Consultation outcomes from the Brent Change Group consultation on the future shape of services for people with complex needs
 (11th May – 14th June 2005)

Following a review of specialist tertiary services In North West London, by the Nuffield Institute, the Brent Change Group set out to develop new models of working across the whole system of learning disability services in Brent, for people with complex needs.
1. The current service:
Kingsbury Hospital

Kingsbury Hospital currently provides an assessment and treatment service of 14 beds (excluding the Courtyard Specialist Residential Service which closed in June 2005) and on -site Day Services. It is run at 100% capacity and holds a waiting list. The current service has developed specialist expertise in working with people with mild/moderate learning disability and any combination of mental health overlay, behavioural difficulties and forensic profile. Referrals can come directly from the courts or via psychiatrists, commissioners or care managers. Referrals can also come via mainstream mental health services. Kingsbury offers Psychiatry, Clinical Psychology, Occupational Therapy and Physiotherapy as well as nursing care. 

Brent Learning Disability Partnership   

Brent Learning Disability Partnership Unit (BLDP) currently provides community health and social care services to over 550 adults with learning in Brent.  The service users range from those with a mild learning disability to those with profound learning and physical disabilities, including people with autism and or challenging behaviour.  Service eligibility is for those aged 19 – 64 years for social care, and 19 plus for health care.  The services range from assessment, care management, specialist community health services, placement services, crisis intervention, community outreach services, residential services, and various day care services.  

The Team has over 240 members of staff and comprises 9 teams:- Community Team for People with a Learning Disability,(CTPLD), 4 Day centres, 1 Day Options project, 2 residential/nursing homes, and an Adult Placement Service.  Within the Community Team, there is a small Community Intervention Team with two workers and a small caseload.  The team works with the person’s existing network in crisis prevention and support and intervention.  There is also a small outreach team with 4 members of staff.
2. The need for change
Learning disability service commissioners in North West London commissioned a review of complex needs services by the Nuffield Institute for Health at the University of Leeds, which produced a report in November 2003.

Main outcomes and recommendations from the report indicated the need for specialist services for this group of people with following components:

· User- centredness

· strengthened community capacity-  working proactively with individuals at home,  to prevent crisis, in partnership with the person’s local network

· provision of an acute mental health facility through mainstream mental health services

· access to emergency short term crisis support, ‘safe space/ safe house’

· access to assessment and treatment services (learning disability specific) – 10-15 beds.
When they had received the Nuffield Report, commissioners for four boroughs (Brent, Harrow, Kensington & Chelsea, Westminster) agreed to purchase services at Kingsbury in future provided that these were developed in line with the report’s recommendations.  Commissioners from other boroughs have informed Brent that they do not see Kingsbury services as part of their local provision and will not commit to buying services in future. The proposed model is based on this position.
Commissioners believe that the service should have 10 beds
, reflecting local needs with each borough making a commitment to :
Brent 


4 beds

Harrow

2 beds

K&C, Westminster 
3 beds


Crisis requirements
1 bed

Three multi agency workstreams developed models in the area of assessment and treatment, (New Kingsbury),  an intensive support team (community –based, in Brent) and a commitment to develop links and protocols with mental health.
These workstreams included benchmarking with other services, user consultation and a ‘process mapping’ event, testing out the new models of service with all stakeholders.
3. The consultation process
The consultation process on the proposed models ran from 11th May to 14th June 2005. The main document and an easier -to -read version with pictures were circulated to all staff and local stakeholders, including user, carer and advocacy groups.

The paper presented a preferred option of a future model of service with three elements:

· a robust protocol between specialist learning disability and mainstream mental health services, so that people, where appropriate, have the choice of which service should support them;

· an enhanced, (Brent )community-based Intensive Support Team, working to maintain people’s independence as far as possible and prevent admission to a bedded service;

· a new assessment and treatment service based at Kingsbury, with beds, for people who cannot be supported in their own home or within mainstream mental health services.
Management arrangements for the services (preferred option)
It was proposed that the Intensive Support Team should be managed within Brent Learning Disability Partnership alongside existing community services.

The preferred option for the new Kingsbury service was to be managed by a specialist mental health trust such as Central & North West London Mental Health Trust (CNWL).
Advantages  and disadvantages were given for the preferred option, and four other alternative options:

· do nothing (status quo)

· Services as in preferred model but with no change to management arrangements

· Increase number of beds at the new Kingsbury
· Closure of Kingsbury services
The consultation paper asked the questions:
1. Do you agree in principle in principle with the Change Group’s preferred model for services for people with complex needs in future? (learning disabilities, mental health problems and/or challenging behaviour)

2. If yes, please tell us if there are ways in which we could improve it, or if you have questions or concerns that we need to take into account when implementing the model.

3. If no, please tell us which of the alternative options you prefer, and why.
During the consultation period, events held were as follows:

· Discussion at the Staff Side meeting (3rd May) 

· 2 launch sessions for staff at Kingsbury Hospital on 12th May, (43 attendees)

· 1 consultation session with community staff in the Brent Learning Disability Partnership on 16th May (20 attendees) Where questions were raised at the above meetings and answers given, these are indicated by italic type.
· Presentation to the Professional Executive Committee of Brent PCT on 1St June

· Presentation and group consultation at the Learning Disability Partnership Board on 13th June (service users, carers and local stakeholders and councillors) (19 people, including 6 service users and 2 family carers)

· 1 facilitated group session held at Kingsbury with service users, looking at the three models on 3rd June (6 service users)

· 1 facilitated session of chat room, art (‘say it in pictures’), video interviews and face to face questionnaires with service users at Kingsbury on 6th June (9 service users)

· Questionnaire/telephone interview with current and ex- Kingsbury family carers (5 people)

· Opinions were also requested from the Estia Centre, The Valuing People Support Team and The Tizard Centre at the University of Kent and received from the first two
Responses received:

42 individual responses were received.

1 response on behalf of a private and voluntary  organisation, committee and executive

2 responses from staff teams at Kingsbury

4. Outcomes of the consultation
Overall there is ‘in principle’ support for the preferred option put forward, of

· Robust protocol with mental health services

· Community-based Intensive Support Team

· New assessment and treatment service
There is a request for a cost benefit analysis to be completed to demonstrate that the new models of care can be funded from within the existing LD budget. Agreement beyond an ‘in principle’ decision will need to be dependent on the cost analysis of each model.
There remains strong clinical concern over bed size for the new assessment and treatment service with a preference for a larger service to maintain critical mass and staff expertise and to be able to respond quickly and flexibly to demands.

In order to try and address these concerns, the proposal included an option for the services at Kingsbury to be managed through a local mental health trust. This has received strong ‘in principle’ support from all areas, with the proviso that more detailed information is needed for decision beyond this stage, particularly for staff at Kingsbury. Specific questions for the mental health trust have been identifed in this report. There is unanimous support from those who expressed a preference, for the Intensive Support Team to be managed within the Brent Learning Disability Partnership.

There are minority views that Kingsbury should close (2 respondents).
Breakdown of comments by model: (‘Information in quotation marks represents individual comments’)

· Mental Health Interface
Welcome links to mental health (majority view)

Need for specialist mental health services for people with LD provided from within generic mental health services ++

Training and support could then be provided from these services for generic mental health services for those who can access them.

Acknowledgement of the rights of people with LD to access these services++

Need to improve knowledge and awareness of LD in mental health services ++

‘The protocol has been under discussion for 10 years with little effect!’
Two way flow of expertise +

Out from specialist services to facilitate other services and inwards from other mental health services.




Work together- don’t pass people between services

‘There was no way of getting the two services together, no one was responsible.’

‘Ensure people are not incorrectly classified and fall through the net’

Improve the environment, particularly safety and privacy

Give people their own rooms, privacy for family visits, ‘it’s too dangerous putting everybody in together.’

· Intensive Support Team
Positive to a community based approach (19 opinions including 8 user votes)

‘Having support at home would have been better (than hospital), they would have seen us as a family.’

‘I’d rather be at home, getting help, than be in a hospital’

Benchmarking +++

Staffing, skill mix, rotas, resources+++

‘Consider  psychotherapy, clinical social worker, mental health nurse, approved social worker in the team staffing’
Who will fund social care posts?

Key necessary staff skills were identified by users

Boundary issues/protocols/roles and responsibilities +++

If the team are supernumary, need for very clear protocols around roles and responsibilities and who holds case responsibilities. Would need to be clear about Care Co-ordinator/Care Manager and ensure no overlap or duplication of roles. ‘The Care Managers are very stretched in the CTPLD, the case should be transferred to the Care Co-ordinator. The team could have its own Care Manager’.

Out of hours operation

Need to be flexible, not just 9-5, needs to be when people need it.  (majority view). +++What does 24 hour cover mean? Who, what and how will they be called out? What about weekends? Need to consider other models e.g. twilight service

Carer support ++

‘Consider the family’s needs too’
‘Who will support the carers?’

Base? ++

Transport

Mixture of roles of team ++

‘How can one team provide both crisis and (planned) outreach?’

Preventive approach welcomed++

‘Understand people’s feelings and anticipate, rather than respond to problems’

Respite – in emergency / own tenancy

‘You may need to ensure that people are not always treated at home if in fact the carers find this difficult. Some people may need rapid access to their own tenancy to relieve pressures on living at home’


Links with other services

Should be part of the London Road team – as part of the four workstreams

‘May limit opportunities for outreach and links to IST for training etc if Kingsbury is in the mental health trust.’
Gatekeeping role – if assessment and treatment is in another trust
Management capacity within BLDP

How will this extra team be managed within the current capacity?

Clinical Supervision

‘The team will need good clinical supervision, preferably from someone with experience in Applied Behavioural Analysis’.

Robust Change management programme

To identify and support staff at risk

Staff who are currently PCT employees and who may work within the IST would not need to change employers, if management is through the BLDP. The management lead for this service would then be Brent Social Services.

· Assessment and treatment:

Positive comments about current care +++

‘Services are doing their best, and doing well’

‘I should like to see the quality of care outside Kingsbury match that of the excellent staff at work inside’.

Some reported negative user experience of past service 

Users’ negative views of being kept in a locked situation

‘Need to re-think the ‘behavioural therapy system’  

New services to be ‘person centred’ +++

‘Need to understand individual needs and not group ‘types’ of people together’

‘Very worried about different groups of people being grouped together’

Improve access to advocacy

‘Understand the person, not just regard them by their notes’ 

PCP as a way of helping move people on who are ‘stuck’ in services – use ‘beyond active treatment’ term as this is a performance indicator for PCTs.

Supporting people to maintain the friendships and relationships they have developed over the years.

Choice of services +++

‘There was no choice of services, it would have been good to have a choice’

‘People need a choice of which hospital to go to’
More opportunities for activities, going outside of Kingsbury +++

Very strong service user support for this with examples of options being, shopping for food, papers, clothes, going to pubs, nightclubs, cinema, theatre, ice skating -  ‘more freedom’. ‘Want to do more going out, have more things to do, not getting bored.’
Staff skills +++

Being able to talk to people was a positive theme from users, being treated with respect, with some specific mention of psychology and day services. ‘People who can listen to you, talk to you.’. ‘Don’t be frightened to say how you feel’
Mixed/single sex units +++

Some service users prefer mixed ( 4 votes), some women expressed a preference for women- only areas (4 votes)

General agreement that privacy is important – definitely not sharing rooms.
Bed size++

Clinical concern re: 10 beds in terms of critical mass. ‘Major reservations as regards viability of a service with 10 beds, from a clinical, logistical and economic perspective. Such an outcome will hasten the demise of Kingsbury Hospital and we will be compelled to rely on the private sector or Harperbury’.

‘Higher number of beds allow potential for greater flexibility and responsiveness if other barriers are overcome’. ‘Shrinking Kingsbury will limit service capacity to respond to individual needs, thus reducing opportunities.’
‘The Nuffield report was completed in November 2003  -  do we need to update the figures?’
Response given (We need to be asking commissioners. The paper states that the caseload and demand will be reviewed every six months. In the transition phase we will work with the 14 beds that we already have. As part of the Nuffield review we wrote to all commissioners asking whether they wanted Kingsbury to be in their network of care. 4 boroughs said yes. The others said no.)
‘We absolutely do need to update the Nuffield figures in the light of recent service pressures, clinical need, funding and finding of out of borough placements’. 

Advocacy services, in principle, welcome reduction in bed size and favour continued reduction to no beds in future with all services provided through generic mental health.

‘Unit size should be determined by balancing service user need against staff development need, in line with the social model of disability and ‘Valuing People.’
User view – more than 10 is OK.
Robust change management that supports staff and service users ++

Support for family carers ++

‘Keep the family involved and informed at all stages’

‘Listen to, and respond to the family’s needs’

‘particularly when people are coming home’

Regular, timely assessments to facilitate moving on ++

Identifying future placement early and having regular liaison with these providers

Staying local ++

Very important to stay local – ‘wouldn’t want to go too far way- you’d miss your parents coming to see you’
Feeling safe ++

User views on what made them feel safe included talking to people, having good staff and having a security guard for the building to prevent break- in. Routine was also reported to help one person. One service user reported that being on a section made them feel safe.

Need for quiet space ++

Users raise the issue of ‘other people’s noise’, and the need for access to quiet space
Benchmarking with other PCTs+

Bed size and cost

Getting the staffing right

In terms of ethnicity, gender, skill mix (more experienced B grade health care assistants), nurses with dual training (mental health and learning disability), flexible working, staff rotation from ward to ward. Positive staff skills identified by users.

Critical mass issues for developing staff expertise, guarding against professional isolation. 

‘The PCT is committing to the provision of highly specialist, quality assured service for a diverse and heterogeneous user group with disparate healthcare needs. The unit by definition will have to ensure and maintain a highly skilled staff team capable of managing very difficult situations’. 

Concerns from consultant colleagues

‘Also the faculty of LD and Royal College ‘dismayed at the drastic reduction of specialist A&T services within the NHS’

Training opportunities and peer support – mandatory

Also issues relating to staff ‘burn out’ need to be addressed. 


Speed of response

Able to provide help promptly on diagnosis, with quick referral on to specialist services

Better co-ordination and communication between agencies like social services, health and  GPs.

Current food system

Mixed opinions from service users, but some strong opinions not in favour of cook-chill. ‘Would like to have proper, cooked food’. Some people want to cook their own food.

Want to see Kingsbury service users living locally

‘We would like to see people, with the right level of support, living very happily in their local community.’

Welcome opportunities for skill sharing between Kingsbury and Community staff

Reducing length of stay

Some people have stayed too long at Kingsbury– ‘the (overall) system charged with their treatment and move- on has failed miserably in its responsibility’. 

Model of care

‘Please look to social reasons about a change in mental health or behaviour, before entering into medical ones’; ‘don’t medicalise and pathologise people’s behaviour’

Increased need for advocacy – who will pay for this?

Shifting money around the LD system

‘Would like to see money currently tied up in Kingsbury redirected to be used elsewhere within the LD system, with savings ringfenced for LD’

De-skilling due to length of stay

Uprooting people from their home communities, makes it difficult to keep links and maintain friendships

Moving on – what helps?

User views on support needed varied from ‘ being looked after’, to seeing a special doctor and ‘I don’t need to be locked away’.  There are limited resources for local move - on

Carers need to know that services (like Kingsbury) are available for people

Change is difficult – but can be positive and worth embracing

5. Questions for potential mental health managers
‘Can a guarantee be given that there will be no further reduction in LD specific beds, below 14 suggested). What time frame can this be guaranteed for?’

‘Can the mental health trust guarantee that the current Carlton House building will remain where LD specific A&T services will be provided?’ (Benefits of environment explained).

Will Learning Disability be regarded as equal partners in a mental health trust? Response given – (specialist (bedded) LD services should sit better within mental health services, as they share the same ‘core business’.

We would need to look at setting specific indicators to check out that LD services were not being marginalized)

Is there a likelihood that within mental health services, LD would have even less of  a ‘say’? Response given –( The whole Change process is designed to improve the outcomes for people with LD – we need to keep  close focus on this.)

If the mental health trust takes on the management, wouldn’t they want to have a say in developing the new Kingsbury? Response given - (We would need to agree a change programme for the service. A Senior manager from CNWL has been part of the Change Process so CNWL have had input into developing the models and Dr Huq is working closely with Dr.Cooray.

We would need to be sure that a mental health trust is signed up to the service model and staff team and direction of service. We would need to agree boundaries of what the process of change would be for Kingsbury services.)
6. Other issues raised
Peel Road

‘This is still seen as an off shoot of Kingsbury. If the mental health trust manage Kingsbury, will they also be responsible for the clinical and medical nursing support at Peel Road?’

‘Will the mental health trust be responsible for the clinical care at Peel Road? Who will provide clinical governance and professional accountability for the service – also issues for Neasden Resource Centre.’

CTPLD Community Nurses

Staff side report a request from community nurses currently based within the BLDP to be considered for transfer to the mental health trust.
7. Process following consultation:

The above comments and outcomes from the consultation process were discussed at the Brent Change Group on 30.6.05 .
If the Trust board gives a decision to move ahead with the preferred option to the implementation stage, six workstreams have been proposed to progress the models in the light of comments received. This will include services not currently considered in the detail of the new models e.g. Kingsbury day services.  A second stage consultation would then follow, in line with the PCT organisational change policy.

8. Request to Board

Brent PCT board is requested to consider the comments and concerns raised from the consultation process and to decide on whether to progress to implementation with the preferred option for future services for people with complex needs in Brent, namely:

· a robust protocol between specialist learning disability and mainstream mental health services

· an enhanced, community-based Intensive Support Team, managed within the Brent Learning Disability Partnership

· a new assessment and treatment service based at Kingsbury, with 10 beds, managed within a local mental health trust
Cathy Claydon

Project Lead

4.7.05

KEY

++ more than one comment

+++ several comments
CTPLD – Community team for people with learning disability, (36, London Road)

IST Intensive Support Team

LD Learning Disability
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� Complex needs is taken to mean, learning disability, mental health problems and/or chall


enging behaviour


� this number will be reviewed 6 monthly in order to predict future needs. It is expected that numbers will be higher than 10 beds in the transition phase as people ‘move on’ from the service to other placements





