HOUSING AND DEMENTIA SURVEY
MARCH 2007

PART I – GAPS IN KNOWLEDGE AND INFORMATION
PURPOSE

The purpose of the survey was to identify gaps in information, knowledge and skills in relation to services for people with dementia living in their own homes, whether in general needs or specialist housing. This information was intended to help shape the Housing LIN programme of events and commissioned work in the coming year.
RESPONDENTS

Commissioners and providers of housing, health or social care services, care and repair agencies, housing related support, and assistive technology were invited to complete a questionnaire or e-mail their views. The target group was reached via the Housing LIN membership and an umbrella group of voluntary organisations.
Forty four people replied. They came from the following organisation types:

· 17 housing providers, of which 13 were housing associations, 3 local authority housing departments and an umbrella group for home improvement agencies. Amongst the housing association respondents was one head of dementia services.
· 11 from the social care sector – 8 from social services at least two of whom had a housing brief, 2 independent care providers and 1 person from CSCI.
· 10 health sector providers of whom 7 were mental health specialists, including one from the private sector.
· 3 from Supporting People, 2 independent  dementia specialists and one charity.

RESULTS
Respondents had been asked to reply only to those categories where they had a view to express, not necessarily to complete every box. They were also asked not to feel constrained by categories or examples. A small number of respondents replied by e-mail rather than using the questionnaires, and their views have been included in the relevant category.
The responses to each category will be dealt with separately.
1. Finance and cost 

e.g. cost-effectiveness of different models and approaches to supporting a good quality of life

1.1. This category prompted a significant degree of consensus with 11 out of the 20 people who responded identifying the lack of comparative data in this area, and /or the need for a tool which would enable such data to be collected.

“This is generally poor and people will choose the figures which best suit their argument (e.g. forgetting about the cost of Housing Benefit as it’s a different part of the organisation). I really do think this is one of the most important areas across the country, as we shall be facing a significant increase in demand at a time of constrained budgets”

1.2. There is a need for a template for assessing the cost-effectiveness of specific services which

· Enables transparent comparison and benchmarking

· Factors in qualitative outcomes for individuals such as quality of life, benefits to carers, enabling couples to stay together

· It might be applied to 

· Different models of Extra Care housing – generally or specifically in relation to people with dementia
· Extra Care compared to other services such as residential care or support in the wider community – generally or specifically for people with dementia
· Different services designed specifically for supporting people with dementia 

“We need a template for how costs can be compared. Benchmarking is helpful but often no direct comparator. May be about identifying best practice and some core guidance, such as how to work out the unit cost of various aspects.”

1.3. There is a need for more research which applies this template so that those developing services for people with dementia have some cost/benefit studies to inform their thinking.

“Need for comparative data on the costs of supporting people at home, e.g. in Extra Care compared to residential care”

1.4. Some case studies of existing services supporting  people with dementia and their costs would be useful, for example data on projects being funded through the DH Extra Care Fund.
1.5. One respondent identified a need for information on equity release as a means of funding housing and care, while another sought information on finance models and sources.

2. Design and built environment

e.g. evidence about what helps a person with dementia and what hinders

2.1. Respondents seemed to feel that there is a lot of information out there, but little evidence of what really works. The following comments sum up the general view.

”I feel there is lots of guidance out there. What is missing is some practical examples of what really works as opposed to more research and theory.”

”I have just reviewed [two books on designing for dementia], both of which are good in their way but which repeat old mantras about design without providing much in the way of evidence. We need more research that is controlled.”

2.2. There is a need for research and practical examples of effectiveness in designing for dementia

2.3. There also seems to be a case for making sure that the information that is available is easily accessible.

2.4. The suggestion was made that more information is needed that targets people in the early stages of dementia living at home.


3. Assistive technology and telecare

e.g. use of different applications? ethical issues?

3.1. A recurring theme within this topic related to information on how AT fits within the care planning process, as the following comments illustrate:

”An industry in itself, but the big area of missing information is around risk assessments and how they are incorporated into the care planning processes and individually targeted outcomes”

”Little information re the use of AT as part of the care planning process”


“How to assess and plan individual packages and the interface with the care plan”

3.2. Some indicated a need for more information about what is available, who it is suitable for and in what settings, and how it will be funded – targeted not only at specialist housing but also those caring for people with dementia in their own homes in the wider community.  

3.3. Information on the value of AT to support people in their own homes needs to target staff in the health sector, whose responses in the survey seemed to indicate less up-to-date knowledge in this area than their housing and social care counterparts

3.4. A number of other interesting suggestions were made:

· Having an update on how POPPs money is being used for AT for people with dementia

· The creation of an easily accessible forum to explore ethical issues in relation  to the impact of new technologies on service users
· It would be useful to synthesise what has worked well and in what settings, for people with dementia

· Reminders of links to websites, e.g. AT Dementia website so existing information can be readily accessed

4. Range of service types

e.g. examples of innovative or tried-and-tested services for people living in their own homes that work well

4.1. This topic was of particular interest to the housing sector respondents, eight of whom thought more information would be useful, although it was also of interest to all the Supporting People respondents and a small number of the others.

4.2. This was another area where people were seeking practical examples of effective service models - and evidence.

”Need some work around practical examples that help at different stages of the dementia disability, and also more specifically around the various disabilities, and services for the later stages and for dealing with challenging behaviour”

”Further information on tried and tested services for people living in their own homes would be welcome. Practical experience is valuable information”

”Providers who have successfully created dementia-specific services could contribute their learning to a “Good practice guide”

”Little evidence to support one service type over another”

”Need to be clear what we mean by “works well”. Housing providers that call us [dementia centre] want to know what is cost-effective and the relative costs between various models of support”


“Need to know the pros and cons of dementia-specific accommodation based services – “own home” has come to mean existing home, not a new purpose built one”

4.3. The SP responders sought information on how SP services could be used to support people with dementia, and the efficacy of floating support services for people with dementia

5. Different models of housing with care provision – and their pros and cons

e.g. integrated schemes or separate dementia units
5.1. This area achieved a high degree of consensus with fifteen respondents, mostly from the housing and social care sectors, considering it a high priority for attention. It is notable that whilst those from the health sector expressed their opinion on these matters, none identified it as significant information gap for them, probably because at present they don’t get involved in commissioning new developments.

5.2. People identified the need for:

· a template for comparing different models

· large scale, multi-site research providing evidence of the effectiveness of different models and their pros and cons

· information about the different models and the issues commissioners should think about. One respondent suggested an interactive directory of Extra Care schemes which included more detailed information about each, including model of provision 

5.3. The following comments capture some of what is felt to be needed:


“It would be interesting to learn from real-life examples about how integrated schemes compare with separate dementia units in terms of success where the service users’ well-being is concerned”


“Lack of large scale, multi-site, multi-design studies. Lack of reliable and valid evaluative methods”

”Commissioners of service need this type of information on a regular basis, perhaps in a regular newsletter”

”Helpful to have some impartial, external assessment and evaluation in this area”

”It would be useful to have evidence-based work that show outcomes for people with dementia.”

6. Management 

e.g. housing and care management models best suited to meeting needs of people with dementia

6.1. Those in the housing and social care sector took this to refer to service management  models as mentioned in the example, and expressed a general wish to have more information about what works best – integrated or separate management. However, responses lacked the same degree of universal conviction about its importance evident in others, e.g. cost-effectiveness and models of Extra Care. 

”Would welcome more information about what works best – separate or integrated management”

”Useful to have a list of issues to consider”

”Some models and examples in place but would be helpful to have some signposting”

”A big gap. I would love to read other people’s experience”

6.2. Respondents from the health sector mainly interpreted the category as referring to case management rather than service management, and asked more fundamental questions about the role housing can play in meeting thethe needs of people with dementia.


“Does Extra Care housing meet the needs of people with dementia? What level can they manage?”


“We need models which incorporate significant carer involvement”

”The ideal care management does not exist…a dementia practitioner to be attached to monitor, navigate, support and prevent crises”


7. Practice and Training
e.g. working with people who have dementia on a day-to-day basis; preventing  exclusion; guidance as to training levels and content for different staff members in the housing sector etc 

7.1. Responses from all sectors, apart from Supporting People, indicate areas of practice where information and training are needed for housing and care staff. Around 17 identified information/knowledge gaps, though they did not all identify the same aspects.


7.2. The following are some of the elements of practice identified for information and training focus:

· Promoting tolerance and an ethos of inclusion (a recurring theme)
· Dealing with challenging behaviour and difficult situations (a recurring theme)
· Understanding dementia including what to look for regarding the onset of dementia and advice on whom to approach

· Person-centred dementia care

· Maintaining the skills of a person with dementia
· Communicating with people who have dementia

· Positive risk taking

· Responsibilities arising from the MCA (high priority see no:9)

7.3. These were not seen as necessarily falling within the remit of a national initiative. What may, however, be useful for the Housing LIN to consider is commissioning a model toolkit specifically for housing managers in Extra Care and sheltered housing.

”This is by far our [dementia centre’s] greatest enquiry. The gap is information and training that is housing specific”

”Intolerance. Would be good to learn about some of the ways to prevent exclusion”

”Would welcome a good practice guide”

”Need for scheme managers to have information and training on challenging behaviour”


7.4. One respondent identified day-to-day practice as another key area for research:

”Lack of systematic research that can be replicated, which provides practical evidence of effective care interventions with individuals who have dementia”

7.5. Another national initiative that a number of respondents identified, was some guidance as to the type and level of training needed for different staff members and service types to meet the needs of people with dementia.

”Huge gap. Lack of standardised training. No agreed quality standards”

”Setting national standards would assist consistency. Local standards can be added”


“Problems with CSCI stating robust training in the area of dementia is needed but no indication as to what they consider appropriate”


8. Policies, procedures and inter-agency working and agreements
e.g. risk management in relation to someone who hasn’t the capacity to orientate when out; policy regarding care provision in Extra Care when need levels outstrip service levels; moving-on criteria and processes; entry criteria for service; roles and responsibilities for a jointly provided service.

8.1. These areas triggered a fair degree of interest with around 12 respondents identifying areas where information would be useful. The two areas which stimulated the greatest response were:

· risk assessment and management

· Issues in relation to moving on when the needs of a person with dementia, or their behaviour, can no longer be managed in the current setting, and the individual may lack capacity to agree to move


8.2. People identified the need for:

· guidance in 
· the development of supportive policies based on MCA principles which enable positive risk-taking with appropriate safeguards and ensure good documentation and rationale records
· processes for risk assessment and management

· inter-agency collaboration to develop protocols for managing risk and addressing capacity issues

“I frequently encounter concerns from care professionals and relatives about managing risk in housing with care schemes. As we are considering Extra Care as an alternative to residential care, we need to be able to demonstrate that risk can be managed. Examples of others’ experience would be helpful.”


“Risk management, especially techniques of balancing risks to the many against the risk to one person. Good practice and practical experience need to be shared as widely as possible”

8.3. This area in particular was one where respondents from the health sector are likely to have experience to share with people in the housing sector.


8.4. People identified the need for:


· inter-agency policies, procedures and good practice guidance for dealing with situations where services can no longer meet the individual’s needs where they are living

“Advice on move-on policy and getting tie-in of other agencies who leave the housing provider “holding the problem”


“Something needs to be developed on move-on departure – especially because there are often battles around cost as much as need!”


8.5. One respondent identified the need for information on the length of stay in Housing with care schemes and the pathways from Extra Care to other forms of care (e.g. nursing) 

”From a commissioning point of view, this is valuable information for demand projection and costings”

9. Legal aspects

e.g. signing a  tenancy and other issues in the context of declining capacity.


9.1. 14 people identified the importance of information on tenancy issues, many referring to the Mental Capacity Act and incapacity legislation generally. Concerns included signing of tenancies, declining abilities, terminating tenancies and moving on when needs can no longer be met within current home.

”How does the MCA impact on the tenancy and people with dementia generally?”

“It would be very helpful to have guidance on signing a tenancy etc in the context of declining capacity”
“Need to have a better understanding about MCA both in terms of tenant’s understanding of responsibilities and when needs become too great and family don’t want person to move. Also, who can be impartial when the family is there.”
9.2. There is clearly a need for information on the legal aspects of housing in the context of incapacity from dementia. It was suggested that this should be set in the wider context of human rights and positive risk-taking. 

9.3. The suggestion was made that templates and sample policies be made 
available to housing providers who are responsible for discharging 
legal responsibilities to tenants and residents under the MCA 2005. 
Providers could then customise their organisation’s policies and 
practice in terms of assessment and support for tenants and residents 
who may lack capacity to make decisions for themselves.


10. Outcomes for services users

e.g. tools for assessing outcomes if service users have difficulty conversing.

10.1. 12 respondents, none from the health sector, identified this as an area where more information is needed, although again, enthusiasm was muted. The need for tools and techniques for assessing quality of life outcomes for people with dementia was one key aspect of the response.

”How techniques that are developed for use in group settings, e.g. mapping, can be used in individual housing settings, be that sheltered, very sheltered or wider community”

”I would like to learn how to assess outcomes with regard to those who have problems with verbal communication as well as involving and consulting dementia sufferers over service provision”. It would be good to learn how this can best be achieved given the communication problems and short term memory loss”

10.2. This seems an issue primarily for housing and care staff, and is another area where specialist health staff and dementia specialists may be able to help fill information the gap


10.3. The other aspect of this relates to the need for more evidence of service user outcomes when planning and developing new services.


“More research is needed into the strengths and weaknesses of ‘housing with care’ when providing for the needs of people with dementia that over time will become increasingly complex as measured, for example, by dependency and unpredictability”

11. Service User involvement

e.g. ideas for achieving meaningful user involvement in service development or other consultation processes

11.1. Only a small number of people responded to this topic at all – 6 mainly from housing and the independent sector.


11.2. Whilst not seen as a priority by this sample of people, the development of good practice guidelines or case examples would be valuable, as the following comments demonstrate.


”Important if services are to improve”

”Development of protocols and good practice guidelines specifically for engaging with tenants with dementia”

12. Process Elements

These four elements will be dealt with as one section, since only the last triggered a significant consensus around information gaps.


12.1. Influencing agendas

e.g. clarification of whom to target to get a specific project on the table and taken seriously

· Only a small number of people (5) identified a significant information or knowledge gap.


· The main theme they identified in this category was the lack of clarity in relation to respective roles and responsibilities for getting projects underway, and the difficulties of achieving clear leadership and co-ordination. These are compounded by the complexity of a wide range of stakeholders and strategies coming from different perspectives and levels (local, regional and national), whose agendas need to be brought together. 
“It would be helpful to have clarification of who is responsible for specific areas” 

“Guidance on how best to phrase/frame proposals. The Extra Care Toolkit gives guidance on a number of areas but it almost assumes that this stage had been completed. “
“Responsibilities for funding projects,  government departments leading changes, government papers influencing developments m Health role as partners etc.”

“Ian Philp needs to champion housing issues for mental health…not mentioned in ‘Not a Single Recipe’”

12.1. Strategic commissioning

e.g. clarifying  key stakeholders, processes and documents,  to make an idea a viable proposal - nationally, regionally or locally

· Here too there was only limited identification of gaps in information, by four respondents in all, two of whom identified research topics, and one, how data on older mental health conditions should link in to housing planning processes


12.2. Project development and service commissioning
e.g. what steps to go through to ensure all the pieces of the jigsaw are in place

· There was little consensus here about information that would be useful, apart from one person who thought it would be helpful to see some checklists and practice examples


12.3. Monitoring and Evaluation 
e.g. a template for evaluating housing with care services for people with dementia


· As with the enthusiasm for a tool and more evidence in relation to the cost effectiveness of different service models, this category triggered a similar level of consensus over the need for a template to evaluate schemes, as well as for robust outcomes data (8 and 6 respectively)


“Development of a standardised ‘outcome-focused’ person centred monitoring and evaluation tool would assist with national and local benchmarking across provision/projects”


· Such a template needs to

· Provide guidance on collection of statistical information

· Provide methodology to review outcomes for various stakeholders along a range of parameters, e.g. cost, health and social
· Include soft/qualitative outcomes for individual service users
· Be dementia specific and influenced in its development by people with dementia or older people in general


“Lack of data on outcomes means that it is difficult to sell the value of preventative services, the role of housing and how it links to the strategic priorities of commissioners”


“We tend to receive conflicting views on the suitability/effectiveness of housing with care for people with dementia. It would be helpful to have guidance on which actual models are effective”

CONCLUSIONS 
1) In terms of topics, the following seem to be high priority areas:

· Finance and cost effectiveness

· Monitoring and evaluation

· Models of housing with care provision

· Practice and training
· Legal aspects
2) The following probably merit medium priority level

· Range of services for people with dementia
· Policies and procedures
· Outcome for service users

· Design and built environment

3) The following appear to be low on people’s list of priorities although     arguably one or two of them should be higher:

· Assistive technology

· Management

· Service user involvement

· Influencing agendas

· Strategic commissioning

· Project development and service commissioning

4) The following are outputs that the Housing LIN may wish to consider commissioning:
· An evaluation template which should include:

· a cost-effectiveness tool, which enables comparison of costs to all funding streams of different services

· an element for comparing different models of Extra Care for people with dementia, which will identify pros and cons, outcomes for service users and value for money

· A good practice guide targeted at staff working in sheltered and Extra Care schemes, specifically relating to people with dementia, covering at least:

· Practice in working with people who have dementia – understanding, communication, challenging behaviour, promoting inclusion
· Risk assessment policy and practice, including positive risk taking 

· Tenancy and capacity issues in the context of the MCA

· Moving-on policy – inter-agency collaboration
· Role and involvement of OPMH teams

· Assessing outcomes and well-being of people with dementia – specific housing-related tool

· Approaches to service user involvement

There are other aspects not mentioned specifically by respondents such as assessment generally, need levels and eligibility criteria, care management etc which should also be included.
Some of the above topics also lend themselves to case studies, training sessions and presentations at conferences 
· A good practice guide, case studies or presentations targeted at those involved in planning and developing new or remodelled services covering:
· Design and physical environment – good practice and service user outcomes
· Service types and models – costs and benefits

· Models of Extra Care for people with dementia – list of issues to consider

· Management models – with any data illustrating advantages and disadvantages in the context of meeting the needs of people with dementia
5) The following areas have been highlighted as high priorities for research and evidence based information

· A comparison of the suitability, costs and benefits of different services/ service combinations in meeting the needs of people with dementia at various stages of the condition: housing with care compared to residential care, nursing home care and care and support. at home: pros and cons of “centralising” services in a specific built environment vs supporting people where they live currently. 
· Costs and benefits of different models of housing with care for older people with dementia at different stages of the condition, in particular, comparing an integrated model, a separate dementia unit within Extra Care and separate specialist housing with care for people with dementia
· The impact of different design features on the outcomes for people with dementia

· Length of stay in housing with care schemes for people with dementia and the pathways they follow from housing with care

· Whether different management and staffing models in housing with care produce different outcomes for service users with dementia

· Effectiveness of different care interventions with individuals who have dementia
WAY FORWARD
It is clear that sometimes it is not that information doesn’t exist but that an individual or group doesn’t know of it or where to find it. It is also aooarent that greater cross-fertilisation between the sectors would help to fill some aspects of the knowledge gaps and improve services to people with dementia as a consequence.
1) Targeting of information and events

Responses to the questionnaires will enable targeting. Those in the health sector appear to require fairly fundamental information about housing and assistive technology options, and how these can assist in improving health, and meeting healthcare commission targets. They probably need less in the way of basic information in relation to dementia, assessing the needs and risks of people with dementia, and managing services for people with dementia on a day-to-day basis. 

Front-line staff and managers in the housing and social care provider services appear to need more information and training in how to relate effectively with people who have dementia, and day-to-day management. Some information on these matters may be available from the specialist mental health sector and dementia centres. This however does not obviate the need for customising information for the housing sector.

Service developers and commissioners in the housing and social care sectors need more detailed, technical information in areas such as the pros and cons of different service and management models, quality outcomes and cost-effectiveness, to inform decisions about the development of new services.
2) Identifying, using and disseminating existing information

We need to make sure that information that already exists is made readily accessible, and disseminated to those likely to benefit. In order to facilitate this, the following steps are proposed:

· Analysis of the second half of the survey in which people identify where they have information and experience to share

· Co-ordinate a meeting of a cross-section of those interested to pool knowledge about the availability of additional information in various categories, and its location
· Consider how best to make use of it – e.g. Add a dementia tab to the new Extra Care Housing website for professionals or the use existing Dementia tab on the Housing LIN website to signpost people to information on each of the topic areas

3) Housing LIN programme

In the meantime, there is sufficient clarity on the gaps for the Housing LIN to begin planning the programme of work for the coming year, focusing on the priorities identified above.
4) Action for others

Ideas in relation to assistive technology and POPPs probably need to be passed on to other CSIP networks, and the training issue probably also needs tackling elsewhere.
“There is a real issue about research being disseminated to a wider audience and I do think this is a key role for CSIP. As previously stated there is also a need to publicise what actually works and what doesn’t, so that people don’t waste time inventing wheels that already exist”

“We need more on the web. Judith Hawkshaw has made Suffolk’s work available but there needs to be more.”
Sue Garwood
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