioritised improvement plan for action as resources permit, we do not think this is likely to be acted on due to lack of finance. Most long-term care, respite care and day care is provided by the private sector and they are unlikely to heed this.

Assistive technologies: We agree that assistive technologies may play an increased role in care in the future but would urge that the use of measures are not a substitute for support and care.

Supported Housing: Given the current economic climate, we have concerns that necessary funding may not be available for supported housing. However, advanced supported housing provision will be a key way to provide care in the future if it allows people to be cared for in a domestic environment which allows them to have a changing care package as the disorder progresses. It is therefore important that this is prioritised.

Crisis Support: A lack of detail makes it difficult to comment on this. The statement that ‘Trusts will ensure that appropriate care pathways are developed to ensure that people with dementia have access to services equipped to respond to crisis, including intermediate care’ gives no indication as to the services people should have access to or the model of care that will be used.  Moreover, for the intermediate care to be successful it would need to be designed to suit people with dementia. Crisis support is partly in place in many areas, but is a challenge because of increasing restrictions on funding. 

Inpatient Care: We would agree that minimising the length of assessment to a mental health or geriatric unit is important. However, it is unclear how this will be achieved. Inpatient provision for assessment and management of those with dementia will depend upon the range and type of alternative provision. Statutory and voluntary community services are finding it increasingly difficult to manage challenging behaviour and there is therefore a high demand being placed upon the Health Services. In particular, the increasing numbers of people with vascular dementia presenting with very challenging behaviour is resulting in an increased demand for admission.

The Royal College of Psychiatrists believes it is impossible to accurately determine the number of beds required for dementia assessment in the absence of full supporting services. 
Palliative and End of Life Care: Action point ‘Trusts to develop palliative and end of life services for people with dementia within the framework of the palliative and end of life care strategy’ gives no indication of how these services will look for people with dementia, what they will cost, or how they will be resources. 

People under 65 with dementia: The Royal College of Psychiatrists believes that the needs of younger people with dementia have been poorly served to date. We believe that there is an urgent need for a regional care pathway for younger people with dementia to be developed taking account of local service need. We believe that there is a need for separate resourced age-appropriate day care, respite care and long-term care facilities.

Q9. Do you agree that the proposed actions in these sections are appropriate and achievable? 

We would welcome many of the proposed actions, but we do not think that this Strategy as it stands is appropriate or achievable. The Strategy does not set out sufficient detail on what will be done, when or how it will be implemented, who is responsible for implementation, what the proposals will cost, or how implementation would be funded.

We have a specific concern that the strategy appears to favour one provider over other potential providers in the development of the acute care pack. 
Q10. Are the proposed actions to support carers acceptable?

Yes

Q11. Do you agree that the proposed new capacity legislation will provide appropriate powers and protections for people with dementia and their families?

The Equality Impact Assessment consultation on the proposed Mental Capacity bill lacks sufficient detail to indicate the extent of proposed powers and protections. While the Dementia Strategy refers to Advance Directives providing protection, it is apparent from the EQIA that the Capacity Legislation will not include legally binding Advance Directives. Issues around welfare and advocacy also remain cloudy. 

The Royal College of Psychiatrists welcomes the introduction of Mental Capacity Legislation and believes that in principle this move should be a considerable improvement on the current legal situation, but until there is further detail it is impossible to comment on this. 

Given the uncertainty of the scope of the legislation in relation to advance directives, we would suggest that there should be focus on the measures available under Common Law. 

The Mental Capacity Bill EQIA states that it will provide for advance statements which will set out the preferences of a person with mental capacity on future treatment and care and for the management of financial affairs. The Department proposes that advance statements will not be legally binding, but should be respected as far as possible as part of the person’s best interests assessment. Further, the Code of Practice will make it clear that, where a preference recorded in an advance statement is not being

followed, the substitute decision maker will have to make it clear why the stated preference is not being followed.

In the absence of legislative certainty, we would suggest that there be an emphasis on the alternatives that can be useful including Living Wills and Living Choices. There should be guidance on enabling individuals to develop robust instruments that will hold under Common Law.

Q 12. Will the proposed scope of the research support identified in this strategy provide a strong foundation for the future?

The Royal College of Psychiatrists welcomes the Strategy’s support for regional research.

Q13. Is the proposed HSC Board/PHA group, independent of the HSC Bamford Taskforce, the most effective means to monitor progress?

The care and management of those with dementia is a major public health issue and crosses a number of programmes of care.  It is thus appropriate that HSCB and PHA take a lead.  The leadership of this group by Elder Care will cause a focus on the many with dementia, but may lead to a diminution of service for those most severely impacted.

Q14. Do you agree with the proposed funding priorities at paragraph 14.7?  

The Royal College of Psychiatrists is concerned that aspects of these proposals will focus resources on patients at a time when they do not need intensive services to the detriment of people with more severe need. 

Allocating a key worker to every person with a diagnosis of dementia is not attainable within current resources, and would not be sustainable with the number of new cases being diagnosed through memory clinics. 

The Royal College of Psychiatrists in Northern Ireland believes that the needs of people severely impacted by dementia must not be lost in the prioritisation of early diagnosis. We would therefore recommend that as well as emphasis early diagnosis that Liaison Services be developed in General Hospitals and improved in-reach to care facilities be developed. 
Q 15. Are the policy proposals for the Northern Ireland Dementia  Strategy likely to have an adverse impact on equality of opportunity on any of the nine equality groups identified under Section 75 of the Northern Ireland Act 1998? 

It is possible that there will be a negative impact for people over the age of 65. The strategy, by placing increased demands upon an stretched service in the absence of adequate resource may lead to a decrease in access for people aged 65 and over to mental health services as these services are often provided by the same staff.  This will lead to an age-related differential service access for people with mental illness.

Q 16. Have the needs of the Section 75 categories been fully addressed in the proposals?

See response to Q 15
Q 17. Is there an opportunity for the policy to better promote equality of opportunity or good relations?
See response to Q 15
General Comments

The Royal College of Psychiatrists is pleased that the important need for a framework to develop services for dementia is being addressed, we are concerned that this Strategy does not have sufficient detail to set the framework for future services for people with dementia. Costing estimates are insufficient to enable us to comment on priorities that are implementable given the current economic climate. To this end we see this Strategy as aspirational with challenges to implementation. 

The Action Plan is helpful, and we commend the way it clearly sets out who will be responsible for implementation and sets a timeline. However, as the strategy is lengthy and would benefit from an executive summary. 

Information and Awareness

This addresses issues in questions 3 and 5

A lack of information as one of the key reasons people do not go to a GP when they start to experience symptoms, and one of the key reasons why GPs do not refer people on for assessment. 

The Northern Ireland Strategy suggests that it is not appropriate at this stage to develop large-scale education strategies for the general public regarding prevention of dementia as many risk factors are already addressed as part of existing strategies.

The Royal College of Psychiatrists would suggest that awareness could be raised without an extensive education strategy in two ways. 

We would endorse the need for the Public Health Agency to adopt a coherent message on reduction of risk factors for dementia. The Public Health Agency should explore uses of cost-efficient, targeted dissemination of information, working with the voluntary sector who already do this well.

Healthcare practitioners should have easily accessible information on dementia that is available to individuals at risk of developing dementia or who are showing early signs of the disease as well as to carers. The NHS in England provides this information through the NHS Choices website: http://www.nhs.uk/Conditions/Dementia/Pages/Introduction.aspx 

Admission to General Hospitals and general health issues

People with dementia who have other health problems are more likely to be inappropriately admitted to hospital and are more likely to stay longer in hospital, to the detriment of their own well-being and exacerbating problems the HSCNI faces from delayed discharges. They are also more likely to be discharged directly to a care home. 

To this end, it is important to ensure a community general health infrastructure for people with dementia that will, wherever, possible, prevent the need for admission to a General Hospital. 
The Royal College of Psychiatrists report Who Cares Wins found that mental disorder affecting older people admitted to general hospitals is poorly detected and managed, yet clinical studies have demonstrated the potential to prevent and treat these mental disorders and improve outcome.

Who Cares Wins estimates that 31% of elderly patients in general hospitals will have dementia, and 20% will have delirium, much higher prevalence than in the community. Patients with dementia are more five times likely than other general hospital patients to develop delirium, but preventative interventions can reduce the incidence of delirium by 30-40% in at-risk patients. This disorder carries a particularly poor prognosis. Liaison mental health services have the potential to reduce length of stay. These improved outcomes have important implications for older people, carers and the utilisation of health and social care resources. 

The Royal College of Psychiatrists would welcome further development of effective Liaison Services for older people in General Hospital settings. 

Summary

The Royal College of Psychiatrists welcomes this first step in addressing the need for a Dementia Strategy. Unfortunately, however, we do not believe that the Strategy provides a clear prioritised vision for the future of the services. 

The College is also concerned that there is insufficient flexibility in the staged response pathway to enable true person-centred services. Every person will have a different experience of dementia, and services must be responsive enough to adapt to this, while focusing most resource on those with the greatest need.

The document estimates the cost of dementia care growing to £400  million a year. We believe that further consideration of the cost of different aspects of services should have been provided in this document to enable us to comment constructively on prioritisation of services. 

As this Strategy indicates, dementia is a major health and social care challenge for Northern Ireland. If services are to be designed and developed to tackle this problem in the best way, it is essential that this Strategy sets a sound foundation. On this basis, The Royal College of Psychiatrists in Northern Ireland believes this Strategy requires further review. 

Dr Philip McGarry

Chair

The Royal College of Psychiatrists in NI

31 August 2010 
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